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INTRODUCTION 

 

The Ph.D. thesis entitled "Research on quality of life in families with children or 

adolescents with neuro-disabilities of ante- and peri-natal/ congenital origin compared to 

families with members with acquired disabling neuropediatric status" is a scientific 

intervention carried out with the aim of assess the extent to which the congenital versus 

(vs.) acquired neuropathological context has an impact on the quality of life (QOL) of 

families with children or adolescents with consecutive neurodisabilities and to objectify 

the found results, through a comprehensive analysis. 

 Even if in the international literature there are published results that provide 

information about QOL in families with children or adolescents with neurodisabilities, the 

lack of comparative studies of QOL between families with children or adolescents with 

disabling neuropathology, determined by problems arising in the development of the 

conception product, during intrauterine or immediately after birth and, respectively, 

families with such minor members, with temporary or permanent damage to the brain, 

occurring in childhood or adolescence, from external or internal causes (traumatic or non-

traumatic), makes this subject have potential for exploration and related availability for 

elements of originality of this Thesis.  

 

I.GENERAL PART 

 

Chapter 1. THEORETICAL ASPECTS RELEVANT TO THE RESEARCHED 

PATHOLOGY 

1.1. Current synthetic data on disabling neuropathology of ante- and peri-natal/ 

congenital origin 

Among neurodisabling pathologies of ante- and peri-natal/ congenital origin, from 

the file of Centrului Național Clinic de Recuperare Neuropsihomotorie Copii "Dr. Nicolae 

Robănescu" (CNCRNC “Dr. N. Robănescu”) were used those which were part of study 

Group 1 of this research: Cerebral Palsy (CP) and spinal muscular atrophy (SMA). 

1.2. Current synthetic data on acquired disabling neuropediatric conditions 

Among the disabling neuropediatric conditions acquired, those from the CNCRNC 

"Dr. N. Robănescu" file were used, which were part of study Group 2 of the present 

research: traumatic brain injury (TBI), brain tumors and, respectively, stroke (AVC). 
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1.3. Definitions and conceptual aspects of disability, with emphasis on 

neurodisability  

Eurostat, the European Union that produces statistics in member countries, advances 

the percentage of 6.1% people with disabilities in Romania.[1]. When disability is caused 

by neurological impairments, the term used by specialists is neurodisability. 

Motor, sensory and/ or intellectual disabilities limit the ability of a child or adolescent 

to perform various activities and interact properly with the environment, including the 

family [2].  

1.4. Current synthetic data regarding the quality of life in families with children 

and/ or adolescents with disabling neuropathology of ante- and peri-natal/ congenital 

origin 

Synthesizing the data we extracted from the literature, we could say that the 

following variables (without considering that we have exhausted their identification and 

enumeration) can influence the QOL of the family with children and/ or adolescents with 

disabling neuropathology of ante- and peri-natal origin/ congenital: the lack of psycho-

emotional balance [3], he stigma of different functioning of the child [3], the long waiting 

time until a diagnosis is established [4], the level of education of the parents [5,6], 

characteristics of the child, the parents , environmental factors [7–9], intellectual disability 

of the child [10], anxiety and depression of relatives [11], low socio-economic status of the 

family [11], worry about the future [12]. 

1.5. Current synthetic data on quality of life in families with children and/ or 

adolescents with disabling acquired neuropathology 

Synthesizing the data extracted from the literature, we could say that among the 

variables that can influence the QOL of the family with children and/ or adolescents with 

acquired disabling neuropathology are the following: cognitive and behavioral impairment 

of the child [13], family functioning before a traumatic event [14–16], the child's 

psychocognitive functioning [15], prognosis, and uncertain functional results [17]. It 

should be noted that the literature, from this point of view, does not provide variables 

identical to pathology of 1.4. 

1.6. Cognitive emotional regulation strategies – impact on quality of life 

 Emotional regulation can be defined as "the attempts of individuals to influence the 

emotions they have, when they have them, and how these emotions are experienced and 

expressed" [18]. Emotional regulation strategies can be disturbed by the fatigue of those 

who fight to improve the condition of the child/ adolescent with disabilities, by the feeling 
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of powerlessness and lack of control, by the stress perceived, as a whole, by those involved, 

all of which lead to the impairment of the family's QOL [19]. The training of emotional 

regulation by recognizing, accepting and expressing emotions and the appropriateness of 

behaviors in problematic situations can contribute to increasing the ability to adapt in a 

positive manner to unfavorable situations and to improving relationships and social 

interaction in families with children/ adolescents with disabilities [20]. 

 

Chapter 2. FUNCTIONAL CLINICAL ASSESSMENT TOOLS, 

INCLUDING PSYCHOMETRIC, USED WITHIN DOCTORAL RESEARCH 

We specify from the beginning of this chapter the fact that for all the questionnaires 

used in this doctoral study we either had express approval (eg: PedsQL-FIM, WHOQOL-

BREF, CERQ) or were downloaded free of charge [e.g.: FAM (FIM + FAM)]. 

2.1. Evaluation, using the FAM scale (FIM + FAM), of the functional 

independence of the child(ren)/ adolescent(s) with disabling neuropathology 

The Functional Assessment Measure (FAM) scale is a 30-item scale that can be used 

for nonspecific patient populations [21–23]. Independence, respectively dependence, are 

assessed on levels (from 1 to 7), which also represent the score that a person can obtain (1 

– total assistance to 7 – complete independence) [21].   

2.2. Evaluation, using the PedsQL-Family Impact Module (PedsQL-FIM) 

questionnaire, of the impact of the child and/ or adolescent neurodisability on the 

family. 

The questionnaire contains 36 items divided into eight dimensions, measuring on the 

one hand the reported functioning of the interviewed parent and, on the other hand, the 

functioning of the family, reported by the parents. [24]. Higher scores in one or more 

dimensions represent better functioning for that dimension(s) [25].   

2.3. Evaluation, using the WHOQOL-BREF scale, of the quality of life of the 

family with child(ren)/ adolescent(s) with disabling neuropathology 

The WHOQOL-BREF contains two general items (Q1, which refers to the "general 

perception of the individual on the quality of life" and Q2, which refers to the "general 

perception of the individual on his health") and 24 items that measure satisfaction, divided 

into four areas. [26]. Higher scores indicate higher QOL [27]. 

2.4. Evaluation, using the CERQ questionnaire, of cognitive-emotional coping 

in families with child(ren)/ adolescent(s) with disabling neuropathology 
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CERQ, a tool with 36 items divided into 9 subscales (with 4 items each), includes 

strategies that can be used by a person following a negative, traumatic event, such as: "self-

blame", "acceptance", "rumination", "positive refocusing", "refocusing on planning", 

"positive reappraisal", "putting into perspective", "catastrophizing", "blaming others" [28].  

The sum of the items of each strategy is compared with the reference values related 

to the questionnaire manual; high scores represent the dominant strategy(s) chosen by the 

patient. [29]. 

 

II. PERSONAL CONTRIBUTION 

 

Chapter 3. WORKING HYPOTHESIS AND OVERALL GOALS 

To perform the research, we started from the following hypotheses: 

1. Between families with children or adolescents with congenital neurodisabilities 

and families with children or adolescents who develop neurodisabilities after a period of 

normal life (acquired), differences in QOL can be assumed. 

2. Between families with children or adolescents with congenital neurodisabilities 

and families with children or adolescents with acquired neurodisabilities, differences can 

be assumed regarding strategies for cognitive regulation of emotions. 

The general/ main objective of this research is to conduct a comparative study 

between two groups, representing:  

- mothers of neuropediatric patients with congenital disabling pathology – Group 1;  

- mothers of neuropediatric patients with acquired disabling pathology – Group 2. 

 

Chapter 4. GENERAL RESEARCH METHODOLOGY 

The personal research carried out in this doctoral thesis consists of five studies. 

4.1. Material and research methods 

This doctoral research occurred over a period of approximately four years, 

approximately 2019–2023 within the CNCRNC "Dr. N. Robănescu", in two target groups: 

one that includes mothers of neuropediatric patients with congenital disabling pathology 

and one including mothers of neuropediatric patients with acquired disabling pathology 

(we emphasize the fact that in the meaning of the term families with such neuropediatric 

patients, we could evaluate only their mothers), both groups being clinically functionally 

evaluated, including psychometrically through the scales mentioned above. 

4.2. Characteristics of the study groups 
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4.2.1. Inclusion criteria 

- school-age children or teenagers with neurodisabilities; 

- family members – the mother – adults (1st, 2nd degree relatives) who live 

together. 

 4.2.2. Exclusion criteria 

- teenagers over 18 years old;  

- family members who live and care for children with neurodisabilities and who 

present with psychocognitive status. 

4.3. Ethical considerations  

The entire doctoral clinical research was carried out within the CNCRNC "Dr. N. 

Robănescu" and its development received the approval of the Ethics Commission no. 8739/ 

28.10.2019 within this institution. The enrolment of subjects in the study was carried out 

only after obtaining informed consent from the patient’s parent/ legal representative. 

Statistical analysis 

SPSS (Statistical Package for the Social Sciences) version 22 and Microsoft Excel 

2016 were used for statistical processing of the primary data. 

Descriptive and elementary statistical calculations were also used: averages, 

medians, standard deviations of the values of the measured parameters; the Kolmogorov-

Smirnov normality test, according to which if the data had a normal distribution, we used 

parametric t tests; if they had an abnormal distribution, we used nonparametric Mann-

Whitney U tests; rank correlation coefficient (Spearman) [30–35]. 

 

Chapter 5. STUDY I: SYSTEMATIC REVIEW OF LITERATURE IN THE 

THESIS FIELD 

5.1. Introduction (Working hypothesis and overall goals)  

This first study – a systematic review of the related literature – was carried out with 

the aim of increasing the knowledge related to the subject of the Doctoral Thesis and to 

appreciate if there is potential for further exploration and related availability for elements 

of originality of the theme. 

5.2. Material and method or Patients and methods 

In order to know the existing data in the literature related to the subject, we 

interrogated, using contextually keywords, respectively, combinations/ "syntaxes" of 

keywords (presented in detail in the Thesis), the following internationally recognised 

medical databases:: NCBI/ PubMed [36], NCBI/ PMC [36], Elsevier [37], PEDro [38], to 
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which the Google Scholar browser was added free. The ISI Web of Knowledge/ Science 

database [39] checked whether articles significant in terms of content in relation to the 

topic of the doctoral thesis were published in ISI indexed journals.  

For this purpose, we used the standardized methodology, internationally accepted, 

Preferred Reporting Items for Systematic Reviews and Meta-Analyses – PRISMA [40] – 

without performing the last possible stage of this meta-analysis, since this approach 

exceeds the proposed bibliographic exploratory purpose. 

5.3 Results 

Using these words, key word combinations/ syntax resulted in the first stage of 

querying the 4 databases, 397 articles of which 395 in PMC and 2 in PEDro. After using 

the PRISMA article filtering algorithm, 7 articles were selected in the direct and final 

quantitative analysis, which were checked and the extracted information can be found in 

the thesis, including the related bibliographic references. 

5.4. Discussions and partial conclusions (sectoral) 

Even after the extensive contextual search using several key word combinations/ 

"syntaxes", we can claim that we have not found a detailed approach sufficient as a volume 

of works (articles whose content refers approximately defined the issue we propose to 

study) so that we can appreciate that the chosen topic is still insufficiently addressed in the 

literature and therefore deserves an additional analysis. 

 

Chapter 6. STUDY II: RESEARCH ON EMOTION REGULATION 

STRATEGIES AND DOMAINS OF QUALITY OF LIFE IN FAMILIES WITH 

CHILDREN/ ADOLESCENTS WITH SPINAL MUSCULAR ATROPHY 

6.1. Introduction (Working hypothesis and overall goals) 

In this study, analyzing families with children and/ or adolescents with SMA, we sought 

an answer to the question: can there be correlations between QOL domains and emotion 

regulation strategies? If they exist, we are interested in what quantitative, statistically 

objective level they can. 

6.2. Material and method or Patients and methods  

The study carried out in CNCRNC "Dr. N. Robănescu" included 33 mothers of 

children and/ or adolescents with SMA, who were surveyed using:PedsQL-FIM [25] and, 

respectively, CERQ [28], Romanian versions.  

6.3. Results 
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We calculated reversed scores (as required by the PedsQL-FIM questionnaire) to find 

values corresponding to better functioning for each domain and CERQ scores to see what 

percentage of respondents chose a very high score in response to a specific strategy. 

The analysis of the Spearman correlation coefficient (rho) showed generally weak 

and moderate, positive correlations [31] between the domains of the PedsQL-FIM 

questionnaire, but there were also 3 high, positive correlations (details in Thesis). The 

Spearman rho correlation coefficient showed that there were generally positive, weak 

correlations between the CERQ subscales [31], with 5 positive, moderate correlations 

(details in Thesis) [31].  

Between the PedsQL-FIM domains and the CERQ subscales of the data analysis, 

negative, moderate, and weak correlations resulted [31]. 

6.4. Discussions and partial conclusions (sectoral) 

Statistically  analyzing the data of the PedsQL-FIM questionnaire, we found that the 

field "family relations" had the highest frequency of high scores (which, according to the 

interpretation of the authors of the questionnaire, indicated a better QOL for the respective 

subscale), being chosen by 7 of the respondents, representing 21.2% of the total number of 

mothers who considered that they had no "problems with family relationships, including 

communication, stress and conflicts between family members and difficulties in making 

decisions and solving problems as a family"[25]. At the same time, only one respondent 

representing 3% of mothers scored the highest for the domains of physical functioning, 

emotional functioning, and worry.  

Interpreting the results of the CERQ questionnaire showed that the highest score 

obtained by 10 of the mothers surveyed (representing 30.3% of the total of the mothers 

surveyed) was for the "positive refocusing" strategy. Also, 9 mothers (27.3% of total 

respondents) gave a "very high" score for the "putting into perspective" strategy; 8 mothers 

(24.2% of total respondents) gave a "very high" score for the "acceptance" strategy. 

According to the results, two of the surveyed mothers (6.1% of the total respondents 

for each strategy) gave the highest scores for each of the maladaptive strategies, "self-

blame" and "blame others". The remaining 31 mothers (93.9% of all respondents) 

considered that other people cannot be blamed for what happened to them (the scores 

obtained were medium to low). Furthermore, for the "blaming others" strategy, 19 mothers 

were assigned the lowest score. For our respondents, the better the communication 

(including other people's understanding of the family situation, discussions with them 

about the health status of the child/ adolescent, communication with health professionals), 
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the better the social functioning (which includes sense of belonging, receiving support from 

others and finding time and/ or energy for social activities). Harmony and communication 

within the family lead to the ability to perform household duties properly. When cognitive 

functions, expressed by focusing attention, the ability to store and update information, and 

the ability to think quickly are not affected, household activities do not require additional 

effort. 

Of interest: we found moderate positive correlations between two maladaptive 

strategies (catastrophising and self-blame) that we identified in the literature as anxiety-

related strategies [41]. The cause could be the stress given by the severity of the disease/ 

disability in families with children/ adolescents with SMA. 

Our study suggests that the lower the emotional functioning, the more intense the 

rumination (the more anxious, sad, angry or frustrated, helpless or hopeless mothers feel, 

the more they think about their situation). 

The results we obtained are consistent with the literature, where it is appreciated that 

high scores for rumination are associated with emotional problems [29]. 

The moderate negative correlation between communication and self-blame could be 

explained as follows: the more other people understand the family's situation, while 

overcoming difficulties in talking about their child's health and communicating with health 

professionals, the more the feeling of guilt about their child's illness is lower. Between 

family relationships and self-blame and between family relationships and rumination, the 

negative correlation being weak, we cannot appreciate the extent to which the two 

strategies influence the relationships that are established in families with children/ 

adolescents with SMA from our group. We also found that cognitive functioning is little 

influenced by mothers' thoughts and concerns about their child's condition. The weak 

negative correlation between social function and self-blame could indicate that when 

mothers are intensely concerned with their own responsibility for the child's illness there 

is a decrease in social relationships and involvement in social activities. Although in 

general the correlations that were established were weak and moderate, the maladaptive 

strategies used by mothers in our study could be determined by the stress given by the 

severity of the illness/ disability, and the adaptive strategies (acceptance, refocusing on 

planning, perspective taking, positive reappraisal) could show that there is interest in 

finding solutions to improve the QOL of children and/ or adolescents with SMA and their 

whole family. 
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Chapter 7. STUDY III: COMPARATIVE ANALYSIS OF THE QUALITY 

OF LIFE IN FAMILIES HAVING CHILDREN OR ADOLESCENTS WITH 

CONGENITAL VERSUS ACQUIRED, DISABLING NEUROPATHOLOGY 

7.1. Introduction (Working hypothesis and overall goals) 

The results of this study related to the scientific approach to the compilation of the 

special part of the Doctorate Thesis were published in Children journal (Basel), 2022, 9(5), 

FI=2.863, ISSN 2227-9067, authors: M. V. Morcov, L. Pădure, C. G. Morcov, A. Mirea, 

M. Ghiță, and G. Onose [42].  

Our study aimed to investigate whether there is any difference between the QOL of 

a family that has children or adolescents with congenital neuropathology and that of 

children or adolescents with acquired neuropathology. 

7.2. Material and method or Patients and methods 

66 subjects [Group 1 – consisting of 31 mothers of pediatric patients with congenital 

disabling neuropathology (PC of prenatal and perinatal origin) and Group 2 – consisting of 

35 mothers of pediatric patients with acquired disabling neuropathology (traumatic brain 

injury after car accidents)] hospitalized at CNCRNC "Dr N. Robănescu" completed: 

PedsQL-FIM [25], WHOQL-BRIEF [27], and CERQ [28], Romanian versions.  

Basic demographic data were also collected, including education, marital status, 

residence, age of their children, length of time between the time of the accident and the 

mother's questionnaire (for acquired neuropathology) and severity of impairment, 

respectively. Patient observation sheets were used to obtain information on the severity of 

the acquired condition. 

7.3. Results 

Based on the mean ranks, the Mann–Whitney U test calculated a value of p = 0.686 

for the variable level of education, p = 0.084 for marital status, and p = 0.988 for residence. 

The three p values being >0.05 show that there are no statistically significant differences 

between the groups based on sociodemographic parameters. 

Data analysis for PedsQL-FIM  

Using the parametric t test, p < 0.05 values were obtained for emotional functioning 

(p = 0.034), communication (p = 0.042) and worry (p = 0.036), indicating that there were 

significant differences between the two groups. For physical functioning, we cannot say 

the same; we can only say that the number of analysed cases is too small to draw 

(statistically) a conclusion.  
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The Mann–Whitney U test showed that the variables social functioning (p = 0.489), 

cognitive functioning (p = 0.199) and daily activities (p = 0.103), family relationships (p = 

0.057) all had p values > 0.05, indicating that there are no statistically significant 

differences between the groups for these dimensions. 

Data analysis for WHOQOL-BREF  

To determine whether there were statistically significant differences between the 

groups for the psychological health variable, we used the parametric t-test. I noticed that 

both the averages are apparently "close" to each other; the average for Group 1 is 14.96 

and for Group 2 it is 14.40. Thus, these results (p = 0.383) are not surprising and do not 

suggest any differences between the groups in terms of psychological health.  

The Mann–Whitney U test for the variables physical health (p = 0.370) and 

environment (p = 0.479) indicated that there were no statistically significant differences 

between the groups for these domains. For social relations, p = 0.058, which shows us that 

the difference is also not statistically significant for this variable. 

Data analysis for CERQ  

The Mann–Whitney U test showed that there were no statistically significant 

differences between groups for self-blame (p = 0.430), positive reappraisal (p = 0.075), 

catastrophizing (p = 0.679), and blaming others (p = 0.226). Regarding positive refocusing 

(p = 0.023) and putting into perspective (p = 0.031), statistically significant differences 

were found between groups, with Group 1 having a higher mean rank than Group 2 for 

both variables. 

7.4. Discussions and partial conclusions (sectoral)  

We found no comparative research on QOL in families having children with 

congenital vs. acquired neurological disorders. We believe that the importance of this study 

comes from the fact that no one has done anything like it before.  

We hypothesized that the occurrence of a disabling event at a certain point in life 

could lead to a breach in previously normal life, and as a result, both coping strategies and 

QOL would be different from those of mothers with children with congenital deficiencies. 

From our results, we appreciate that for the family, regardless of when the insult appears, 

at birth or after a period of normal development, it is a shock and a permanent challenge in 

the fight with the child's disability.  

Having no comparative studies in the specialized literature to refer to, based on our 

statistical analysis, we find that regardless of the type of impairment, congenital or 

acquired, the domains of social, cognitive functioning, and daily activity were equally 
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appreciated by both groups. Given the significant parental burden caused by the physical 

and psychosocial difficulties of children with a congenital or acquired disease, we can 

appreciate that family structure, social, emotional, and relational functioning are similarly 

disrupted.  

Since the result of our comparative analysis for the domains: family relations 

(PedsQL-FIM) and social relations (WHOQOL-BREF) has no statistical significance, we 

cannot clearly appreciate which group has a better situation for these domains.  

Taking into account the duration of care and the severity of the disease we could 

explain why most of the QOL parameters are almost comparable in the two studied groups. 

When completing the three questionnaires, the results allowed us to draw some 

conclusions regarding coping strategies.  

Analyzing the mean score on the CERQ scale for each strategy, we found that it was 

higher for Group 1, except for catastrophizing, where the mean score was higher for Group 

2. 

The highest scoring strategies that appear to be most frequently chosen by mothers 

are: putting into perspective (45.1%) for Group 1 and catastrophizing (48.5%) for Group 

2.  

Considering that there are statistically significant differences between the groups in 

terms of strategies: positive reorientation and putting into perspective – that is, the situation 

in Group 1 is different from that in Group 2 – we can appreciate that the perspective on life 

in families with children/ adolescents with congenital impairment were more prone to 

change, in the sense of more frequent use of adaptive coping strategies by mothers in Group 

1. 

According to the findings made from the analysis of our questionnaire, we can state 

that for mothers of patients with traumatic brain injuries (acquired neuropathology), QOL 

expressed by emotional functioning, communication, and concern is different from that of 

mothers of patients with CP (congenital neuropathology): on average, better for the 

mothers in Group 2. At the same time, the choice of adaptive coping strategies leads us to 

consider that they are psychological support for the family in the fight against their 

children's illness and in the extension of the recovery treatment. 

 

Chapter 8. STUDY IV: ADDITIONAL, DETAILED OBJECTIVE – BASED 

ON SPECIFICATIONS AND CHARACTERISTICS/ SOCIODEMOGRAPHIC 

PARAMETERS AND RELATED STATISTICAL PROCESSING – WITHIN THE 
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COMPARATIVE ANALYSIS OF THE QUALITY OF LIFE IN FAMILIES 

HAVING CHILDREN OR ADOLESCENTS WITH CONGENITAL VERSUS 

ACQUIRED, DISABLING NEUROPATHOLOGY 

8.1. Introduction (Working hypothesis and overall goals) 

Starting from data found in the specialized literature regarding the influence of 

sociodemographic characteristics/ parameters on the family that has a child(ren)/ teenagers 

with disabilities, we set out to investigate if there is a difference in QOL between mothers 

of children/ teenagers with congenital neuropathology and mothers of children/ adolescents 

with acquired neuropathology based on such characteristics/ parameters. 

8.2. Material and method or Patients and methods  

This cross-sectional comparative study that included 85 subjects [47 mothers of 

pediatric patients with congenital disabling neuropathology (CP) – Group 1 and 38 mothers 

of pediatric patients with acquired disabling neuropathology (TCD) – Group 2] was 

conducted at CNCRNC "Dr. N. Robănescu" between December 2019 and April 2022. 

Health-related QOL was measured using the PedsQL-FIM. We also collected information 

on marital status, residence, education, and perceived income level. 

8.3. Results 

Comparing the groups (Group 1 and Group 2) according to the sociodemographic 

characteristics/ parameters did not reveal any statistically significant difference between 

the groups, p being > 0.05. 

To check if there were statistically significant differences between Group 1 and 

Group 2 regarding QOL, we compared the data of the PedsQL-FIM dimensions. The 

parametric t-test found statistically significant differences between groups for the 

following variables: physical functioning (p = 0.018), emotional functioning (p = 0.008), 

and worry (p = 0.004). For the daily activities variable, there were no statistically 

significant differences between the groups.  

Using the Mann–Whitney U test for variables where the normal distribution of data 

was rejected (social functioning, cognitive functioning, communication and family 

relationships) we found statistically significant differences between groups only for the 

communication variable (p = 0.009). For the other three variables, social functioning, 

cognitive functioning, and family relationships, there were no statistically significant 

differences between the groups, p > 0.05.  

To objectify – if any – associations between PedsQL-FIM dimensions and 

sociodemographic characteristics/ parameters within each group we used Spearman's rho 
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correlation coefficient. According to the findings, we found three weak negative 

correlations between the following: emotional functioning and education (rho = - 0.338, p 

= 0.020), social functioning and education (rho = - 0.374, p = 0.010), and communication 

and education (rho = - 0.291, p = 0.047) in Group 1. 

Within Group 2, we found a weak positive correlation between worry and education 

(rho = 0.332, p = 0.041), a weak negative correlation between emotional functioning and 

income level (rho = - 0.327, p = 0.045). We also found two moderate negative correlations 

between social function and perceived income level (rho = - 0.534, p = 0.001), daily activity 

and perceived income level (rho = - 0.405, p = 0.012). 

8.4. Discussions and partial conclusions (sectoral)  

Although numerous studies in the literature have examined the influence of 

sociodemographic characteristics/ parameters on families with children/ adolescents with 

neurodisabilities, we have not found any study that comparatively analyzes the effects of 

these characteristics/ parameters on the QOL of families with children/ adolescents with 

congenital vs. acquired neurodisabilities, to which we relate our results. 

Moreover, the sociodemographic variables that influenced some of the PedsQL-FIM 

dimensions (for which statistically significant correlations were obtained), were not the 

same for the two groups: education (for Group 1) and perceived level, respectively of 

income (for Group 2). There was, however, a correlation between education and worry in 

Group 2. 

Therefore, the reference to the literature was carried out for each group separately. 

For mothers in Group 1, a higher level of education meant a lower social function, 

that is, they felt more alone, without support from others, and did not have time and energy 

for social activities. According to the answers given by the mothers in Group 2, the higher 

the family income, the less stressed or helpless the mother feels, accumulates less 

frustration and does not worry much about her child's future. Mothers from Group 2 also 

believe that high incomes do not reduce the time needed to carry out family activities. 

It is interesting that in our study we could not establish statistically significant 

correlations between residence and PedsQL-FIM dimensions, although it is known from 

the literature that access to treatment for rural families is usually limited [43–45]. 

The analysis of QOL dimensions revealed statistically significant differences 

between the levels of physical functioning, emotional functioning, communication and 

worry between the two groups – the situation being better for Group 2. 
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Chapter 9. STUDY V: FINAL DATA (with additional numerical 

augmentation of the studied patient groups) ON THE COMPARATIVE 

ANALYSIS OF THE QUALITY OF LIFE IN FAMILIES HAVING CHILDREN 

OR ADOLESCENTS WITH CONGENITAL VERSUS ACQUIRED, DISABLING 

NEUROPATHOLOGY 

9.1 Introduction (Working hypothesis and overall goals) 

Starting from the conclusions of previous studies and further expanding the groups 

(which would allow mathematical processing with greater statistical power and therefore 

with additional increased reliability), we believe that we could obtain results and, 

consequently, conclusions with greater relevance for the entire approach in our 

comparative doctoral research on the QOL of mothers of children/ adolescents with 

congenital vs acquired, disabling neuropathology. 

9.2 Material and method/ Patients and methods 

The comparative study carried out within the CNCRNC "Dr. N. Robănescu" 

included, in total, 152 subjects (87 mothers of neuropediatric patients with congenital 

disabling pathology – Group 1 and 65 mothers of neuropediatric patients with acquired 

disabling pathology – Group 2). 

To carry out this study, the following were administered: the FAM scale (FIM + 

FAM); the PedsQL-FIM questionnaire; the WHOQOL-BREF scale; the CERQ 

questionnaire. 

9.3. Results  

The statistical analysis of the data was performed in 2 stages: 

A. The stage of the comparative analysis, by groups, of the values measured with 

each individual assessment tool; 

B. The stage of analysing possible correlations between the values of the variables 

quantified with the assessment tools used in this research. 

A. To carry out the comparative statistical analysis, at this stage, we interpreted the 

data of each clinical functional assessment tool, including psychometric [FAM (FIM + 

FAM), PedsQL-FIM, WHOQOL-BREF, CERQ]. 

A1. Comparative analysis of FAM scale scores (FIM + FAM). 

Unlike the other three questionnaires that interview mothers strictly in relation to 

their own functioning or coping strategy, this instrument indirectly assesses mothers' 

emotional status through their answers related to the questions in the FAM scale (FIM + 

FAM) related to their child's/ teenager neurodysfunctional status. 
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A.1.1. Comparison of the Motor domain subscores 

Using the Mann-Whitney U test, a value p = 0.098 is calculated attached to the 

statement: "the distributions of the values of the motor domain subscore, by groups, differ 

from each other”, which is not confirmed. 

A.1.2. Comparison of the Cognitive domain subscores 

The Mann-Whitney U test calculated a value p = 0.133 attached to the statement: "the 

distributions of the values of the subscore of the cognitive domain, by groups, differ from 

each other" which is not confirmed. 

A.2. Comparative analysis of the scores of the two groups for the 8 dimensions/ 

variables of the PedsQL-FIM questionnaire. 

A.2.1. Dimension Physical functioning 

The calculated averages are 56.03 for Group 1 and 62.81 for Group 2, respectively, 

and the parametric t test calculated a value p = 0.037 attached to the statement "Group 1 

has a different physical functioning from Group 2", confirming that Group 2 has an average 

better situation. 

A.2.2. Dimension Emotional Functioning  

The average ranks are 67.47 for Group 1 and 88.59 for Group 2. 

Based on these ranks, the Mann-Whitney U test calculated a value p = 0.003, so we 

can say that "Group 2 has a higher average rank than Group 1", a statement that is 

statistically significant. 

A.2.3. Dimension Social Functioning  

The average ranks are 74.21 for Group 1 and 79.57 for Group 2. 

The Mann-Whitney U test calculated a value p = 0.456 which is statistically 

insignificant (p > 0.05), which does not confirm the statement: "Group 1 has a different 

situation from Group 2". 

A.2.4. Dimension Cognitive Functioning  

The calculated average ranks are 72.65 for Group 1, respectively 81.65 for Group 2. 

The Mann-Whitney U test calculated a value p = 0.210, statistically insignificant (p > 0.05), 

which does not confirm the statement: "Group 1 has a different situation from Group 2". 

A.2.5. Dimension Communication  

The calculated average ranks are 67.05 for Group 1, respectively 89.15 for Group 2. 

Based on these ranks, the Mann-Whitney U test calculated a p value = 0.002, so we can 

say that "Group 1 has a different situation than Group 2", statement which is statistically 

significant (Group 2 having the better situation based on average ranks). 
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A.2.6. Dimension Concern 

The calculated averages are 45.87 for Group 1 and 56.30 for Group 2, respectively, 

and the parametric t test calculated a value p = 0.013, attached to the statement "Group 1 

has a different level of concern than Group 2", which confirms it (Group 2 having on 

average a better situation than Group 1). 

A.2.7. Dimension Daily activities 

The average ranks calculated are 68.97 for Group 1, respectively 86.58 for Group 2. 

The Mann-Whitney U test calculated a p-value = 0.014, so we can state that "Group 1 has 

a different situation from Group 2", a statement that is significant from a statistical point 

of view (Group 2 has on average a better situation than Group 1). 

A.2.8. Dimension Family Relationship 

The calculated average ranks are 72.29 for Group 1, respectively, 82.14 for Group 2. 

The Mann-Whitney U test calculated a value p = 0.166, attached to the statement: "Group 

1 has a different situation from Group 2" which it does not confirm. 

A.3. Comparative analysis of scores for each domain of the WHOQOL-BREF scale. 

Before performing the comparative analysis of the domains of the WHOQOL-BREF 

scale, we separately examined the first and second items of the scale, respectively, Q1 and 

Q2, to find out what the general perception of QOL and health is in the studied groups. 

Analysing question Q1 regarding the general perception of QOL, we could see that 

the percentage of those who rated QOL as very good is approximately equal in both groups, 

discretely in favour of Group 1 (11.5% versus 10.8%). 

The average ranks calculated are 76.26 for Group 1, respectively 76.82 for Group 2. 

The Mann-Whitney U test calculated a value p = 0.930, attached to the statement: "the 

average ranks of the groups differ from each other" which it does not confirm. 

Analyzing the question Q2 regarding the general perception of health, we could see 

that the percentage of those who appreciated that they are very satisfied with their health is 

slightly higher for Group 1 (11.5% versus 9.2%). 

The calculated average ranks are 75.79 for Group 1, respectively 77.45 for Group 2. 

The Mann-Whitney U test calculated a value p = 0.795, attached to the statement: "the 

average ranks of the groups differ from each other" which it does not confirm. 

Comparative analysis of WHOQOL-BREF scale domains 

A.3.1 Domain Physical Health  
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The calculated average ranks are 73.34 for Group 1, respectively 80.73 for Group 2. 

Using the Mann-Whitney U test, the value p = 0.302 was calculated, attached to the 

statement "Group 1 has a different situation from Group 2”, which is not confirmed. 

A.3.2. Domain Psychological Health 

The calculated average ranks are 74.33 for Group 1, respectively 79.41 for Group 2. 

The Mann-Whitney U test calculated the value p = 0.476, attached to the statement "Group 

1 has a different situation from Group 2" which is not confirmed. 

A.3.3. Domain Social Relations  

The calculated average ranks are 72.20 for Group 1, respectively 82.25 for Group 2. 

The Mann-Whitney U test calculated the value p = 0.159, attached to the statement "Group 

1 has a different situation from Group 2" which is not confirmed. 

A.3.4. Domain Environment 

The calculated average ranks are 73.57 for Group 1, respectively 80.42 for Group 2. 

The Mann-Whitney U test calculated the value p = 0.337, attached to the statement "Group 

1 has a different situation from Group 2" which is not confirmed. 

A.4. Comparative analysis of scores for each domain of the CERQ questionnaire. 

A.4.1. Self-blame 

Analyzing the two groups, we found that 12.6% of respondents for Group 1, 

respectively 15.4% for Group 2, chose self-blame as a strategy with a very high score. The 

Mann-Whitney U test calculated a value p = 0.423, statistically insignificant (p > 0.05), 

which does not confirm the statement: "Group 1 has a different situation from Group 2". 

A.4.2. Acceptance 

Analyzing the two groups, we found that 35.6% of respondents for Group 1, 

respectively 41.5% for Group 2 chose acceptance as a strategy with a very high score. 

The Mann-Whitney U test calculated a value p = 0.259, statistically insignificant (p 

> 0.05), which does not confirm the statement: "Group 1 has a different situation from 

Group 2". 

A.4.3. Rumination 

Analyzing the two groups, we found that 21.8% of respondents for Group 1, 

respectively 23.1% for Group 2 chose rumination as a strategy with a very high score. The 

Mann-Whitney U test calculated a value p = 0.784, which is statistically insignificant (p > 

0.05), which does not confirm the statement: "Group 1 has a different situation from Group 

2". 

A.4.4. Positive refocusing 
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Analysing the two groups, we found that 33.3% of respondents for Group 1, 

respectively 18.5% for Group 2 chose positive refocusing as a strategy with a very high 

score. The Mann-Whitney U test calculated a value p = 0.181, which is statistically 

insignificant (p > 0.05), which does not confirm the statement: "Group 1 has a different 

situation from Group 2". 

A.4.5. Refocus on planning 

Analyzing the two groups, we found that 19.5% of respondents for Group 1, 

respectively 30.8% for Group 2 chose refocusing on planning as a strategy with a very high 

score. The Mann-Whitney U test calculated a value of p = 0.490, which is statistically 

insignificant (p > 0.05), which does not confirm the statement: "Group 1 has a different 

situation from Group 2". 

A.4.6. Positive reappraisal 

Analysing the two groups, we found that 21.8% of respondents for Group 1, 

respectively 16.9% for Group 2 chose positive reevaluation as a strategy with a very high 

score. The Mann-Whitney U test calculated a value p = 0.326, which is statistically 

insignificant (p > 0.05), which does not confirm the statement: "Group 1 has a different 

situation from Group 2". 

A.4.7. Putting it into perspective 

Analysing the two groups, we found that 35.6% of respondents for Group 1, 

respectively 15.4% for Group 2, chose perspective as a strategy with a very high score. The 

Mann-Whitney U test calculated a value p = 0.065, which is statistically insignificant (p > 

0.05), which does not confirm the statement: "Group 1 has a different situation from Group 

2". 

A.4.8. Catastrophizing 

Analysing the two groups, we found that 42.5% of the respondents for Group 1, 

respectively 44.6% for Group 2, chose catastrophizing as a strategy with a very high score. 

We also found that no group scored very low. The Mann-Whitney U test calculated a value 

p = 0.817, which is statistically insignificant (p > 0.05), which does not confirm the 

statement: "Group 1 has a different situation from Group 2". 

A.4.9. Blaming others 

Analysing the two groups, we found that 26.4% of respondents for Group 1, 

respectively 30.8% for Group 2, chose blaming others as a strategy with a very high score. 

No group had a very low score. 
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The Mann-Whitney U test calculated a value p = 0.953, which is statistically 

insignificant p > 0.05), which does not confirm the statement: "Group 1 has a different 

situation from Group 2". 

B. Analysis stage through correlations between the values of the quantified 

parameters with the evaluation tools used in our doctoral study. 

B.1. Correlations between PedsQL-FIM and FAM 

We conducted these correlations with the aim of finding out whether the QOL 

dimensions assessed with the PedsQL-FIM questionnaire are influenced by the severity of 

physical and cognitive impairment. According to the results, the Spearman rho correlation 

coefficient belongs to the interval [0.00; 0.30] and therefore we can consider the 

correlations found between PedsQL-FIM and FAM to be insignificant. 

B.2. Correlations between PedsQL-FIM and WHOQOL-BREF 

We aimed to correlate the values of the quantified parameters with two QOL 

assessment tools (PedsQL-FIM and WHOQOL-BREF) considering that there are facets of 

the domains of these questionnaires that are addressed in either one questionnaire or in the 

other, and the relationship between the two questionnaires would provide us with additional 

valuable information regarding the most comprehensive aspects of QOL. Furthermore, if 

PedsQL-FIM measures QOL by means of the health status of the child/ adolescents, 

WHOQOL-BREF brings clarifications regarding the perception of quality of life and 

health, without any specific mention related to the health of the child/ adolescents. 

The Spearman rho correlation coefficient indicated weak, positive moderate 

correlations (detailed in Thesis). The rest of the values indicate uncorrelated pairs. 

B.3. Correlations between PedsQL-FIM and CERQ 

We aim to objectify the relationship, if any, between QOL dimensions and cognitive-

emotional coping strategies for each group. We found that, for both groups, in general, the 

correlations established between PedsQL-FIM and CERQ are weak, negative correlations 

(detailed in the thesis). 

B.4. Correlations between WHOQOL-BREF and FAM (FIM + FAM) 

Two weak and positive correlations were found between the variables of the FAM 

scale (FIM + FAM) and of the WHOQOL-BREF questionnaire for Group 2: FAM (FIM + 

FAM) motor subscore and psychological health (rho = 0.392, p = 0.001), respectively,  

FAM (FIM + FAM) cognitive subscore and psychological health (rho = 0.333, p < 0.01). 

The rest of the values indicate either negligible correlations or uncorrelated pairs. 

B.5. Correlations between WHOQOL-BREF and CERQ 
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Analysis of correlations between the values of the WHOQOL-BREF and CERQ 

questionnaire values showed that there was only a weak and positive correlation for Group 

1. 

For Group 2, it was observed that there were some weak correlations, both negative 

and positive (detailed in the thesis). 

For the rest of the values, we can say either that there were negligible correlations or 

that the pairs of values did not correlate. 

B.6. Correlations between PedsQL-FIM/ WHOQOL-BREF and sociodemographic 

parameters 

We found that between the dimensions/ domains of QOL (measured using the 

PedsQL-FIM and WHOQOL-BREF questionnaires) and the sociodemographic 

parameters, there was a weak, negative correlation for Group 2 between physical health 

and marital status (rho = - 0.401, p = 0.01). The rest of the pairs are uncorrelated. 

9.4. Discussions and partial conclusions (sectoral) 

I. FAM scale (FIM + FAM) 

The data analysed showed us that most of the patients, regardless of which group 

they belonged to, need, to varying degrees, the support of other people and/ or some 

assistive devices to ensure functionality in the motor and cognitive domains. 

However, it was not possible to assess in which of the groups the patients need help 

for care, movement, or for achieving psychosocial interaction. Also, our results could not 

establish which type of neurodisability, congenital or acquired, is associated with more 

difficulties in verbal and written expression, in performing cognitive processes (memory, 

attention, and executive functions) of children/ adolescents according to the responses of 

their mothers. 

II. The PedsQL-FIM questionnaire 

The analysis of the values/ variables/ parameters of the dimensions of the PedsQL-

FIM questionnaire showed that for five of its dimensions (physical functioning, emotional 

functioning, communication, worry and daily activities) there were statistically significant 

differences between the two groups, the situation on average for Group 2 being better than 

for Group 1. 

For the other 3 dimensions (social functioning, cognitive functioning, family 

relations), because no statistically significant differences were found between the two 

groups, we cannot appreciate which group has the better situation. Therefore, we cannot 

specify which group has more problems with social interaction, with maintaining attention 
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on tasks, with keeping and updating memorised information, or with the relationship within 

the family regarding communication between members, solving problems by mutual 

agreement. 

III. The WHOQOL-BREF questionnaire 

From the interpretation of the data of the PedsQL-FIM questionnaire (which refers 

to the impact that the child's health can have on the family) we could find that there are 

statistically significant differences between the two groups; in the case of the WHOQOL-

BREF questionnaire (which aims to highlight how our respondents perceive their QOL and 

health in general, as well as aspects of their life in the last two weeks), we found no 

statistically significant differences between the two groups. 

IV. CERQ questionnaire 

Comparing the groups, we found that for two adaptive strategies (acceptance and 

refocusing on planning), more mothers in Group 2 gave a very high score and for the other 

three adaptive strategies (positive refocusing, positive reappraisal, and putting into 

perspective), more mothers in Group 1 gave a very high score. 

In the case of maladaptive strategies, for self-blame in particular, more mothers in 

Group 2 gave a very high score. For the other three maladaptive strategies (rumination, 

catastrophizing and blaming others) the percentage of mothers who gave a very high score 

is slightly higher for Group 2. 

However, for all the analyzed strategies the calculated p-values showed us that there 

are no statistically significant differences between the groups. 

The analysis of the correlations between QOL and the functionality of the child or 

adolescent with neurodisability in relation to the level of assistance he needs, as well as 

between QOL and cognitive-emotional coping strategies, led to the following conclusions: 

- for both groups, either negligible correlations or no correlations were 

observed between QOL measured with PedsQL-FIM and the severity of impairment (motor 

and cognitive) measured with FAM (FIM+FAM); 

- the correlation between QOL and severity of impairment, even assessed with 

the WHOQOL-BREF questionnaire, did not provide new information (2 weak correlations 

for Group 2, the rest negligible correlations or uncorrelated pairs). 

Some studies in the literature showed that the degree of severity of the child or 

adolescent's impairment does not influence the QOL of the relatives, in the sense of its 

decrease [13,46,47]; and the results of our doctoral research do not show the existence of 

a correlation between the severity of the child or adolescent's impairment and QOL. 
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The correlative analysis of the two QOL assessment tools: PedsQL-FIM and 

WHOQOL-BREF showed some correlations established between them, as follows:  

- for Group 1, the relationship between physical, emotional, social functioning, 

communication and psychological health, as well as between communication and physical 

health, we could interpret them as follows: the more physically active, more confident they 

are, with social interactions and sharing their fears with other people the better their image 

and self-esteem; 

- for Group 2, the relationship between emotional functioning, communication, 

family relationships and physical health, between emotional functioning, daily activities 

and psychological health, between family relationships, and social relationships or between 

social functioning and the environment can be interpreted as follows: the more mothers are 

confident, share their fears with other people, and interact effectively within the family, the 

more positive they are, the more able they are to carry out everyday activities; also, the 

more mothers interact with other people, actively participate in social life, the more secure 

they feel in everyday life, have easier access to information, appreciate health services 

more. 

It is interesting to note for the correlation analysis between PedsQL-FIM and CERQ 

that, for Group 1, five of the PedsQL-FIM domains (emotional functioning, cognitive 

functioning, communication, worry, and daily activities) are correlated with all four 

maladaptive strategies (self-blame, rumination, catastrophising, and blaming others). 

Correlations between PedsQL-FIM domains and adaptive strategies are either 

negligible or uncorrelated pairs. 

The situation of Group 2 does not differ significantly from that of Group 1, with the 

mention that the most frequently used maladaptive strategy is self-blame and rumination is 

not found between the correlated pairs. 

Analysis of correlations between WHOQOL-BREF and CERQ showed us: 

- for Group 1, a single correlation related to the same adaptive strategy (positive 

refocusing), the rest being negligible correlations or uncorrelated pairs. We can interpret 

this correlation as follows: the better the psychological health, the more they can think of 

more pleasant things. We can also observe that the comparative analysis of the two groups 

for the CERQ questionnaire showed that positive refocusing was, on average, more used 

by Group 1; 
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- for Group 2, there is a correlation of two dimensions referring to the same 

adaptive strategy (positive reappraisal) and two other dimensions referring to 2 

maladaptive strategies (self-blame and others-blame). 

Analyzing the correlations between the variables of the two QOL assessment 

questionnaires and those of the CERQ, we found that in both questionnaires the two groups 

established correlations predominantly with maladaptive strategies. 

To note for this final study is that no correlations were established between the 

primary data values from the QOL dimensions/ domains, measured with the PedsQL-FIM 

and WHOQOL-BREF questionnaires and the sociodemographic parameters that would 

provide information about any link between the variables. 

In this final study, although the statistical power increased, the results obtained did 

not differ significantly from previous studies. 

 

Chapter 10. FINAL CONCLUSIONS AND PERSONAL CONTRIBUTIONS 

1. An objective of this research was a systematic literature review, materialized in 

Study I, which signaled, including through the relatively small number of qualified/ 

selected publications, that for the field addressed in the Thesis there is still potential for 

additional exploration. 

2. Another objective was the analysis of the QOL domains of mothers with children 

or adolescents with congenital vs. acquired neurodisabilities, to quantitatively compare the 

two types of statuses. 

a) The PedsQL-FIM questionnaire showed: 

- in Study III, that the QOL dimensions for which there were differences 

between the two study groups were: emotional functioning, communication, and worry; 

- in Study IV, after a first broadening of the groups, the differences found in 

Study III were preserved, to which the dimension of physical functioning was added [for 

this reason, in Study III, we concluded that the number of analysed cases was too small to 

draw (statistically) a conclusion]; 

- in Study V, although there was an additional numerical augmentation of the 

groups of mothers of neuropediatric patients, at least a theoretical premise: that through an 

increased statistical power we would highlight more defined statistical results; no 

significant changes to the previous results, regarding the variables taken into account, with 

one exception: daily activities - for which statistically significant differences between the 

two study groups were found in this study. 
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In conclusion, we can find that there were statistically significant differences between 

the two studied groups, for the dimensions of quality of life: physical functioning, 

emotional functioning, communication, worry, and daily activities, showing that, 

overall, the situation was better for Group 2 than for Group 1 – divergent from our 

working hypothesis – and for the dimensions – social functioning, cognitive functioning, 

family relationships – the group with the better situation could not be indicated, after the 

statistical analysis. 

b) The WHOQOL-BREF questionnaire showed: 

- in Study III, that there were no differences between the two groups, and thus 

we could not specify whether any of them had a better QOL; 

- in Study V, even by enlarging the study groups, no new, additional 

information was obtained compared to that in Study III. 

In conclusion, we can appreciate that for the groups studied, the WHOQOL-BREF 

questionnaire did not provide information that would allow us to specify in which group 

the QOL domains are more affected. 

3. The objective of ranking the cognitive-emotional coping strategies, used by 

parents/ relatives (in the present clinical study doctorate of mothers), for psycho-emotional 

adaptation, was achieved using the CERQ questionnaire - which showed: 

- in Study II, which included only mothers representing Group 1, that positive 

refocusing and putting into perspective were the most frequently chosen strategies; 

-in Study III, that positive refocusing and putting into perspective are the 

strategies for which there were statistically significant differences between the two study 

groups; 

- in Study V that although mothers of neuropediatric patients used adaptive and 

maladaptive cognitive-emotional coping strategies, there were no statistically significant 

differences between the groups. For two adaptive strategies: acceptance and refocusing 

on planning, several mothers in Group 2 gave a very high score, and for three adaptive 

strategies: positive refocusing, positive reappraisal, and putting into perspective, 

several mothers in Group 1 gave a very high score. 

Therefore, the main attitudinal difference between the two groups was – without 

statistically significant differences objectified – the predominant option for the acceptance 

of mothers from Group 2  

4. Analysis of the relationship between the severity of functional and cognitive 

impairment (FIM + FAM) of neuropediatric patients in the two groups and the QOL 
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domains of mothers with children or adolescents with neurodisabilities, another objective 

of this research, led to our observations, consistent with those encountered in some 

studies in the literature (the severity of the child or adolescent's affect does not cause a 

decrease in the QOL of the relatives). 

5. Additionally, we proposed and investigated whether there is any difference in QOL 

between the mothers of children or adolescents with congenital neuropathology and that of 

mothers of children or adolescents with acquired, disabling neuropathology, based on some 

sociodemographic characteristics/ parameters, and we found the following: 

- in Study IV, that education influenced the QOL of mothers in Group 1 and 

the perceived level of income influenced the QOL of mothers in Group 2; 

- in Study V, by expanding the samples studied, although we hoped to obtain 

new, more defined results, they did not show – except, in Group 2, a weak negative 

correlation: between physical health and marital status – other influences of these 

characteristics/ parameters on QOL. 

Technical-economic advantages and disadvantages of this doctoral research 

Among the advantages we mention: 

- the possibility of carrying out our doctoral clinical study with minimal costs 

(derived from the multiplication of the forms related to the quantified evaluation tools used 

and, respectively, of the Informed Consent); 

- obtaining the consent to use for this doctoral clinical study the Romanian 

version of the standardized, recognized and widely accepted international QOL evaluation 

tools: PedsQL-FIM and WHOQOL-BREF as well as the cognitive-emotional coping 

evaluation questionnaire (CERQ) free of charge under the usage licenses we have obtained. 

Technical-methodological disadvantages and possible limitations of our doctoral 

clinical study: 

- collecting data only from mothers (the only ones available for inclusion in 

this clinical trial) made the results reflect only their point of view; 

- the quantified assessment tools, through the questions they contain, refer to a 

certain period of time (eg: the last month for PedsQL-FIM, the last 2 weeks for WHQOL-

BREF). That is why we can consider that the reference of the respondents' answers to the 

required time limit could explain the lack of clearer results regarding the whole – including 

as a temporal range – especially considering the fact that the pathology of neuropediatric 

children/ adolescents whose mothers were questioned is chronic, not infrequently with 

lifelong sequelae. 
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The unsolved issues: 

- a stratification of the groups according to the sociodemographic variables 

(e.g. trying to objectify, including through statistical analysis if there are differences 

between the level of education within the same study group) that we believe could provide 

more information about the mothers' QOL with neuropediatric children/adolescents with 

disabilities, being a possible future research direction, possibly postdoctoral; 

- the inclusion in the clinical study, also postdoctoral – in two-parent families 

– of the father, in order to obtain information that reflects the QOL of the entire family 

with children/ adolescents, both with congenital and acquired neurodisabling conditions. 

PERSONAL CONTRIBUTION:  

- analyzing different medical databases (Elsevier, PubMed, PMC, PEDro, 

Scopus) to identify studies comparing QOL in families with children/ adolescents with 

congenital disabling conditions vs. acquired, we found that, practically, there is no such 

research. We also believe that the importance of our research primarily appears from the 

fact that, until now, no such clinical study has been carried out. Thus, both our general/ 

main objective and the secondary ones (with the mentioned limitations) have been 

achieved. 

- we also consider that our doctoral research represents a starting point for 

future studies that will comparatively analyze QOL in families with children/ adolescents 

with congenital vs. acquired neurodisabling conditions, further exploring possible 

differences and/ or correlations between QOL dimensions/ domains and including emotion 

regulation strategies. 

 

SELECTIV REFERENCES 

 

[1] Sulla V, Salazar M, Stănculescu MS. Raport de diagnoză a sistemului actual de 

evaluare a dizabilității. 2021. 

[2]   Vargus-Adams JN, Majnemer A. International Classification of Functioning, 

Disability and Health (ICF) as a framework for change: Revolutionizing 

rehabilitation. J Child Neurol 2014;29:1030–5. 

https://doi.org/10.1177/0883073814533595. 

[3]      Caspar-Teuscher M, Studer M, Regényi M, Steinlin M, Grunt S, Bigi S, et al. Health 

related quality of life and manual ability 5 years after neonatal ischemic stroke. Eur 

J Paediatr Neurol 2019;23:716–22. https://doi.org/10.1016/j.ejpn.2019.08.002. 

[4]      Ammann-Schnell L, Groeschel S, Kehrer C, Frölich S, Krägeloh-Mann I. The impact 

of severe rare chronic neurological disease in childhood on the quality of life of 

families—a study on MLD and PCH2. Orphanet J Rare Dis 2021;16:1–16. 



30 

 

https://doi.org/10.1186/s13023-021-01828-y. 

[5]     Ying K, Van Rostenberghe H, Kuan G, Haris Amirul Mohd Yusoff M, Hawa Ali S, 

Soriani Yaacob N, et al. Health-Related Quality of Life and Family Functioning of 

Primary Caregivers of Children with Cerebral Palsy in Malaysia 2021. 

https://doi.org/10.3390/ijerph18052351. 

[6]    Farajzadeh A, Maroufizadeh S, Amini M. Factors associated with quality of life 

among mothers of children with cerebral palsy. Int J Nurs Pract 2020;26:1–9. 

https://doi.org/10.1111/ijn.12811. 

[7]    Lee MH, Matthews AK, Park C. Determinants of Health-related Quality of Life 

Among Mothers of Children With Cerebral Palsy. J Pediatr Nurs 2019;44:1–8. 

https://doi.org/10.1016/j.pedn.2018.10.001. 

[8]      Nor Ismalina Isa S, Aziz AA, Ab Rahman A, Ibrahim MI, Ibrahim WPW, Mohamad 

N, et al. The impact of children with disabilities on parent healthrelated quality of 

life and family functioning in kelantan and its associated factors. J Dev Behav 

Pediatr 2013;34:262–8. https://doi.org/10.1097/DBP.0b013e318287cdfe. 

[9]     Xia C, Sun M, Li X, Lu C, Gao X, Lu J, et al. Health-Related Quality of Life and 

Related Factors among Primary Caregivers of Children with Disabilities in 

Shanghai, China: A Cross-Sectional Study n.d. 

https://doi.org/10.3390/ijerph17249299. 

[10]   Ahmadizadeh Z, Rassafiani M, Khalili MA, Mirmohammadkhani M, Kong Journal 

H. Factors Associated with Quality of Life in Mothers of Children with Cerebral 

Palsy in Iran 2015. https://doi.org/10.1016/j.hkjot.2015.02.002. 

[11]    Puka K, Tavares TP, Anderson KK, Ferro MA, Speechley KN. A systematic review 

of quality of life in parents of children with epilepsy. Epilepsy Behav 2018;82:38–

45. https://doi.org/10.1016/j.yebeh.2018.03.008. 

[12]   Kölbel H, Modler L, Blaschek A, Schara-Schmidt U, Vill K. Parental Burden and 

Quality of Life in 5q-SMA Diagnosed by Newborn Screening. Children 2022;9(12),. 

https://doi.org/https://doi.org/10.3390/children9121829. 

[13]   Ilmer EC, Lambregts SAM, Berger MAM, De Kloet AJ, Hilberink SR, Roebroeck 

ME. Health-related quality of life in children and youth with acquired brain injury: 

Two years after injury. Eur J Paediatr Neurol 2016;20:131–9. 

https://doi.org/10.1016/j.ejpn.2015.09.003. 

[14]    Rivara FP, Koepsell TD, Wang J, Temkin N, Dorsch A, Vavilala MS, et al. Disability 

3, 12, and 24 months after traumatic brain injury among children and adolescents. 

Pediatrics 2011;128. https://doi.org/10.1542/peds.2011-0840. 

[15]   Rashid M, Goez HR, Mabood N, Damanhoury S, Yager JY, Joyce AS, et al. The 

impact of pediatric traumatic brain injury (TBI) on family functioning: A systematic 

review. J Pediatr Rehabil Med 2014;7:241–54. https://doi.org/10.3233/PRM-

140293. 

[16]   Max JE, Castillo CS, Robin DA, Lindgren SD, Smith WL, Sato Y, et al. Predictors 

of family functioning after traumatic brain injury in children and adolescents. J Am 

Acad Child Adolesc Psychiatry 1998;37:83–90. https://doi.org/10.1097/00004583-

199801000-00021. 

[17]    Holloway M, Orr D, Clark-Wilson J. Experiences of challenges and support among 



31 

 

family members of people with acquired brain injury: a qualitative study in the UK. 

Https://DoiOrg/101080/0269905220191566967 2019;33:401–11. 

https://doi.org/10.1080/02699052.2019.1566967. 

[18]   Rottenberg J, Gross JJ. Emotion and emotion regulation: A map for psychotherapy 

researchers. 2007. 

[19] Okurowska-Zawada B, Kułak W, Wojtkowski J, Sienkiewicz D, Paszko-Patej G. 

Quality of life of parents of children with cerebral palsy. Prog Heal Sci 2011;1:116–

23. 

[20]   Deyreh E, Abidizadegan A. Effectiveness of emotion-regulation training in resilience 

, psychological well- being , and quality of life among mothers with mentally 

disabled children 2021;9. https://doi.org/10.30483/RIJM.2021.254363.1188. 

[21] Turner-Stokes L, K N, T T-S, C G. The UK FIM+FAM (Functional Assessment 

Measure) Developed by the UK FIM+FAM Users Group FAM ITEMS ONLY For 

further information please contact. vol. 1. 1994. 

[22]    https://www.sralab.org/rehabilitation-measures/functional-assessment-measure n.d. 

[23]   Turner-Stokes L, Siegert RJ. A comprehensive psychometric evaluation of the UK 

FIM + FAM. Disabil Rehabil 2013;35:1885–95. 

https://doi.org/10.3109/09638288.2013.766271. 

[24]   Scarpelli AC, Paiva SM, Pordeus IA, Varni JW, Viegas CM, Allison PJ. The pediatric 

quality of life inventoryTM (PedsQLTM) family impact module: Reliability and 

validity of the Brazilian version. Health Qual Life Outcomes 2008;6:1–8. 

https://doi.org/10.1186/1477-7525-6-35. 

[25]   Varni JW, Sherman SA, Burwinkle TM, Dickinson PE, Dixon P. The PedsQLTM 

Family Impact Module: Preliminary reliability and validity. Health Qual Life 

Outcomes 2004;2:1–6. https://doi.org/10.1186/1477-7525-2-55. 

[26]    Kashi AM, Moradi Y, Chaichian S, Najmi Z, Mansori K, Salehin F, et al. Application 

of the World Health Organization Quality of Life Instrument, Short Form 

(WHOQOL-BREF) to patients with endometriosis 2018;61:598–604. 

[27]   Orley J. INTRODUCTION , ADMINISTRATION , SCORING AND GENERIC 

VERSION OF THE ASSESSMENT Field Trial Version December 1996 

PROGRAMME ON MENTAL HEALTH WORLD HEALTH ORGANIZATION 

1996. 

[28]   Garnefski N, Kraaij V. The cognitive emotion regulation questionnaire: Psychometric 

features and prospective relationships with depression and anxiety in adults. Eur J 

Psychol Assess 2007;23:141–9. https://doi.org/10.1027/1015-5759.23.3.141. 

[29]   Perte A (coord.) TI. CERQ Manual de utilizare a chestionarului de coping cognitiv-

emotional _Adaptarea si standardizarea CERQ pe populatia din Romania. Cluj-

Napoca: ASCR; 2010. 

[30]   Dancey C, Reidy J, Using S. Statistics Without Maths for Psychology for Windows. 

2004. 

 [31]   Mukaka MM. Statistics Corner: A guide to appropriate use of Correlation coefficient 

in medical research. vol. 24. 2012. 

[32]  Akoglu H. User’s guide to correlation coefficients n.d. https://doi.org/ 10.1016/ 

j.tjem.2018.08.001. 



32 

 

[33]   Pallant J. SPSS survival manual: A step by step guide to data analysis using IBM 

SPSS 2020. 

[34]   Armitage P, Berry G, Matthews JNS. Statistical methods in medical research. John 

Wiley & Sons; 2008. 

[35]  Lehmann EL, Romano JP. Testing statistical hypotheses. Springer Science & 

Business Media; 2006. 

[36]    https://www.ncbi.nlm.nih.gov n.d., accesat 24.01.2021 

[37]    https://www.elsevier.com/ n.d., accesat 13.04.2021 

[38]    http://search.pedro.org.au/search n.d., accesat 13.04.2021 

[39]    https://apps. webofknowledge.com n.d., accesat 16.01.2020 

[40]  http://prisma-statement.org/documents/ PRISMA%202009%20flow% 20diagram 

.pdf n.d., 

[41]   Domaradzka E, Fajkowska M. Cognitive emotion regulation strategies in anxiety and 

depression understood as types of personality. Front Psychol 2018;9:1–12. 

https://doi.org/10.3389/fpsyg.2018.00856. 

[42]   Morcov M V, Pădure L, Morcov CG, Mirea A, Ghiță M, Onose G. Comparative 

Analysis of the Quality of Life in Families with Children or Adolescents Having 

Congenital versus Acquired Neuropathology. Children 2022;9:714. 

[43]   Cantero-Garlito PA, Flores-Martos JA, Moruno-Miralles P. Care of Children With 

Disabilities in Rural Areas: Meanings and Impact on Everyday life and Health. 

Study Protocol. Int J Qual Methods 2020;19:1–7. 

https://doi.org/10.1177/1609406920947602. 

[44]  Iezzoni LI, Killeen MB, O’Day BL. Rural residents with disabilities confront 

substantial barriers to obtaining primary care. Health Serv Res 2006;41:1258–75. 

https://doi.org/10.1111/j.1475-6773.2006.00534.x. 

[45]   Zeni D, Costa MC da, Silva EB da, Honnef F, Arboit J, Colomé ICDS. Health care 

for people with disabilities in a rural setting under the perspective of community 

agents. Rev Bras Enferm 2020;73:e20190204. https://doi.org/10.1590/0034-7167-

2019-0204. 

[46]    Kumari S, Ali SS, Ahmed Mirza Baig A. Relationship between gross motor function 

of cerebral palsy children and quality of life of their primary caregivers. J Pak Med 

Assoc 2022;73:78–82. https://doi.org/10.47391/JPMA.6303. 

 

 

 

 

 

 

 

 

 

 



33 

 

Published scientific papers within the doctoral research:  

1. Morcov, M.V., Pădure, L., Morcov, C.G., Onose, G. Findings regarding emotion 

regulation strategies and quality of life's domains in families having children with spinal 

muscular atrophy. Journal of Medicine and Life, 2021, 14(3): 390-96, 

https://medandlife.org/all-issues/2021/issue-3-2021/original-article-issue-3-2021 

/findings-regarding-emotion-regulation-strategies-and-quality-of-lifes-domains-in-

families-having-children-with-spinal-muscular-atrophy/, (Capitolul 6, pp.73-84) 

 

2. Morcov, M.V., Pădure, L., Morcov, C.G., Mirea, A., Ghiță, M., Onose, G. 

Comparative Analysis of the Quality of Life in Families with Children or Adolescents 

Having Congenital versus Acquired Neuropathology. Children, 2022, 9(5), 714. 

doi.org/10.3390/children9050714. Revista cotata ISI, FI=2.863, ISSN 2227-9067, 

https://www.mdpi.com/2227-9067/9/5/714, (Capitolul 7, pp.85-102) 

 

3. Morcov, M. V., Pădure, L., Morcov, C. G., Onose, G. Further detailed 

objectification within comparative analysis of quality of life-based on some 

sociodemographic characteris-tics/parameters and related statistical analysis-between 

mothers of children with congenital versus acquired neuropathology. Balneo and PRM 

Research Journal, 2022, 13(3), 1-9, DOI 10.12680/balneo.2022.517, 

http://bioclima.ro/Balneo517.pdf , (Capitolul 8, pp.103-114) 


