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Abstract

Introduction: Family caregivers (FCGs) of children with cerebral palsy (CP) are under
higher risks of developing physical and mental health problems, and they encounter greater
challenges that may negatively impact their overall quality of life. The enhanced demands of
caregiving may affect FCGs dignity and well-being as well. The variety of manifestations of CP
may differently impact the health of FCGs: the situation of FCGs of more dependent children
may differ from those of more independent ones. The problems of children with CP and their
caregivers have not been investigated in Armenia. Thus, the aim of this study was to investigate
the associations between the levels of CP severity (i.e., dependence) in children and the pain

syndromes, as well as mental health outcomes of their FCGs in Armenia.

Methods: Two hundred CP children and their FCGs were included in this cross-
sectional study. Child characteristics were retrieved from medical records at the tertiary care
center delivering rehabilitation treatment to children with chronic diseases. Gross Motor
Function Classification System (GMFCS) served to classify children as more independent
(Levels I and 1) and more dependent (Levels 111-V). Two hundred FCGs completed phone
call interviews (100 FCGs of more independent children and 100 FCGs of more dependent
ones). Armenian versions of SF-36, Center for Epidemiologic Studies Depression scale,
Anxiety Symptom Checklist 90, and 18-item dignity questionnaires were utilized to measure
the pain, quality of life, depression, anxiety, and dignity levels of FCGs. An additional
questionnaire was also used to measure the socio-demographic characteristics of FCGs.
Multivariable linear regression analysis was conducted with adjusting for identified
confounders to explore the association between the health and well-being outcomes of FCGs

and the severity of limitations of CP children.

Results: To reach the pre-defined sample size, 999 medical records were investigated
and 221 eligible FCGs were contacted (9.5% refusal rate). The groups were similar in most of

socio-demographic characteristics. FCGs of more dependent children reported to perceive



higher negative influence of caregiving, feeding difficulties and caregiving demands. There
was no association between bodily pain, depression and anxiety of FCGs and the severity of
limitations of CP children. FCGs of more dependent children reported significantly lower

dignity levels if compared with those of more independent children.

Conclusions: The dignity levels of FCGs was first time analyzed in quantitative
study. The health and well-being of FCGs of CP children was first time investigated in
Armenia. Strengths and weaknesses related to study design and methodology are highlighted.
The needs for interventions and policy setting, as well as the directions for further

investigations are described.

Keywords: Family caregivers, cerebral palsy, pain, depression, anxiety, dignity,

Armenia



“Change is the end result of all true learning”

Leonardo F. Buscaglia
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“The purpose of a doctor or any human in general, should
not be to simply delay the death of the patient, but to
increase the person’s quality of life”

Patch Adams

1 Introduction

The birth of a child with disability can be a sudden and unpredictable event for families.
Caring for a child with disability such as the cerebral palsy (CP) requires significant
resources and efforts. CP is not a specific nosology with a unique etiology or pathogenesis.*
It is a group of non-hereditary movement disorders with different etiology and pathogenetic
pathways, attributed to discrete and non-progressive damages of the fetal or infant brain.> It
may further be accompanied by mental disorders and seizure syndromes.?*® Despite the
observed decline of prevalence for several types of CP in Europe based on analysis of pooled
data from 20 European population-based CP registries (from 1980 to early 2000s),”® the
overall prevalence of CP has been relatively stable in the last years (after 1985), and it
remains the most common diagnosis of children with disability. **? For example, it is the
fourth leading cause of paralysis in the USA (8.3%) amongst 5.4 million overall
cases.’3Currently, the worldwide prevalence of CP is around 2 per 1000 live births.*? While
population based studies indicate no change in the prevalence over the last decade,®** it has
been shown to fluctuate between 2-4 per 1000 live births by countries and races.%!4-6

Disability provoked by CP may change over time. However, it is a permanent

disorder, sometimes hard to manage, and requires enormous efforts and resources (e.g.,
financial and time).1”~2° Even in developed countries social services and supportive policies
in the form of appropriate infrastructure and environmental settings are not well established
to facilitate mobility and social participation of children with functional limitations, such as
CP.2"2 The responsibility of delivering essential care for CP children, therefore,
predominantly lies on the families.?* This adds to the financial and social burden of the

families® and may negatively affect caregivers’ health?® and quality of life.?"?



Defining the process of how caregiving affects CP caregivers’ health is a challenging
task. There are numerous pathways and mechanisms of interactions between the health
aspects of caregivers and children.1”2%% Zhu et al., (2006) have outlined the model of the
caregiving process in the pediatric population.®® The conceptual framework provided by the
authors (see Figure 1) describes the main pathways by which the caregiving process may
influence the physical and psychological health of family caregivers (FCGs). While it might
not be practical to investigate the wide range of determinants, including factors at different
levels, such as child, family and community characteristics, which directly or indirectly
influence the health of FCGs, research confirms that FCGs of children with chronic
disabilities are under higher risks to develop health problems than those of regular children.
For example, a large population-based study in Canada compared health outcomes of FCGs
of children with chronic disorders and those of regular children demonstrates that FCGs with
children having chronic health problems have over two times higher odds of reporting
chronic health and well-being concerns.3!Several studies have further explored this
relationship for FCGs of children with CP, specifically, investigating levels of stress®>%,
quality of life (QoL),*** depression,*® anxiety, and physical health,®” including different pain
syndromes.® Higher levels of depression®®° and lower quality of life***® have been reported

among FCGs of CP children as compared to FCGs of typically developing children.

2 Literature review
CP overview

Appendix A illustrates the most commonly used systems for classification of CP types
and subtypes. Although these classifications are crucial to determine the etiology of CP, the
functional diagnosis of this disability is equally important in developing the most efficient
strategies for CP management.*#2 The Gross Motor Function Classification System

(GMFCS) is the most wildly used tool for functional classification of the severity of CP.4>43



The severity of CP classified by GMFCS has 5 levels. Briefly, Level I children have the least
movement limitations and can perform all movements that are typical for their age, whereas
Level 5 children are practically unable to perform movements without assistance even with
supportive devices (e.g., wheelchair). GMFCS provides stable data over time after the age of
2 years.* The other widely used classification tools are the Manual Ability Classification
System (MACS)* and the Communication Function Classification System (CFCS).* Both of
these tools also distinguish 5 levels of severity, where Level | means the least limitation of
function and Level V — the most severe. Detailed description of these classification methods
are available elsewhere.*3#5-49 While the life expectancy of CP children is associated with the
severity of limitations (e.g., gross motor function, oromotor function and mental function
levels), it has increased in the previous years, partly due to the uptake of more effective

interventions.>®23

CP caregivers’ health

Having a child with functional limitations (i.e., CP) is a challenge for each family,
despite the social and economic status, racial or religious affiliation.>*The role of FCGs, on
the other hand, is very important in the lives of children with disability. The family-centered
services (FCSs), developed and widely disseminated in the last decade, explicitly
acknowledge the importance of FCGs in CP child’s life.>>°® FCGs (these may include parents
and grandparents, or other household members, who take care, assist and accompany a CP
child in everyday life) have a crucial role in daily lives and activities of CP children, as well
as in the decision-making processes regarding their healthcare and development of
appropriate intervention strategies. While the primary aim of FCSs is to improve the health
and the quality of life of children with CP, there are concerns that this focus on children may
overlook the possible health risks of FCGs as a result of enhanced burden associated with the
caregiving processes.>** On the other hand, health problems affecting FCGs may have

further downstream effects on a CP child. For example, a study has shown that FCGs with
10



less or no symptoms of depression perform more effectively as caregivers when compared to
those with more depressive symptoms.®® Moreover, the adolescents whose FCGs have mental
health problems, particularly depression and anxiety, have higher odds to develop mental
health problems themselves.>” Thus, the health of FCGs is not only the outcome of the
caregiving process, but also an important factor affecting the child’s health.

The health problems of FCGs of children with CP have multiple determinants and long-
term impacts. For example, a population based study by Brehaut et al., (2011) have studied
the changes of the caregivers’ health over the ten-year period among the caregivers of
children with health problems, including CP.>® The study found significant association
between the caregivers’ general health status and their marital status, income levels, child’s
age, gender and the number of children. For instance, married caregivers reported better
general health as compared to the non-married caregivers. Having only one child or
caregiving of boys was also associated with worse general health. The study further indicated
the permanence of the health problems among caregivers and the significant role of the
severity of the child’s health problems in the caregivers’ health.>® Similary, the study by
Murphy et al., (2011)>° used a convenience sample of 51 FCGs in tertiary care center in the
USA. The primary outcome variable was parents’ QoL measured with the SF-36 short form.
Authors identified statistically significant correlation between QoL of parents and the level of
severity of the child’s CP symptoms measured with the Gross Motor Function Classification
System®® (GMFCS). Lower levels of QoL were also found to be associated with positive
seizure syndromes of the child?® and the low levels of families’ socio economic status
(SES).!8 Sawyer et al.,%! further found that caregivers of CP children have additional time
demands. For example, it was found that caring for a child with CP takes over 6 and 8 hours
per day for mothers during workdays and weekends, respectively.5!

Several studies have investigated the pain syndromes amongst FCGs of CP children.

Czuprina et al., (2014) have examined back pain amongst 179 mothers caregiving 3-18 years

11



old children with CP.%2 Authors concluded that caregiving of a CP child leads to back pain of
mothers, and that pain is mainly related to child’s characteristics (i.e., functional level, the
age, and the weight of CP child). The study by Kavlak et al., (2015) amongst 100 mothers of
CP children in Turkey found significant association between pain (in lower back, neck and
upper limb regions), anxiety and QoL of mothers and the severity of CP of their children
(measured with GMFCS).% More recently, Terzi et al., (2016)% found that mothers of CP
children have higher levels of depression and musculoskeletal pain when compared with
those with healthy children. Authors also showed that the CP severity and the maternal
depression level were independent risk factors for pain in mothers.

In a similar vein, Byrne et al., (2009)** have examined QoL (using SF-36) of 161
FCGs of children with CP in Ireland. The study found significant association between bodily
pain among FCGs and the level of independence of children: FCGs of more dependent
children (defined as those with 111-V levels of GMFCS**) had significantly higher scores of
bodily pain as compared to FCGs with more independent children (defined as those with I-11
levels of GMFCS). The lack of control for possible confounders in this association, such as
background characteristics of caregivers (i.e., the age, chronic diseases of FCGs), having
multiple respondents from one household, as well as the utilized survey method (mail survey)
may bias the findings.>* However, this study provides important exploratory data on the
health issues of FCGs highlighting the need for further investigations.

Challenges associated with delivery of care, the complexity of decision making and
organization of the best rehabilitation and treatment programs, accompanied with their own
unmet expectations and requirements associated with demands of caregiving a child with
permanent disability such is CP may have influence on FCGs dignity. Clark (2010) defines
dignity as a subjective and multi-dimensional feeling. It is commonly referred to as a
fundamental human right, and it is perceived as an experience of “feeling and/or being treated

and regarded as important and valuable in relation to others”.®® The dignity in the healthcare

12



context was examined in several studies in Armenia.®®%® For example, Mkhitaryan et al
(2015) examined dignity of mother caregivers of children with type 1 diabetes and found no
difference between them and mothers of healthy children .%8 Several qualitative studies,
however, suggest that FCGs, as well as their children with CP may have affected dignity
levels.%®"2 This may be associated with the higher caregiving demands for FCGs of children
with CP, as well as the severity of CP limitations. Evidence of the association between the
severity of limitations of children with CP and the levels of dignity among FCGs may serve
as an important indicator of the metal health and overall wellbeing of FCGs.

Finally, most existing studies investigating the impact of caregiving a CP child mainly
focus on mothers as primary caregivers,” partly because of the available evidence suggesting
a higher burden of caregiving among this group.”* However, to our knowledge, there is no
direct evidence showing that mothers are at higher risk of developing health and well-being

issues as compared to other caregivers in the family (e.g., fathers).”7>7

Situation in Armenia

In her country-level analytical report, “Children and Disability in Armenia” (2002),
Magloutchiants identified over 8000 children in Armenia registered with disability, the
majority of whom live in poor families.”” This suggests 30% increase in the number of
children when compared to the official data of 1991 (i.e., 5000 children in 0-16y age range).’’
While data on the prevalence of CP in Armenia are not available for the years 2002 to 2014,
the state “Health and Health Care” yearbook (2016)"8 indicates over 1750 CP cases among 0-
17 year olds in Armenia in 2016. This demonstrates a slight increase in the number of CP
children in Armenia as compared to the years of 2014 and 2015 (see Appendix B). However,
in relative numbers, these data represent 259.0, 257.6 and 256.5 per 100,000 Armenian
population in 0-14-year age group for the years 2014, 2015 and 2016, respectively.”®¥ More

detailed description of NIH data on CP prevalence in Armenia is presented in Appendix B.
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Apart from the prevalence data provided by National Institute of Health (NIH) of RA,
no further research has been conducted on CP, and, specifically, on health and quality of life
of caregivers of children with CP in Armenia. In addition, the available NIH data does not
include information about the prevalence and distribution of CP types and subtypes in the
country. Moreover, according to the NIH 2017 report®, almost 20% of the first time
diagnosed CP cases were in 15-17 year age group (Appendix C). Given that the verification
of CP diagnosis is usually done when a child is 1-3 years old, this data may have two possible
explanations: lack of early diagnosis or significant delay of the official diagnosis. However, it
is well known that early diagnosis is crucial for effective rehabilitation of children. and,
despite the severity of CP, there is always a known range of functions that may be enhanced
through early interventions.®-# Moreover, without formal diagnosis it would be impossible
to claim for governmental and other formal support services, as well as to get appropriate
treatment and overall care management suggestions. It should, however, also be noted that,
although the caregivers of children with chronic diseases, and, specifically, with CP, have
greater health risks, there are no comprehensive social programs or policies addressing this

issue in Armenia.

3 Study rationale

FCGs of CP children are at a higher risk of developing pain syndromes or other chronic
physical and mental health problems. Situation may be worse for FCGs of children with more
severe CP. This issue may not only affect FCGs’ QoL, but it may also make them unable to
provide necessary care and assistance to children.

To our knowledge no research has been conducted so far regarding the caregiving
experiences of CP in Armenia. The studies discussed above, which investigated different

aspects of FCGs’ health, were mainly conducted in countries with upper-middle or high-
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income economies. Moreover, the possible differences in quality and volume of
governmental and other social support policies and programs, as well as the geographical and
socio-cultural differences limits the generalizability of those findings to the Armenian
context. To develop tailored interventions in specific populations and communities, detailed
understanding of the determinants of CP caregivers’ health and well-being is required in each
setting, as experiences may differ across countries due to contextual factors, including socio-
economic, socio-cultural, political, epidemiological, geographical, ethical and legal

Further research is, therefore, needed to examine the health and well-being outcomes
of FCGs of CP children in Armenia. This study aims to investigate the associations between
the levels of CP severity (i.e., dependence) in children and the pain syndromes, as well as

mental health outcomes and QoL of their FCGs in Armenia.

4 Methods

A cross-sectional survey was conducted among FCGs of CP children in Armenia to

address the study objectives.

Primary objective

e To compare (bodily) pain between FCGs of more independent (GMFCS levels | and

I1) with FCGs of more dependent CP children (GMFCS levels 111-V).

Secondary objectives

e To estimate the prevalence of pain, depression, and anxiety among FCGs of CP
children;

e To explore the association between depression among FCGs and the severity of
limitations in CP children;

e To explore the association between anxiety among FCGs and the severity of

limitations in CP children;
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e To explore the association between dignity among FCGs and the severity of
limitations in CP children;
e To describe the distribution of movement and communicational limitations among

children with CP.

Target population

The target population of this study includes FCGs of children with CP aged 3-17 years

living in Armenia and Artsakh.

Study population

The study population has been selected using the following inclusion criteria:

e having a child with CP 13-17 year of age who has undergone (since 2013) or is
currently undergoing treatment in “Ararat” Mothers and Child’s health center
(Center),

e availability of child’s medical records to allow assessment of the severity of CP
limitations (as measured by GMFCYS),

e ability to speak and understand Armenian.

Sample size calculation

To execute the primary objective, FCGs have been grouped by the GMFCS level of
their child. Specifically, FCGs of more independent children (GMFCS | and 1l levels) were
assigned to one group, and FCGs of more dependent children (GMFCS I11-V levels) were
assigned to another. The pain levels of FCGs was measured using the SF-36 questionnaire’s
pain domain.® A similar approach was used in a previous study to detect the difference in
mean pain between caregiver groups.3 The study by Byrne et al. investigated the health
status of FCGs of CP children in Ireland and found that the “caregivers of more dependent

children had significantly lower mean pain score (indicative of more pain) than the caregivers
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of more independent children”.3* The means and the standard deviations from this study**
were used for sample size calculation.
The sample size was calculated based on the formula for comparing two means:

2 022 2
(01 + 7) (Zi—aj2 +Z1-p)
A2

n1=

_ (kx 0f + 03)(Z1-aj2 + Z1-p)*
= e

n;
Notation:
n, = sample size of Group 1
n, = sample size of Group 2
01 = standard deviation of Group 1
0, = standard deviation of Group 2
A= dif ference in group means

k = ratio = n,/ny

Z1_q2 = two sided Z value
Zi_p = power

Based on the study by Byrne et al** the means and standard deviations for these two
groups of FCGs were as follows: Group 1 mean=52.10; SD=9.8; Group 2 mean=47.77,
SD=11.9. Considering equal sample sizes per group (k=1). the sample size with two sided Z
value for 95% confidence interval (1.96), and the Z value for 80% power (0.84) will be as
follows:

11.9%

(9.82 +=5 )(1.96 + 0.84)?  1863.176
4.332 "~ 18.7489

n, =n, = =99.37 = 100

Thus, to detect the difference in means of body pain (SF-36) between the two groups of
FCGs with 95% confidence interval and 80% power, it was required to have 100 FCGs for in

each group.
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Sampling strategy

Study population was recruited from the 220-beds tertiary care “Ararat” Mothers and
Child’s health center (Center) that serves around 80 children with CP from all marzes
(provinces) of RA and Artsakh each year. The recruitment process started with retrieving and
investigating the medical records of all children with CP who attended the center starting
from 2013. Records were evaluated in reverse consecution in calendar time (e.g., 2018 then
2017, etc.) to select the participants that potentially met the eligibility criteria. Particularly,
the student investigator retrieved information on the severity level of the child, FCG’s contact
details, and child’s age. The age of the child determining the eligibility of the caregiver (3-17
years old) was defined as the age of the child at the time of the interview. In case of multiple
attendance of the same child to the Center, the most recent data (both for the FCG contact
information and the child characteristics) were used. The data were entered into a journal
form (Appendix D). Each FCG was then contacted separately to check the eligibility and to
ask for their willingness to participate in the study (see below). This process continued until

the planned sample size was achieved.

Data collection

Data collection was conducted by the student investigator and ten other trained
interviewers. The volunteers were recruited among friends (3 volunteers), publishing the
introduction of the study in Facebook® specific groups, where medical students and young
doctors were participating (7 volunteers), the presentation of the project in neurology
department of Yerevan State Medical University (5 volunteers). After completing the
trainings two volunteers refused to start the interviews due to time restrictions, another one,
due to family tragedy, and the last two, based on student investigator decision (lack of trust
and willingness to undergo the ethics training).

Training process

18



The training process included general introduction of the research, it’s goals and the
details about the interview process and procedure. Next the files containing prepared
guideline of call and interview with the empty questionnaire was sent to the volunteers. The
link of AUA training course on research ethics

(http://chsrd.aua.am/irb/arm/testing/begin.php) was attached to the email. Student

investigator highly encouraged all the volunteers to undergo the training and provide the
certificates. The Q&A session (via phone, messengers, etc.) followed. Finally, the skype or
face to face meeting were organized to discuss all the points. The last stage of training was
the interview either via role play or real interview. Two interviewers were recruited to
conduct interviews with participants from Artsakh. Special strategies to prevent mistakes and
assure the confidentiality were utilized. First, after the interview (successful or refusal), all
volunteers deleted the names, and the phone numbers of participants. Second, at the end of
the day, each volunteer grouped the done interviews and sent to the student investigator. The
report about ongoing interviews and wrong numbers was attached. After first 1-3 interviews
of newly recruited volunteers, data entry was conducted and Q&A session followed to verify
that everything is clear. Third, if it was not possible to contact with participant (hnumber was
not available or did not take the phone) in three calls during first day, 1-2 calls during the
next day and 1-2 calls after 2-3 days, the status of participant was defined “not available” and
the status was reported to student investigator. Fourth, each week the student investigator
reviewed the medical records and journals of participants in the Center to verify the contact
numbers or in case of multiple admissions, to find alternative contact information. Updated
contact information was sent to the same interviewers for second try. In case of repeating
“not available” status, another interviewer was asked to try once again with both numbers.
Then the final try was conducted by student investigator. In case if after these procedures it

was impossible to reach the participant, the status was defined “Not available”.
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Additionally, all interviewers underwent the AUA training course on research ethics,
“Human participant protections”, and successfully passed the test.

Survey procedures

Interviewers contacted the primary FCGs listed in the child medical records to inform
them about the ongoing study, provide the oral consent (Appendix E) and ask for
participation. In case of a positive answer, the student investigator conducted a phone
interview with the FCG either directly at the time of the first call or at the date and time
convenient for the FCG (the questionnaire is presented in Appendix F). Taking into account
that the interview might have been interrupted due to time constraints and/or CP child or
family needs, the participant was given an option to do the interview in parts during few
consecutive phone calls. After the interview, the participant was asked for a permission to
extract additional data from the child’s medical records (Appendix G). In case of a negative
answer for participation or for medical records investigation, the reason for refusal was
asked. If the reason for refusal was not associated with the study itself (e.g. time constraints,
language barriers), a possibility to contact and conduct the same interview with another FCG
of the CP child was asked.

If multiple FCGs of the same child were available for an interview, the priority for
participation was given in the following order: (1) mother, (2) father, (3) grandmother, (4)
grandfather, (5) sister, (6) brother and other relatives who were considered to be FCGs of the
child. For this study, only one FCG per child was considered.

Study instruments

The SF-36 short form QoL questionnaire®® was used in this study, which has been
employed in previous studies®*#"°! as the outcome measurement tool for caregivers of CP
children. A validated Armenian version of SF-36 Armenian was used for the study.®> FCGs’

depression level was measured using the Center for Epidemiologic Studies Depression Scale
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(CES-D Scale)®, the levels of anxiety — using the Anxiety Symptom Checklist 90 (SCL-
90),% and FCGs dignity levels — by the 18-item Human Dignity Scale.®*

Background information on FCGs was collected through a demographic questionnaire
(Appendix F). This questionnaire has been adapted from a similar study investigating the
levels of depression, anxiety and dignity in mothers of children with type 1 diabetes in
Armenia and further tailored to current study aims.%® The strategies of scaling social support
and socio-economic status (SES) levels are described elsewhere.®® In the final scale, 3 SES
levels were defined (high, middle, and low). FCGs’ social support index could have values
between 0 and 28, where 0 represents the lowest social support level and 28 — the highest.
English and Armenian versions of the questionnaire are presented in Appendices F1 and F2,
respectively. The questionnaires were validated via two pilot phone interviews with randomly
selected FCGs. This informed appropriate adaptations to the format of the quesionnaire to
make it easier to use for interviewers. The pilot interviews did not indicate the need for major

changes in the content of questionnaire.
CP children data entry process

Data on children, including the severity of CP, presence or absence of seizures, and
demographic characteristics were collected by the student investigator from the child’s
medical records, after receiving permission from FCGs. Data on the Gross Motor Function
Classification System (GMFCS)*® was used to classify the CP children based on the severity
of CP limitations. The Manual Ability Classification System (MACS)* and the
Communication Function Classification System (CFCS) levels were also used as tools to
classify children’s functional limitations.*®*® More detailed information on child’s

characteristics collected from the medical records is presented in Appendix G.
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Study variables

The main dependent variables of this study were pain level, general health, psychological
health, overall quality of life, depression, anxiety, and levels of dignity of FCGs. The severity
of limitations of CP classified by the GMFCS levels was defined as study independent
variable. The list of control variables included FCGs socio-demographic characteristics
(including FCG-reported family SES), chronic disease status, the type of CP (according both
the ICD classification and the number of limbs involved), child's CFCS and MACS levels,
presence of seizure syndromes, age and sex. More detailed information about study variables

is available in Appendix H.

5 Data analysis
The student investigator entered the data into SPSS 21.0 in parallel to the data collection,
as well as conducted data cleaning through range checking and checking for missing values.

Data were analyzed using SPSS 21.0% and STATA version 12.%

Study population was described using counts and percentages for categorical data and
means and standard deviations for continuous data. Differences in characteristics between the
two FCG groups were explored using either a standard 2-tailed t-test (for continuous
variables) or a y? test (for dichotomous variables). Differences in the outcomes (dependent
variables) between Group 1 and Group 2 FCGs were then examined using either a standard 2-
tailed t-test (for continuous variables) or a 2 test (for dichotomous variables). Further,
bivariate regression analyses with the bodily pain as the main dependent variable and factors
of interest and potential confounders as independent variables were conducted. Finally, all
variables identified as statistically significant in the bivariate analyses (p<0.05) were included
in the multivariable regression analyses. Same approach was used for the rest of the outcome
variables. Linear regression was utilized in the models with continuous variables (i.e., bodily

pain, depression, anxiety, dignity).
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6 Ethical consideration

The oral consent form was delivered to all study participants. In case of successful
interview, the consent to retrieve child’s characteristics from medical records was requested
(Appendix E). The questionnaires were filled electronically. After the end of the interview
the names and contact information were deleted in journals and contained only the codes of
participants. Thus, starting from data entry stage no any personal identifying information was

available to investigators.

The study was approved by the Institutional Review Board (IRB) of the American
University of Armenia on March 26, 2018 (Protocol #: AUA-2018-008). Any further changes

in protocol was reviewed and approved by IRB.
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7 Results
Descriptive statistics

To reach the defined sample size, the student investigator reviewed 999 medical
records from the “Ararat” Mothers and Child’s Health Center. The pre-defined recruitment
strategy (i.e., investigation of medical records for years 2018-2013 in reverse order) allowed
for only 190 successful interviews. To reach the estimated sample size, further investigation
of records was initiated for years 2012 and 2011. Overall, 221 eligible participants were
asked to participate to achieve 200 successful interviews (the refusal rate was 9.5%, see
Appendix 1), which includes 100 FCGs of more independent children (Group 1) and 100
FCGs of more dependent children (Group 2). The mean duration of interviews was 34.7 (SD:
8.2, Range: 20-64) minutes. The mean number of calls to complete the interviews was 1.5

(SD: 0.8, Range: 1-5).

Children’s demographic and health characteristics

The characteristics of the children are described in Table 1. Two hundred CP children
(140 males and 60 females) were included in the study with the mean age of 10.1 (SD: 3.6).
The groups did not differ by age and gender characteristics. There were statistically
significant differences between the two groups regarding the type of CP, severity of
limitations of hand and communication functions, mental and behavioral problems (p<0.001).
Seventy percent of children in Group 1 had bilateral CP as compared to 96.0% in Group 2.
There were no statistically significant differences (p=0.692) of the presence of seizure

syndromes among the children between Group 1 (16.0%) and Group 2 (14.0%).

FCGs’ socio-demographic and health characteristics

FCGs socio-demographic and health characteristics are summarized in Tables 2 and 3,
respectively. The majority of FCGs were mothers (88. 0%).The mean age of FCGs was 38.8

years (SD: 8.8). The majority of the FCGs were married (85.0%), reported not to be
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employed (77. 0%), and had professional technical education (10-13 years, 44.5%) or
university or higher education (24.0%). On average, FCGs reported to live in households with
2.9 (SD: 1.1) rooms and 5.4 (SD: 2.1) people in households. The average number of children
in households was 2.2 (SD: 4.8, Range: 1-8). Only 176 participants (88%) responded to the
household income question, most of which (51.0%) reported to have 51-100 thousand AMD
and 101-200 thousand AMD (20.0%). The majority of the FCGs reported to receive help with
the provision of care to their CP child (59.0%) and were recipients of a family poverty benefit
program (67.3%). There were no significant (p<0.05) differences of the above denoted
characteristics between the two Groups of FCGs (i.e., FCGs of more independent children

and the FCGs of more dependent ones).

FCGs of more dependent children reported statistically significantly (p<0.001) more
hours daily spend on caregiving their children than those of more independent children (10.3
versus 6.9). FCGs in Group 2 also reported to have significantly more difficulties with
feeding their CP children. Likewise, they reported significantly (p<0.001) higher difficulties
to handle caregiving demands, when compared to FCGs in Group 1. More than 50.0% of
FCGs reported about negative or very negative influence of caregiving on their health, while
the positive influence was perceived by 10.0%. FCGs of more dependent children tended to
perceive significantly more negative influence of caregiving, when compared with those of
more independent children. Study showed that 134 FCGs (67.3%) of FCG families are
included in family poverty benefit programs (mainly PAROS), whereas according to SES
classification less than 30% of FCGs were classified in low SES group. However, there were
no statistically significant differences between the two Groups of FCGs regarding the levels

of social support and the SES.

The overall mean for bodily pain in SF-36 was 50.2 (SD: 21.9). There were no
statistically significant differences in SF-36 8 domains of quality of life between the two

Groups of FCGs. The means and standard deviations of these domains in total and by FCG

25



Groups are presented in Table 3. The mean scores for the bodily pain (BP) were 51.1 (SD:
22.0) and 49.4(SD: 21.9) in Group 1 and Group 2, respectively (p=0.592), and for general
health (GH) 45.2(SD: 13.8) and 48.0(SD: 15.8) in Group 1 and Group 2, respectively
(p=0.081). The mean score of depression score according to the 16-item CES-D was
12.6(SD: 8.4 and the mean anxiety score according to SCL-90 10.4 (SD: 5.6). The mean
dignity score on 18-item dignity scale was 69.5 (SD: 6.3). There were no statistically
significant differences in depression, anxiety and dignity mean scores between two Groups.
FCGs reported to have 0-8 chronic diseases/conditions. Fifty-three participants (26.5%) had
one or no chronic diseases, 44 (22.0%) had 2, 52 (26.0%)had 3, and 51 (25.5%) had more
than 4 chronic diseases. Prevalence of several pain symptoms were calculated. One hundred
fifty-six (78.0%) FCGs complained for back pain, from which 70 (70.0%) of caregivers of
more independent children and 86 (86.0%) of more dependent ones (p=0.006). Next, most
common diseases among FCGs were migraine (45%) and arthritis (37.7%). No significant
differences were found in the number and types of chronic diseases between two Groups of
FCGs. Many participants did not receive medical support. For example, only 37.8% of FCGs
complaining with back pain, 30.0% of those with migraine, and 28.0% with arthritis were
diagnosed by physician. More detailed information about the prevalence of chronic diseases

in FCGs is represented in Table 4.

Bivariate analyses
To address the study objectives, bivariate analyses of the two Groups of FCGs and the
outcome measures (bodily pain, depression, anxiety and dignity) were conducted (Tables 1-
8).
Statistically significant association was found between being an FCG of a more
dependent CP child and the caregiving hours, caregiving demands, perception of caregiving

influence on FCG’s health, social support level, as well as the back pain, depression and
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dignity in caregivers (see Tables 2-4). Several child characteristics (the type of CP, manual
and communication functions of child, mental and behavioral problems) were also

significantly associated with being an FCG of a more dependent child (see Table 1).
Bivariate analysis (Pain)

In accordance with the factors described in the Zhu’s framework (Figure 1), FCG’s and
child’s characteristics associated with FCG’s physical health (Social support, Family
function, Child function, Child behavior, Perception of formal care, SES, Caregiving
demand) that were statistically significantly different between the two Groups of FCGs, were
included in the bivariate analysis for bodily pain (Table 5). The bodily pain in FCGs was
statistically significantly associated only with the communication function of CP children and

the remaining of SF-36 physical and mental health domains.
Bivariate analysis (Depression)

Factors included in Zhu’s framework (Figure 1) which showed statistically significant
difference between the two Groups of FCGs were further included in the bivariate analysis

for depression, anxiety and dignity.

FCGs’ depression level was statistically significantly associated with the severity of CP
(child’s manual ability level, presence of seizure syndromes, mental problems), family SES
and social support levels, feeding difficulty levels and the perceived influence of caregiving
(Table 6). Depression was also significantly (p<0.001) associated with anxiety and dignity

levels of FCGs.
Bivariate analysis (Anxiety)

FCGs’ anxiety level was statistically significantly associated with the level of
perceived influence of caregiving on FCGs health and the social support of FCGs (Table 7).
From the outcome measures, only FCGs’ depression level was significantly associated with

anxiety.
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Bivariate analysis (Dignity)

FCGs’ dignity level was statistically significantly associated with caregivers’ age,
marital status, perceived feeding difficulties, caregiving demands, and social support, as well
as the type of CP by ICD (Table 8). From the outcome measures, only the level of depression

was statistically significantly (p<0.001) associated with FCGs’ dignity level.

Testing for confounders

Based on the bivariate analyses (Tables 1-8), factors associated with both being an
FCG of a more dependent CP child and the outcome measures (pain, depression, anxiety, and
dignity) were defined as confounders. The factor, associated both with being an FCG of a
more dependent child and the FCGs bodily pain level was only child’s communication level
(the CFCS level). Therefore, in the final regression model to explore the association between
the bodily pain of FCGs and the severity of limitations in CP children adjustment for the level
of CFCS was made. Factors, associated with both being an FCG of a more dependent child
and the other outcome measures were as follows: perception of feeding difficulties and
caregiving influence on FCGs health, social support, as well as the MACS level and mental
problems in children for depression; perception of caregiving influence on FCGs health and
social support for anxiety; feeding difficulties, caregiving demands, social support of FCGs
and the type of the CP for dignity. These characteristics were considered as confounders in

the multivariable linear regression analyses for depression, anxiety and dignity, respectively.

Multivariate analyses

The final models are presented in Tables 9-12. There were no statistically significant
differences in bodily pain (p=0.470), depression (p=0.822), and anxiety (p=0.270) after
adjusting for the identified confounders. Statistically significant (p=0.001) difference was

found in the dignity levels of FCGs of more dependent children compared to FCGs of more
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independent ones, after adjusting for confounders (Table 12). Collinearity analyses were

performed via variance inflation factors (VIF) calculation.
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8 Discussion

This study did not detect significant association between bodily pain of FCGs and the
severity of limitations of CP children (i.e., dependence). This finding is controversial to the
previous findings of Byrne et al. (2009),% which show the significant difference in the mean
bodily pain between this two Groups of FCGs in the Irish population. However, the findings
indicated that FCGs of more dependent children had significantly higher rates of perceiving
more severe feeding difficulties, higher caregiving demands, longer caregiving time (10.3
versus 6.9 hours per day), and more negative influence of caregiving on their health.
Therefore, several factors that could have influenced the results have to be recognized, such
as recall bias, instrument bias, interviewer bias, possible unidentified intervening factors,
when claiming about the absence of differences in bodily pain between groups. However, it
should be noted that this study utilized standardized questionnaires and followed
classification approach (i.e. defining groups of more dependent and independent children)
from previous successful practices. Furthermore, as described above, a careful and systematic

training for all interviewers was organized.

FCGs of more dependent children had significantly higher rates of back pain. This can be
associated with enhanced load and pressure on spine of FCGs due to the specifics of the
caregiving demands and needs (e.g. heavy lifting, assisting, hugging, holding, feeding)

related to movement and occupational restrictions of CP children.

Over one fifth of FCGs were depressed and over 43% of FCGs had anxiety
symptoms. In addition, over 70% of FCGs reported to have 2 or more chronic diseases,
whereas the overall rate of diagnosis by physician was around 40%. A previous study by S.
Mkhitaryan et al., (2015)® investigated the mental health of caregivers (mothers) of children
with type 1 diabetes in comparison with the caregivers of regular children in Armenia,
utilizing the same outcome measures. A comparison of the prevalence of depression, anxiety
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and chronic diseases among the participants of that study with the results of the current study
is illustrated in Appendix J. Although the prevalence for depression and anxiety were only
slightly different between the caregivers of CP and diabetic children, FCGs with CP children
had twice higher rates of having 2 or more chronic diseases. This can be attributed to
complexity and specifics of caregiving demands for those having a child with CP. However,
the prevalence of depression, anxiety and having 2 or more chronic diseases were higher in

FCGs of CP children if compared with those of regular children (see Appendix J).
Strengths and Weaknesses

This study has both strengths and weaknesses. This is the first study conducted in
Armenia regarding the health and well-being of FCGs and the distribution of limitations of
their CP children. However, a few points need to be described that may limit the
generalizability of the findings, specifically, regarding the prevalence of the mental health
problems (i.e., depression and anxiety). First, the sample size was not defined to provide a
representative number of participants for prevalence calculation. Secondly, the majority of
the participants reported to be poverty benefit program recipients (67.3%); therefore, the
study sample may not adequately represent families with CP children in Armenia with
different levels of SES. Thirdly, to meet the project deadlines, 11 interviewers conducted data
collection, which may add further variability to the study findings. However, a structured
protocol and clear guidelines for interviewers were developed and training and everyday
reports and feedbacks were conducted for data collection to minimize the distortion of results
due to this factor.

Despite these limitations, it should, nevertheless be noted that the investigated two groups
of participants (i.e., FCGs of more dependent children vs. those of more independent
children) were homogeneous in most of socio-demographic characteristics. Moreover, the
mandatory functional diagnosis employing the classification systems used in this study (i.e.

GMFCS, CFCS, MACS) was available only in the chosen center: all the CP children were,
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therefore, classified by the same team of trained therapists and doctors, which enhances the

comparability of the participant groups.
Recommendations

This study points out the risks of undertreatment of FCGs. Appropriate health care and
social policies have to be implemented to address this issue. The study also indicates the need
for further investigation of problems related to back pain to define the needs for health care
interventions. Health care specialists and policy makers have to be aware about the health and
well-being risks of FCGs caregiving a child with CP and plan appropriate intervention
strategies. Psychosocial and financial support programs for FCGs have to be implemented.
More careful attention has to be placed for FCGs of more dependent children, as they tend to
have more physical health problems and lower dignity levels. Further investigation of the
prevalence and severity of back pain among caregivers is needed to discover the magnitude
of this problem and for development of adequate intervention and preventive strategies.
Qualitative studies are also needed to understand FCGs’ specific needs and challenges of the
caregiving process, as well as to find an answer as to why and how some FCGs are able to
effectively face the caregiving demands with less consequences to their health and quality of

life, while others not.
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10 Tables and Figures

Table 1. Characteristics of the children

Characteristics Total Exposed group Unexposed group | p-value
(GMFECS Level I- | (GMFCS Level
n=200 ) 11-V)
n=100 n=100
Age (years), mean (SD) 10.1 (3.6) 10.4 (3.5) 9.8 (3.7) 0.228
Sex (n, %)” 0.758
Male 140 (70.0) 69 (69.0) 71 (71.0)
Female 60 (30.0) 31 (31.0) 29 (29.0)
The type of the Cerebral Palsy (CP) (n, %) 0.000
Spastic quadriplegic 82 (41.0) 24 (24.0) 58 (58.6)
(G80.0)
Spastic diplegic 47 (23.5) 29 (29.0) 18 (18.2)
(G80.1)
Spastic hemiplegic 33 (16.5) 30 (30.0) 3(3.0)
(G80.2)
Dyskinetic (G80.3) 10 (5.0) 4 (4.0) 6 (6.1)
Ataxic (G80.4) 8 (4.0 3(3.0) 5(5.1)
Other/Mixed CP 4 (2.0) 0 4 (4.0)
syndromes (G80.8)
Unspecified (G80.9) 15 (7.5) 10 (10.0) 5(5.1)
CP type (sides involved) 0.000
Unilateral 34 (17.0) 30 (30.0) 4 (4.0)
Bilateral 166 (83.0) 70 (70.0) 96 (96.0)
Manual Ability Classification System (MACS) levels (n,%) 0.000
Level | 41 (20.5) 37 (37.0) 4 (4.0)
Level Il 61 (30.5) 47 (47.0) 14 (14.0)
Level 111 43 (21.5) 14 (14.0) 29 (29.0)
Level IV 34 (17.0) 2 (2.0) 32 (32.0)
Level V 21 (10.5) 0 21 (21.0)
Communication Function Classification System (CFCS) levels (n,%) 0.000
Level | 57 (28.5) 47 (47.0) 10 (10.0)
Level I 59 (29.5) 38 (38.0) 21 (21.0)
Level 111 28 (14.0) 9 (9.0) 19 (19.0)
Level IV 31 (15.5) 4 (4.0) 27 (27.0)
Level V 25 (12.5) 2 (2.0) 23 (23.0)

“ The percentages were calculated after excluding missing values: 1 missing value for “The type of the

Cerebral Palsy”, 1 for “Mental retardation”, and 1 for “Behavioral problems”.

40




Presence of seizure 30 (15.0) 16 (16.0) 14 (14.0) 0.692
syndromes (n, %)
Mental retardation (n, 118 (59.0) 36 (36.4) 82 (82.0) 0.000
%)
Behavioral problems 91 (45.5) 27 (27.3) 64 (64.0) 0.000
(n, %)
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Table 2 Characteristics of the family caregivers (FCGs)

Characteristics All FCGs of more FCGs of more | p-valuef
n = 200 independent dependent
children children
Group 1, n=100 Group 2, n=100
Relationship to child, n (%)* 0.313
Mother 176 (88.0) 90 (90.0) 86 (86.0)
Father 6 (3.0) 1(1.0) 5(5.0)
Grandmother 16 (8.0) 8 (8.0) 8(8.0)
Other 2 (1.0) 1(1.0) 1(1.0)
Age (years), mean (SD) 38.8 (8.8) 38.8 (8.9) 38.7 (8.8) |0.954
Education level, n (%) 0.295
School (less than 10 years) 9 (4.5) 5(5.0) 4 (4.0)
School (10 years) 54 (27.0) 26 (26.0) 37 (37.0)
Professional technical (10-13 89 (44.5) 46 (46.0) 43 (43.0)
years)
University-Postgraduate 48 (24.0) 28 (28.0) 20 (20.0)
Marital status, n (%) 0.157
Single 5(2.5) 3(3.0) 2 (2.0)
Married 170 (85.0) 84 (84.0) 86 (86.0)
Divorced 16 (8.0) 7(7.0) 9(9.0)
Widow 9 (4.5) 6 (6.0) 3(3.0)
Job status, n (%) 0.169
Employed 27 (13.5) 15 (15.0) 12 (12.0)
Self employed 19 (9.5) 13 (13.0) 6 (6.0)
Not employed 154 (77.0) 72 (72.0) 82 (82.0)
Number of people in household 5.4 (2.1) 5.1 (2.0) 5.6 (2.1) 0.128
mean (SD) 2-15 2-15 2-14
Range
Number of children under 18 in 2.2 (4.8) 2.16 (1.1) 2.26 (1.0) | 0.496
families, mean (SD) 1.8 1.7 1-8
Range
Caregiving time (hours/day), 8.6 (5.6) 6.9 (4.6) 10.3(5.9) | 0.000
mean (SD)
Providing care to another 34 (17.0) 13 (13.0) 21(21.0) |0.132

individual with chronic

In this univariate analysis the independent sample t-test was utilized for means, and y? analysis for proportions.
! The percentages were calculated after excluding missing values: 1 missing value for “Receiving support

from family poverty benefit program”, “Caregiving influence on caregiver’s health”, and 10 missing values for

“SES”.
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conditions, n (%)

Receiving help with provision of | 118 (59.0) 56 (56.0) 62 (62.0) | 0.388
care to CP child, n (%)
Receiving any support from 134 (67.3) 70 (70.7) 64 (64.0) |0.313
family poverty benefit program,
n(%)
Feeding difficulties, n (%) 0.046
All of the time 21 (10.5) 7 (7.0) 14 (14.0)
Most of the time 17 (8.5) 10 (10.0) 7 (7.0)
Some of the time 43 (21.5) 15 (15.0) 28 (28.0)
A little bit of the time 29 (14.5) 15 (15.0) 14 (14.0)
None of the time 90 (45.0) 53 (53.0) 37 (37.0)
Caregiving demands, n (%) 0.001
It is impossible to handle it 5(2.5) 3(3.0) 2 (2.0)
| can hardly handle it 56 (28.0) 19 (19.0) 37 (37.0)
I successfully handle it, but it 118 (59.0) 60 (60.0) 58 (58.0)
requires extra efforts
| successfully handle it, 21 (10.5) 18 (18.0) 3(3.0)
without any extra efforts
FCGs perception of caregiving influence on their health, n (%) 0.001
Very positive 1(0.5) 1(1.0) 0 (0.0)
Positive 19 (9.5) 16 (16.2) 3(3.0)
Neither positive, not negative 79 (39.7) 46 (46.5) 33 (33.3)
Negative 80 (40.2) 30 (30.3) 50 (50.5)
Very negative 19 (9.5) 6 (6.1) 13 (13.1)
Child health change compared with the last admission year to the tertiary center, n (%) 0.237
Much better 17 (8.5) 8 (8.0) 9(9.0)
Better 91 (45.5) 51 (51.0) 40 (40.0)
The same 73 (36.5) 33 (33.0) 40 (40.0)
Worse 17 (8.5) 6 (6.0) 11 (11.0)
Much worse 2 (1.0) 2 (2.0) 0 (0.0)
SES, n (%) 0.680
High 67 (35.3) 35(37.2) 32 (33.3)
Middle 67 (35.3) 34 (36.2) 33 (34.4)
Low 56 (29.5) 25 (26.6) 31 (32.3)
Social Support, mean, SD 17.4 (3.5) 17.9 (3.4) 16.9 (3.5) |0.047
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Table 3. Quality of life, mental and physical health characteristics of caregivers by CP

children groups

Characteristics Total FCGs of FCGs of p-value
n=200 more more
independent | dependent
children children
Group 1, Group 2,
n=100 n=100

Quality of Life (QoL) (based on SF-36)

Physical functioning (PF), 68.6 (23.8) 69.7 (23.7) 67.55 (23.9) | 0.525
mean

(SD)

Bodily pain (BP), mean 50.2 (21.9) 51.1 (22.0) 49.4 (21.9) | 0.569
(SD)

General Health (GH), mean 46.6 (14.9) 45.2 (13.8) 48.0 (15.8) | 0.179
(SD)

Role physical (RP), mean 36.1 (39.4) 37.8 (40.1) 345(38.9) |0.561
(SD)

Social Functioning (SF), 66.3 (24.3) 66.5 (24.8) 66.4 (23.9) |0.971
mean

(SD)

Vitality (VT), mean (SD) 47.1 (19.8) 47.9 (19.6) 46.4 (20.1) | 0.582

Role emotional (RE), mean 53.6 (19.1) 55.5 (18.6) 51.7 (19.5) |0.139
(SD)

Mental health (MH), mean 38.7 (41.4) 43.0 (41.4) 34.3(41.2) |0.160

(SD)
Depression (based on CES-D), 12.6 (8.4) 11.4 (7.8) 13.8 (8.9) 0.045
mean (SD)
Depressive symptoms (cut-off 43 (21.5) 17 (17.0) 26 (26.0) 0.123
18/19), n (%)
Anxiety (based on SCL-90), 10.4 (5.6) 10.3 (5.8) 10.5 (5.5) 0.831
mean (SD)
Anxiety symptoms (cut-off 86 (43.0) 40 (40.0) 46 (46.0) 0.391
10/11) n (%)
Dignity (based on 18-items 69.5 (6.3) 71.1(5.9) 67.8 (6.3) 0.000
Dignity Scale), mean (SD)
Chronic diseases, n (%) 0.555
<1 chronic disease 53 (26.5) 29 (54.7) 24 (45.3)
2 chronic diseases 44 (22.0) 24 (54.5) 20 (45.5)
3 chronic diseases 52 (26.0) 22 (42.3) 30 (57.7)
>4 chronic diseases 51 (25.5) 25 (49.0) 26 (51.0)
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Table 4. The prevalence of chronic diseases among family caregivers (FCGs) of children

with cerebral palsy (CP)

Chronic disease® All FCGs of more FCGs of more p-
n = 200 independent dependent value™
children children
Group 1, n=100 Group 2, n=100
High blood pressure, n (%)’ 55 (27.5) 24 (24.0) 31(31.0) |0.268
Diagnosed by doctor, n (%) | 26 (49.1) 12 (52.2) 14 (45.2)

Myocardial Infarction, n (%) 1(0.5) 0 1(1.0) 0.316
Diagnosed by physician, n (%) | 1 (100.0) - 1 (100.0)

Other hearth diseases, n (%) 19 (9.5) 11 (11.0) 8(8.0) 0.469
Diagnosed by physician, n (%) | 10 (52.6) 4 (36.4) 6 (75.0)

Diabetes, n (%) 11 (5.5) 8 (8.0) 3(3.0) 0.121
Diagnosed by physician, n (%) | 10 (90.9) 8 (100.0) 2 (66.7)

Stroke, n (%) 1(0.5) 0 1(1.0) 0.316
Diagnosed by physician, n (%) | 1 (100.0) - 1 (100.0)

Migraine, n (%) 90 (45.0) 45 (45.0) 45 (45.0) 1.000
Diagnosed by physician, n (%) | 27 (30.0) 18 (40.0) 12 (26.7)

Gastro-Intestinal problems, n (%) | 39 (19.5) 24 (24.0) 15 (15.0) 0.108
Diagnosed by physician, n (%) | 19 (48.7) 10 (41.7) 9 (60.0)

Back pain, n (%) 156 (78.0) 70 (70.0) 86 (86.0) 0.006
Diagnosed by physician, n (%) | 59 (37.8) 28 (40.0) 31 (.36.0)

Arthritis, n (%) 75 (37.7) 33(33.3) 42 (42.0) 0.207
Diagnosed by physician, n (%) | 21 (28.0) 11 (33.3) 10 (23.8)

Cancer, n (%) 3(1.5) 2 (2.0) 1(1.0) 0.561
Diagnosed by physician, n (%) | 3 (100.0) 2 (100.0) 1 (100.0)

Mental and psychological health 26 (13.0) 14 (14.0) 12 (12.0) 0.674

problems, n (%)
Diagnosed by physician, n (%) | 3 (11.5) 1(7.1) 2 (16.7)

Disability, n (%) 7 (3.5) 4 (4.0) 3(3.0) 0.690
Diagnosed by physician, n (%) | 7 (100.0) 4 (100.0) 3(100.0)

Other chronic disorders, n (%) 45 (22.5) 25 (25.0) 20 (20.0 0.397
Diagnosed by physician, n (%) | 26 (57.8) 14 (53.8) 12 (46.2)

§ One FCG could report about multiple chronic conditions

™ In this univariate analysis the 2 analysis was utilized for proportions.
T The percentages were calculated after excluding missing values: 1 missing value for Arthritis and Disability.
# The proportion of FCGs reporting about the chronic disorder, who admitted to physician regarding at least

once.
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Table 5. Bivariate analysis: Pain is dependent variable

Dependent variable Independent variable | beta coef p- 95% C.1I.
value [ ower | Upper
Pain Groups -1.770 0569 -7.892  4.352
Outcome
measurements
Depression 0.056 0.763  -.309 0.420
Anxiety -0.060 0.830 -0.607  0.487
Dignity 0.249 0.312 -0.235 0.732
Family caregivers’ (FCG) characteristics
Marital status
Married 1 - - -
Single 14.153 0.155 -5.419 33.725
Divorced -7.072 0.218 -18.352 4.208
Widow -0.003 1.000 -14.756 14.751
Job status
Employed -0.431 0925 -9.435 8.573
Self-employed -8.466 0.113 -18.959 2.028
Not employed 1 - - -
Caregiver’s age 0.009 0.960 -0.341 0.359
Education
School (<10 years) -0.613 0.937 -15.826 14.600
School (10 years) -0.946 0.804 -8.448 6.556
Professional technical 1 - - -
(10-13 years)
University/Postgraduate -2.710 0.493 - 5.078
10.499
Caregiving time 0.001 0.996 -0.551 0.553
(hours/day)
Providing care to -3.543 0.392 -11.683 4.597
another individual
with chronic
conditions
Feeding difficulties
All of the time -1.573 0.789 -13.123 9.978
Most of the time 1.341 0.832 -11.089 13.771
Some of the time 1 - - -
A little bit of the time -6.367 0.230 -16.792 4.058
None of the time 0.569 0.889 -7.474 8.612
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Caregiving demands

It is impossible to  2.449 0.808
handle it

-17.361 22.259

I can hardly handle it -3.265 0.362 -10.306 3.775
| successfully handle it, 1 - - -
but it requires extra
efforts
| successfully handle it, -4.408 0399 - 5.868
without any extra efforts 14.684
FCGs perception of
caregiving influence
on their health
Positive -3.033 0.583 -13.915 7.849
Neither positive, nor 1 - - -
negative
Negative -0.330 0.921 -6.888 6.229
Socio economic status
High -4.328 0.259 -11.876 3.219
Middle 1 - - -
Low -0.766 0.849 -8.675 7.144
Social support -0.172 0.703 -1.060 0.716
Child characteristics
Type of cerebral palsy (CP) (by ICD)
Spastic 1 - - -
quadriplegic
Spastic diplegic -4.890 0.223 -12.778 2.998
Spastic hemiplegic -4.199 0.353 -13.087 4.690
Other -9.291 0.033 -17.830 -0.752
MACS
Level | -4.014 0.364 -12.709 4.682
Level Il 1 - - -
Level Il -2.905 0.505 -11.478 5.669
Level IV -4.702 0.316 -13.917 4514
Level V. 7.709 0.164 -3.185 18.603
CFCS
Level I 1.115 0.780 -6.763 8.993
Level I 1 - - -
Level Il -6.378 0.198 -16.113 3.356
Level IV -5.594 0.242 -15.004 3.816
Level V. 11.249 0.030 1.126  21.372
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Presence of seizure 1.884 0.665 -6.691 10.459
syndromes

Behavioral problems  -2.248 0.473 -8.415 3.920
Mental problems 0.317 0.920 -5.945 6.580
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Table 6. Bivariate analysis (Depression)

Depression

Independent variable beta coef p- 95% C.1I.
value | ower  Upper
Groups 2.390 0.045 0.057 4.723
Outcome measurements
Anxiety 0.867 0.000 0.695 1.039
Dignity -0.333 0.000 -0.513 -0.152
SF-36 domains
PF -0.012 0.629  -0.062 0.037
RP -0.013 0.404  -0.043 0.017
BP 0.008 0.763  -0.046 0.062
RE 0.014 0.324 -0.014 0.043
VT 0.003 0.925  -0.057 0.062
SF 0.003 0.888  -0.045 0.052
GH 0.023 0.573  -0.057 0.102
MH -0.024 0.438  -0.086 0.037
Family caregivers’ (FCG) characteristics
Marital status
Married 1 - - -
Single -3.106 0.420 -10.681 4.470
Divorced 1.369 0537 -2.997 5.735
Widow 1.272 0.661 -4439  6.983
Job status
Employed -0.896 0.612 -4373 2581
Self-employed -1.896 0.357 -5.948  2.156
Not employed 1 - - -
Caregiver’s age 0.034 0.621 -0.101 0.169
Education
School (<10 years) -0.851 0.774  -6.698  4.995
School (10 years) 0.686 0.640 -2.198  3.569
Professional technical (10-13 1 - - -
years)

University/Postgraduate -0.754 0.620 -3.747 2.239
Caregiving time (hours/day) 0.113 0296 -0.099 0.325
Providing care to another -1.303 0413 -4435 1829
individual with chronic
conditions
Feeding difficulties

All of the time -2.982 0.172  -7.277 1.312
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Most of the time 0.785 0.738 -3.836 5.407
Some of the time 1 - - -
A little bit of the time -3.779 0.056  -7.655  0.097
None of the time -5.233 0.001 -8.224 -2.243
Caregiving demands
It is impossible to handle it  5.985 0.118 -1535  13.504
I can hardly handle it 1.281 0.346 -1.391  3.954
I successfully handle it, butit 1 - - -
requires extra efforts
I successfully handle it, -3.130 0.115 -7.030 0.771
without any extra efforts
FCGs perception of
caregiving influence on their
health
Positive 0.125 0.952 -3.980 4.231
Neither positive, nor negative 1 - - -
Negative 3.349 0.008 0.874 5.823
Socio economic status
High 0.299 0.836 -2.546  3.143
Middle 1 - - -
Low -3.916 0.010 -6.897 -0.935
Social support -0.956 0.000 -1.270 -0.642
Child characteristics
Type of cerebral palsy (CP) (by ICD)
Spastic quadriplegic 1 - - -
Spastic diplegic -0.496 0.746 -3516  2.524
Spastic hemiplegic -0.341 0.844  -3.744  3.063
Other 2.537 0.128 -0.732  5.807
MACS
Level | 1.434 0.397 -1.898  4.765
Level Il 1 - - -
Level 11l 4.035 0.016  0.750 7.320
Level IV 2.449 0.173 -1.082 5.979
Level V. 3.599 0.091 -0575 7.772
CFCS
Level I -1.189 0.445 -4251 1.874
Level Il 1 - - -
Level 11l 0.024 0990 -3.760  3.808
Level IV 2.881 0.122  -0.777  6.539
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Level V. 2.921 0.145 -1.014  6.857
Presence of seizure -4.163 0.012 -7.411  -0.915
syndromes
Behavioral problems 2.014 0.093 -0.338  4.367
Mental problems 2.501 0.039 0.124 4.877
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Table 7. Bivariate analysis (Anxiety)

Anxiety

Independent variable beta coef p- 95% C.1I.
value | ower  Upper
Groups 0.170 0.831  -1.399 1.739
Outcome measurements
Depression 0.384 0.000 0.308 0.461
Dignity -0.095 0.132  -0.218 0.029
SF-36 domains
PF -0.016 0.352  -0.049 0.017
RP -0.011 0.299  -0.030 0.009
BP -0.004 0.830  -0.040 0.032
RE 0.005 0.610 -0.014 0.024
VT -0.018 0.361  -0.058 0.021
SF -0.006 0.707  -0.039 0.026
GH -0.029 0.282  -0.082 0.024
MH -0.008 0.685  -0.050 0.033
Family caregivers’ (FCG) characteristics
Marital status
Married 1 - - -
Single -4.565 0.074  -9.581 0.451
Divorced -0.877 0.550  -3.768 2.014
Widow 0.324 0.866  -3.457 4.105
Job status
Employed -0.298 0.798  -2.601 2.004
Self-employed -2.458 0.072 -5.141 0.225
Not employed 1 - - -
Caregiver’s age -0.013 0.763  -0.101 0.074
Education
School (<10 years) -0.524 0.790 -4.411 3.362
School (10 years) 0.994 0.308  -0.922 2.911
Professional technical (10-13 1 - - -
years)

University/Postgraduate -0.170 0.866 -2.160 1.819
Caregiving time (hours/day) 0.003 0.966  -0.138 0.144
Providing care to another -1.331 0.208 -3.412 0.749
individual with chronic
conditions
Feeding difficulties

All of the time 0.566 0.702  -2.344 3.476
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Most of the time 2.703 0.090 -0.429 5.835
Some of the time 1 - - -
A little bit of the time -0.250 0.851  -2.877 2.377
None of the time -1.390 0.178 -3.416 0.637
Caregiving demands
It is impossible to handle it 2.744 0.284 -2.291 7.779
I can hardly handle it -1.410 0.122  -3.199 0.380
I successfully handle it, but it 1 - - -
requires extra efforts
I successfully handle it, -1.285 0.333 -3.896 1.327
without any extra efforts
FCGs perception of
caregiving influence on their
health
Positive -0.192 0.889 -2.914 2.530
Neither positive, nor negative 1 - - -
Negative 2.183 0.009 0.543 3.824
Socio economic status
High 0.910 0.350  -1.008 2.829
Middle 1 - - -
Low -1.541 0.132 -3.551 0.470
Social support -0.531 0.000  -0.746 -0.316
Child characteristics
Type of cerebral palsy (CP) (by ICD)
Spastic quadriplegic 1 - - -
Spastic diplegic -0.145 0.888 -2.178 1.888
Spastic hemiplegic -0.513 0.659 -2.804 1.778
Other -0.850 0.447  -3.051 1.350
MACS
Level | 0.666 0559  -1.578 2.910
Level I 1 - - -
Level 111 0.911 0.418 -1.301 3.124
Level IV -0.742 0539 -3.120 1.636
Level V 1.173 0.412 -1.639 3.984
CFCS
Level | 0.178 0.865  -1.893 2.250
Level 11 1 - - -
Level 111 -0.049 0.970 -2.608 2.510
Level IV 1.044 0.406  -1.430 3.518
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Level V 0.835 0.537  -1.826 3.497
Presence of seizure 1.849 0.096 -0.333 4.031
syndromes
Behavioral problems 0.967 0.225  -0.599 2.533
Mental problems 0.142 0.861  -1.452 1.736
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Table 8. Bivariate analysis (Dignity)

Dignity

Independent variable beta coef p- 95% C.1I.
value | ower  Upper
Groups -3.230 0.000  -4.942 1.518
Outcome measurements
Depression -0.188 0.000 -0.290 -0.086
Anxiety -0.121 0.132 -0.278 0.037
SF-36 domains
PF -0.002 0.927  -0.039 0.036
RP 0.000 0.969  -0.023 0.022
BP 0.021 0.312  -0.020 0.061
RE -0.013 0.233  -0.034 0.008
VT 0.027 0.227  -0.017 0.072
SF 0.020 0.284  -0.017 0.056
GH 0.016 0.597  -0.044 0.076
MH 0.026 0.262  -0.020 0.073
Family caregivers’ (FCG) characteristics
Marital status
Married 1 - - -
Single 5.829 0.041 0.240 11.419
Divorced 1.904 0.245  -1.317 5.126
Widow 4.141 0.054  -0.073 8.354
Job status
Employed 0.046 0973  -2.569 2.660
Self-employed 1.307 0.399 -1.740 4.354
Not employed 1 - - -
Caregiver’s age 0.116 0.023 0.016 0.215
Education
School (<10 years) 1.805 0.418  -2.583 6.194
School (10 years) -0.621 0572  -2.785 1.543
Professional technical (10-13 1 - - -
years)

University/Postgraduate 0.055 0961 -2.192 2.302
Caregiving time (hours/day) -0.036 0.661  -0.195 0.124
Providing care to another 1.611 0.177  -0.735 3.957
individual with chronic
conditions
Feeding difficulties

All of the time 3.360 0.045 0.070 6.649
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Most of the time 2.413 0.180  -1.127 5.953
Some of the time 1 - - -
A little bit of the time -0.634 0.674  -3.603 2.335
None of the time 1.939 0.097 -0.351 4.230
Caregiving demands
It is impossible to handle it 6.963 0.016 1.318 12.607
I can hardly handle it -0.362 0.722  -2.368 1.644
I successfully handle it, but it 1 - - -
requires extra efforts
I successfully handle it, 1.382 0.3563 -1.546 4.310
without any extra efforts
FCGs perception of
caregiving influence on their
health
Positive -0.249 0.876  -3.391 2.893
Neither positive, nor negative 1 - - -
Negative -0.879 0.361 -2.772 1.015
Socio economic status
High 1.418 0.205  -0.780 3.616
Middle 1 - - -
Low 2.058 0.080 -0.245 4.361
Social support 0.647 0.000 0.407 0.887
Child characteristics
Type of cerebral palsy (CP) (by ICD)
Spastic quadriplegic 1 - - -
Spastic diplegic -0.207 0.858  -2.488 2.075
Spastic hemiplegic -0.309 0.813  -2.880 2.262
Other -2.496 0.048  -4.966 -0.026
MACS
Level | -0.270 0.833  -2.793 2.252
Level I 1 - - -
Level 111 -1.130 0.372  -3.617 1.358
Level IV -1.040 0.444 -3.713 1.633
Level V -3.008 0.062 -6.168 0.152
CFCS
Level | 0.034 0977  -2.289 2.357
Level 11 1 - - -
Level 111 -1.538 0.292  -4.407 1.332
Level IV -0.160 0910 -2.934 2.614
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Level V -2.246 0.139 -5.230 0.738
Presence of seizure -0.837 0.506 -3.314 1.639
syndromes
Behavioral problems -1.167 0.197  -2.945 0.612
Mental problems -1.582 0.084  -3.379 0.216
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Table 9. Multivariable linear regression analysis: Final model for pain

Dependent Independent | beta coef | p-value 95% C.I. VIF
variable variable Lower | Upper
Pain Groups -2.704 0.470 -10.075 | 4.667 | 1.506
CFCS
Level I | 0.627 0.877 -7.373 | 8.626 1.446
Level Il | 1 - - - -
Level Il | -5.506 0.280 -15.539 | 4.527 1.344
Level IV | -4.201 0.416 -14.359 | 5.956 1.498
Level V | 12.774 0.023 1.1819 |23.729 | 1.455
Table 10. Multivariable linear regression analysis: Final model for depression
Dependent Independent variable beta coef p-value 959% C.I. VIF
variable Lower | Upper
Depression Groups -0.354 0.822 -3.447 | 2.739 | 2.130
Feeding difficulties
All of the time | 3.328 0.102 -0.667 | 7.322 | 1.296
Most of the time | 5.758 0.006 1.698 | 9.819 | 1.157
Some of the time | 4.063 0.007 1.138 | 6.988 | 1.278
A Little bit of the time | 0.733 0.654 -2.487 | 3.954 | 1.159
None of the time | 1 - - - -
Caregiving influence on FCGs health
Positive | -1.737 0.384 -5.665 | 2.191 | 1.253
Neither positive, nor | -2.018 0.098 -4.413 | 0.377 | 1.227
negative
Negative | 1 - - - -
Social support -0.872 0.000 -1.197 | -0.546 | 1.128
Mental retardation 1.199 0.382 -1.501 | 3.899 | 1.565
CFCs
Level | | 0.931 0.561 -2.220 | 4.083 | 1.457
Level Il | 1 - - - -
Level 111 | 2.306 0.181 -1.083 | 5.696 |1.745
Level IV | 0.473 0.820 -3.616 | 4.563 |2.076
Level V | 0.027 0.991 -4.787 | 4.841 | 1.965
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Table 11. Multivariable linear regression analysis: Final model for anxiety

Dependent Independent variable beta coef p-value 95% C.I. VIF
variable Lower | Upper
Anxiety Groups -0.876 0.270 -2.439 | 0.687 | 1.120
Social support -0.500 0.000 -0.720 | -0.280 | 1.052
Caregiving influence on FCGs health
Positive | -0.296 0.825 -2.930 | 2.339 | 1.155
Neither positive, nor | 1 - - - -
negative
Negative | 1.724 0.037 0.101 | 3.348 | 1.208
Table 12. Multivariable linear regression analysis: Final model for dignity
Dependent Independent variable beta p-value 95% C.I. VIF
variable coef Lower | Upper
Dignity Groups -3.290 0.001 -5.210 | -1.370 | 1.439
Social support 0.505 0.000 0.264 | 0.745 | 1.080
Feeding difficulties
All of the time | 1.529 0.292 -1.324 | 4.382 | 1.199
Most of the time | -0.454 0.769 -3.499 | 2591 |1.131
Some of the time | -0.490 0.657 -2.664 | 1.684 | 1.249
A Little bit of the time | -1.911 0.128 -4.373 | 0.552 | 1.178
None of the time | 1 - - - -
Perception of caregiving demands
It is impossible to handle it | 6.249 0.023 0.862 | 11.636 | 1.109
| can hardly handle it | 0.162 0.865 -1.713 | 2.037 | 1.110
| successfully handle it, but it | 1 - - - -
requires extra efforts
I successfully handle it, without | -0.311 0.825 -3.093 | 2.471 | 1.140
any extra efforts
Type of cerebral palsy (CP) by ICD
Spastic quadriplegic (G80.0) | 1 - - - -
Spastic diplegic (G80.1) | -0.528 0.636 -2.723 | 1.667 | 1.357
Spastic hemiplegic (G80.2) | -1.896 0.160 -4547 | 0.754 | 1.517
Other types of CP | -2.929 0.014 -5.254 | -0.605 | 1.277
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Figure 1. Conceptual model of the caregiving process among caregivers of a pediatric
population, taken from Zhu et al., (2006)°




11 Appendices

Appendix A. Common classifications of Cerebral Palsy (CP)

Classification of CP by ICD-10-CM*

G80.0 Spastic quadriplegic cerebral palsy
G80.1 Spastic diplegic cerebral palsy
G80.2 Spastic hemiplegic cerebral palsy
G80.3 Athetoid cerebral palsy
G80.4 Ataxic cerebral palsy
G80.8 Other cerebral palsy

G80.9 Cerebral palsy, unspecified

The most frequent used systems of classification of topography of spastic CP subtypes
(Goldsmith, et al.; 2016)*

Europe Australia North America
e Monoplegia
. U_nilateral : g?gl] elg!;gla Both of this
e Bilateral e Triplegia systems
e Quadriplegia
Appendix B. The Prevalence of cerebral palsy in Armenia
Year Age group (y) Absolute number Prevalence per
100,000 Armenian
population
2016% 0-14 1,519 256.5
15-17 253 248.8
Total 1,772
0-14 1,509 257.6
2015 15-17 248 235.1
Total 1,757
0-14 1,500 259.0
20147° 15-17 266 239.0
Total 1,766

Appendix C. First time diagnosed cerebral palsy in Armenia:

2016%°

Age group

Neurological diseases (G00-99) Cerebral palsy (G80)
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(year olds) Absolute Per 100000 Absolute Per 100000
number resident number resident

15-17 1074 1056.0 45 44.2

0-14 3181 537.1 181 30.6
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Appendix D. Journal form

Date (DD/MM/YYYY)

/ /2018

Phone number

ID:*
Child diagnosis** o CP 0 Other
Child age (y) at the time of study

1 m Level I

2 | Level Il

GMFCS Level 3 o Levelll

4 m Level IV

5 | Level V
Study group 1o Group 1 (FCG of more independent child)

2o Group 2 (FCG of more dependent child)
First contact Date Time
(DDIMM/YYYY) — 12018 | MMy I
FCG's relation to the CP 1. Mother 2. Father 3. Grandmother 4.
child Grandfather

5. Brother 6. Sister 7. Other relative 8. Other
Interview 1. Successful 2. Refused to 3. Refused during
status interview participate interview
2a. Reason 3a. Reason

Date of the end of Interview /12018 Time /
(DD/IMMIYYYY) — (HH/MM) —
Overall duration of interview in I I i v Y

minutes

* The ID will be the same for FCG and the child and will include 5 numbers: the first 2
numbers will represent the year of last attendance, and the last 3 numbers will indicate the
order. For example, second participant who attended last time at 2018 will be coded as

18002.

** All characteristics will be retrieved from the medical records at the last attendance
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Appendix E. Phone call procedure and Oral Consent.

English version:

Hello. My name is Hovhannes Hakobyan. I’'m a neurologist and graduate student at
the School of Public Health at the American University of Armenia. As a thesis project we
are conducting a phone-based survey among FCGs of children with CP in Armenia to
investigate their health and well-being. This phone number with around 200 other numbers,
was provided to me by “Ararat” Mothers and Child’s Health Center as a contact number of
the primary caregiver of a child with cerebral palsy. If this is true, who are you for the child

with cerebral palsy?
Possible answer: mother, father, any other
If not related to the child, finish the survey, if is a caregiver, continue...

There are no direct benefits from participation in this study. However, we believe that
this survey, will provide us important evidence to better understand the health and quality of
life caregivers of children with cerebral palsy in Armenia, and further inform healthcare
decision-makers in the country about caregivers concerns and needs. The questionnaire
contains sections to measure the depression, anxiety and quality of life amongst caregivers of
children with CP. We will not collect any identifying data from you. The participation to this
study is voluntary. There is no penalty if you refuse to participate in this study. You can skip
any questions you don’t want to answer. You can stop the interview any moment you want.
All the information provided by you will be grouped with the hundreds of other caregivers’
data and will not include any identifying information about you. Moreover, only the research
team, including myself and my two supervisors will have access to the data provided by you
and other participants. We assume the interview process will take around 55 minutes.
Participation in this study includes only this survey and we will not contact you again. If you

agree to participate, we can start the interview right now or any time that is acceptable for
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you. You can always stop the interview, whenever you fill not comfortable or for any other
reasons without any consequences for you. We also can divide the interview process to
sequences and do that in more than one phone calls, if you feel time that is more convenient

for you.

If you have any questions regarding this study you can contact the Principal

investigator, Ani Movsisyan via Email: ani.movsisyan@wolfson.ox.ac.uk or call the Dean of

the School of Public Health VVarduhi Petrosyan at +374 60 612592. If you feel that you have
been hurt by participating in this study, you can contact the Human Participants Protection
Administrator of the American University of Armenia Varduhi Hayrumyan by phone +374

60 61 26 17.
Do you agree to participate? Thank you.

If yes, shall we continue or schedule time for interview?

In case of the successful interview:

To have more clear understanding of the health and well-being of caregivers we also
need the information about CP child’s health. Thus we need your permission to retrieve your
child’s health information (i.e. type of CP, severity, presence of seizure syndromes, the
history of the disease) from his/her medical records at “Ararat” Mothers and Child’s Health
Center. The information will not include any identifying data about your child and you. In
case if you accept we will add the information to the data provided by you. This procedure
does not include any risks or benefits for you and your child. Do you agree to allow us to

retrieve the medical information of your child?

Thank you.
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Armenian version

Puipl QLq: P wunitp Znghwbibu Zulnpyut E: Gu yuppupwt Gl b
hwinhuwiinud Bd Udbkphljjut hwdwjuwpwh hwtpujhtt winnnowwwhnipjui
dwljnyyintinh wwupunuwlwt Ynipuh ntuwing: Uwughunpnuwljut ptqh
opowbwmljutipnid Ukup whglhugund Eup hinwunuwjht hwpgnd UNkM
tpkhwbibph pbwdwlugikph opgwiind Zujwunwith Zwipuybinnipniinid (22)°
upwug wnnnonipjut b pupkljignipiut ntuntdbwuhpdwt tyyuwnuyny: Uju
htinwjinuwhwdwpp, husyku twb dnwn 200 wy hkpwpunuwhwdwpubp, dtq k
npuiunpl) «Gpupuns dnp b dullul wenpewpubp npubu dwiljuljwb
nintnujht wwpwhgny (UNLN) pEuwgh wnwetiughtt ptwdwlwh Yntnwljnuwght
hwiwp: Bpk uw &hown k, 0] bp hwimhuwbnud noip UNLN kpkauygh hudwp:

Zwywmbwlwl qunwupnub. Uwagp, huagp, wj]
Eplt juy snibh Epkhiugh htn, wjwupunly hupgnidp, Eplk huighuwianid F
Jubwdwluy, pupniinully. ...

ZEnwugnuinnmipjutipn dwubiwljglinig ny Uh ninnuljh ogniwn s
Ujuntwdtuwguhy, dktup Jupénud Eup, np wyju hwupgnudp dkq upudwnnph jupbnp
thwuwntp 22 UNPMN puwdwlwikph wpnnonipiniut nt jjutph npulj wdbtjh juy
hwuljwbtwnt hwdwnp: Zupguwowpp tkpwenid £ pwdhuukp, UMM Epkjuwttph
htwdwluubph npkyptuhuwh | wthwbiqunnipjut b jjutph npuljh gbwhwndwt
hwdwp: Ukup sktuip hwjwpbkint nplik wudp pugwhwjnnn nbnbynipnit dkquihg:
Uw, htvnmquynid, Joqup twl mbinkjwgut) tpiph wnnpouywhwljuwb npnpunnud
npnonid jujugunnubpht pbwdwlwubph wthwtquinnipniuttph b juphputph

dwuht: Zbnnwgnunipjut dwutwlgnipniup judwynp b Uwubwljgnipiniihg
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hpwdwpybnt nhwypnid QEq nshty sh vywntinud: Fnip fupnn Ep syyuwnwujpuwty
guljugwud hwpgh, npht skp nignid yuwwnwupiwuk): Udkiht, nnip Yupnn Gp
punhwint] hwpguqpnygp gmujugus ywhh: 2Ep npudwnpus
wnbnkjunynipniup pdpuynpybnt E hwupnipuynp wy) pbtwdwljuubph
wnjuubph htwn b sh wuwpnibwllnt dwubwlhgubph widp pugwhwjnnn nplk
wnbnklnipnit: Uk ht, dbp b wy) dwutwlhgubph npudwunpus ndjujukpp
hwuwtbih Eu (hutnt dhuyt hbnnwgnung judph wuanudubphtt® hud b hd Eplyne
ntjwuputpht: Zupgnudp, upénid Gup, Yunlth Unwn 55 pnyk: Uju
hEwnwgnunipjut dwutwlgnipniup tbkpuenid £ dhuytt wyju hwpgnudp, b dkup skup
twpwntund Yplhht juyyl) Qtq hkn hbnwgquynid: et tnip hwdwdwjubp
dwutiulgliy, dkup Jupnn Eup uljul] hwpguqpnyg wydd jud 2Eq hwdwp wnwybty
hwupdwp gujugusd dudh: Inip Jupnn bp punhwnt] hwpguqpnygp guuljugus
wwhh, Ept npbt wthwpdwpnipnit qqup, jud guuljugws wy
yuwndwnny:Zupgnidt punhwnbp npbl puguuwljut hbnbwp sh niubuw 2kq
hwdwp: Uktup Jupnn Gup bl pwdwil) hwpguqpnygp dwubph b juwnwpk) wyi dh
pwlth hknwnuwquigkph pipugpnid’ kg huniwp hwptup guiljugus dundh:

Bpt Mnip niukuwp hupgkp wyju hbnnwgnuinipyut dwuht, Fnip fupnn Ep
Juwuykp hknwgnumpyut nijudup Gih Unduhujuih htn htnbyuy

HEyunpniwght hwughyny ani.movsisyan@wolfson.ox.ac.uk, jud quiiquhwpty

hwipuyht wenewuywhnipyul $ulniyinkinh nEljul Twupynihh Mnpnupuh’
+374 60 612592 htnwinuwhwdwnpny: Gpt Inip qqup, np Ep dwubwlgnipniut

wju hilnwgnunipjuip Qtq Juwu £ yundwnt), tnip jupnn Ep quiquhwply
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Zuyuunnuth wdkphjjut hwdwjuwpwuh Ephjugh hwtduwdnnnyh hwdwljupgnn

Juwipnnihh Zuypnidjuitht +374 60 612617 htinwjunuwhwdwpny:
Amp hudwdw i bp dwubwlghy: Cunphwljwynipenti:
Epb wyn, supniulkip, ph” tywhwlkip hwpguqpnigh dundp:

Lwigniijwé hupguigpnygh phujpnid.

bwdwluwutph wpnponipjut b pupkjignipjut dwuhtt wykh yupg
wuwnlbpugnid juqubnt hwdwp withpuwdtown E uwb UNRN Eptjuwh wpnnowlwt
Jhdwh dwuhtt mbntynipinit: Uyn hull wundwnny dkq wmuhpwudtown £ Qtp
poyunipimibp 2bp kpkuugh wenpewlut wjubbpt (Cuubwdnpuybu’ UNRM
wnbuwlp, Swipnipyut wuwnhdwup, gigniduwyhtt hwdwhinnwuhytbph
wnluwjnipniup, hhuunnipjut ywwndnipniup) “Upwpun” dnp b dubjui
wnnnowpwith hhjuunnipjut wundwgpiphg ntumdtwuhpbnte hwdwp: Ujn
wnbnklnipniutbpp sk tkpuntint Qkq fud QEp pEuwgh wtdp pugwhwjnng
nfjupubp: Zutwdwinipul ghuypnid dkip wlbjughknt kup wyn nknknipmiip
Qtp mpudwunpus njujubphtt: Uju gnpénnnipniup sh ukpunnid ny Uh nhul jud
ognun 2kp b Qp kpkuuygh hudwp: dnip hwdwdwji bp poy) v Ukq huduply

Abtp Epkluwgh pdojujuitt mbnblnipniuubpn:

Cunphwljunipnii:
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Appendix F1. Questionnaires (English version)

Participant ID

ol Much better
) ) . ) o2 Better
1 | How is your child’s health now, if compared with the 03 The same
period of his/her last admission in “Ararat” Health center
o4 Worse
oS5 Much worse

o1 | All of the time

o2 | Most of the time

2 | Are you having difficulties with feeding your child? | o3 | Some of the time

o4 | Alittle bit of the time
o5 | None of the time

For last 4 weeks, on average, how many hours per
3 | day did you spend on caregiving your child?
(e.g. dressing, playing, feeding, taking to therapy,

Please tell the approximate number

____hours per day

exercising)
ol It is impossible to handle it
02 I can hardly handle it
How do you feel about the overall a3 | successfully handle it, but it requires
4 | demands for caregiving to your cerebral extra efforts
ild?
palsy child: I successfully handle it, without any
o4
extra efforts
ol Very positive
5 | Finally, How do you feel about the influence 02 - Ffo_smve e
- . o3 Neither positive, nor negative
of caregiving a CP child on your health? n
o4 Negative
o5 \ery negative

6 | Can you please tell me your age?

Please indicate the highest level of
education that you have completed

=

o School (less than 10 years)

o School (10 years)

3. 0O Professional technical education (10-
13years)

N

4. o Institute/University
5. o Postgraduate
8 | What is the total number of people Please specify the number
living in your household (including
yourself)?
9 | How many children do you have? Please specify the number
10 | How many children do you have who Please specify the number

are less than 18 years old
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11

Tell please the genders and ages of
children

(«+» to answer)

1. | [ Male please, specify the age
I Female

2. Male please, specify the age
Female

3. Male please, specify the age
1 Female

12

When did you learn about the diagnosis
of your child?

Indicate the age of the child in months

13

Please answer, which one of these
arguments fits your current employment
status.

(«+» to answer)

1. O Employed
2. [1 Unemployed
3. 71 Self-employed

14 | What is your current marital status? 1. | Single
2. _| Married
3. _ Divorced
(«+» to answer) | 4 — widow
15 | Do you currently provide any caretoan | 1. (1 Yes 1la. If Yes, please specify whom
individual with a chronic condition/s
(elderly person, dementia patient, 2 1 No

children with disability)?
(«+» to answer)

16

Does anyone help you with the
provision of care to your child?

1.77Yes 1la. If Yes, please specify whom

(«+» to answer) 2./ No
17 | Does your family currently receive any | 1. [ Yes
support from a family poverty benefit
program (e.g. PARQS)? 2 1 No
(«+» to answer)
o 1) [ Yes
Do you pay rent for your living place?
18
(«+» to answer) 2) | No
19 | How many rooms does your house

(apartment) have?

20

20. Please note whether this household has the following working items:

# Items Yes No

1 Hot water tank/supply 1 "9
(uninterrupted)

2 Automobile 1 2

3 Auto washing machine 1 2
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4 Personal computer 1 2
S Satellite/cable TV 1 2
6 Vacation home/villa 1 2

21

How many members of your household

(including yourself) are currently
employed (including self-employed,

seasonal worker or other regular work)?

Write the number

22

What is your approximate household’s

monthly income?

(Please, check one that applies)

(«+» to answer)

g A W N -

6

L Less than 50,000AMD
| 51,000-100,000AMD

. 101,000-200,000AMD
- 201,000-300,000AMD

L Not sure

| Refuse to answer

23. CHRONIC DISEASES

23

24

Do you suffer from any of the following chronic diseases?
(Note: check whether it was diagnosed by physician or self-diagnosed)

# | Name of disease a. Year b. It was liDiagnpsed by physician
of onset 2=Self diagnosed
1 | High blood pressure
2 Myocardial infarction (MI)
3 | Heart diseases (excl. MI)
4 | Diabetes
5 | Stroke
6 | Migraine
7 | Gastro-intestinal diseases
8 | Back pain
9 | Arthritis/joint pain
10 | Cancer
Mental or psychological
11
problems
12 | Disabilities

=
w

Other, specify:

INSTRUCTIONS: This survey asks for your views about your health. This
information will help keep track of how you feel and how well you are able to do your
usual activities.

If you are unsure about how to answer a question, please give the best answer you can.

(«+» to answer)

In general, would you say
your health is:

Excellent

Very good

Good
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Fair

4

Poor

5

Compared to one year ago,

Much better now than one year ago

how would you rate your
health in general now?

Somewhat better now than one year ago

About the same as one year ago

Somewhat worse now than one year ago

Much worse now than one year ago

QPR WNF-

3. The following items are about activities you might do during a typical day.
Does your health now limit you in these activities? If so, how much?

(«+» to answer)

# Yes, Yes, No, Not

Activities Limited | Limited | Limited
A Lot A Little | At All

Vigorous activities, such as running, lifting

a . AN 1 2 3
heavy objects, participating in strenuous sports
Moderate activities, such as moving a table,

b | pushing a vacuum cleaner, bowling, or playing | 1 2 3
golf

c | Lifting or carrying groceries 1 2 3

d | Climbing several flights of stairs 1 2 3

e | Climbing one flight of stairs 1 2 3

f | Bending, kneeling, or stooping 1 2 3

g | Walking more than a mile 1 2 3

h | Walking several blocks 1 2 3

i | Walking one block 1 2 3

j | Bathing or dressing yourself 1 2 3

4. During the past 4 weeks, have you had any of the following problems with your

work or other regular daily activities as a result of your physical health?

(«+» to answer)

# YES NO

a | Cut down on the amount of time you spent on work or other activities 1 2

b | Accomplished less than you would like 1 2

Cc | Were limited in the kind of work or other activities 1 2

q Had difficulty performing the work or other activities (for example, it took 1 2
extra effort)

5. During the past 4 weeks, have you had any of the following problems with your

work or other regular daily activities as a result of any emotional problems (such as

feeling depressed or anxious)?
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(«+» to answer)

# YES NO
a Cut down the amount of time you spent on work or other 1 5
activities
b | Accomplished less than you would like 1 2
¢ | Didn't do work or other activities as carefully as usual 1 2
«+» to answer
. . Not at all 1
During the past 4 weeks, to what extent has your physical _
health or emotional problems interfered with your normal | ~ Slightly 2
social activities with family, friends, neighbors, or | Moderately 3
f)
groups® Quite a bit 4
Extremely 5
«+» to answer
None 1
Very mild 2
How much bodily pain have you had during the past 4 weeks? Mild 3
Moderate 4
Severe 5
Very severe 6
«+» to answer
Not at all 1
During the past 4 weeks, how much did pain interfere with | A jittle bit 2
your normal work (including both work outside the home 3
and housework)? Moderately
Quite a bit 4
Extremely S5

9. These questions are about how you feel and how things have been with you during
the past 4 weeks. For each question, please give the one answer that comes closest to
the way you have been feeling. How much of the time during the past 4 weeks -

(Circle one number on each line)

A Good i
All of Most of | Bit of Some of A Little | None
# the . . of the of the
. the Time | the the Time . .
Time . Time Time
Time
3 Did you feel full of 1 2 3 4 5 5
pep?
Have you been a
b | very nervous 1 2 3 4 5 6
person?
Have you felt so
¢ |downinthedumps |1 2 3 4 5 6
that nothing could
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cheer you up?
q Have you felt calm 1 9 3 4 5 5
and peaceful?
e Did you have a lot 1 5 3 4 5 6
of energy?
Have you felt
f | downhearted and 1 2 3 4 5 6
blue?
g Did you feel worn 1 2 3 4 5 6
out?
h Have you been a 1 5 3 4 5 6
happy person?
i | Did you feel tired? |1 2 3 4 5 6
(+ to answer)
During the past 4 weeks, how much of the time .
has your physical health or emotional All of the time 1
10 problems interfered with your social Most of the time 2
activities (like visiting with friends, Some of the time 3
relatives, etc.)? A little bit of the time 4
None of the time 5
n How TRUE or FALSE is each of the following statements for you?
Give one answer to each question
4 Definitely Mostly Don’t | Mostly | Definitely
True True Know False False
| seem to get sick a
a | little easier than other 1 2 3 4 5
people
b | am as healthy as 1 9 3 4 5
anybody | know
o | expect my health to 1 9 3 4 5
get worse
q My health is 1 9 3 4 5
excellent

25. DEPRESSION

25

Next | will name the ways you might have felt or behaved. Please answer how often you
have felt this way during the past week.

(«+» to answer)

Rarely | Some Moderat All of
e
or none | ofthe amount the
# | Questions of the time of time time
time (<1 (1-2 (3-4 (5-7
day) days) days) days)
1 | was bothered by things that usually don't 01 09 03 o4
bother me.
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) I:):;I(l)orl not feel like eating; my appetite was 01 02 03 04
3 | felt that I could not shake off the blues 01 09 03 04
even with help from my family or friends.
4 | had tr_ouble keeping my mind on what | 01 09 03 o4
was doing.
5 | I felt depressed. ol o2 o3 o4
6 | | felt that everything I did was an effort. ol o2 o3 o4
7 | I thought my life had been a failure. ol o2 o3 o4
8 | | felt fearful. ol o2 o3 o4
9 | My sleep was restless. ol o2 o3 o4
é | talked less than usual. ol o2 o3 o4
i | felt lonely. ol o2 o3 o4
% People were unfriendly. ol o2 o3 o4
é I had crying spells. ol o2 o3 o4
}1 | felt sad. ol o2 o3 o4
é | felt that people disliked me. ol o2 o3 o4
é I could not get "going". ol o2 o3 o4

26. ANXIETY

How much were you bothered or distressed over the past 4 weeks by:
(«+» to answer)

Not at A little
all bit

. Quite a
# | Complains bit

Moderately Extremely

Nervousness and
1| shakiness of inside 00 ol 02 o3 04

2 Trembling o0 ol o2 o3 o4

3 Suddenly scared for no 50 01 09 03 04
reason

4 Feeling fearful o0 ol o2 o3 o4

5 He’fm pounding or o0 ol o2 o3 o4
racing

6 Egelmg tense or keyed 50 01 092 03 04

7 Spells of terror or panic | o 0 ol o2 o3 o4
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Feeling so restless you

couldn’t sit still 00

ol

o2

o3

o4

Feeling that familiar
9 things are strange or
unreal

o0 ol

o2

o3

o4

Feeling pushed to get

10 things done.

o0 ol

o2

o3

o4

27&28 Social support relationship and activities

27

1

Theater

Within the last 3 months, how many times
did you go to the following places?

2

Concert

3

Church

(Note: ask to INDICATE FOR ALL

4

Party

OPTIONS)
(0 if none)

5

Other
entertainment

28

29

By selecting the most suitable response option for next questions, please, indicate, how

satisfied are you with:

Very Neither Ver
# dissatis | Dissatisfied | dissatisfied Satisfied Yy
) - o satisfied
fied nor satisfied

... your relationships

1 | with your family o0 ol o2 o3 o4
members

g | --how muchyousee |, ol 02 03 04
your family or friends

3 | ---your ability to help 50 a1 09 03 04
others

4 | --your leisure time 50 a1 09 03 o4
activities

Please, indicate:

Not at A little | Moderately Very Extremely
all much

5 How a_llone do you feel in 50 a1 02 03 04
your life?
To what extent can you count

6 | on your friends and relatives o0 ol o2 o3 o4
when you need them?

(«+» to answer)

Please, indicate how much
you agree or disagree with Neither

# | each of the following gitggn?elg Disagree | desagree | Agree :trrtéggly
statements concerning g nor agree 9
yourself:
I have control over life

1 decisions and choices, suchas | ol o2 o3 o4 o5
where to work or when | can
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leave home.

2 | am free to act on my beliefs. | o1 o2 o3 o4 os

3 | feel that others look uptome. | o 1 o2 o3 o4 oS5

4 I mak_e an important _ 01 02 03 04 05
contribution to my community.
Till now, I am pleased with

5 what I have accomplished so ol o2 o3 o4 o5
far.

6 | try to overcome adversity. ol o2 o3 o4 os
When | am suffering

7 physwa!ly, people (other than 01 02 03 04 05
my family) around me usually
do not know it.

8 When I_m_a_ke a m!stake, | take 01 09 03 04 05
responsibility for it.
When things go wrong around
me (loss of job, broken

9 relationship...), [ usually do ol 02 o3 D4 03
not blame others.

10 Other people treat me with 01 09 03 04 05
respect

11 I have a high sense of self- 01 09 03 04 05
respect.

12 I hav_e the freedom to exercise | 09 03 04 05
my rights as a human being.

13 I feel_that lam nota burden on 01 02 03 o4 05
my friends/family members.
| do not feel | need to depend

14 | on other people around meto | o1 o2 o3 o4 oS5
get things done.
| treat people the same way |

15 like to be treated by them. ol 02 03 o4 03

16 | I respect other people. ol o2 o3 o4 oS
People around me (family,

17 | friends, coworkers) appreciate | o1 o2 o3 04 o5
what | do for them.
People come to me for advice

18 | or for counsel when making ol o2 o3 o4 oS5

decisions.

Thank You For Participation
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Appendix F2. Questionnaire (Armenian version)

Uwubiwygh Ynnp
ol Cuwn quy
Puswyb u k 2tp bpkjuwyh wennenipyniip hhdw, kpk | 02 Udtyh ]
1 | hudbdwintp «Upwpwins wpnnowpul tpw Ykpehtt | o3 ‘Lnijup
wiquu pugnitdwt dwdwtiwljh htwn: o4 Udbkih Juwn
oS Cuwn Juwn

O 1 | Udpnno dudwtiuly

02 | dudwbwlh Uks duup
03 | Judwtwlh npny dwup
04 | Jdudwtwlh thnpp dwup
035 | Ny vh dudwbiuly

o | mip niikin "W bp ndJupnipnibiitp 2bp
tptjuwght YEpuyptnud htwn juwdus:

Jhkpoht 4 owpwpyuw pupwgpnid, thohtntd
; Eﬁiﬁiﬁlﬁiﬁ dg}lil :][P?ibmhmh]‘ ~&p Tvigpnid Eip wiuky unwunuan/np phiyp
(op. hwggubint, ppunuynt, Yepulpbyn, Hop
pniddwtt mwtibnt, Jupdnipniuubp -
Juwnwpbnt)
ol Y whtwp | pudupupty

02 | Gunddupnipjudp b pundupupnid
Bu hwgnnnipjudp pudupupmd b,

Pusyyk u kp dnip qiwhwnnud kp
4 | MM bpkuugh wdph plghwing 03 | puyg hduhg hwdbkjjuy gwtipkp tu

wyuhwbigwplp: wwhwbgynid
a4 Gu hwonnnipjudp pudupupmd b,
wnwig hwykjjuy pwiptiph

o ol Cwwn npuljult

dhpowy by, pun kg, htywk vk N0 ) Aty
5 | tptjuugh ptwdwljwnipniub 30 o L
i i 2k W 03 | 0y npuljul, ny ) puiguiuwpuip
npunununid QEp wnnnonipjw
s o4 Puguuwpuip
) o5 Cwwn puguuwipwn

6 | Qupn 1 bp, ugph, wuby Qkp
twpppp

7| ‘Uotip wdkhwpwpdp 1 Etph Uhgotwlwung (10 mwpnig phy)
Yppnipiniup, np Fnip unnwghkyp 2 7wpng (10 wuph)
B 3 Uheht vwutimghtnwulut (10-13 vnwph)
4 Puunhunnmu/Zudwujuupub
5  Zhwnnhyndught/Uuyhpwitnipu
8 | Lwlp’ hngh k wypmu Qkp Tutinpnud up ok phip
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pbnwthpnid (Wkpwnywy Fnip)

9 | Hmp tkpluynid pulih” Epkjuw vanpnud Gup tpk) phyp
niukp:
10 | Lwip” Uhby 18 mupkljwb bpkuw k vunpnud Gup ok phip
wypnid tp pinnuthpnid
11 I'UIJI'H]DLL[ hhp hzhl_ hphl‘umhhpl’l UhDE 1. [1 Male please, SpeCify the age
b mwuphpp puwn Sutiyu 1 Female
htppulutimpiui: 2. |11 Male | please, specify the age
"I Female
3. | [I Male please, specify the age
(<> gunwupralij ghilwg) " Female
12 | &'pp bp huwgly Qb bpkjuwygh Uply Epluuyp inwphpp wdfubbpng
whunnpnodwt dwuht
13 | Mupgpmd Llp wuwnwupwly, ph 1. Upjownnid &d
htlyuw) wungnidubphg np & 2. bl wohuwnnid
hudwywnwujwund tp 3. Swu kU
utpluyhu wojuwnwipuyhe wohuwnnid
Yupquufh&uljhls:
(«+» wunnwupnuih ghuwg)
14 | Ukpuynidu Qtp wdniubwub 1. Qudniutiugud
Jupquyhdwlp 2. Udnrtutimgud
3. Pudwuywd
4.Ujnh
(b yunnmupnal pjudug)
15 | Ukpluynidu Ynip qpann’id bp 1. Ujn la. Epk wyn, jubgpnid kip bpky, pk
ppnthy Yhdwlnid gunnidnn wdh nud
Juwdpny (op” nwpkgubp,
nhUkughw niukgnn hhquunubp, 2.0y
hwydwbnuunipinit niikgnn wy
Epkjuwttn):
(b yunnmupnal pjidug)
16 Qb tpbjuugh Jubwdph hwpgnd 1 U 1a./ bpbbw]n, Julgpnid Ebap ok, pk
9tq nplk Uklp oglin 1 E: nd/nyptp
2. 11
(«+» uwwnwupnulih nhuwg)
17 | Uydud 2tp pinwuithpl oqundn’1dl & 1. U
duwipnuhg jud unghwjuybu
wwwywhny punnwuthpubkph 2.0y

ogunipjwt nplk wy] Spuqnphg:
(«+» wunnwupnuih phuug)
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1. Umn

18 Ymp Jupdn bp wypnud:
(«+» wunnwupnulh phuwg) | 2. Ny
19 | Lwuh” ukiyulwing k 2kp winthp
(puwjuputip) ‘ _
20 20. 'Ugkp utippbd Qbp pinnutthpt wiyu hwpdwpnipyniuubphg n pu
uwppht yh&wlynrd:
(«+» wunnwupnuih nhuug)
# Zupuwpnipniutikp Mukup 2mukup
1 Uswnwjul tnwp 9nip 1 12
2 Uyunnubphi a o2
3 Udundwwn (Jugh dbpkuw T 2
4 Zudwlupghs F 2
Uppulyuljuyhtt wmbnktw jud
S | Jupkjuyght 1 2
htEpniunnwwnbunipiniu
6 Udwnwing L1 -2
Qbp punnwuthpnid pmhbo hngh k
wpfuwwnnid (hwpytip twh 2kq b
21 | upwhg, ndphp woluwnnid ki b, uunpnud Eup ot phyp
qpunynid ku ukigniughti gnpény fud
wpunuqhu wyhiunwipny)
i 1 ' 50,000 npuihg phy
U&lszhhi?ﬂ’ mguﬁlhslh nlépmf; & 2tp 2 [ 51,000-100,000qpun
. plunwbihph plmhuwibinip Eundonnp: 3 [ 101,000-200,000 g
4 [ 201,000-300,000 npud
(c+ pulip ppulngy)| © | SO
«+» wwnuwuuw w
K K g 6 | zpwdwupynid bl wuwnwupuwiky
23. Tupnuhl hhquunnipniuubp
23 | Do you suffer from any of the following chronic diseases? dnip nunwuyn 1l kp

htwnlbjwy japnuhl hhquunnipniuutphg npuk dklny:
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Appendix G: CP child characteristics: retrieved from their medical

records in “Ararat” Mothers and Child’s Health Center

Characteristic Values
1. Age at the time of study 3-17
1 Male
2. Gender
2 Female
. . 1 CP
3. Diagnosis
2 Other
. . 1 CP
4. Diagnosis of Center
2 Other
1 G80.0 Spastic quadriplegic cerebral palsy
2 G80.1 Spastic diplegic cerebral palsy
3 G80.2 Spastic hemiplegic cerebral palsy
5. Diagnosis by ICD-10 4 G80.3 Athetoid cerebral palsy
5 G80.4 Ataxic cerebral palsy
6 G80.8 Other cerebral palsy
7 G80.9 Cerebral palsy, unspecified
. 1 | Unilateral
6. CP type (sides involved) .
2 | Bilateral
1 | Monoplegia
2 | Hemiplegia
) ) 3 | Dipeliga
7. CP subtype (limbs involved)
4 | Triplegia
5 | Quadriplegia

The levels of functional limitations

10. CFCS
Levels (1-5) 8. GMFCS 9. MACS
1 Yes
11. Seizure syndromes
2 No
12. Mental retardation 1 Yes
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2 No

1 Yes
13. Behavioral problems

2 No

Appendix H. Study variables by type, measures and sources

Variable Type Measure Source

Independent

Severity of children  Ordinal Levels I-V Medical records:

motor limitations Gross Motor
Function
Classification
System (GMFCS)

Level of movement  Binary More dependent/More By GMFCS

children

Communication Ordinal Levels I-V Medical records:

level of CP children Communication
Function
Classification
System (CFCS)

Hands function level  Ordinal Levels I-V Medical records:

of CP children Manual Ability
Classification
System (MACYS)

Seizures among CP  Binary Yes/No Medical records

children

Daily time spenton  Binary <than 7 hours/ >than  Questionnaire

CP child caregiving 7 hours

Feeding difficulties  Binary Yes/No

of CP child

Dependent

Bodily pain in FCGs Binary Yes/No Armenian version of

FCGs Quality of life  Continuous Summative score SF-36

FCGs Depressive Binary Yes/No Center for

symptoms Epidemiologic
Studies Depression
(CES-D) scale
(Armenian modified
version)

FCGs Anxiety Binary Yes/No Armenian modified

symptoms version of Symptom

Checklist 90 (SCL-
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90)

FCGs Dignity Continuous Summative score 18-items Dignity
Scale
Intervening
FCGs’ age Continuous Num Questionnaire
FCGs’ marital status  Binary Single/Married
FCGs’ education Ordinal School/Professional
level technical
education/Institute,
University,
Postgraduate
FCGs’ employment  Binary Employed/Unemployed
status
FCGs’ socio- Ordinal High/Middle/Low
economic status
Number of children  Continuous Numbers
in FCGs family
Sex of the CP child  Binary Male/Female
Age of the CP child  Continuous Numbers
Age of the children ~ Continuous Numbers
in FCGs family
FCGs chronic Binary Present/Absent
diseases
FCGs headache Binary Present/Absent
symptoms
FCGs back pain Binary Present/Absent
Child’s age at the Continuous Numbers
time of diagnosis
Provision of careto  Binary Yes/No
individuals (other
than CP child) with
chronic conditions
Presence of other Binary Yes/No
people sharing the
caregiving of the CP
child
Outside help with Binary Yes/No
the provision of the
care to the child
Variable Type Measure Source
Child’s health status ~ Ordinal Better/The same/Worse Questionnaire

change compared to
last admission in
“Ararat” Mothers
and Child’s Health
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Center

FCGs perception Ordinal Positive/None/Negative
about the influence

of caregiving on

their health

FCGs social support, Continuous Numbers
relationships and
activities

Appendix |. Study participants’ recruitment process.

Number of  Number Number of Number of

ey  medical  of  CPchildren eligible  pnoreions
records children under 18 participants

reviewed with CP years of age n (%)
2018 99 73 72 35 35 (100.00)
2017 96 80 78 62 58 (90.63)
2016 101 80 56 44 39 (88.64)
2014 150 104 94 43 37 (82.22)
2015 105 78 12 7 7 (100.00)
2013 142 83 39 20 15 (75.00)
2012 151 90 20 6 5(83.33)
2011 155 82 20 4 4 (100.00)
Total 999 670 391 221 200
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Appendix J. The prevalence of depression, anxiety and chronic

diseases among FCGs of children with CP, type 1 diabetes and

regular children.!

Characteristic | FCGs of more | FCGs of more | FCGs of FCGs of
independent dependent children with regular
children children type 1 diabetes | children
n=100 n=100 n=95 n=95

Depression 17.0 26.0 20.0 4.0

Anxiety 40.0 46.0 50.5 20.0

>2 chronic 71.0 76.0 36.0 16.0

diseases"

i Data about the prevalence for FCGs of CP children are retrieved from current study, and for caregivers of
diabetic and regular children from the study of S. Mkhitaryan et al., (2015): “Mental Health of Mothers of

Children with Type One Diabetes”.
il Depression and anxiety were defined utilizing the same instruments and same cut-off levels.

it «>2 chronic diseases” represents the number of FCGs who reported about having 2 or more chronic
conditions. The questionnaires investigating this rate were the same in both studies.
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