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ABSTRACT 

Background: In serious health conditions, like childhood cancer, parent proxy reports are used 

for obtaining information. Previous studies have shown controversial results on agreement 

between children’s and parents’ ratings. In addition, there is lack of proxy studies in research 

including young children. The aim of the present thesis is (a) to examine how young children as 

self-raters and mothers as proxy-raters report over time on cancer related health issues, and (b) 

to explore the factors that may affect the agreement of each mother-child pair.  

Method: A longitudinal quantitative research design was chosen. Eight young children with 

cancer aged three to six years and their mothers were followed with questionnaires every six 

months for four time points. One measure on children’s feelings about their health situation and 

one measure on perceptions of their everyday functioning were completed by children and 

mothers at each time point. Descriptive statistics were used for data analysis.  

Results: Higher frequency of agreement was found in T4 (18 months after the diagnosis) for 

both measures. Between the two measures, higher frequency of agreement was found for the 

functioning measure. The mother’s educational level was found to be correlated with higher 

frequency of agreement (functioning measure).  

Conclusion: The time progress, the mother’s educational level, the number of siblings, the 

specific shared experience, like preschool, and the concrete and observable issues, like 

“functioning” rather than “feelings”, were found to be correlated with higher frequency of 

agreement between young children with cancer and their mothers. The convenient and small 

sample imposes the need for further research.  
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Introduction 

Childhood cancer is a chronic and life-threatening disease.  The intensive treatment and the 

exhaustive side effects influence children’s everyday life at home and school. Young children 

with special educational needs due to chronic or incurable diseases  can attend a mainstream 

preschool class as suggested by inclusive education. Preschool teachers’ commitment to 

enhance the benefits in both academic and social level for all children by promoting their 

interactions with peers and adults is a fundamental principle.  

Teachers need to be aware of the parents’ perceptions about their children’s feelings 

and everyday life, since the emotional bond between parents and children is a determinant 

factor for a child’s development. The parental role is by nature loving, caring and protective. 

When children suffer from a life-threatening disease, parents are expected to meet their 

child’s needs in the most appropriate manner. These expectations, sometimes unrealistic, can 

put an extra burden on parents’ shoulders, who struggle to make decisions for the best of their 

child under the threat of death. Disagreements between parents and children are common in 

everyday life. In serious health situations, though, it is often critical for the therapy outcome, 

parents to be able to report as much as possible in a precise manner. The need for researching 

the agreement between parents and children in health related issues is meaningful on the 

ground of enlightening the communication between them. Consequently, the teacher’s role in 

classroom is supported by the good communication with parents, especially when working 

with young children.  

Three hundred children per year are diagnosed with cancer in Greece. In Greek society 

teachers are often in close contact with the families. Good communication with the parents 

offers a better understanding of the children, and teachers are able to approach their students 

effectively. At the same time parents is very common for the Greek culture to share their 

thoughts and concerns for their children with teachers. From a preschool teacher’s perspective  

with a Greek culture background, research on agreement between parents and young children 

with cancer can provide important information on family relationships together with their 

perceptions on health related issues. Children’s feelings and their everyday functioning during 

their cancer treatment compose important aspects of their life. The research on agreement 

between young children’s and mothers ratings, and on factors that may influence their 

agreement can contribute to a better understanding of their shared experiences. Mothers are 

usually reported to be more involved in the everyday care of their children, especially in cases 

of illness. Thus, the present thesis is focused on mothers’ and young children’s ratings.  

  



 

5 
 

Young Children with Cancer 

Cancer is the most common, after accidents, cause of death in children (0-14 years) (Liossi & 

Hain, 2002). The frequency of malignancies in the first five years of life is twice as high as 

among 5-14 year-olds, with leukemias (acute lymphatic leukemia as predominant), tumors of 

the central nervous system (brain tumors) and sympathetic nervous system tumors 

(neuroblastoma and nephroblastoma as predominant extracranial solid tumors) being the three 

most frequent types of cancer for young children internationally (Kaatsch, 2010) (Fig.1). In 

spite of the increased survival rates during the last decades, childhood cancer’s aetiology 

remains unknown (Stiller & Shah, 2012; Kaatsch, 2010).  

 Unknown remains, also, the future for every child diagnosed with cancer. And even 

though life is, and will always be, a journey into the unknown for every human being, 

childhood cancer brings early in their life the inevitable of death, either as a possibility or as a 

fact, for children and their families. Depending on the diagnosis, survival rates of childhood 

cancer range from 60% to 90%. A child is considered as a cancer survivor, thus cured from 

cancer, when five years after the completion of the initial cancer treatment there is no 

evidence of the disease. Meanwhile, treatment for cancer lasts 2-3 years, and includes 

chemotherapy, radiation therapy, surgery, or bone marrow transplantation. Treatment 

procedures are painful for children due to the administration of drugs within veins, muscles or 

spinal fluid. There are short-term adverse side effects of therapy, like fatigue, infections and 

hair loss, which are more difficult for the children to handle than the cancer itself. 

Additionally, there are long-term adverse side effects associated with the function of vital 

organs, like kidneys and liver. During therapy every child faces 40% of death danger as a 

treatment consequence or due to a cancer relapse. As childhood cancer survivors, and after 

experiencing the uncertainty of the treatment, cured children remain in high risk of a second 

malignancy for the rest of their lives (Kaatsch, 2010; Stevens, Caron & Biondi, 2012; 

Bearison & Mulhern, 2012; Gibson & Soanes, 2008). Uncertainty will always be an aspect of 

everyday life for children with cancer and their families.  
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Fig. 1.  Relative frequencies for the main International Classification of Childhood Cancer, 3
rd

 edition (ICCC-3) 

diagnostic groups: (b) age 1–4 years (Reproduced from Kaatsch, 2010) 

Uncertainty and Fear for Children with Cancer   

The state where a child is happy for having survived cancer while at the same time has every 

reason to feel scared of the future, has been characterized as “a powerful paradox of increased 

optimism accompanied by enduring uncertainty” (Stewart, 2003, p. 394).  The feelings of 

worry or fear experienced by children with cancer, especially during the first phase of 

treatment, compose a state of “negative emotional arousal” resulted from uncertainty. Fear or 

worry is reported by children and adolescents as a result of “unpredictability”, their inability 

to know what is happening and what will happen to them (Enskär, Carlsson, Golsäter, Hamrin 

& Kreuger, 1997; Stewart, 2003). Fear is described by children and adolescents as a state with 

emotional, physical, and behavioral dimensions (Carlsson, 2007).  

The Everyday Life of Children with Cancer 

A childhood cancer diagnosis is an emotional shock, and right from the beginning children 

and their families struggle for understanding and assimilation of medical information and  

treatment procedures. Physical pain related either to cancer itself or to medical procedures, 

and side effects predominate in children’s everyday life. The newly formed picture of their 

life after the diagnosis includes surgeries, hospitalizations, frequent medical visits, injections, 

punctures, infections, nausea, vomiting, ingestion and digestion problems, weight and hair 

loss, weight gain, weakness and fatigue (Liossi & Hain, 2002; Kupst & Bingen, 2006; Gibson 

& Soanes, 2008; Stevens, Caron & Biondi, 2012; Bearison & Mulhern, 2012). Changes in 

their physical appearance and in their emotional state are followed by experiences of social 

isolation. Separation from parents and family during medical procedures and due to long-



 

7 
 

lasting hospitalizations is very often inevitable and the basic trust in adults is affected by the 

painful treatment experiences (Eiser, 2001). The everyday life of children with cancer has 

been revealed by previous research studies. Children reported experiencing a “broken life 

world” and a “striving to survive” (Björk, Wiebe & Hallström, 2005), when they lost security 

of their previous everyday life and faced death fear. Young children with cancer expressed 

their need for physical and emotional parental closeness (Björk, Nordström & Hallström, 

2006; Darcy, Björk, Enskär & Knutsson, 2014) in order to feel safe again. The feelings of 

being powerless,  of loneliness and isolation, the sense of a changed body and a changing 

home environment, the need for play and joy  (Darcy, Knutsson, Huus & Enskär, 2014; Darcy 

et al., 2014a; Björk et al., 2005; Björk et al., 2006) are common aspects of their everyday life 

as reported by children suffering from cancer.          

The Challenge of Quality of Life for Children with Cancer 

The increased survival rates achieved by the progress in cancer treatment bring a new 

challenge on focus. The quality of survival becomes important as much as the survival itself  

(Eiser, 2001). Taken into consideration the emotional burden, beyond the prac tical issues, for 

children with cancer and their families, quality of life plays a pivotal role on the scene of their 

life. According to Wallander (2001) “quality of life can be defined as the combination of 

objectively and subjectively indicated well-being in multiple domains of life considered 

salient in one’s culture and time, while adhering to universal standards of human rights” (p. 

34). The objective aspect of well-being for cancer patients is mostly focused on the medical 

treatment, while the subjective aspect refers to the psychological respond to treatment. Well-

being encompasses the “optimal psychological functioning and experience” and, it is not 

determined by the absence of an illness (Ryan & Deci, 2001). Being a key concept of the 

definition of health as “a state of complete physical, mental and social well-being and not 

merely the absence of disease or infirmity” (WHO, 1948)1, well-being has been related to 

quality of life for children with cancer as “an overall sense based on being able to participate 

in usual activities” (Hinds et al., 2004, p. 767). Equally important, participation as one of the 

main components of the International Classification of Functioning, Disability and Health 

(ICF) and the version for Children and Youth (ICF-CY), is defined as “involvement in a life 

situation” (WHO, 2007).    

                                                                 
1 Preamble to the Constitution of the World Health Organization as adopted by the International Health Conference, New 
York, 19-22 June, 1946; signed on 22 July 1946 by the representatives of 61 States (Official Records of the World Health 

Organization, no. 2, p. 100) and entered into force on 7 April 1948. http://www.who.int/about/definition/en/print.html 
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Young Children with Cancer and Participation 

 Children with cancer experience a variety of symptoms for a long period of time while their 

own developmental process is taking place at the same time (Ruland, Hamilton & Schjødt-

Osmo, 2009). In previous studies, young children with cancer reported feelings of being 

strange, powerless and isolated, and expressed their desire of attending preschool and playing 

with peers (Darcy et al., 2014c; Darcy et al., 2014a). Limited communication with friends and 

family during hospitalizations can result in low vitality and may explain possible depressive 

symptoms which are common in children with cancer (Firoozi, Besharat & Farahani, 2011). 

Furthermore, the perception of participation in activities with friends has been reported by 

young children as an indicator of good health (Almqvist, Hellnäs, Stefansson & Granlund, 

2006).  

Children as Informants 

In serious health conditions patients may not be able to provide information due to cognitive 

impairments, communication disabilities, physical pain or emotional distress (Sneeuw, 

Sprangers & Aaronson, 2002). In these cases information from relatives or care providers is 

precious. Depending on the severity of illness and the child’s communication skills, parents’ 

reports are also a common method for measuring children’s physical pain, quality of life, and 

well-being (Zhou, Roberts & Horgan, 2008; Vetter, Bridgewater & McGwin, 2012; Williams, 

Drew, Deluca & McCarthy, 2013). Parents were reported to be a reliable source on 

information about different aspects of their children’s health and life, such as social relations 

and acute side effects of cancer treatment (Lähteenmäki et al., 2008), posttraumatic stress 

symptoms (Clawson et al., 2013) and cancer related symptoms (Kamsvåg‐Magnusson et al., 

2014). In addition, it is argued that proxies’ reports are more accurate depending on the issue 

in research. The more concrete and observable an issue in research is, the more agreement is 

achieved between the raters (Koot, 2001). On the other hand, while studies about children 

with chronic health conditions commonly involve proxy participants to collect information 

about the child, it is argued that parents may not be fully aware of their school aged children’s 

experiences (Whiteman & Green, 1997). Despite the evidence of proximity being a factor 

which facilitates agreement (Koot, 2001), it is important to collect data from children as well, 

even before they reach the age for school.  

http://www.ncbi.nlm.nih.gov/pubmed/?term=L%C3%A4hteenm%C3%A4ki%20PM%5BAuthor%5D&cauthor=true&cauthor_uid=18176179
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Proxy Studies 

It has been argued that parents’ and nurses’ perceptions on children’s pain should only 

be considered as estimates rather than expressions of the pain experienced or as the same as 

children’s self-reports (Zhou, Roberts & Horgan, 2008). On the opposite side, research 

findings support  that parents and children tend to report comparable outcomes concerning 

oncology patient’s quality of life (Russell, Hudson, Long, Phipps, 2006). Therefore, parent 

reports can be viewed as a reliable substitute, when the child is either too young or too ill to 

provide a self- report. There can be factors, though, which influence the parental estimations 

such as parents’ own psychosocial well-being (Williams, Drew, Deluca & McCarthy, 2013); 

experiencing long periods of crucial life conditions with doubtable outcomes for their child’s 

survival, increases parents’ distress; so their ratings of child’s emotional and behavioral 

problems are increased, too. It is also possible that children’s reports can be indirectly 

influenced by their parents’ major concerns, for example, on matters such as their child’s 

social relations, and therefore greater degree of agreement is achieved between patients and 

proxies (Lähteenmäki et al., 2008). On the other hand, “emotional attunement” (Clawson et 

al., 2013) between parents and children, especially under serious health conditions, which 

result from “increased parental sensitivity and attention to their child’s internal states” (p. 

2598), can affect the degree of agreement as well.   

Asking children to describe their experiences from living with cancer is not only in 

line with the international conventions on their rights. In clinical practice, it is a unique 

opportunity to find out the fundamental sense of cancer in their everyday life. The special 

meaning of disease that children-and patients of all ages-recognize and express when being 

asked constitutes a reason of the differences between patients’- and proxy-ratings (Hinds & 

Haase, 2012).   

Demographic Characteristics and Agreement  

Mothers are reported to be more involved in the treatment of their children and in the contact 

with the medical professionals (Eiser & Varni, 2013), as well as in the emotional management 

of the child rearing responsibilities (Hanson, 2001).  As a result of their close involvement, 

and of the time passing, mothers are believed to be more precise in their reports as proxies 

(Eiser & Varni, 2013; Hinds & Haase, 2012; Hanson, 2001). While there are references on the 

special communication between mothers and infants as “a wholeness of an illusion of self-

sufficiency” which enables mothers to be accurate reporters of their child’s needs (Lascar, 

http://www.ncbi.nlm.nih.gov/pubmed/?term=L%C3%A4hteenm%C3%A4ki%20PM%5BAuthor%5D&cauthor=true&cauthor_uid=18176179
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Alizade & Diez, 2013, p. 157), it is a fact that fathers’ ratings are not frequently included in 

research (Hanson, 2001).  

 Nevertheless, previous research has shown that even when HRQoL agreement 

between parents and children is achieved on group level, differences on the individual child-

parent level can be large (Theunissen et al., 1998). Individual characteristics, like the mother’s 

educational level and the child’s gender, have been reported as interacting factors which 

affect the level of agreement between oncological patients and proxies (Matziou, Perdikaris, 

Feloni, Moshovi, Tsoumakas  & Merkouris, 2008).        

Rationale  

Younger children perceive the world and express their experiences according to their 

developmental stage, which differs from older children (Ruland, Hamilton & Schjødt-Osmo, 

2009). In addition, measures appropriate for young children under the age of four or five 

years old is difficult to develop because of the expeditious physical, cognitive, emotional and 

social development of children during the first years of their life (Nathan, Furlong & Barr, 

2004). Controversial results on agreement between children’s and parents’ reports and lack of 

proxy studies in research including young children impose the need for further research. The 

extent literature is not conclusive regarding the agreement between children’s and parents’ 

reports. As most of the previous research is conducted using proxy studies and does not 

include young children’s own perspectives, this imposes the need for the present thesis.  

The Aims of the Thesis  

The aims of this thesis are: (a) to examine how young children as self-raters and mothers as 

proxy-raters report over time on cancer related health issues in terms of the child’s feelings 

about the situation and perceptions of everyday functioning, and (b) to explore the factors that 

may affect the agreement of each mother-child pair. Based on these aims, the following 

research questions were formulated:  

1. What items/variables do children and mothers agree on regarding cancer related health 

issues at four different time points? 

a. What items/variables do children and mothers tend to agree upon? 

b. What items/variables do children and mothers tend not to agree upon? 

c. Does children’s and mother’s agreement vary as a function of whether feelings 

or functioning are in focus of the items? 

d. How does agreement on individual items change over time? 
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2. What are the demographic characteristics of child-mother pairs that tend to agree more 

over time?  

3. What are the demographic characteristics of child-mother pairs that tend to disagree 

more over time?  

 

Method 

A longitudinal quantitative research design was chosen where children three to six years old 

and their mothers were followed with questionnaires every six months. Measurements were 

conducted at four time points: at the time point of receiving the cancer diagnosis, and 6, 12 

and 18 months after the diagnosis. This thesis is part of a larger project named “Health in 

young children aged 1-6 years-a longitudinal study” aimed to enhance knowledge about 

everyday life of young children with cancer and their families. 

Participants  

A convenience sample of children was selected based on availability and on consecutive 

inclusion over a 10-month period.  The inclusion criteria were that the child received a cancer 

diagnosis for the first time between the age of three and six years old, and that both parent and 

child could communicate in Swedish. All types of cancer diagnoses were included. Data from 

fathers were excluded in this thesis since data from them were not apparent for all time 

periods. Children, who were living in the immediate area of the university hospital for West 

Sweden, were under treatment at the children’s oncology unit of that hospital. Children, who 

were living in further distance, were under treatment at one of the six local hospitals of West 

Sweden. The researcher’s initial contact was made with the oncology unit’s outreach nurses 

by telephone. After the nurses’ agreement, they provided verbal and written information to 25 

families as they were admitted at the hospitals. One family was excluded from the thesis after 

the first interview because of the death of the child, and one more family withdrew because of 

a family’s member death. Twenty-three families returned the questionnaires in four time 

periods. From the 23 families only eight families were included to the data analysis. The 

missing data were due to uncompleted questionnaires mostly due to the child’s health 

condition of severe pain. In line with the longitudinal design of present thesis, the eight 

mother-child pairs that were included were those who returned the questionnaires fully 

completed at all four time periods.   
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 The sample of the children (N=8) consisted of 5 boys and 3 girls. Their mean age at 

T1 was 55.88 months (SD=12.18, min=36, max=71) and at T4 was 72.4 months (SD=12.28, 

min=53, max=89). Half of the children had a diagnosis of leukemia (N=4) and the other half 

had a diagnosis of a solid tumor (N=4). One child did not have any siblings, three children 

had one sibling, three had two siblings, and one had three siblings. All children were living 

with both of their parents. The mean age of the mothers (N=8) was 35.88 years (SD=3.72, 

min=30, max=40). Four mothers had high education, three had secondary and one had 

elementary education (Table1).  

 

Table 1. Demographic characteristics of the pairs of participants   

Child’s age  

in months 
(Diagnosis time) 

 

Diagnosis 
 

Child’s 

gender 

Number of 

siblings 

Mother’s age in 

years 
(Diagnosis time) 

Mother’s 

educational 
level 

61 Solid tumor Boy 2 36 High  

71 Solid tumor Boy 2 40 Secondary 

36 Solid tumor Girl 1 31 High 

51 Leukemia Girl 1 35 High  

55 Leukemia Boy 3 39 High 

69 Solid tumor Girl 0 30 Secondary 

61 Leukemia Boy 1 39 Elementary 

43 Leukemia Boy 2 37 Secondary 

 

Measures 

The choice of the measures was based on the fact that there was no standardized questionnaire 

for young children with cancer in Swedish language known to the researchers until the 

moment the present thesis was written.  For measuring “feelings about the situation” 

DISABKIDS-Smiley Questionnaire was used (Bullinger, Schmidt & Petersen, 2011). For 

measuring “everyday functioning”, a Study Specific Questionnaire was used. This measure 

had been developed for the purpose of a larger project. Both the measures are more 

comprehensively presented below. 

Measure of feelings 

DISABKIDS-Smiley questionnaire is a generic instrument developed to measure the health-

related quality of life (HrQoL) of children aged four to seven years old with chronic illness 
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available in Swedish (Chaplin, et al., 2008). The six statements are exploring the variance of 

feelings from very happy to very sad concerning oneself in general, in comparison with peers, 

and in everyday life activities, like visiting the doctor and going to preschool/school. The 

statements are followed by possible answers in the form of facial expressions in a five-point 

Likert scale (Figure 2). With the help of an adult, who reads aloud each question, the young 

child is encouraged to choose the “smiley” face which responds better to his or her current 

emotional condition. The DISABKIDS-Smiley questionnaire is reliable and valid for 

measuring HrQoL of children with chronic illness (Chaplin, et al., 2008), but not used for 

children with cancer before. In a previous study, school aged children reported their feelings 

about having cancer by using a longer, generic version of DISABKIDSR (af Sandeberg, 

Johansson, Hagell & Wettergren, 2010). Despite that the DISABKIDS-Smiley questionnaire 

was developed for children four to seven years old, the choice of this measure for younger 

children for the purposes of the present thesis was based on the fact that DISABKIDS was the 

only questionnaire translated and validated for the Swedish child population. One child and 

one parent version referring to child’s feelings were used (Appendix 1).  

 

  VERY HAPPY   HAPPY                        OKAY             SAD                   VERY SAD 

Figure 2. The five-point Likert scale of facial expressions (Smiley faces)  

Measure of functioning 

The Study Specific Questionnaire was developed for the purposes of the larger 

project. It was based on the results of previous research on children’s life situation (Enskär & 

von Essen, 2008) and problems of children with cancer (Enskär, Carlsson, Golsäter, Hamrin 

& Kreuger, 1997). The questionnaire was developed to explore the effects of cancer on 

children’s everyday life.  For the purposes of the present thesis the questionnaire was modified 

for preschool aged children and three items inspired by the ICF-CY were selected to measure 

the “functioning” dimension. There is evidence that ICF-CY is appropriate for documenting 

the everyday life experiences of young children with cancer (Darcy, Enskär, Granlund, 

Simeonsson, Peterson & Björk, 2014) and that it can facilitate the collaboration of 

professionals working with children in need of special support in order to enhance children’s 

participation in activities (Granlund, 2013). One child and one parent version referring to 

child functioning were used. The child version consisted of a three-point range of answers 
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(no, sometimes or yes) and the parent version of a five-point range (never, seldom, 

sometimes, often or always) (Appendix 2).  

Procedure 

Data collection  

Children from the age of three years and older gave their responses to the questionnaires with 

the help of the researchers. The questions were read aloud each time for each child, and when 

necessary, they were connected to the child’s experiences by using the appropriate example. 

Child questionnaires were kept on hand by the researchers. The child was encouraged each 

time to mark or colour the facial response of his/hers choice. In cases where the child was 

unwilling or not able due to pain to mark it himself/herself, the response was marked by the 

researchers. The first choice of the child was recorded. Mothers used the parent version of 

both questionnaires and completed them separately from the children. Similar methods have 

been reported as successful for exploring the children’s experiences of a chronic illness 

(Eiser, Mohay, & Morse, 2000; Eiser & Morse, 2001). At each data collection time point the 

families were contacted by telephone, informed about the thesis and asked for expressing their 

wish to continue participating voluntarily or not. For the next three time points the 

questionnaires were completed by the participants at home without the presence of the 

researchers and were returned by mail. Instructions were given to mothers to complete the 

questionnaires separately from their children.    

Data analysis 

For the purpose of the larger project, data from the questionnaires had been entered into one 

database. Data used in this thesis were extracted and analyzed statistically using the SPSS 

version 19. A reduction of the number of answers in parental version was decided for the 

Study Specific Questionnaire. The answers were dichotomized. Answers “never” and 

“seldom” were re-coded into a new category named “no”, as well as answers “often” and 

“always” recoded into “yes”, so that child and parent version can be comparable for 

agreement. After reducing the answers in three (no, sometimes, yes) the frequencies of 

agreement for each question were entered in a new SPSS database.  Descriptive statistics were 

run to check the frequencies. Non parametric statistics were used because of the very small 

size of the sample (Pallant, 2013). The agreement between mothers and children was 

examined using the Spearman’s Rank Order correlation.  
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Ethical Considerations  

Ethical considerations as an integral part of the research design serve the protection of 

participants while promoting the scientific purposes (Levine & Skedsvold, 2008). In the 

context of the larger project, ethical approval has been given by the Ethical Review Board, 

Linkoping, Sweden (dnr2010/343-31) and the Guidelines for Ethical Evaluation of Medical 

Research involving Human Subjects (SFS 2003:460) were followed.  

Research involving humans is governed by a series of regulations in order to secure 

the participants’ protection from being exploited. The ethical background was set by the 

Nuremberg Code in 1949 with the establishment of the “voluntary consent of the human 

subject” as the foundation stone in research ethics. By stating clearly that the legal capacity of 

the person involved in research is a prerequisite, the Nuremberg Code prohibited children’s 

involvement in research. In 1964 the Declaration of Helsinki differentiated therapeutic from 

non therapeutic research, and included provision for children’s involvement in both types of 

research with the precondition of a consent given by a legal representative (Fleischman & 

Collogan, 2008). The basic moral principles for research with humans, including children, 

were formulated in 1978 with the publication of the Belmont Report. Respect for persons, 

beneficence, and justice, also known as the “Belmont principles”, were not destined to remain 

some theoretical and abstract concepts. The moral principles were interpreted, connected with 

the research practice and applied in the research field. In this way, respect for persons refers 

to the informed consent of participants, beneficence means to assess the risks towards the 

benefits, and justice ensures the fair selection of participants (Beauchamp, 2008). Later, 

Beauchamp and Childress developed the “four principles” approach to health care ethics, and 

the “Belmont principles” were reformed in number and content into principles of autonomy, 

nonmaleficence, beneficence, and justice (Beauchamp, 2010).   

 

The ethical framework of the present thesis 

The data collection for the present thesis was conducted within the moral framework of the 

ethical principles of autonomy, nonmaleficence, beneficence, and justice (Beauchamp, 2010). 

The principle of autonomy was served by the informed consent for participation given from 

parents after being informed in detail about the thesis. Parents were assured from the 

beginning that they could withdraw from the procedure at any time point they wished without 

any consequences to their child’s treatment. Children were given explanations about their 

voluntary participation in the thesis procedure. The process of each phase of the thesis was 
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described to all participants. The principles of nonmaleficence and beneficence were served 

by the respect of the families’ routines and everyday schedule. Appointments were made with 

the families only according to their schedule. Additionally, the focus of the discussions with 

the families remained strictly to the purpose of the thesis without any further discussions 

about their private life. The principle of justice was served by securing the participation of all 

mothers and children who met the inclusion criteria.               

  

Results 

Items/Variables that Children and Mothers Tend to Agree More Upon 

The frequencies of agreement for both measures are presented in Tables 2 and 3. The highest 

frequency of agreement between children and mothers from the feelings measurement and 

from the functioning measurement was 18 out of 32 for both measurements.   

Measure of feelings 

#5 “About preschool, I feel…” 

The variable with the overall highest frequency of agreement between children and mothers  

was the item referring to children’s feelings about preschool. Eighteen out of 32 times asked, 

children and mothers reported the same feeling for the child (Table 2).   

 

Table 2. Frequencies of the overall agreement on feelings (DISABKIDSR Questionnaire). 

         

           Items 

 

Frequencies 

I am… When I go to 

the doctor, I 

feel… 

When I do 

things myself, 

I feel… 

About 

myself, I 

feel… 

About 

preschool, 

I feel… 

When I compare 

myself with other 

children, I feel… 

Agreement 14 9 4 14 18 9 
Disagreement 18 23 28 18 14 23 
Total  32 32 32 32 32 32 
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Fig.2. Frequencies of the overall agreement on feelings (DISABKIDSR Questionnaire). 

Measure of functioning  

#1 “Does your disease hinder you from doing the things you want?” 

Eighteen out of 32 times asked, children and mothers agreed on whether cancer disease 

hinders or not children from doing what they want in their everyday life. This was the 

variable with the overall highest frequency of agreement from the functioning measurement 

(Table 3).  

Table 3. Frequencies of the overall agreement on functioning (Study Specific Questionnaire).  

         

           Items 

 

Frequencies 

Does your disease hinder 

you from doing the 

things you want? 

Does it happen that you cannot 

attend the activities you want 

because of your disease? 

Does your disease 

control your life?  

Agreement 18 16 13 
Disagreement 14 16 19 
Total  32 32 32 
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Figure 3. Frequencies of the overall agreement on functioning (Study Specific Questionnaire).  

 

Items/Variables that Children and Mothers Tend not to Agree Upon 

Measure of feelings 

#3 “When I do things myself, I feel…” 

The variable with the overall lowest frequency of agreement between children and mothers 

over time was the item referring to children’s feelings when they are doing things themselves. 

Only four out of 32 times children and mothers agreed on children’s feelings when doing 

things themselves (Table 2).  

Measure of functioning  

#3 “Does your disease control your life?” 

The variable with the overall lowest frequency of agreement between children and mothers 

over time was referring to whether cancer disease controls or not the child’s life. Thirteen out 

of 32 times children and mothers agreed on that item (Table 3).   

Does Children’s and Mothers’ Agreement Vary as a Function of whether Feelings or 

Functioning are in Focus of the Items? 

The overall agreement of children and mothers for the DISABKIDSR questionnaire was 68 

out of 192 and for the Study Specific questionnaire was 47 out of 96. Children and mothers 

agreed more times on items about the everyday functioning of children than on items about 

children’s feelings.     
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Change of Agreement on Individual Items over Time 

Measure of feelings 

The change of agreement on DISABKIDSR items over time is shown in Fig. 4. The items 

about children’s feelings when going to the doctor and when comparing themselves with 

other children were the items with the most discrepancies in frequency over time. For T1 and 

T2 only one pair of child-mother each time agreed on the item “when I go to the doctor, I 

feel…”, while in T3 four out of eight pairs agreed.  In T2 the item “when I compare myself 

with other children, I feel…” was not found to have any pair to agree upon it,  although in T1 

there were three pairs that agreed on the child’s feelings. In T4 half of the pairs agreed on that 

item.  

 

Fig. 4. Change of agreement on feelings over time (DISABKIDSR Questionnaire).   

Note: Graphics for items “I am…” and “About myself I feel…” overlap because they had the 

same frequencies over time.   

Measure of functioning  

The change of agreement on Study Specific items over time is shown in Fig. 5. The items 

“Does your disease hinder you from doing the things you want?” and “Does your disease 

control your life?” were found to have the most discrepancies in frequency over time. Three 

out of eight pairs agreed in T2 on whether the cancer disease hinders or not the children from 

doing the things they wanted, while in T4 six pairs agreed upon it with the frequency of 

agreement between children and mothers being on the highest level for all items and all time 

points. In T1 the item whether the cancer disease controls or not the child’s life, had a 
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frequency of agreement of five out of eight pairs, but in T3 only one pair agreed on that item. 

Between T1 and T3 was found the most discrepancy for all items and for all time points in the 

frequency of agreement.  

 

Fig. 5. Change of agreement on functioning over time (Study Specific Questionnaire). 

Demographic Characteristics of the Pairs that Tend to Agree and Disagree more 

The relationships between the mother’s age and educational level, the number of the maternal 

siblings, and the total agreements for each questionnaire and for both questionnaires over time 

were investigated using the Spearman’s Rank Order correlation coefficient. There was a 

strong, positive correlation between the mother’s educational level and the degree of 

agreement on functioning measurement (rho=.793) with higher educational level associated 

with high degree of agreement. In contrast, there was no correlation between the mother’s 

educational level and the feelings measurement (rho=.079). There was a strong, positive 

correlation between the number of siblings and agreement on functioning measurement 

(rho=.516) and on total agreement (rho=.539). There was a medium, positive correlation 

between the age of the mother and the total agreement (rho=0.417), with older mother’s age 

associated with more agreement. Further, the relationship between the age of the child and the 

agreement was investigated. There was a strong, negative correlation between the child’s age 

and the agreement on functioning measurement (rho=-.593), with older child’s age associated 

with lower agreement, but no correlation between the child’s age and the total agreement over 

time.  
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 In relation to the above results and after exploring the demographic characteristics of 

the pairs who had the highest and the lowest degree of agreement over time the following 

results emerged: 

1. Highest agreement over time (21 out of 36) for the pair with an older aged, high 

educated mother with four children: 

The highest total agreement over time was reached by a pair whose mother was of 

high educational level with four children in total (three maternal siblings for the child 

with cancer) at the age of 39 years at T1 (the second oldest mother of the sample). The 

mother-child pair with the second highest score for total agreement over time (20 out 

of 36) had similar characteristics: High educated mother, 36 years old with three 

children in total.     

2. Lowest agreement over time (10 out of 36) for three pairs: The lowest total agreement 

over time was reached by three pairs, from whom two mothers had secondary 

education (30 years old with only one child, and 37 years old with three children in 

total) and one mother had high education (35 years old with two children in total) 

(Table 4). 

 

Table 4. Demographic characteristics of the pairs with the highest and the lowest total agreement over time  

Score 

(max=36) 

Mother’s age 

(in years) 

Mother’s 

educational level 

Number of 

mother’s children 

Child’s 

gender 

 

Diagnosis 

 

Child’s age at 

T1 

(in months) 

21 39 High (un iversity) 4 Boy Leukemia 55 

20 36 High (un iversity) 3 Boy Solid tumor 61 

10 35 High (un iversity) 2 Girl Leukemia 51 

10 30 Secondary 

(High school) 

1 Girl Solid tumor 69 

10 37 Secondary 

(High school) 

3 Boy Leukemia 43 

 

Table 5. Frequencies of agreement on feelings and on functioning over time  

 T1 T2 T3 T4 

Times of the total agreement  29 25 26 35 
Total times  72 72 72 72 
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Table 6. The average ratings of children and mothers for the items with the highest and the lowest 

agreement over time 

Questionnaire items Children (Ch) 

Mothers (M) 

Minimum 

Score 

Maximum 

Score 

Mean SD 

About preschool, I feel…  

 

Ch 14 20 18.25 2.18 
M 12 20 17.50 2.72 

When I do things myself, I 
feel… 

Ch 10 20 15.50 4.00 
M 15 19 16.62 1.50 

Does your disease hinder you 

from doing the things you want? 

Ch 5 11 7.25 2.18 

M 5 12 8.12 2.74 
Does your disease control your 

life? 

Ch 5 11 7.00 1.85 
M 5 12 9.00 2.39 

 

Discussion 

Mothers and young children with cancer reached higher frequency of agreement in the fourth 

rating (18 months after the cancer diagnosis) in both functioning and feelings measure. 

Between the two measures, higher frequency of agreement was found for the functioning 

measure. The mother’s educational level was found to be correlated with higher frequency of 

agreement for the functioning measure.        

Methodological Discussion 

Reliability and validity 

Reliability and validity are the most critical properties of a research instrument (Knapp & 

Mueller, 2010). The reliability refers to the consistency of a measurement. Consistent results, 

independently of the rater or the time, are the desired outcome of a reliable measurement. The 

validity refers to the degree to which an instrument measures what it is supposed to measure 

in line with the purpose and the design of its construction. Both reliability and validity have 

been characterized as context-specific (Knapp & Mueller, 2010). The nature of the research 

problem, the research question, and the aim together with the researcher’s judgment are 

relevant to the psychometric properties of a measure.    

 DISABKIDSR Questionnaire is a practical measure for young children with a 

satisfactory internal consistency for child and proxy versions (Chaplin et al., 2008). The Study 

Specific Questionnaire is based on a research instrument of previous studies on children with 

cancer and their life situations, and has been checked for internal consistency (Enskär & von 

Essen, 2008; Enskär et al., 1997).  For the purpose of the present thesis only three items 

composed the measure for functioning (Study Specific Questionnaire). Responses for both 
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questionnaires were formulated in a Likert scale. Although a Likert scale is used often to 

measure “relative positions within a distribution” (Portney & Watkins, 2014, p. 83) and not as 

exact indicator of a participant’s agreement or disagreement, the way that children understand 

the rating scales and the response modes needs further clarification (Eiser, 2001). Both 

questionnaires were chosen as appropriate for administration in young children because they 

are brief and easy to complete. Nevertheless, it can be discussed whether they can cover the 

views of young children on their cancer experiences. Despite the fact that the research aim of 

the present thesis was not to illuminate the participants’ life experiences, additional, 

supplementary assessments and methods are required for conceiving the full dimensions of a 

research problem.  

Sample 

A convenience consecutive sampling method-but representing all children aged 3-6 

years old with cancer in West Sweden- was used involving participants who met the inclusion 

and exclusion criteria. The participants were chosen on the basis of availability and not 

randomly (nonprobability sample) and the lack of random selection of participants can result 

in a biased sample which cannot be considered as representative. The convenience sampling 

and the very small size of the sample do not allow any further inferences about the population 

of mothers and young children with cancer. 

Procedure 

Clear instructions for completing the questionnaires separately were given to all participants 

for the time points when the researchers were not present. In spite of that, the possibility that 

mothers could complete the questionnaires based on their children’s ratings cannot be 

rejected.   

Discussion of the Results 

The findings of the present thesis have shown that with time and repeated ratings higher 

frequency of agreement was achieved between mothers and children with cancer (Table 5). 

Previous studies supported the equivalent ratings between parents and children through time 

and repetition, too (Hinds et al., 2007). Parents of children with life-threatening illnesses are 

called to respond to their children’s needs “beyond the scope of normal parenting” (De 

Graves & Hynson, 2009, p. 200). Through the uncertainty of their everyday life due to the 

unexpected diagnosis, the exhausting side effects of treatment and the unpredictable outcome 

of the therapy in long term, family members reform their lives and their relationships, and a 
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new family climate emerges gradually through the synchronization of all members (Hanson, 

2001). 

 In the present thesis a higher frequency of the overall agreement was found for 

functioning in comparison to for feelings. The functioning items were more descriptive and 

referred to the child’s activities in relation to cancer disease, thus they were more concrete. 

On the other hand, the estimation of the child’s feelings is more abstract and depends on the 

parental empathy. These findings are in line with the literature about more accurate ratings of 

proxies for concrete and observable issues (Koot, 2001).  

 The item about the children’s feelings for preschool had the higher frequency of 

agreement between mothers and children over time. Children reported feelings of happiness 

about their preschool and their average ratings were higher than the mothers’ (Table 6). For 

each time point children reported feeling happy or very happy about their preschool (high 

ratings). The need of young children to stay in contact with their preschool environment and 

their desire to attend preschool activities and play with their peers was documented in 

previous studies (Darcy et al., 2014a; Darcy et al., 2014c).  Even after 18 months of treatment 

the majority of children did not attend preschool regularly. The importance of preschool as a 

“symbol of normality” for young children with cancer and for their families has been 

documented before (Darcy et al., 2014c). The sharing of their feelings about preschool with 

their mothers may be related mostly to their memories from attending school before the 

diagnosis and their wishes of going back again in a regular basis. The need to feel like every 

other child and to gain back their lost sense of being normal again (Björk et al., 2005) is 

possible to have been expressed in children’s everyday interactions with their mothers. In 

addition, since most of the children in Sweden have the possibility to attend preschool very 

young, preschool is an experience that children and mothers share for long time before cancer.   

The item about functioning with the lowest frequency of agreement between mothers 

and children was whether cancer controls the child’s life. Mothers reported that cancer 

controls their child’s life more than the children (Table 6). Despite the fact that this item 

belongs to the functioning questionnaire, the concept of control can be considered as abstract 

and more emotional. Control is related to the sense of an experience, and how this experience 

is being perceived by the child. It is not observable and it refers indirectly to the child’s 

feelings. It affects the child’s functioning through the result of feeling under the control of 

cancer or not.  

The mother’s educational level was found to be associated with higher frequency of 

agreement on functioning measurement, but not on feelings. This finding contradicts findings 
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from other researchers who have found higher educational level of parents to be related with 

lower agreement (Matziou et al., 2008). The present thesis examined the frequency of 

agreement and not the ratings of agreement, as in previous studies, where well educated 

parents were found to underestimate the quality of life of their children, probably because of 

their knowledge on childhood cancer and the clinical aspects. Higher educated mothers in the 

present thesis were found to agree more often with their children maybe as a result of their 

academic skills in observation and interpretation. Nevertheless, mothers’ education was not 

found to affect the frequency of agreement on feelings. A correlation between the number of 

siblings and the frequency of agreement was found for functional measurement and for total 

agreement, but not for feelings. The presence of many children at home may facilitate the 

sharing of activities and the experiences, and thus mothers and children tend to agree more 

often. No correlation was found for any factor for the feelings measurement. Feelings can be 

difficult to be detected, and during the cancer treatment parents and children may experience a 

variety of emotions, which does not help them stand on a stable emotional ground.   

The parental psychosocial well-being has been reported for affecting the disagreement 

between parents’ and children’s ratings (Williams, Drew, Deluca and McCarthy, 2013). In the 

present thesis the frequency of disagreement between young children and mothers was higher 

at the first time points than 18 months later. The parental distress is more likely to be high 

when receiving the diagnosis and during the following months. The shock of the diagnosis 

and the need for parents to respond effectively to the situation is possible to affect the 

“emotional attunement” (Clawson et al., 2013)  and to make it difficult for both parts to 

recognize the impact of a shared experience on each other’s life.  

Participation of young children in proxy studies is rare. Young children perceive the world 

and express their experiences according to their cognitive developmental stage, which differs 

from older children. It has been argued before that it is important to conduct research by 

distinguishing age groups of children (Ruland, Hamilton & Schjødt-Osmo, 2009). The main 

contribution of the present thesis was the inclusion of young children aged three to six years 

in a longitudinal study. Nevertheless, the discrepancies between young children’s and 

mothers’ ratings were not statistically significant. This finding should be investigated further 

in future by controlling the conditions under which the participants complete the 

measurements. It is important to have research conditions of separate completion for children 

and parents. Also, further research is needed in order to reveal the special factors that affect 

the agreement or disagreement between children and parents, such as the family and the social 
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context.  And therefore, comparative research from different cultural environments would be 

helpful for a more comprehensive approach of the topic.                            

Limitations 

The methodological limitations of the present thesis should be discussed and taken into 

consideration. The very small size of sample does not allow any further interpretation in 

populations beyond the specific group of participants. Apart from the limited sample, the 

measurement of functioning poses a second limitation. The items included were only three, 

which can be considered as an inadequate number for appropriate measures, since important 

aspects of functioning is possible to have been left aside. Moreover, the findings on 

characteristics of the pairs of mothers-children were based on basic demographic data. For a 

comprehensive and in depth research on the personal traits that affect agreement between 

parents and children, qualitative information is required. Finally, the participation of fathers in 

a future research is considered as imperative.       

Conclusions 

Children’s opinions about their health condition cannot be substituted by parents’ opinions. 

Proxy studies on children with cancer point out the necessity of including both children’s and 

parent’s perspectives in order to have as much as possible a full view on children’s needs. The 

time progress, the mother’s educational level, the number of siblings, the specific shared 

experience, like preschool, and the concrete and observable issues were found to be correlated 

with higher frequency of agreement between young children and mothers. A new area of 

interest in proxy studies can focus on the relationships between parents and children, and on 

the characteristics which promote their mutual communication, and therefore enhance their 

agreement. The family, social and cultural context should be included as factors for further 

research. Mixed research method providing quantitative and qualitative data for analysis is 

suggested. In addition, the developmental process which takes place through the children’s 

cancer experience makes imperative the need for more longitudinal studies. Appropriate 

measurements developed to follow the child maturation through time are necessary.   
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Appendices  

Appendix 1. The DISABKIDSR  Questionnaire-Child version 

 

1. I am… 
 

 

 

 

  VERY HAPPY   HAPPY                    OKAY             SAD                VERY SAD 

 

 

2. When I go to the doctor, I feel…  

 

 

 

 

  VERY HAPPY   HAPPY                    OKAY             SAD                VERY SAD 

 

 

3. When I do things myself, I feel…  
 

 

 

 

  VERY HAPPY   HAPPY                    OKAY             SAD                VERY SAD 
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4. About myself, I feel… 
 

 

 

VERY HAPPY   HAPPY                    OKAY             SAD                VERY SAD 

 

5. About preschool, I feel…  
 

 

 

  VERY HAPPY   HAPPY                    OKAY             SAD                VERY SAD 

 

 

6. When I compare myself with other children, I feel… 
 

 

VERY HAPPY   HAPPY                    OKAY             SAD                VERY SAD 
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Appendix 2. The DISABKIDSR  Questionnaire-Parent version 

 

1. Your child feels… 
 

 

  VERY HAPPY   HAPPY                    OKAY             SAD                VERY SAD 

 

2. When your child goes to the doctor, he/she feels… 
 

 

  VERY HAPPY   HAPPY                    OKAY             SAD                VERY SAD 

 

3. When your child does things himself/herself, he/she feels… 

 

 

  VERY HAPPY   HAPPY                    OKAY             SAD                VERY SAD 

 

4. About himself/herself, your child feels… 

 

 

VERY HAPPY   HAPPY                    OKAY             SAD                VERY SAD 
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5. About preschool, your child feels… 
 

 

  VERY HAPPY   HAPPY                    OKAY             SAD                VERY SAD 

 

6. When your child compares himself/herself with other children, he/she feels… 
 

 

VERY HAPPY   HAPPY                    OKAY             SAD                VERY SAD 
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Appendix 3. The Study Specific Questionnaire-Child version 

 

1. Does your disease hinder you from doing the things you want?  
 

___No 

___Sometimes 

___Yes  

 

2. Does it happen that you can not attend the activities you want because of your 

disease?  
 

___No 

___Sometimes 

___Yes  

 

3. Does your disease control your life?  
 

___No 

___Sometimes 

___Yes  
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Appendix 4. The Study Specific Questionnaire-Parent version 

 

1. Does your child’s disease hinder him/her from doing the things he/she wants? 
 

___Never 

___Seldom 

___Sometimes 

___Often 

___Always  

 

2. Does it happen that your child can not attend the activities he/she wants because of 

his/her disease?  
 

___Never 

___Seldom 

___Sometimes 

___Often 

___Always  

 

3. Does your child’s disease control his/her life?  
 

___Never 

___Seldom 

___Sometimes 

___Often 

___Always  

 

 

 


