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 “Tell me and I forget,  

teach me and I may remember,  

involve me and I learn”.  

 

― Benjamin Franklin 
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Abstract 

Background: Growing up with Juvenile Idiopathic Arthritis (JIA) can be 

associated with functional limitations, feelings of being different, and an 

impaired health-related quality of life (HRQOL). Children’s and parents’ reports 

of child HRQOL may differ. Children report difficulties in communicating their 

problems to healthcare professionals and in participating at healthcare 

encounters. The overall aim of the thesis was to explore similarities and 

differences in how girls and boys with JIA and their parents reported child 

HRQOL, and to explore how children can be enabled to communicate their health 

concerns and participate at healthcare encounters.  

Methods: Fifty-three children diagnosed with JIA (38 girls and 15 boys), with a 

median age of 14 years, and their parents, responded to three HRQOL 

questionnaires and a screening instrument for mental health. Twenty-three 

healthcare professionals from different professions in JIA teams participated in 

focus groups. Four children and two young adults diagnosed with JIA and four 

parents of children with JIA participated in 10 separate workshops. The focus 

groups and workshops were analysed using qualitative content analysis.  

Results: No gender differences were found between girls’ and boys’ self-reported 

HRQOL and mental health, measured with the questionnaires. Girls reported 

their HRQOL and mental health better than their parents reported their child’s 

health in several sub-domains. Boys tended to report their HRQOL worse than 

their parents reported their child’s health. Children and parents reported the 

same child HRQOL with the disease specific HRQOL questionnaire.  

The theme “Creating an enabling arena” illustrates how healthcare professionals 

face possibilities and challenges when enabling children to communicate and 

participate in healthcare encounters. Healthcare professionals, parents, and the 

healthcare system must adjust to the child. Children and their parents cooperated 

and complemented each other during healthcare encounters. Healthcare 

professionals addressed the child’s self-identified needs and made the child feel 

comfortable during encounters. Healthcare professionals’ working methods 

aided child participation at healthcare encounters, but the healthcare 

organisation could be a hinder.  

The theme “Feeling alienated or familiar with healthcare encounters” illustrates 

how the children needed extra support from healthcare professionals and their 

parents to be able to participate. Children felt reluctant to engage in healthcare 

encounters and experienced difficulty expressing how they really felt. Therefore, 

children must feel safe, understood, and respected by healthcare professionals 
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and receive the help they need. Over time, children felt more comfortable at 

healthcare encounters once they knew what would happen and once they were 

assured that healthcare professionals would give them the support they needed 

to participate. 

Conclusions: Child and parent differences in the assessment of HRQOL may 

depend on the questionnaire used. Differences between child and parent reports 

of child HRQOL must be taken into account at healthcare encounters.  

Healthcare professionals adjust their interaction and communication with the 

child depending on the child’s maturity, and talk about the child’s experiences 

and challenges in everyday life. Collaboration between children and parents 

before a healthcare encounter and between children, parents, and healthcare 

professionals during an encounter help children express their wishes and 

experiences. Healthcare professionals enable child participation by creating a 

good relationship with the child and their parents, and by strengthening the 

confidence and autonomy of the child. 

Children’s active participation in healthcare encounters varies depending on if 

they feel alienated or familiar with the encounter. Children distance themselves 

and resist healthcare encounters if they find them emotionally distressing and 

feel disregarded and labelled. Over time, children can become more familiar and 

at ease with healthcare situations once they feel safe and experience personal and 

positive encounters. When children are prepared for the encounter, provided 

with the space and support they want, and receive tailored help, they are more 

enabled and empowered to participate. 
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Sammanfattning på svenska 

Bakgrund: Barnreumatism, även kallad Juvenil Idiopatisk Artrit (JIA), är den 

vanligaste reumatologiska sjukdomen hos barn. Barn med JIA kan uppleva 

fysiska begränsningar, påverkan på sitt skolarbete och fritidsaktiviteter, känsla 

av att vara annorlunda och försämrad hälso-relaterad livskvalitet (HRQOL). 

Rapportering av barnens HRQOL kan skilja mellan barnens egen skattning och 

föräldrarnas skattning. Barnen kan uppleva svårigheter att kommunicera sina 

problem till vårdpersonal, och att vara så delaktiga som de önskar vid 

sjukvårdsbesök. Det övergripande syftet med avhandlingen var att utforska 

likheter och skillnader i hur flickor och pojkar med JIA och deras föräldrar 

rapporterar barnens HRQOL, och att utforska vad som underlättar för barn att 

kommunicera sina upplevda problem och att vara delaktiga vid sjukvårdsbesök. 

Metod: Femtiotre barn diagnostiserade med JIA (38 flickor och 15 pojkar), med 

en medianålder av 14 år, och deras föräldrar besvarade tre HRQOL-enkäter och 

ett screeningsinstrument för mental hälsa. Tjugotre sjukvårdpersonal i JIA-team 

deltog i tre parallella fokusgrupper. Fyra barn och två unga vuxna diagnostiserade 

med JIA, samt fyra föräldrar till barn med JIA deltog i tio separata workshops. 

Diskussionerna vid fokusgrupperna och workshops analyserades med kvalitativ 

innehållsanalys. 

Resultat: Inga könsskillnader sågs mellan flickors och pojkars skattningar av sin 

HRQOL och mental hälsa. Flickorna rapporterade sin HRQOL bättre i flera av 

enkäternas delområden och total poäng, jämfört med föräldrarnas rapportering 

av sitt barns HRQOL. Tvärtemot tenderade pojkarna att skatta sin HRQOL och 

mentala hälsa sämre än vad deras föräldrar gjorde, i två delskalor och i en total 

poäng. Barnen och deras föräldrar skattade däremot barnens HRQOL lika med 

den sjukdomsspecifika enkäten, utformade för barn med JIA. 

Temat ”Skapa en möjliggörande arena” belyser hur JIA- teamen upplevde både 

möjligheter och utmaningar i försöken att möjliggöra för barn att kommunicera 

och vara delaktiga vid vårdbesöken. Teamen uttryckte att vårdpersonal, föräldrar 

och sjukvårdssystemet behöver anpassa sig till barnen, för att underlätta barnens 

delaktighet. När barn och deras föräldrar samarbetade och kompletterade 

varandra under vårdbesöken, fick teamen en bredare bild av barnens problem. 

Vårdpersonal upplevde att barnen behövde känna sig trygga och bekväma under 

vårdbesöket. Teamens arbetsmetoder kunde underlätta barnens delaktighet vid 

vårdbesöken, men sjukvårdsorganisationen kunde hindra.  

Temat ”Känna sig främmande eller förtrogen med vårdbesöken” belyser hur 

barnen upplevde svårigheter att uttrycka hur de verkligen kände sig och var 
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motvilliga till sjukvårdsbesök. Barnen behövde känna extra stöd från 

vårdpersonal och föräldrar, känna sig trygga, förstådda och respekterade av 

vårdpersonalen för att kunna kommunicera och vara delaktiga vid vårdbesök. 

Barnen behövde också känna att de fick den hjälp de behövde för sina problem. 

Över tid kunde barn känna sig mer bekväma med sjukvårdsbesök, när de visste 

vad som skulle hända och kände att sjukvårdpersonalen gav dem det stöd de 

behövde för att vara delaktiga. 

Konklusion: Skillnader mellan barn och föräldrars rapportering av barns 

HRQOL kan bero på vilken typ av frågeformulär som används. Skillnader mellan 

barn- och föräldrarapporteringar när det gäller barnets HRQOL måste beaktas 

vid vårdbesök inom sjukvården, speciellt hos flickor.  

För att underlätta för barn att kommunicera vid vårdbesök, behöver 

sjukvårdspersonal anpassa sitt eget sätt att kommunicera och bemöta barnet. 

Vårdpersonal underlättar för barn om de öppnar upp för diskussioner om barnets 

självupplevda problem och utmaningar i vardagen. Förberedelser mellan barn 

och föräldrar före sjukvårdsbesöket, och samarbete mellan barn, föräldrar och 

vårdpersonal under sjukvårdsbesöket hjälper barn att uttrycka sina önskemål och 

upplevelser. Sjukvårdspersonal möjliggör barns delaktighet genom att skapa en 

god relation med barnen och deras föräldrar, och genom att stärka barnets 

självförtroende och självständighet.  

Barns aktiva delaktighet vid vårdbesök varierar beroende på om barnet känner 

sig främmande inför eller förtrogen med vad som händer vid vårdbesöken. Barn 

distanserar sig och är motvilliga till sjukvårdsbesök om barnen upplever besöken 

känslomässigt jobbiga, deras upplevda problem blir ignorerade och om barn 

känner sig stämplade som ”en reumatisk patient”. Med tiden kan barn känna sig 

mer bekanta och avslappnade med vårdsbesöken om de känner sig trygga och 

upplever personliga och positiva vårdbesök. Barnen kan lättare kommunicera och 

vara delaktiga vid vårdbesöken när de är förberedda inför vårdbesöket, ges det 

utrymme och stöd de vill ha och känner att de får den hjälp de behöver.  
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Preface 

I have worked as a physiotherapist since 2000, and at the Child and Adolescent 

Centre (BUC), Umeå University Hospital, Sweden, since 2005. One of the groups 

I have had the privilege of working with most of these years is children diagnosed 

with Juvenile Idiopathic Arthritis (JIA). In 2009, a project regarding health-

related quality of life (HRQOL) in children with inflammatory diseases was 

started at the Department for Pediatric Research, Umeå University, in 

cooperation with BUC. Dr. Catharina Eriksson, who was involved in this research, 

brought me to one of the planning sessions, where I was informed of the study. 

Since I was in the beginning of my Master of Science studies and wanted to take 

part in a clinical study at BUC, the HRQOL project suited me perfectly. So, I was 

delighted to be part of this study targeting children with JIA. My first paper 

(Paper 1) was my master thesis, where I used one of three questionnaires 

measuring child HRQOL, included in the doctoral thesis.   

Nevertheless, we had collected two more HRQOL questionnaires and employed 

a screening instrument for mental health that the children and their parents had 

taken their time to complete. The Mayflower foundation granted me funding that 

enabled me to continue researching the two remaining HRQOL questionnaires 

(Paper Ⅱ), alongside with my clinical work. At Maria Sehlin’s dissertation, I met 

professor emerita Gunnevi Sundelin and told her about my interest in future 

doctoral studies. Gunnevi met with me over  lunch and gave me advice on how to 

proceed with the process to become a doctoral student. Since I was interested in 

qualitative studies, I reached out to associate professor Anncristine Fjellman-

Wiklund, and when Anncristine accepted to be my main supervisor, my 

remaining doubts about doctoral studies diminished. I was later accepted to 

doctoral studies at the Department of Community Medicine and Rehabilitation, 

unit of Physiotherapy at Umeå University.  

Since, the results from Papers Ⅰ and Ⅱ indicated differences between child- and 

parent-reported child HRQOL, I wanted to know if these results were also 

apparent at healthcare encounters. Therefore, I wanted to perform qualitative 

studies with healthcare professionals, children, and young adults with JIA and 

the parents of children with JIA to access their views and experiences on how 

children can and want to be participatory during healthcare encounters. The 

focus group interviews in Paper Ⅲ were conducted with healthcare professionals 

from four counties in Sweden, at an annual meeting. Almost every professional 

who attended the meeting generously shared their rich experiences and 

knowledge, for which I am most grateful. I am also most grateful to the fantastic 

four children, who took their time to participate in the workshops in Paper Ⅳ. I 

am impressed by all the wisdom and reflections that they shared with us. The 
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opportunity to take part of the experiences young adults with JIA had of 

healthcare encounters as children and adolescents was also very fruitful for the 

research. The parents’ views on how they perceived their children’s participation 

in healthcare completed the ‘the picture’ in Paper Ⅳ. 

With this thesis, I hope to contribute knowledge on how children and parents 

report child HRQOL and the mental health of children diagnosed with JIA.  I also 

hope to contribute to how children prefer to communicate and participate in 

healthcare encounters, and how we as clinicians can enable such participation. 
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Introduction  

The United Nations Convention on the Rights of the Child 

Despite the 30-year period since the adoption of the United Nations Convention 

on the Rights of the Child (UNCRC), children continue to report that they cannot 

participate in their healthcare as much as they want to (1-3). Children often have 

a less active role in three-way (child-parent-healthcare professionals) 

consultations and decision-making at healthcare encounters (2, 4), and an even 

less active role when two parents accompany the child (4, 5). Healthcare 

interventions for children are often based primarily on parents' reporting (6), 

although there are well-known discrepancies between child self-reported and 

parent-reported child health and health-related quality of life (7-10).  

UNCRC was adopted in 1989, and has provided a framework for the structure of 

children’s human rights (11).  The UNCRC became law in Sweden on 1 January 

2020, which means that children’s rights are legally enhanced (12).  Article 12 (13) 

is the most cited article concerning healthcare professionals’ (HCPs) 

responsibilities in ensuring child participation. This article states that ‘State 

Parties shall assure to the child who is capable of forming his or her own views 

the right to express those views freely in all matters affecting the child, the views 

of the child being given due weight in accordance with the age and maturity of the 

child’ (11). Other articles also relate to child participation. Article 2 states: ‘States 

Parties shall take all appropriate measures to ensure that the child is protected 

against all forms of discrimination or punishment on the basis of the status, 

activities, expressed opinions, or beliefs of the child’s parents, legal guardians, or 

family members, and Article 3 states: ‘..the best interests of the child shall be a 

primary consideration.’ Article 5 states: ‘..persons legally responsible for the 

child, to provide, in a manner consistent with the evolving capacities of the child, 

appropriate direction and guidance in the exercise by the child of the rights 

recognized in the present Convention’. Article 13 states: ‘The child shall have the 

right to freedom of expression; this right shall include the freedom to seek, receive 

and impart information and ideas of all kinds’, and Article 19 states that parties 

shall ‘protect the child from all forms of physical or mental violence, injury or 

abuse’ (11). All these articles must be considered when encountering children in 

healthcare (13).  
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Challenges in implementing the United Nations Convention on the 

Rights of the Child 

Implementing the UNCRC seems to be challenging for HCPs and the 

organisations they work in (14). Davies et al mean that challenges to 

implementing Article 12 in healthcare might depend on power dynamics and 

models of care (14).  

Regarding power dynamics, the attitudes and beliefs about children, for example 

that children lack capacity, can lead to them being ignored during healthcare 

encounters, resulting in a position of voicelessness (13, 14). This perception is a 

socially and historically constructed view of children that undermines children’s 

rights, since their perspectives and experiences historically have been 

disregarded in favour of those of adults (14). Adults are currently required to take 

greater note of the concerns of children, giving due weight to the views they 

express in accordance with the age and maturity of the child.  This has resulted in 

better understanding of the nature of children’s lives and a growing recognition 

of children’s capacities for informed decision-making (15). Children not only 

actively influence their own lives but can also influence lives of other children 

(16).   

There can also be concerns that giving children more control and power will 

undermine the authority of adults (13). Child participation involves a sharing of 

power with adults, but this collaboration will not result in loss of authority or 

respect. Listening to young people and taking them seriously is a fundamental 

human right, enhances children’s development, strengthens them, and improves 

outcomes for all (15). Adults may protect children from information and 

participation in shared decision-making if they consider children to lack 

competence for adult decisions. These approaches may originate from a desire to 

act in the best interest of the child. However, the child’s views should be heard 

since the decisions might affect the child directly, and children have the 

competence to participate and have their own desires and rights heard (14, 17). 

Children in a healthcare setting can also be perceived as in need of protection 

when they are unwell in an unfamiliar environment and lack knowledge of 

medical matters (17). However, a child’s need of protection in one situation may 

lead to exclusion in another where the child desires shared decision-making. 

Therefore, a child’s needs must be considered in each situation, and adults must 

be sensitive to the child’s ways of expressing their needs. Balancing a child’s right 

to participate in decisions and their need for protection can be especially 

challenging in healthcare situations, where adult judgements of what is best for 

the child are not necessarily in accordance with the child’s own interests (17). 
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Children may not necessarily desire more power. Not everyone wants to be 

involved, and the extent to which participation is desired is situational and 

depends on the seriousness of the illness, the child’s relationships with HCP, and 

the child’s personal characteristics (2, 17, 18). Participation in decision-making is 

a graduated process, and children can fluctuate between dependence and 

independence depending on the situation (17) .  

The Family Centered Care (FCC), a Model of care, is based on the premise that 

the child is inseparable from the family unit (14). However, a child perspective is 

not prominent in FCC (19). Söderbäck et al claim that the FCC model needs to be 

redirected towards a Child Centred Care (CCC) model that incorporates the rights 

of the child to participate in all aspects of healthcare delivery in conjunction with 

the needs of their family (20). Children’s and their parents’ needs are not the 

same, and the parents’ views may have priority over the child’s views due to 

parental legal rights in decision-making (14). However, acting in a child’s best 

interest means enabling the child to voice their views alongside those of their 

parents and HCP (17). 

Children with chronic conditions need to be encouraged to communicate and 

become more independent at healthcare encounters, also in preparation for 

transition to adult care (2). When children are invited to participate in 

conversations with HCP, their self-confidence can grow, and they can feel 

strengthened, supported, and respected (21). Both children and parents are more 

satisfied when HCP uses a participatory style (3).  

Child Perspective and Children’s Perspectives 

I apply a child perspective herein and explore and highlight children's 

perspectives on child participation and communication in healthcare encounters. 

Both perspectives need to be included in order to perceive and encounter children 

as equal human beings (20). Having a child perspective is characterised by the 

outside perspective of adults on children’s conditions, experiences, perceptions, 

and actions, with the individual child and their best interests in mind. Children’s 

perspective is characterised by the child’s insider perspective on their own 

condition, experiences, perceptions, and actions in relation to what the child finds 

important (20).  

Studies that explicitly take children’s perspective, for example when conducting 

qualitative interviews, have a partial children’s perspective. The researcher is an 

adult who has own reasons for involving the child in the research. The child tells 

her/his story, and the adult researcher interprets this communication using 

her/his own point of view and experiences (22). 
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Child participation in healthcare 

Child participation in healthcare is important since many children want HCPs to 

ask them about their health. Children want to share their own information, and 

want to be involved in making decisions about their healthcare (23). Adolescents 

express more independent behaviours during encounters (2, 4, 5), and girls seem 

to ask more questions during encounters (2, 5). However, even when adolescents 

feel they are competent communicators, they may find it difficult to communicate 

with HCPs (2, 24).  

Adult perceptions that imply that children cannot have their opinions heard 

unless they are verbal do not enhance child participation (22). Healthcare 

procedures are determined based on a child’s physical health, and the child may 

have little influence over the outcome of treatment. However, treatment requires 

child input for optimal outcome (22).  

Because clinical encounters can trigger feelings of fear and lack of control for 

children, HCPs must ‘get it right’ when addressing vulnerable children (25). 

However, together with parents, HCPs have a significant influence on whether 

the child’s efforts to participate are encouraged and supported in healthcare (1). 

Parents and HCPs need to encourage children to express their concerns and views 

regarding their symptoms and treatment and consider these when developing 

and modifying healthcare strategies (25). Although HCPs want three-way clinical 

encounters to promote mutual respect and understanding, they fear that many 

children find the experience alienating, where the child, parents, and HCPs 

participate but without actually encountering each other (26). Communication 

with adolescents can also be perceived as challenging and sometimes frustrating 

(2). The World Health Organisation’s (WHO) framework for ‘quality of care’ 

states that in order for health services to be considered adolescent friendly, they 

should be accessible, acceptable, equitable, appropriate, and effective (27). 

Participation  

Concepts such as ‘participation’, ‘involvement’, ‘empowerment’, ‘enablement’, 

‘engagement’, and ‘activation’ seem to be used interchangeably and as synonyms 

and in other times in contraposition, yet others are used as unrelated concepts 

(28, 29). There is limited use of explicit definitions, and definitions and meanings 

that limit the potential to demarcate the concepts often overlap (29). As a result, 

a lot of valuable research results remain scattered (29). The terms used can imply 

different levels of engagement ranging from more passive involvement to more 

active participation. Bray et al have also stated that the words used to describe the 

concepts vary across time, settings, cultures, and contexts (30).  
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The concepts are explained by Fumagalli et al in a model that shows the nature of 

the constructs with a behaviour, emergent state, and process. The authors state: 

‘patients’ acquisition of power, ability and motivation elicits demands for more 

involvement or participation; while patient involvement or participation supports 

the continuous improvement of patients’ ability, motivation and power’. Patients 

need to have the opportunity to be engaged at healthcare encounters in order to 

increase their power in their relationship with HCPs. Patients that are engaged 

have greater motivation to become knowledgeable and more powerful (29). 

Patient involvement depends on what the patient desires in each specific 

healthcare situation (Figure 1) (29).  

 
Figure 1. Representation of a tentative concept mapping, by Fumagalli et al (29). 

Participation is defined herein as actively taking part in healthcare encounters 

and communication with HCPs (29). Perspectives on participation are presented 

as social participation (community participation and participation in social 

activities) or as individual participation (participation in individual decision-

making and participation in everyday life) (31). The International Classification 

of Functioning, Disability and Health (ICF) is a classification of health and health-

related domains (32), and is one example of child participation in everyday life 

(31). However, an individual’s own experience of participation is not included in 

ICF (32). Child participation in individual decision-making is related to the 

UNCPC and child rights at healthcare encounters. Patient participation in 
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healthcare is seen as co-determined by patients and HCPs and occurs through the 

reciprocal relationships of dialogue and shared decision making (18, 29).  

Gender in healthcare among children 

The concept of gender refers to the social aspects and processes associated with 

being a woman or a man, while the concept of sex refers to the biological aspects 

of being a women or a man (33). The underlying assumptions are that gender is a 

uniquely human concept based on a person’s self-representation as male or 

female and is rooted in both biology and in the individual’s environment and 

experiences (33). It appears that the social constructions of femininities and 

masculinities may interact with e.g. stigma and compliance and with specific 

aspects relating to the management of a particular chronic illness. Children 

manage chronic diseases in a gendered way. Girls and boys may not perceive their 

chronic illnesses in the same way. Girls can show greater adaptation, 

incorporating their illness and treatment into their social and personal identities, 

while in contrast, boys may keep their chronic illness out of their personal and 

social identities (34). As a social process, the concept of gender is understood in 

relation to Connell’s Relational Theory of Gender (33), which emphasises the 

importance of people’s context (35).  

Juvenile Idiopathic Arthritis  

Juvenile Idiopathic Arthritis (JIA) is a broad term that encompasses all forms of 

arthritis that begin before the age of 16 years, that persist for more than six weeks, 

and are of unknown cause (36, 37). Girls are more often diagnosed with JIA than 

boys (38). JIA is not a single disease but is classified into seven disease subgroups 

according to the International League of Associations for Rheumatology (ILAR):  

Systemic arthritis, Oligo arthritis, Rheumatoid Factor (RF)-negative 

Polyarticular arthritis, RF-positive Polyarticular arthritis, Psoriatic arthritis, 

Enthesitis-related arthritis and Unspecified arthritis (37). The classification of the 

subgroups is based mainly on the joint inflammation pattern (37, 39). A new 

classification has been proposed but has not yet been established (40).   

Data from literature in the developed countries suggest a disease prevalence 

between 16-150 in 100,000 (37), and in the Nordic countries an incidence of 15 

per 100,000 children/year (41). The prevalence of JIA varies from region to 

region internationally, but the true disease prevalence and incidence remain 

unclear due to the lack of uniform classification methods and the diversity of 

disease frequencies in different regions (42). The cause and pathogenesis of the 

disease is still unclear (37, 42). The most acceptable theory supports the influence 

of immunogenic mechanisms secondary to different genetic and environmental 
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factors (42). Infections are suspected to be a trigger factor in the development of 

autoimmune processes, including JIA (42, 43). Gut microbiota has also emerged 

as a relevant factor of autoimmune diseases such as JIA (44).   

Improvement in functional outcome due to progress in disease management is 

evident (37). Nevertheless, growing up with JIA is associated with numerous 

functional limitations, e.g. joint swelling and stiffness, side effects from 

medications, visual impairment, pain, and fatigue (38, 45, 46). The children have 

a significantly lower physical activity level than controls (46), lower aerobic and 

anaerobic capacity (47), and lower muscle strength than healthy peers (48). All 

these limitations have an impact on school participation and physical education, 

activities of daily living, hobbies, and engagement in sports, which negatively 

influence the extent of social inclusion (45).  

Children with JIA might have to deal with feelings of being different from others, 

insecurity about the future, incomprehension from peers and siblings, and lower 

self-esteem (45). They are more likely to have behavioural problems and to have 

lower health-related quality of life (HRQOL) than their peers (36, 46) . Lower 

quality of life has also been associated with a higher risk of depression and anxiety 

in children with JIA (49). These children strive for normality and can have 

difficulties taking their medication since the medications for the disease impact 

the children both socially and personally (50, 51). A perceived burden of 

medication has been found to predict impaired HRQOL in children with JIA (52). 

Studies have shown different results on clinical remission or inactive disease after 

5-10 years from disease onset, ranging between 6%- 60% (40). A large proportion 

of children with JIA have an active disease throughout childhood and enter 

adulthood with active disease (36). Later on in adulthood, patients with JIA have 

been found to have poor physical functioning, including patients in clinical 

remission and off medication and those without remission (53). The disease can 

limit study options, job participation, relationships, and family life (45, 53). 

However, patients in young adulthood can learn to cope with their functional 

problems, develop resilience to disease consequences, and perceive the pain as 

less troublesome (45). 

The family of a child with JIA is also affected, with emotional distress for parents 

and limitations on family activities and work production (36, 46, 54). Parents 

might perceive their child as more vulnerable than parents of both healthy 

children and children with other chronic health conditions, especially if their 

child has a higher level of disability or shorter disease duration (55). 
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Health-Related Quality Of Life  

Health is defined by the WHO as ‘a state of complete physical, mental and social 

well-being, and not merely the absence of disease and infirmity’ (56). Quality of 

life (QOL) is generally viewed as a broad concept that addresses well-being across 

various domains. HRQOL is considered a subdomain of the more global QOL 

construct. However, there are a range of definitions, theories, domains, and items 

associated with paediatric QOL assessment (57, 58). The following HRQOL 

definition was utilised in this research: ‘a multidimensional construct covering 

physical, mental, social, and behavioural components of well-being and function 

as perceived by the patients, and/or individual feelings associated with health’ 

(57). 

HRQOL measures are divided into condition-specific measures, generic or 

generic questionnaires for chronic conditions (Figure 2). Condition-specific 

questionnaires address aspects related to a specific condition, its treatment, or 

symptoms, and can therefore be used to compare data from children and 

adolescents with the same chronic medical condition (59). Such questionnaires 

can provide more clinical relevant information, but a comparison across illnesses 

is not possible (60). Generic questionnaires are suitable to measure HRQOL 

across both healthy children and children with medical health conditions. 

However, generic measures may not detect small changes in HRQOL (59). 

Generic questionnaires for chronic conditions assess HRQOL only among 

children with various chronic health conditions and permit comparisons across 

various medical conditions while taking into account specific areas affected by a 

chronic disease (61).  

Figure 2. Three health-related quality of life questionnaires and in which child 

population these are useful. 
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Pediatric HRQOL questionnaires must be sensitive to cognitive development and 

can include both child self reports and parent proxy reports. Proxy reports can be 

necessary when the child is too young, too cognitively impaired, too ill, or too 

fatigued to self report (62). However, it is important to obtain child self reports 

whenever possible, as there has been demonstrated diffences between child 

report and parental report in HRQOL measurement of both children with health 

conditions and in healthy children (24, 63, 65). Parents of children with a health 

condition typically rate their children’s HRQOL worse than the children do; in 

contrast, parents of children without any health conditions typically overestimate 

child HRQOL (7). Previous investigations into childhood psychopathology have 

produced mixed findings, suggesting that child gender may not be related to 

informant discrepancies, but child gender effects may be present in certain 

populations (66). 

Juvenile Idiopathic Arthritis-team 

It is an advantage to work in an interdisciplinary team when treating children 

with JIA. Teams can include a paediatric rheumatologist, a physiotherapist (PT), 

an occupational therapist, a healthcare social worker, a nurse specialist, and other 

HCPs for best management (67).  

Physiotherapy is often recommended in the treatment of JIA (37, 68). Physical 

examination can include observation of standing posture, assessment of active 

and passive range of motion, swollen joints (67), muscle strength, aerobic 

capacity, motor function, as well as an assessment of fatigue, pain, school 

function, and physical activity level. Assessments of young children are often 

made in observations while the children play (68).  

Children with JIA are recommended to be physically active (38, 69), and the same 

guidelines as for healthy children are recommended (70). A systematic review by 

Kuntze et al has evaluated the efficacy of physiotherapist-led exercise 

interventions (71). These authors found that exercise therapy emphasising 

strength, flexibility, and balance with partly or completely supervised training 

sessions is associated with improvements in activity, body function, and QOL. 

High-impact exercise was found to lead to pain and was not recommended by the 

authors (71). Likewise, exercise with physical programs is not recommended 

during active phases of the disease, since research on negative effects is lacking 

(72).  Sandstedt et al have found that therapeutic exercises and weight-bearing 

exercise programs were well tolerated, with improved muscle strength, and were 

performed without the negative consequences of pain (69). Orthopaedic manual 

physical therapy in combination with therapeutic exercise and a home exercise 
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program have also demonstrated improvement in joint range of motion, pain, 

disability, and function (67).  
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Rationale for the thesis 

Children with JIA generally report their HRQOL as lower than their peers. 

Studies have found differences between child and parents reports when 

comparing child and parent reports of child HRQOL. Despite this finding, 

medical decisions are based mainly on parent reports. Several informant 

characteristics that affect child– parent differences have been examined in earlier 

studies. However, there is not much information about gender differences 

between child and parent reports or if different types of HRQOL  instruments 

used can affect child-parent differences. It is suggested that differences between 

child and parent reports of child health are more pronounced in domains that are 

subjective and less obvious for parents. Therefore, we wanted to include a 

screening questionnaire for mental health in order to explore such differences 

and similarities.  

Children say that they do not participate at three-way (child-parent-HCP) 

healthcare encounters as much as they want too. However, children’s wishes for 

participation are contextual. At times, they want to participate, and at other 

times, they do not. Consequently, adults must be sensitive to the child’s wishes 

for participation in specific situations. According to Article 12 in UNCRC, children 

have the right to express their views freely in all matters affecting themselves, and 

to have these views given due weight in accordance with the age and maturity of 

the child. It is important to know that UNCRC is a legally binding obligation and 

not something gifted from adults (13). Therefore, all adults must ensure that 

children are enabled to participate as much as they want at healthcare encounters. 

Differences between child and parent reports of child HRQOL have been well 

established through research with questionnaires. It is likely that similar 

differences also exist in healthcare encounters, but such knowledge seems to be 

lacking and therefore of value for research. The participants at healthcare 

encounters (children and young adults diagnosed with JIA, parents of children 

with JIA, and HCPs in JIA teams) can contribute such knowledge. Knowledge 

about how children experience communication and participation at healthcare 

encounters and which barriers and facilitators they experience are important. 

Knowledge is also lacking about how young adults diagnosed with JIA recall their 

experiences as a child participating at healthcare encounters. Such information 

adds knowledge about children’s experiences of communication and 

participation in healthcare. The children’s parents play a major role in child 

communication especially when the children are very young or when they do not 

want to participate. Therefore, parental experiences of child participation at 

healthcare encounters is valuable.  
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Aims 

The overall aim of this thesis was to explore how children with Juvenile Idiopathic 

Arthritis (JIA) and their parents report the children’s health-related quality of life 

(HRQOL), and how the children prefer to participate and communicate their 

health concerns at healthcare encounters.  

The specific aims of the research conducted for this thesis were:  

 

A. To describe HRQOL in girls and boys with JIA, and to explore gender 

differences and similarities in self-reported HRQOL  

 

B. To explore gender differences and similarities in child self reports of 

HRQOL compared to parent reports of child HRQOL, measured with three 

different HRQOL questionnaires and a mental health questionnaire 

 

C. To explore how healthcare professionals experience and enable child 

participation and communication at healthcare encounters 

 

D. To explore how children and young adults with JIA and parents of children 

with JIA experience the children’s participation and communication with 

healthcare professionals regarding their health at healthcare encounters 
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Materials and Methods 

Study design and settings 

This thesis consists of four papers based on three data collections. Two of the 

papers used a quantitative study approach (Papers Ⅰ and Ⅱ), and two have a 

qualitative study approach (Papers Ⅲ and Ⅳ).  

Children treated for JIA at the Department of Child and Adolescent Medicine, 

Umeå University Hospital, Sweden, and their parents participated in cross-

sectional studies (Papers Ⅰ and Ⅱ).  

HCPs from four different counties in Sweden who worked in JIA teams at 

hospitals and treated children with JIA in outpatient settings participated in three 

focus groups (73). These focus groups were held at Umeå University Hospital 

(Paper Ⅲ).  

Children and young adults diagnosed with JIA and parents of children with JIA 

participated in separate workshops with inspiration from the Participatory Action 

Research (PAR) method (74). The participants lived within 50 km from a child 

and adolescent centre at a Swedish hospital, where the workshops were 

conducted at the Unit for Play Therapy (Paper Ⅳ). 

An overview of the study designs and descriptive data for the participants in 

Papers Ⅰ-Ⅳ are presented in Table 1. 
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Table 1. Overview of the papers, study designs, participants, descriptive data, 

and data analysis in Papers Ⅰ-Ⅳ.  
 Paper Ⅰ and  

Paper Ⅱ 
Paper Ⅲ Paper Ⅳ 

Design Quantitative study 
design 
 

Qualitative study 
design 
 

Qualitative study 
design 
 

Participants, n 53 children with JIA 

57 parents of children 
with JIA 

23 HCPs in JIA teams 4 children with JIA 
2 young adults with 
JIA 
4 parents of children 
with JIA 

Gender, girls and 
women/ 
boys and men, n  
 

Child: 38/15 
Parents: 41/16 

HCPs : 20/3 Child: 3/1 
Young adults: 2/0 
Parents: 3/1 

Age, in years 
Median (range) 

14 
(8-18) 

 Child: 11.5 
(10-15) 
Young adults: 22.5 
(20-25) 

Data analysis 
method 

Wilcoxon signed-rank 
test 
Mann Whitney U-test 
 

Qualitative content analysis according to 
Graneheim and Lundman 

JIA= Juvenile Idiopathic Arthritis. HCPs= Healthcare professionals 

Participants  

The cross-sectional studies regarding child HRQOL in Papers Ⅰ and Ⅱ included 

children (n= 53) aged eight to 18 years and registered with a diagnosis of JIA, and 

their parents (n= 57). Of the participating parents, 37 were mothers, 12 fathers, 

and in four families, the mothers and fathers jointly completed the 

questionnaires. The median age of the children was 14 years (range 8-18), and 38 

girls and 15 boys participated. The paediatric rheumatologist categorised no or 

low disease activity among 87% of the girls and 86% of the boys. Girls and boys 

differed in JIA diagnosis but in no other background characteristics (Table 2). 

Among nine of the girls, at least one additional diagnosis was reported by the child 

or the parent, i.e., uveitis, overweight, attention-deficit/hyperactivity disorder, 

asthma, dermatitis, Turners syndrome, celiac disease, Crohn’s disease, or thyroid 

gland disease. Among five of the boys, at least one additional diagnosis was 

reported, i.e., asthma, allergy, panic disorder, Raynaud’s syndrome, or lactose 

intolerance.  

Paper Ⅲ includes HCPs (n= 23) in JIA teams. Each HCP had 0-25 years 

(median=7 years) of experience working with children with JIA, and these were 

physiotherapists, occupational therapists, physicians, nurses, healthcare social 

workers, and dentists. Paper Ⅳ includes a purposive sampling (75) of children 
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(n=4) and young adults (n=2) diagnosed with JIA and parents of children with 

JIA (n=4).  

Table 2. Characteristics of 53 children with Juvenile Idiopathic Arthritis aged 8-

18 years (Papers Ⅰ and Ⅱ) 

1Mann Whitney U test, 2Childhood Health Assessment Questionnaire Disability Index; 0= no 

disability and 3= disabled. 3Erythrocyte sedimentation rate. 4Visual Analogue Scale for pain during 

the past week; 0=no pain and 100=very severe pain. 5Visual Analogue Scale for assessment of overall 

well-being; 0=very good and 100= very bad. 6Juvenile idiopathic arthritis sub-diagnosis defined by 

the International League of Associations for Rheumatology (ILAR) classification criteria. 
7RF=Rheumatoid factor. 8One missing among girls. 9Disease modifying anti-rheumatic drug 

(DMARD), Non-steroid anti-inflammatory drug (NSAID).  10Number of days absent from school the 

last two months due to rheumatic disease. 11Physical education participation; always, sometimes, not 

at all, not relevant. 

 Girls  
(n= 38) 

Boys  
(n=15) 

P-
value1 

Age in years, Md (range) 
8-12 years, n (%) of girls and boys 
13-18 years, n (%) of girls and boys 

13 (8-18) 
16 (42) 
22 (58) 

15 (10-18) 
5 (33) 
10 (67) 

0.51 
 

CHAQ Disability Index2, Md (range) 0.50 (0-2.75) 0.38 (0-1.38) 0.65 

Disease duration in years, Md (range) 4.5 (0-16) 3.0 (0-13) 0.09 

ESR3, mm/hour, Md (range) 5 (2-31) 4 (2-35) 0.14 

Pain VAS4, 0-100 Md (range) 32 (0-93) 50 (0-99) 0.50 

Well-being VAS5, 0-100 Md (range) 22 (0-99) 27 (0-100) 0.75 

ILAR diagnosis6, n (%) 
Systemic arthritis 
Oligo arthritis    
Polyarticular arthritis, RF7-negative   
Polyarticular arthritis, RF7-positive  
Psoriatic arthritis 
Enthesitis-related arthritis 
Unspecified arthritis     

 
1 (3) 
16 (42) 
2 (5) 
8 (21) 
6 (16) 
3 (8) 
2 (5) 

 
1 (7) 
3 (20) 
 
1 (7) 
 
5 (33) 
5 (33) 

0.01 
 
 
 
 
 
 
 

Disease activity categories8, n (%) 

No                                               
Low 
Moderate 
High 

 
13 (34) 
20 (53) 
4 (10) 
0 

 
8 (53) 
5 (33) 
2 (13) 
0 

0.37 

Medication at study visit9, n (%) 
DMARD  
NSAID 
Biologic medication  
Corticosteroid therapy 
Eye drops/corticosteroid 

 
24 (63) 
25 (66) 
4 (10) 
7 (18) 
2 (5 ) 

 
7 (47) 
8 (53) 
0 
0 
0 

 
0.70 
0.42 
 

School absence days10, Md (range) 0 (0-14) 0 (0-6) 0.37 

Physical education participation11, n (%)         0.08 
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Data collection 

Health-related quality of life and mental health (Papers Ⅰ and Ⅱ) 

Three HRQOL questionnaires were responded to by the children and their 

parents (Table 3) prior to a scheduled outpatient clinical encounter with the 

paediatric rheumatologist. These questionnaires were the Pediatric Quality of Life 

Inventory 4.0 Generic Core Scales (PedsQL), the condition-specific DISABKIDS 

for JIA, and the DISABKIDS generic instrument for chronic conditions (DCGM-

37). One mental health questionnaire, the Strengths and Difficulties 

Questionnaire (SDQ), was also used.  

 

Table 3. Overview of assessments used in Papers Ⅰ-Ⅱ and the thesis. 
Questionnaire Measures Paper Ⅰ Paper Ⅱ Thesis 

PedsQLb HRQOL c X  X 

DISABKIDS for JIA HRQOL c   X X 

DCGM-37 d HRQOL c  X X 

SDQ Mental health   X 

CHAQ a Disability X X X 

PedsQL=Pediatric Quality of Life Inventory 4.0 Generic Core Scales. HRQOL= Health-related Quality 

of Life. DCGM-37= DISABKIDS generic instrument for chronic conditions. SDQ= Strength and 

Difficulty Questionnaire. CHAQ= Childhood Health Assessment Questionnaire.  

Pediatric Quality of Life Inventory 4.0 Generic Core Scales 

PedsQL (63), a generic HRQOL questionnaire, consists of 23 items combined into 

physical, emotional, social, and school functioning scales. A physical health 

summary score is based on the eight items in the physical functioning scale. A 

psychosocial health summary score is based on the 15 items in the emotional, 

social and school functioning scales. Mean values were computed for each scale. 

The self- and parent-report forms for ages eight to 12 years, and 13 to 18 years 

was used. The parent-report forms assess the parent’s perception of HRQOL in 

their child and are constructed to directly parallel the child-report forms. Recall 

time was one month and a five-point response scale was utilised between 0 (never 

a problem) and 4 (almost always a problem). Item scores were reversed and 

linearly transformed to a 0 to 100 scale (0= 100, 1= 75, 2= 50, 3= 25, 4= 0), with 

higher PedsQL scores indicating better HRQOL (63). Suboptimal HRQOL was 

defined as PedsQL total mean scale score <78.6 (76). Reliability and validity were 

tested in a diverse sample of healthy children and paediatric patients with acute 

or chronic conditions. PedsQL proved to be reliable, valid, and sensitive to disease 
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severity, and responsive to changes in JIA (63). The Swedish version of PedsQL 

has also been proved to have acceptable reliability and validity (77). However, 

construct validity was questioned for the Swedish proxy form but not for the self-

report form (77).  

The condition-specific DISABKIDS for JIA  

This questionnaire addresses arthritis-specific symptoms and limitations. Its 12 

items are assigned to two sub-scales: impact and understanding. The impact 

scale is considered to be sensitive to treatment changes or improvement of the 

condition, while the understanding scale is related to the invisibility of the 

condition and the fluctuation of symptoms (60). The internal consistency of each 

sub-scale was demonstrated in a field study among children with JIA (59).  

The DISABKIDS generic questionnaire for chronic conditions 

DCGM-37 consists of 37 items assigned to six sub-scales: independence, 

emotional, social inclusion, social exclusion, physical limitation, and 

medication. DCGM-37 was tested in 2002-2003 cross-culturally in seven 

European countries, including Sweden. The findings with respect to internal 

consistency and test-retest reliability were demonstrated. The results indicate 

that DCGM-37 is suitable for HRQOL comparisons of children with different 

diseases and across cultures (59-61).  

The two DISABKIDS questionnaires, DISABKIDS for JIA and DCGM-37, are both 

suitable for use between the ages of eight to 16 years. Recall time for questions 

was one month. Each question was answered on a five-point Likert scale from 1 

(never) to 5 (always). In our sample, the score was rounded to the inferior option 

when a child or parent registered an odd number. The scale scores were 

transformed with the syntaxes for DISABKIDS scaled to a range of 0 to 100, with 

higher values indicating better HRQOL (60). The child-report and the equivalent 

parent version were included in both DISABKIDS questionnaires. 

The Strength and Difficulty Questionnaire  

The SDQ is a screening instrument for mental health that covers children’s 

behaviours, emotions, and relationships (78). SDQ was developed from the 

Rutter scales (78) and was available at the website: www.sdqinfo.com in Swedish. 

The questionnaire is suitable for children 4-16 years for parent proxy report and 

teacher report, and can be completed by 11-16-year old children themselves. SDQ 

contains 25 items comprising five subscales with five items each: emotional 

symptoms, conduct problems, hyperactivity, peer problems and prosocial 

http://www.sdqinfo.com/
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strenghts. Each item was answered on a three-point Likert scale and rated from 

0 (not true) to 2 (certainly true). If children or parents registered an odd number, 

the score was calculated manually. Ten of the questions were judged to be 

strengths of the child and 14 as difficulties. One question (‘gets on better with 

adults than with other children’) was considered neutral but was scored as a 

difficulty item on the peer-problem scale. The five subscales, each ranging from 

0 to 10, generated a sum of scores. The total difficulties score ranged from 0 to 

40, and was based on the scoring of all subscales, except for the prosocial scale. 

Higher scores on the prosocial subscale indicate strengths, while higher scores in 

all the other subscales indicate difficulties (78). Goodman has proposed bands 

within normal, borderline, and abnormal SDQ scores of the total difficulties score 

and sub-scales. The normal band in the total difficulties score is suggested to be 

0-13, borderline 14-16, and abnormal 17-40 (78). The Swedish parental SDQ 

could differentiate well between the community and psychiatric samples and 

showed adequate internal consistency, satisfactory sensitivity and specificity, and 

adequate validity (79, 80).  Results from the Strengths and Difficulties 

Questionnaire (SDQ) were not published in paper Ⅱ but are analysed and 

presented in this thesis.  

Children and parents answered all four questionnaires (PedsQL, DISABKIDS for 

JIA, DCGM-37, and SDQ) separately, with a research assistant available for the 

child.  

Demographic and disease-related data (Papers Ⅰ and Ⅱ) 

Children and parents completed a questionnaire measuring disability, the 

Childhood Health Assessment Questionnaire (CHAQ) (81), at home before an 

outpatient clinical encounter with the paediatric rheumatologist. CHAQ consists 

of 30 items that measure eight functional areas. Each item was answered on a 

four-point scale ranging from 0 (no difficulty) to 3 (unable to do). The question 

with the highest score determined the score for that functional area. The scores 

for each of the eight functional areas were averaged to calculate a Disability Index 

(DI) that ranged from 0 (no disability) to 3 (disabled). CHAQ included pain and 

wellbeing assessed on a Visual Analogue Scale (VAS) (1-100 mm), as well as the 

number of days absent from school due to JIA the last two months, and overall 

attendance at physical education classes (81). Prior to the healthcare encounter, 

parents answered questions on socioeconomic status along with the parent 

versions of the questionnaires. During the encounter, the paediatric 

rheumatologist classified the children’s global disease activity into four 

categories: no, mild, moderate, or high. Moderate activity meant the child needed 

changes in medical therapy, and high activity captured severe immunologic and 

clinical activity. Erythrocyte Sedimentation Rate (ESR) (Westergren method, 
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mm/hour), medical therapy, and disease duration were retrieved from the 

children’s medical records (Table 2). 

Healthcare professionals’ experiences of children’s participation at 

healthcare encounters (Paper Ⅲ) 

Paper Ⅲ had a qualitative approach based on focus groups (73, 82, 83) with HCPs 

in JIA teams. A focus group can be defined as a group discussion led by a group 

leader that focuses on different aspects of a topic or theme (84). The knowledge 

that the focus group generates is based on collectively shared experiences, such 

as JIA teams, and emphasises variation in the collective understanding that 

emerges from the discussions (83).  

In conjunction with an annual meeting for JIA teams in 2017, all 25 participating 

team members were asked to take part in the focus groups. Of these, 20 women 

and three men agreed to participate. The participants in the focus groups were 

divided into three groups. For practical reasons the focus groups were conducted 

in parallel, in separate rooms. Each focus group was led by a moderator (AFW, 

MS, or RJ). An observer (CE or VL) kept notes in two of the focus groups, 

summarised the discussion at the end of the discussion, and invited the 

informants to comment and make amendments. All moderators and observers 

were co-authors of the study. The results from Papers Ⅰ and Ⅱ were presented 

before the focus groups. A semi-structured interview guide was used, and the 

informants were asked to reflect on the following questions: How can HCPs make 

it easier for children to communicate and participate in healthcare encounters? 

Did the informants recognise differences between girls and boys and between 

children’s and parents’ reports of child health? Could e-health solutions, such as 

mobile phone applications or telemedicine, improve the communication of needs, 

benefits, barriers, and difficulties? Additional follow-up questions were asked to 

clarify the statements and reach a deeper understanding of the questions 

explored. The focus groups were conducted for 60-65 minutes. All interviews 

were digitally recorded and transcribed verbatim by a professional transcriber. 

Children’s, young adult’s and parents’ experiences of child 

participation and communication at healthcare encounters (Paper 

Ⅳ) 

Paper Ⅳ also had a qualitative design based on a total of 10 workshops with 

children and young adults diagnosed with JIA and parents of children with JIA 

(see Table 4). A workshop is a creative and practical participatory method, where 

a group of people learn, acquire new knowledge, perform creative problem-

solving, or innovate in relation to a specific issue (85). 
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Participants were recruited through a child and adolescent centre at a Swedish 

tertial hospital. Children aged 10-17 years, both girls and boys, who lived within 

50 km of the hospital and had been diagnosed with JIA for more than one year, 

were asked to take part in the workshops. The young adults were recruited from 

the participants in the studies in Papers Ⅰ and Ⅱ. 

A film, home-assignment, scenario, and mind maps were used as the starting 

points for discussions. The results from Papers Ⅰ and Ⅱ were presented at the start 

of the workshops with young adults with JIA and parents of children with JIA. 

The participants were asked to reflect on the results. 

Each workshop was led by VL, and VL was accompanied by one of the co-authors 

(RJ or AFW) in the child and parent workshops. More workshops were performed 

with children than adults, since children’s perspective was the focus of the 

research. The workshops lasted for 60-70 minutes for children and 90 minutes 

for young adults and parents. All the workshops were audio-recorded and 

transcribed verbatim by a professional transcriber.  
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Table 4. Format and purpose for workshops with children and young adults with 

JIA and parents of children with JIA. 
Time of 

workshop  

Workshop  Format Purpose 

Autumn 2017 Child workshop 1 

 

Film about a girl living 

with JIA. Questions 

based on the film 

Explore children’s views 

on how HCPs can facilitate 

healthcare encounters for 

children  

Child workshop 2 Home assignment with 

drawings and/or text 

Explore how children feel 

and would like to feel 

before, during, and after 

healthcare encounters 

Spring 2018 Child workshop 3 Mind map on ‘A dream 

child and adolescent 

outpatient setting’  

Explore children’s wishes 

about the healthcare 

environment, HCPs, and 

healthcare encounters  

Child workshop 4 Written scenario about a 

healthcare encounter 

Explore children’s 

experiences of healthcare 

encounters 

Parent workshop 1 

 

Mind map: a good 

healthcare encounter for 

their child 

Explore parental views of 

their and their children’s 

preferences at healthcare 

encounters   

Parent workshop 2 

 

Mind map: ‘a good 

meeting’ 

Explore parental views of 

what ‘a good encounter’ 

entails   

Autumn 2018 Young adult 

workshop 1 

Mind map: a good 

healthcare encounter as a 

child 

Explore recall of positive 

experiences from 

healthcare encounters as a 

child with JIA 

Young adult 

workshop 2 

Mind map: ‘a good 

meeting’ 

Explore experiences of 

what could facilitate child 

participation at healthcare 

encounters  

Spring 2019 

 

Child workshop 5 Presentation of 

preliminary results from 

all workshops 

Feedback on preliminary 

results 

 Parent and Young 
adult workshop 3 

Presentation of 
preliminary results from 
all workshops 

Feedback on preliminary 
results 
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Statistical analyses  

Health-related quality of life and mental health (Papers Ⅰ and Ⅱ) 

All questionnaire data from girls, boys, and their parents were analysed 

separately and as a group. The Mann Whitney U test was used to analyse gender 

differences in characteristics, HRQOL, and mental health. Results of the 

descriptive analyses were presented as median and range of numbes and 

percentages (%). The Wilcoxon signed-rank test was used for analysis of 

differences between self and parent reports of HRQOL and mental health. Most 

studies with larger samples present results from HRQOL questionnaires with 

mean and SD. However, due to the small sample size in these studies, non-

parametric tests were used for child and parent comparisons. Therefore, the 

results for HRQOL and mental health are presented by mean, standard deviation 

(SD), and median (Md), and range. The analyses were performed using the 

Statistical Package for the Social Sciences (SPSS) versions 18, 19, and 22. 

Statistical significance was defined at p<0.05. 

Qualitative analyses 

Experiences of children’s participation and communication at 

healthcare encounters (Papers Ⅲ and Ⅳ) 

The transcripts of the focus groups and workshops were analysed with Qualitative 

Content Analysis (QCA) according to Graneheim and Lundman (86, 87). QCA is 

useful for analysing the experiences, reflections, and attitudes of people or groups 

(88, 89). The focus groups and workshops were analysed with an inductive 

approach. QCA focuses, to a great extent, on the subject and context, and 

emphasises differences between and similarities within codes and categories. The 

manifest content, what the core text says, is often presented in the form of 

categories. The underlying content, which is the subject matter of the text, can be 

seen as ‘the red thread’ throughout the text and is presented as themes (86).  

The data analysis started with listening to each recorded focus group and 

workshop and reading through the transcripts to discover inaccuracies and to 

obtain a sense of the whole. Transcripts were read repeatedly as a whole and in 

parts. All information related to the aim was coded manually. Codes with similar 

content were formed into categories, sub-subthemes, subthemes and a theme on 

abstract and interpretative levels. The analysis was followed by continuous 

mutual discussions of the results with three co-authors (AFW, M.S, and R.J) in 
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Paper Ⅲ and one co-author (AFW) in Paper Ⅳ, to negotiate outcomes. Results 

were discussed with the remaining co- authors in the last step.  
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Results 

Results regarding HRQOL in Papers Ⅰ and Ⅱ and results from the mental health 

questionnaire (not published) will be presented first. Higher HRQOL scores 

indicate better HRQOL. Mental health measures with the SDQ questionnaire are 

interpreted as follows: higher scores on the prosocial subscale indicate strengths, 

while higher scores in all the other subscales indicate difficulties. Results 

regarding differences and similarities between child and parent reports of 

children’s health-related quality of life, will be presented based on results from 

Papers Ⅰ-Ⅳ.  

Results from Paper Ⅲ will be presented in the section “Healthcare professional’s 

experiences of children’s participation at healthcare encounters”. Paper Ⅳ will be 

presented in the section “Children’s, young adults’, and parents’ experiences of 

child participation and communication at healthcare encounters”. The themes 

and subthemes in Papers Ⅲ and Ⅳ are presented as subheadings. Quotations 

from participants are presented as block quotes and as in-line quotes. Child 

quotations in Paper IV include both children’s and young adult’s quotations.  

Health-related quality of life reports (Papers Ⅰ and Ⅱ) and 

mental health reports (not published), by children and their 

parents  

With the generic HRQOL questionnaire, PedsQL, the children reported a mean 

HRQOL total score of 75.07 (SD 16.28), and parents reported a mean child 

HRQOL total score of 71.14 (SD 18.66). With reference to suggested cut-off score 

for suboptimal HRQOL measured with PedsQL total mean score (76), a 

suboptimal child HRQOL was reported by 29 of the children (55%) and by 31 

(58%) of the parents. 21 girls (55%) and eight boys (53%) reported suboptimal 

HRQOL.  

With the condition-specific HRQOL questionnaire DISABKIDS for JIA, the 

children reported a mean impact score of 60.30 (SD 22.21) and a mean 

understanding score of 60.58 (SD 24.15). The mean impact score of the parental 

report was 57.98 (SD 21.34) and the mean understanding score was 63.83 (SD 

25.79) (Table 6 a). 

With the DISABKIDS chronic generic measure, DCGM-37, the children reported 

a mean general transformed score of 73.98 (SD 16.51). The parental mean score 

of children’s mean general transformed score was 69.90 (SD 17.98). 
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With the SDQ questionnaire, the children reported a mean total difficulty of 8.46 

(SD 5.39). The parental report of mean total difficulties was 7. 24 (SD 6.48). 

Based on suggested bands and cut-off scores for mental health in children (78, 

80), the children and parents reported normal values for all subscales and total 

difficulties. The results were within normal bands and cut-off scores when 

responses were grouped by gender (both child and parent reports of child health) 

(Table 7).  

There were no gender differences in the children’s self reports measured with the 

three HRQOL questionnaires. Nor were there any gender differences in the 

mental health questionnaire (Table 7), or in any of the included subscales, or total 

scores of the questionnaires.  

Differences and similarities between child and parental reports of 

children’s health-related quality of life (Papers Ⅰ- Ⅳ) and mental 

health (not published) 

Differences between child reports and parental reports of child HRQOL and 

mental health were evident in three of the four questionnaires. These differences 

in HRQOL were evident mostly among girls, who reported themselves as having 

better health and function than their parents’ report of child health (Table 5-6).  

Gender differences between child and parents reports of child health were 

evident in the HRQOL measurements with PedsQL (Table 5) and DCGM-37. The 

girls and their parents differed significantly in the subscales of physical health, 

emotional functioning, social functioning, psychosocial health, and in total 

scores (Paper Ⅰ) and in independence, physical limitation, social exclusion, 

emotion, and general transformed score (Paper Ⅱ). Girls reported themselves as 

having better health and functioning than their parents reported them to have in 

all these subscales and total scores. There were differences between child reports 

and parental reports for boys in social functioning (Paper Ⅰ) but in no other 

subscales or for the total scale scores. Boys reported themselves to have worse 

function in social functioning than their parents reported them to have.  

However, the disease specific instrument for JIA, DISABKIDS for JIA, showed no 

gender differences between child and parental reports of child health in any of the 

two subscales (Table 6 a).  
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Table 5. Health-related quality of life measured with the Pediatric Quality of Life 

Inventory 4.0 Generic Core Scale (PedsQL), transformed score, in children with 

JIA aged 8-18 years, and differences between self and parental reports. Higher 

PedsQL scores indicate better HRQOL. 

¹Wilcoxon signed-rank test                                                         

 

  

 Girls  
n=38 
Mean (SD) 
Median 
(range) 

Girls’ 
parents 
n=38 
Mean (SD) 
Median 
(range) 

p-
value¹ 

Boys  
n=15 
Mean (SD) 
Median 
(range) 

Boys’ 
parents 
n=15 
Mean (SD) 
Median 
(range) 

p-
value¹ 

Physical  
health 

70.69 (17.76) 
68.75  
(26.79-100) 

65.49(20.45) 
66.74  
(31.25-100) 

0.03 62.29(26.61) 
65.62  
(15.63-100) 

67.32(21.24) 
65.62 
(18.75-100) 

0.12 

Emotional 
functioning 

79.34(21.03) 
85.00  
(30.00-100) 

71.55 (22.48) 
72.50  
(15.00-100) 

0.02 77.58(24.18) 
85.00 
(10.00-100) 

74.67(25.87) 
80.00 
(0.00-100) 

0.43 

Social  
functioning 

86.51 (14.35) 
90.00  
(45.00-100) 
 

77.24(18.48) 
80.00  
(25.00-100) 

< 0.01 79.33(20.60) 
80.00 
(15.00-100) 

85.33(19.77) 
90.00 
(25.00-100) 

0.05 

School  
functioning 

71.35 (20.83) 
80.00  
(25.00-95.00) 

67.68(22.33) 
70.00 
(20.00-100) 

0.14 76.00(18.24) 
80.00 
(25.00-100) 

74.33(24.12) 
80.00 
(5.00-100) 

0.64 

Psychosocial 
health  

79.07 (15.83) 
81.67  
(48.33-98.33) 

72.14(18.65) 
71.67 
(30.00-100) 

< 0.01 77.63 (19.85) 
80.00 
(16.67-100) 

78.11 (21.71) 
81.67 
(10.00-100) 

0.85 

HRQOL  
total score 

76.17 (14.54) 
76.63  
(42.61-98.91) 

69.86(18.11) 
69.02 
(30.43-100) 

< 0.01 72.27 (20.35) 
69.56 
(16.30-100) 

74.36 (20.26) 
75.00  
(13.04-100) 

0.49 
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Table 6 a. Health-related quality of life measured with the DISABKIDS for JIA, 

transformed score, in children with JIA aged 8-18 years, and differences in self 

and parental reports. Higher values indicate better HRQOL.  
 Girls 

n=38 

Mean (SD) 

Median 

(range) 

Girls’ 

parents 

n=38 

Mean (SD) 

Median 

(range) 

p-

value1 

Boys  

n=15 

Mean (SD) 

Median 

(range) 

Boys’ 

parents 

n=15 

Mean (SD) 

Median 

(range) 

p-

value1 

Impact2 60.67(21.52) 

62.50 

(16.67-100) 

55.71(21.14) 

52.78 

(8.33-97.22) 

0.19 59.35(24.64) 

63.89 

(11.11-100) 

63.49(21.59) 

62.50 

(16.67-100) 

0.44 

Under-

standing3 

63.74(20.71) 

66.67 

(25.00-100) 

61.87(25.52) 

58.33 

(16.67-100) 

0.57 52.78(30.48) 

50.00 

(0.00-100) 

68.45(26.79) 

75.00 

(16.67-100) 

0.25 

1Wilcoxon signed-rank test. 2 Four missing among girls’ parents, and one missing among boys’ 

parents. 3One missing among girls’, four among girls’ parents, and one among boys’ parents.  

In questions about symptoms included in DISABKIDS for JIA, there were 

differences between how boys and their parents perceived how severe the arthritis 

had been during the last year (p=0.05) (Table 6 c).  The girls and their parents 

differed in their answers to how often the child had pain in their joints or muscles 

during the last year (p= 0.03) (Table 6 d).  

Table 6 b. How often did you have problems with your arthritis during the last 

year? 
 Girls  

n=38 

Girls’ parents  

n=38 

Boys 

n=15 

Boys’ parents 

n=15 

never, n (%)   2 (13.3) 1 (6.7) 

few times, n (%) 18 (47.4) 12 (31.6) 1 (6.7) 4 (26.7) 

every month, n (%) 3 (7.9) 4 (10.5) 3 (20.0)  

every week, n (%) 11 (28.9) 10 (26.3) 4 (26.7) 5 (33.3) 

daily, n (%) 6 (15.8) 8 (21.1) 5 (33.3) 4 (26.7) 

total answers, n (%) 38 34 15 14 
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Table 6 c. How severe was your arthritis during the last year? 
 Girls 

n=38 

Girls’ parents 

n=38 

Boys 

n=15 

Boys’ parents 

n=15 

not at all, n (%) 7 (18.4) 1 (2.6) 3 (20.0) 1 (6.7) 

a little bit, n (%) 15 (39.5) 12 (31.6) 4 (26.7) 6 (40.0) 

moderately, n (%) 9 (23.7) 17 (44.7) 5 (33.3) 3 (20.0) 

quite a bite, n (%) 5 (13.2) 4 (10.5) 3 (20.0) 3 (20.0) 

extremely, n (%) 2 (5.3) 1 (2.6)   

total answers, n (%) 38 35 15 13 

 

Table 6 d. How often did you have pain in your joints or muscles during the last 

year? 
 Girls 

n=38 

Girls’ parents 

n=38 

Boys 

n=15 

Boys’ parents 

n=15 

never, n (%)   1 (6.7) 1 (6.7) 

seldom, n (%) 12 (31.6) 3 (7.9) 1 (6.7) 2 (13.3) 

quite often, n (%) 13 (34.2) 13 (34.2) 3 (20.0) 1 (6.7) 

very often, n (%) 9 (23.7) 13 (34.2) 6 (40.0) 7 (46.7) 

always, n (%) 4 (10.5) 5 (13.2) 4 (26.7) 3 (20.0) 

total answers, n (%) 38 34 15 14 

 

Gender comparisons between child and parental reports of mental health in 

children showed a significant difference among boys in ratings of peer problem. 

The boys had more peer problems than their parents perceived. The boys also 

rated themselves to have more total difficulties than their parents did (Table 7).  
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Table 7: Mental health measured with the Strength and Difficulty Questionnaire 

(SDQ), in children with JIA aged 8-18 years, and differences in self and parental 

reports. Higher scores on the prosocial subscale indicate strengths. Higher scores 

on all the other subscales indicate difficulties 

1Wilcoxon signed-rank test. P-value between child and parents report. 2Mann Whitney U 

test. P-value between girls and boys diagnosed with JIA. 3One missing among girls and two 

missing among girls’ parents. 4Two missing among girls’ parents. 

Both children and parents in Paper Ⅳ expressed that they expected parents to 

have known even less about their children’s health and function. This with regard 

to the differences and similarities between child and parent reports of child 

HRQOL presented in Papers Ⅰ and Ⅱ. The participants said that it was desirable 

for children to tell their parents about problems, so the parents would know about 

these. Parents said that they did not know so much about their child’s health and 

problems.  ‘It is kind of the opposite, that we do not notice that our child feels 

bad, but he does. Because it does not show as clearly now as it did in the 

beginning’ (Parent Workshop 1).  Therefore, the parents were surprised when 

children needed a pain tablet or were sad, because they thought their child was 

okay.   

 Girls 
n=38 
Median 
(range) 

Girls’ 
parents,  
n=38 
Median  
(range) 

p-
value1 
 

Boys  
n=15 
Median  
(range) 

Boys’ 
parents  
n=15 
Median 
(range) 

p-
value1 
 

Girls  
versus  
boys 
p-
value2 

Emotional 
symptom3 

2.00  
(0.00-
9.00) 

2.00  
(0.00-
7.00) 

0.05 2.00  
(0.00-
10.00) 

1.00  
(0.00-
10.00) 

0.40 0.21 

Conduct 
Problem3 

2.00  
(0.00-
6.00) 

0.25  
(0.00-
9.00) 

0.08 1.00  
(0.00-
5.00) 

1.00  
(0.00-
3.00) 

0.56 0.37 

Hyper- 
activity  
scale3 

3.00  
(0.00-
9.00) 

2.00 
(0.00-
10.00) 

0.46 3.00  
(0.00-
7.00) 

2.00  
(0.00-
6.00) 

 0.17 0.59 

Peer  
problem  
scale3,4 

1.00  
(0.00-
6.00) 

1.00  
(0.00-
7.00) 

0.06 1.00  
(0.00-
6.00) 

1.00  
(0.00-
6.00) 

0.05 0.15 

Pro-social  
Scale3 

9.00  
(4.00-
10.00) 

10.00  
(4.00-
10.00) 

0.77 8.00  
(6.00-
10.00) 

10.00  
(6.00-
10.00) 

0.44 0.29 

Difficulties 
in total3 

9.00  
(0.00-
24.00) 

5.75  
(0.00-
31.00) 

0.24 8.00  
(3.00-
21.00) 

5.00  
(0.00-
21.00) 

 0.02 0.80 
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In the workshops and focus groups, both the children and the teams also 

experienced these differences beteen child and parental reports of child health 

and functions at healthcare encounters. The children and HCPs experienced that 

children described themselves healthier than their parents did. The children’s 

interpretation of the differences in child-parent reports at healthcare encounters 

was that the parents could misunderstand painful periods related to the 

rheumatic condition, while the child could have other explanations: ‘it may be 

their description of how much pain I have sometimes, and how often. Sometimes 

I only have sore muscles, while they think it is my joints’. Children also suspected 

that the parents could exaggerate and describe their children’s problems ‘worse 

than I think’ at times but with good intentions ‘because they love us’. On the other 

hand, both children, parents, and the teams also perceived that children and 

parents could describe the children's problems the same, and sometimes they 

needed to help each other to remember. One child responded: ‘I used to correct 

them (parents) a little sometimes. For the most part they are right’.  

Consequently, ‘in order to get the best care, it is important that both children 

and parents describe what they have seen and noticed’ (Child Workshop 8).  

The teams in the focus groups perceived that children focused on what was going 

well at the moment and were less concerned about their health and function than 

their parents were. Children did not emphasise past health problems but could 

respond ‘it is good’ or ‘it's mom, she thinks I'm in pain, but I'm not. For me, it 

works well’ (Focus group 3). This positive attitude was perceived when the 

symptoms, such as pain and stiffness, became everyday symptoms and nothing 

strange to the children. Therefore, the children had become habituated to the 

symptoms, and their reference frames for health and function changed during the 

course of the disease. The answers the team received seemed to depend on the 

HCPs´communication skills and how they posed questions to children. General 

questions about disease and health could give vague answers and result in larger 

differences between how the children and parents responded. Specific questions 

about how problems affected the children in everyday life (e.g., sleeping, eating, 

being with friends, and participating in sports) were considered to better capture 

how the children felt. Parents’ own feelings, worries, and past experiences of how 

they remembered their child’s health in the past were also considered by HCPs to 

affect differences in how children and parents described child health, since ‘they 

(parents) have had a long period of worries and concerns and maybe have seen 

that it has been hard, so they remember this, but the child has moved on or is not 

as worried and actually feels better’ (Focus group 1).  
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Healthcare professionals’ experiences of children’s 

participation at healthcare encounters (Paper Ⅲ) 

The analysis of how teams experienced child participation in healthcare 

encounters resulted in the theme “Creating an enabling arena” with three sub-

themes: “Bringing different perspectives”, “Building a safe and comfortable 

setting”, and “Facilitating methods in a limiting system”.  

Creating an enabling arena  

This theme illuminates how the teams face both possibilities and challenges when 

enabling children with JIA to communicate and participate in healthcare 

encounters. Both younger and older children were perceived as sufficiently 

knowledgeable and competent to communicate and participate in matters 

regarding their health. However, to create a comfortable arena for child 

participation, HCPs and the healthcare system together with the child’s parents 

must adjust to the child and the child’s self-identified needs. 

Bringing different perspectives  

This subtheme consists of the four categories: “Child and parent prepare 

together”, ”Difficulty to tell”, “Parents facilitate”, and “Parents have perspective”. 

The categories covered the teams’ experiences of how children and parents 

cooperated and complemented each other at healthcare encounters and how their 

perspectives could differ.  

The teams experienced that the children were more enabled to participate when 

children and their parents prepared themselves together before the healthcare 

encounters. Such preparation could include the parents and child discussing the 

child’s recent health problems, filling in health surveys together, and deciding 

what the family expected from the healthcare encounter.  

Both younger and older children were perceived as having difficulty in 

communicating their health problems. Young children could have difficulties 

formulating themselves, while adolescents were perceived as ‘of few words’ and 

wanting to ‘maintain a mask’. Adolescents also had difficulty opening up and 

having confidence in the encounter, but they were better able to remember past 

events, which provided the teams with more information about problems.  

The children were perceived as both capable and in need of telling how they felt. 

The teams regarded children as the experts since ‘they know how it is’ and 
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therefore wanted their opinions. However, children did not always know they 

were allowed or needed to tell about their problems and lives. 

 They think that adults understand much more than adults actually do. They 

think we, as professionals, understand how they feel even if they don't say 

anything (Focus group 1).  

Although the children often knew about their health problems, they did not want 

to listen and talk about them: ‘they may have major problems, but they are so 

terribly tired of questions for the moment’ (Focus group 3). Therefore, they could 

settle with telling just one HCP and not repeating their concerns with other HCPs. 

How the children felt on a specific day could also affect how they spoke about 

their health. The teams perceived that children also could be afraid of revealing 

how they really felt, since that could result in more medications, exercises, blood 

samples, or more questions. Therefore, children could respond to questions about 

their health from HCPs by saying ‘it is good’ even though they were suffering.  

Parents facilitated for their children and played a major role in communication 

with the teams. Parents interpreted their children’s symptoms and voiced their 

opinion when needed. They had a broader perspective, and they reminded their 

child of the past, added to their child’s story, and provided more details about 

their child’s feelings and difficulties in everyday life. Often a long time had passed 

since  the last healthcare encounter and much could have happened between 

encounters, so the teams wanted both children’s and parents’ views and 

information.  

Building a safe and comfortable setting 

This subtheme consists of the three categories: “Establishing safe relationships 

and routines”, “Strengthening through interaction”, and “Promoting safety 

through knowledge”. These categories cover how the HCPs adapted to the child 

and tried to make the child feel as safe and comfortable as possible during the 

healthcare encounter.  

The teams facilitated child communication and participation by making the child 

feel safe and supported at healthcare encounters and with the routines. Therefore, 

building a relationship by creating good contact and trust with both the child and 

their parents was important.   

The teams strived to strengthen the children through their interaction and by 

encouraging the children. If the child and their families had positive experiences 

and support, the child felt safer and more independent and ‘then they can be 
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willing to make more of an effort and can tell more about what their problems 

are’.  

HCPs turned to and addressed the children directly in order ‘to listen to the child 

and put the child first’ regardless of age. They conversed in an age-appropriate 

way, listened, and tried to understand the child's life situation by ‘striving to find 

the child's world’.  

It’s a bit about me understanding what they (the children) want to say. To listen 

carefully. Based on where they are in life, they can tell you quite a bit, but it is 

important for me to understand the context from which their description arises. 

And it’s not always easy.  So, based on where the child is in life, I think if we just 

let them say what they have to say and listen to their signals, I think they are 

pretty good at talking about their health. But my challenge is to understand 

(Focus group 2).  

The teams gradually gave the children more responsibility by giving them 

appropriate choices, support, and encouragement as well as confirmation. In this 

way, young people learned how to make their own decisions and take 

responsibility. However, HCPs along with the parents needed to take 

responsibility for decisions; they could not always leave decision making to the 

child. Adolescents were encouraged to become more independent by meeting 

with HCPs without their parents.  

The teams perceived that knowledge promoted safety for children, so the teams 

helped children and their families find appropriate information about JIA. The 

children required information, so they could understand the choices they had and 

what the choices meant for them in order to make the best choices. Children also 

required information about what problems were or were not related to JIA.  

But for them to be involved in decisions, they need to have good information and 

better understanding (Focus group 2).  

Facilitating methods in a limiting organisation  

This subtheme consists of the four categories: “Clinical examinations facilitate 

communication”, “Technology assists communication”, “Teamwork supports”, 

and “Inflexible organization inhibit”. These categories cover how the teams 

perceived that their working methods and organisation helped or hindered child 

participation at healthcare encounters.  

 

HCPs experienced that clinical examinations and observations revealed the 

child’s movement patterns, symptoms, and what was difficult for the child to 
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perform. Based on these examinations, the HCP could ask relevant questions, 

suitable for the individual child, which facilitated child communication and 

participation.  

I agree that you need to do a clinical examination, that you need to see how the 

child walks. And, similarly whether they have a sore knee and are limping or 

whether they have a sore jaw; these things will create incorrect movement 

patterns, and you have to do the examination. And then you can ask some more 

precise questions and get better answers (Focus group 1).  

Technology, such as photos, videos, and messages, that visualised the child’s 

problems was considered valuable and could be used as a starting point for child 

communication. Likewise, mobile apps and assessment forms, such as the 

Swedish Paediatric Rheumatology Registry, were considered helpful in 

communicating with the families and creating a dialog with the child. However, 

the use of technical solutions was considered time consuming, associated with 

technical and practical problems, and professional confidentiality issues.  

Teamwork itself was considered to support and facilitate child communication. 

Each HCP in the team observed and registered aspects of a child’s situation and 

shared this with the other team members. Therefore, the team could complement 

each other, obtain a comprehensive understanding of the child’s situation, and 

‘put the puzzle’ together. Joint encounters, where the child and parents met with 

all or most of the HCPs in the team at the same time, were considered facilitating. 

The children and their parents only needed to talk once, and all involved could be 

included in a common discussion and strive towards the same goals. 

The teams experienced that an inflexible healthcare organisation inhibited the 

optimal participation of children, since the few and short healthcare encounters 

did not favour building a relationship with the child. The short encounters made 

it more difficult for children to express their problems and concerns. 

Furthermore, the potential to engage smaller children with play or to meet older 

children with and without parents was hindered, and therefore limited child 

communication.  

Children’s, young adults’ and parents’ experiences of child 

participation and communication at healthcare encounters 

(Paper Ⅳ) 

The analysis resulted in the theme “Feeling alienated or familiar with healthcare 

encounters” and two subthemes: “Distancing oneself from healthcare 

encounters” and “Being at ease with healthcare encounters”.  
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Feeling alienated or familiar with healthcare encounters 

This theme illuminates how children felt alienated at healthcare encounters if 

they found the encounters emotionally distressing. Children could withhold 

information regarding their health and function from both HCPs and their loved 

ones. In order to feel at ease with healthcare encounters, children required extra 

support from the HCPs and their parents, especially when they were young, and 

during the first period after diagnosis. The children also needed to feel safe with 

the HCPs, feel understood, feel respected, and feel that they received the help they 

needed. If their needs were met, the children could feel familiar with the 

healthcare encounters and ‘grow in to it’ (Table 8).  

Table 8. The sub-subthemes, subthemes, and theme presenting children and 

young adults with JIA and parents of children with JIA and their experiences 

regarding child participation in healthcare. 

 

Distancing oneself from healthcare 

The subtheme “Distancing oneself from healthcare” consisted of the three sub-

subthemes: “Stressful healthcare encounters”, “Feeling disregarded”, and 

“Withholding information”. These describe why the children felt reluctant to 

participate in healthcare encounters and express how they really felt.   

Children distanced themselves from healthcare when they found the encounters 

emotionally distressing. This feeling was due to, among other things, the 

uncertainty of what would happen. The children felt they had no control over the 

situation and worried they would hear ‘bad news, like things have gotten worse 

maybe. New medications.’, and would need to leave blood samples. Having to 

undress in front of several staff, students, and their parents were perceived as 

violating privacy, and the child needed to ‘turn off and try not to be bothered, but 

Sub-subtheme Subtheme Theme  

Stressful healthcare 
encounters  

Distancing oneself from 
healthcare encounters 

 
 
 
 
 
 
Feeling alienated or familiar 
with healthcare encounters 

Feeling disregarded 

Withholding information 

Being a normal event in life 
Being at ease with healthcare 
encounters Enabled by physical and 

mental space 
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it was still uncomfortable’. Likewise, having to weigh in at each encounter 

affected adolescents negatively.  

Children felt labelled as a ‘rheumatic patient’ at healthcare encounters since the 

discussions were all about the condition, difficulties, and problems. Children 

wanted everything to be alright, and did not perceive themselves as sick but 

adjusted their lives according to how they felt, ‘I did like the best of it’, and they 

did not want to think about their problems. They disliked the focus on their 

limitations rather than their strengths.  

I mean the everyday life, then maybe you do not always have to feel so sick or so 

rheumatic. You have your limitations, but everyday life has been adapted to you, 

so you can manage and you can have fun and so on. But when you come to the 

hospital you are suddenly sick. And it is not fun to focus on that part and be a 

rheumatic patient. Here you are rheumatic and here you are stiff in the joints 

and cannot make a fist and… (Child Workshop 7). 

Parents reported that their child felt disregarded. This was because the HCPs did 

not listen to and take the child’s views seriously but relied solely on what the blood 

tests displayed. The child had to clearly mark their feelings by, for example, crying 

and saying: ‘I can't stand it. You have to do something now!’ before the HCP 

would take the child’s complaints seriously. One child said to their parent ‘but 

they don’t understand me. Is this the way it is going to be?’. If the children 

reported problems and still did not receive help, they felt a lack of attention and 

found the encounters pointless and did not repeat the information again. Health 

surveys used in clinical practice were also perceived by children as not addressing 

their personal needs and problems and, consequently, were perceived as 

‘completely insignificant to me’.  

You have to fill out a lot of surveys every time you go there, but they are never 

important. Or at least not something you feel is important to you,  and you never 

hear anything back about them (Child Workshop 7). 

Children withhold information to HCPs for several reasons. Both younger and 

older children had difficulty communicating their problems and concerns to 

HCPs at times. When children did not understand health conversations, they 

could not keep up, did not know what to ask for, or how to formulate themselves: 

‘but then it's pretty difficult to explain when they ask how things are’. Children 

subsequently found the encounters tiresome ‘because when you don't 

understand something, it’s pretty boring’. They could also perceive the 

discussions as non-important and uninteresting and ‘just wanted to get it over 

with’. Both parents and children also responded that children could be shy and 

afraid of asking HCPs questions during healthcare encounters. Children 

responded that they could solve poorly understood conversations by repeating 
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what the parents said, what they had said in the past, or leave communication to 

their parents instead.  

Yes, my mom always comes with me to the hospital, and she kind of tells 

everything. Because they use such strange words, I don’t know what they mean 

(Child Workshop 1). 

Children responded that they protected their loved ones by not saying exactly how 

bad they felt physically and mentally since they did not want to upset them or see 

them overreact: ‘They get more worried and like.. but what can we do? What can 

I do to try help you? But there is nothing (they can do)’. Children also hid 

problems from HCPs and did not tell how bad they felt: ‘I usually say that I'm 

fine, so I can avoid Methotrexate’.  

‘When I was little, I always said I was fine, it's okay. It's because you want to get 

away. So, when you are little, healthcare is not such a fun place. Nah. There are 

grown up people who do strange things with your body. So, you do not really 

know what is happening’ (Child Workshop 5). 

The children did not report current physical problems they knew would pass or 

all troublesome problems in the past. Instead, they could focus on worsened 

problems that required medication. In addition, children did not always reflect or 

focus on painful periods or disease deteriorations but became resigned to their 

situation.  

Sometimes I was in pain so often so I tried to suppress it a bit or you don't worry 

too much about it, because you know it will disappear. There is no need to, like 

bring it up (Child Workshop 7).  

Mental problems were seen as separate from physical problems and ‘I don't think 

I really understood that it was something I could get help for’. For this reason, 

children did not talk about such problems. Therefore, children found it desirable 

that HCPs asked them subtle questions about mental health, such as school and 

home conditions, sleeping and eating habits, so the HCPs could respond to such 

problems. 

Sometimes children kept problems inside for emotional reasons ‘ I think I wanted 

to be a little, sometimes a little tough too. Not so sentimental’. It was easier for 

the children to explain when they showed problems instead of just talking about 

them during the encounters. Therefore, children found examinations by HCPs 

valuable for detecting problems.  

I had problems in one of my elbows that I didn’t understand. I couldn’t stretch 

out completely, but I didn’t think about it, because it hadn’t been hurting me. 
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Then I got a cortisone shot and that let me stretch the elbow again. I wouldn't 

have found out about that if I hadn't had a personal encounter (Child Workshop 

8). 

Being at ease with healthcare encounters 

The subtheme “Being at ease with healthcare encounters” consisted of the two 

sub-subthemes “Being a normal event in life” and “Enabled by physical and 

mental space”. These describe how children felt more comfortable over time with 

coming to HCPs when they knew what would happen, and felt that HCPs gave 

them the necessary support they needed to participate.  

Children appreciated a welcoming healthcare encounter, which made them feel 

more at ease. This was especially important at the first encounter when HCPs 

needed to be extra nice and kind to the child ‘so the hospital is a safe zone’. With 

more routine and older age: ‘when I was eleven maybe. Then I began to 

understand a little’, the children felt safer, and communicating problems to HCP 

was easier ‘ once I understood that they (HCPs) just wanted the best for me, then 

maybe I dared open up a little bit more and say, “I'm actually hurting. I need 

help’”.  

When the healthcare environment had a homey atmosphere and ‘child-friendly’ 

furnishings the children felt better about visiting the team. White walls, dull 

colours, and dark rooms with ‘such a creepy lighting’ was associated with ‘those 

institutions in horror movies … will they eat me?’.  

Both children and parents had also experienced that they had been well treated 

at healthcare encounters. It was easier for children to communicate with HCPs 

they had a personal and positive interaction with. If HCPs were dedicated and 

cheerful and ‘dared to make a joke. Then it’s more fun to be there’. Likewise, if 

the child was scared and got to meet the ‘happiest person in the world. Then it 

immediately felt much, much better’. 

When HCPs focused on the child’s interests and how they could cope with these, 

‘instead of just asking about pain and stiffness all the time’, it became easier for 

the children to commicate their problems. Having confidence and trust in HCPs 

was important. Children had more confidence in HCPs if they were calm, 

confident, and positive, and communication and participation was facilitated if 

the families met the same HCP because ‘it is difficult otherwise with trust, that is 

where you can find each other’. A new HCP for the child entailed that ‘it can be a 

little difficult. And then I like hide behind my mom and let her talk’. It was also 

easier for the children to open up and be honest if they felt that HCPs understood 
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them, that they believed in the children and did not blame them in any way. When 

children received positive results about their health, the encounters felt better.  

‘At school, we have this kind of thing, if we are to give criticism, then you have to 

say two good things and one bad thing. I almost think it should be the same, like 

this: ‘yes this is great, but this is not so good’ (Child Workshop 4).  

Parents and children responded that the children could be more independent and 

participate at healthcare encounters if they knew what was going to happen and 

which HCPs were going to attend. Children wanted to have the chance to decline 

e.g. student attendance in advance, and wanted to know if they needed to undress 

during the encounter, so they could bring appropriate clothing. Some children 

preferred to write down health concerns to remember for the encounters, while 

others did not need such preparation. The parents perceived that preparations 

before their encounters, such as bringing pictures and videos showing the child's 

problems, facilitated communication about the child’s problems. Likewise, a 

simple and short questionnaire that focused on the child’s interests, and going 

through these with HCPs during the encounter, could help. 

So, what I was trying to do, it’s a good thing to start with, maybe give as a 

suggestion to write down at home. Write down questions at home, write down 

thoughts, write down, for example, the times you have a little extra pain and so 

on. You document it in a notebook of stuff to bring with you to the next encounter 

(Child Workshop 6).  

Children responded that they wanted to participate and express their own views, 

because ‘I don't want my parents to tell everything. Because it is my body, it is 

mine body that hurts’. However, they required mental space and time to think: ‘I 

don't know, it’s like I don't understand. Or I just think for quite a while and then 

my mother answers instead. Because I haven't figured out what to say’.  

Children wanted and needed to discuss sensitive matters and behaviours, and 

some found it easier to talk to the physician themselves without their parents. 

When a child met HCPs without parents, the encounters felt different for the 

child. The HCPs talked to the child in another way, and the child told the HCPs 

more, dared to ask question, and learned other things.  

But sometimes they can use more difficult words when the parents are there. 

While here, they’re trying to make it kind of personal. How do you say it, get to 

know me better? (Child Workshop 5).  

However, this differed between which HCP children preferred to meet alone: ‘if 

I'm just going to take medicine, then I can do it myself. And if I go to meet the 

doctor, then it can be good to have my parents with me’. Children felt they 
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remembered how they had felt, but they had to be more aware and more attentive 

during their own encounters without parents.  

‘Yes, sometimes you may want to check with your parents while talking to the 

doctor. Then you can’t’ (Child Workshop 5).  

Children wanted to participate in both minor and major decision making, because 

‘I may feel that the medicine is also doing more, and that this medicine will help 

me if I can choose it and that may then help me feel mentally better because I’m 

active in choosing the medication’ (Child Workshop 8). However, the children 

wanted to leave some decisions to the HCP instead: ‘but I feel like this, they really 

know best. Yes, so they must decide some’.  

Children had also felt they had been listened to in healthcare and ‘I have always 

felt that my doctors have understood, have still tried to help me. I have always 

felt that my doctor has tried to help me’. Children responded that parents 

sometimes needed to accompany them to the encounters since the parents could 

remember other matters and had another overview of the child’s problems in the 

past. Therefore, the parents were able to remind the child and complement their 

information to HCPs.  

But, when you are so young, then you have to help each other, because if you get 

the diagnosis when you are very little then you do not know what a normal 

condition is really. Then, it is good to receive help from your parents, since they 

also can help (Child Workshop 8). 

The HCPs efforts needed to be adapted to the situation, activities, and interests 

of the child in order to provide the child with tailored help. Exercises from a 

physiotherapist, for example, needed to have a clear goal and target what is 

important to the child and in a suitable way for the child. Otherwise, the child was 

not motivated to do the exercises: ‘maybe the first day, but then I just, no I don’t 

have the energy’. Encounters where the children were allowed to be physically 

active opened up for more communication because: ‘with the physiotherapist and 

occupational therapist, it feels like you can show more. And then it's easier to 

explain’.   

However, they did not always know which problems were related to JIA, and 

could believe that everyone else had similar problems.  Both children and parents 

wanted continuous information about how to manage the condition and the 

treatments. Side- effects of medications were important for children to know 

about since these could be hard to cope with: ‘That seems to me the most 

important thing about medication and side effects after I got Metotrexate. Does 

this make me nauseous or? If so, I did not intend to take it’ (Child Workshop 5). 
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Information both orally and written were appreciated, as well as suggestions on 

where to find further information, where to turn to in case of problems, and 

information on how to contact the JIA team. The participants wanted the 

information to be honest and in line with the child's maturity and development, 

so the child could understand. It was also important that information was 

presented with a sense of hope and supplemented with what one could do to 

relieve problems. The HCPs should ask: ‘have you (children and parents) 

understood?’ after information sharing to ensure that everyone had understood. 

I don't always know so much about my disease and about me and how it affects 

me. Because I learned about it when I was so little that I have forgot … But I 

didn't dare  ask as much when I was little (Child Workshop 6).  
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Discussion 

Children’s participation in healthcare  

Children may want to distance themselves from healthcare encounters if they find 

them emotionally stressful. Children would feel more at ease with healthcare 

encounters, if they felt safe and strengthened, and if experienced personal and 

positive encounters and were given the appropriate space.  

Lundy’s model (Figure 3) will be used (12) to structure the following discussion 

on children’s participation in healthcare encounters. Lundy’s model promotes 

and structures children’s needs for the successful implementation of Article 12 in 

the UNCRC (13). Welty and Lundy state: ‘Engaging with children and young 

people as right-holders and providing the space, encouraging their voice, and 

providing an audience to influence decisions affecting them helps empower 

children as effective agents of change in their education and beyond’ (90). 

Although Lundy’s model was developed for educational settings, it provides a 

useful model with the four key concepts that should be considered for children’s 

participation in healthcare: Space, Voice, Audience and Influence (13). Space and 

Voice relate to the formulation of children’s ‘Right to express a view’ in Article 12 

and Audience and Influence relates to the formulation of children’s ‘Right to have 

views given due weight’ (13).  

 

       
Figure 3. Lundys model of childrens’ rights to participation, as laid down in 

Article 12 of the United Nations Convention of the Rights of the Child (13).   

Space 

The children in this research found healthcare encounters emotionally stressful. 

They did not know what was going to happen, were afraid of hearing bad news, 

Space Voice

Influence Audience

Right to express a 
view

Article 12

Right to have views 
given due weight
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and they were exposed to situations they did not like. It is therefore important 

that HCPs are aware of these worries and stress factors among children. By giving 

children as much positive experience and support as possible, they may feel safer 

and more independent at healthcare encounters. Likewise, meeting the same 

HCP felt safer for the children, and enabled them to communicate more. In line 

with our results, Coyne has also found that children may avoid being active in 

healthcare encounters for various reasons; they fear bad news, do not want to 

cause trouble, do not want to disappoint HCPs, do not have sufficient time with 

HCPs, are unable to understand medical language, and they are unable to 

understand their parents’ actions (1). Gilljam et al have also concluded that it is 

important to reduce children’s fears and uncertainty, to enhance children’s 

confidence, and increase their participation in healthcare encounters (21).  

These results relate to Lundy’s concept of Space. Children should be given 

opportunities to express their views, they should be asked about which matters 

they consider important, and how they would like to participate at a healthcare 

encounter (13). HCPs should also address children directly and, avoid ‘talking 

over their heads’ (14). Article 2 (non-discrimination) and Article 19 (right to be 

safe) (11) also relates to this concept (13). The child has the right, not the duty, to 

express a view. It is important to remember that there might be occasions when 

children do not want to be involved, which should be respected too (13).  

Children and parents responded that they wanted to be prepared and informed 

about plans for the healthcare encounters, so the children would feel safer. The 

teams suggested that children and their parents prepared themselves together 

before the encounter, so the children could reflect on which matters were 

important to them, and voice their concerns at the encounters. One method for 

such preparation is Genia (91), an application targeted at children with JIA. Genia 

seems to improve children’s awareness and self-management, and helps 

empower children to communicate personally relevant illness concerns with 

HCPs.  

A homey environment would be calming to children, which has been confirmed 

by Todres and Diaz. Those authors also suggest that the physical space in child 

healthcare should be welcoming and appropriatly furnished for all ages: 

colourful, well lit, clean and with messages that reflect diversity (25).  

The children in our study struggled with understanding medical language, 

discussions, and questions posed to them at healthcare encounters. 

Consequently, the children could not participate according to their wishes, and 

were reluctant to participate at the encounters. The children did not have 

sufficient time to think about the questions they were asked and to formulate 

what they wanted to say. Adults, and especially HCPs involved at healthcare 
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encounters, must, therefore, use their power wisely, and ensure the children are 

given the space they need and understand the communication. The child 

respondents said that they became more experienced over time, felt more familiar 

with healthcare, could participate more, and were more involved in 

communications and decisions makings.  

However, the JIA teams expressed concern about time constraints. The 

healthcare encounters were few, short, and infrequent, which counteracted 

building trust and a relationship between the child and HCPs. Likewise, Coyne 

writes that HCPs might not support children’s participation for reasons related to 

their professional role and attitudes and because of a chaotic environment. These 

reasons include time constraints, disagreement with the child’s wishes, 

uncertainty about the child’s competence, and lack of communicative skills with 

children (1). Other authors have found that adolescents want and need to talk 

about important health issues, so HCPs who build relationships with adolescents 

can encourage young patients to open up (25, 92). According to the WHO, 

adolescents from different parts of the world identified two key expectations and 

preferences for a ‘youth friendly’ health service. They wanted to be treated with 

respect and to be sure that their confidentiality was protected (27). 

Voice 

The children wanted to actively participate in healthcare encounters, speak for 

themselves, and participate in healthcare discussions and information exchange 

as much as possible. Other authors have concluded that children’s preferences for 

participation in healthcare situations can vary depending on their illness, 

competence, age, and type of decision to be made. At times, children want to be 

active participants, and at times, they want to be passive bystanders. Parents and 

HCPs should, therefore, view children as individuals with needs that vary 

according to each situation (17, 93).  

The concept Voice relates to above findings. Children have the right to express 

their views freely, depending on their ability to form a view, whether mature or 

not (13). This concept also relates to Article 5 (the right to guidance from adults), 

and Article 13 (the right to information) (11, 13).  

 

HCPs are responsible for ensuring a child’s rights and encouraging and enabling 

the child to make their views known on issues that affect their life (5, 17, 20, 21, 

91). The rights of children and adolescents should be reflected throughout the 

healthcare process, and a child’s maturity does not determine whether they have 

rights, but rather what weight is given to their view (17, 25).  
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The team adjusted their way of communication with the children, and did their 

best to understand what the children were telling or showing them through 

activities. Similarly, Todres and Diaz have suggested that HCPs should engage 

young people in a ‘developmentally appropriate way’ to ensure meaningful 

communication and to create opportunities for participation (25). Findings from 

other authors have shown that communicative skills among the participants in 

three- way encounters can be improved and result in enhanced family adherence 

to treatment recommendations, improved health in children, and improvement 

in the effectiveness of the healthcare system (94). Interventions focused on 

disease-related information, structured ways for participation and HCPs 

communications skills, also improved the frequency and range of children’s 

engagement during encounters, satisfaction with their interactions, decisions and 

relationships with HCP’s (30).  

Two-way healthcare encounters between HCPs and adolescents without parents 

were experienced as positive for both children and the teams. Such encounters 

encouraged more child communication and building of the relationship between 

the HCP and the child. Other authors have also found that adolescents with JIA 

reported that they, irrespective of their personality and confidence, preferred to 

talk to HCPs alone (25, 95). Parents have a significant influence on whether 

children are involved at healthcare encounters or not (1). Adolescents and their 

parents may differ in their  preferences for child-physician interaction and the 

role of the parent during healthcare encounters (2). Parents can have focuses and 

needs at encounters that do not match the focuses and needs of the child when it 

comes to communicating with HCPs (96). Parents’ presence can inhibit 

adolescents from discussing sensitive topics or asking questions. Although 

adolescents appreciate their parents’ active involvement and support, they can 

find their interference annoying and redundant at three-way healthcare 

encounters (2).  

Nevertheless, parents were seen as complementary by both the children and 

teams, since parents could refresh their child’s memory and complement their 

descriptions. Younger children in particular were considered to have difficulties 

explaining themselves and, subsequently, needed their parents to interpret their 

symptoms and to voice their opinions. Children and parents had different ways 

of communicating the child’s health to the teams. Children were seen to live in 

the moment, focused on positive aspects, while the parents had a longer 

perspective and focused on the child’s problems. Therefore, the teams wanted 

both children’s and parents’ views and information. Söderbäck et al. have found 

that parental presence in healthcare encounters helps establish a truly child-

centred approach that includes both the adults’ perspective of what they believe 

is in the child’s best interests in terms of care and the child’s perspective with 

respect to their own preferences (20). Adolescents want to have a say in important 
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health-related decisions and are usually not opposed to doctors asking personal 

questions in front of their parents (2, 25). Some adolescents feel more 

independent and display a higher degree of self-esteem in healthcare encounters, 

while others feel less capable of self-management and want their parents present 

during encounters. Some adolescents lean on their parents because they feel 

uninvolved and incompetent or lack confidence, and worry about their health, 

therefore, their parents’ presence supported them in coping with their 

insecurities (2).  

Parents and HCPs might withhold information to a child if they find the child 

vulnerable (97), and HCPs can be concerned about over-whelming families with 

information, especially at the beginning of disease onset (98). Likewise, the 

children in our study responded that they could withhold information on how bad 

they really felt because of fear of the consequences of such disclosures. Nor did 

the children want to worry or upset their loved ones. As a result, information may 

be restricted to everyone included at three-way healthcare encounters.  

The children in our study were more motivated to communicate and participate 

in healthcare encounters if they felt they received appropriate help, for their 

expressed problems. Otherwise, the children found it pointless to repeat matters. 

Teams also perceived that children could withhold information because they were 

tired of continually talking about their problems. Therefore, children settled with 

telling just one HCP and not repeating their concerns to other HCPs, but could 

say ‘it is good’. Likewise, the children responded that they did not want to focus 

so much on their problems and the negative aspects of the disease. They had 

problems discussing mental health issues and in asking HCPs sensitive questions. 

They found it important that HCPs asked such questions, and that HCPs were not 

judgmental when discussing sensitive matters.  These results are in line with 

results from an Australian children study of children with JIA and the parents of 

children with JIA. In that study, most participants believed that psychological 

services were vital to address the physical and mental impact of the disease on 

children (96).  

The teams perceived the children as capable of revealing and wanting to tell how 

they felt. However, they perceived that children did not always know that they 

were allowed or needed to tell about their problems and lives. Therefore, the 

teams emphasised that HCPs need to tell children that they want to know their 

views. In addition, HCPs should ask children if and how they want to participate 

at each healthcare encounter (13). 

Both the children and parents requested more initial and continuous information 

about the disease, which symptoms were or were not related to JIA, the 

prognosis, and the medical treatment of JIA. The teams also experienced that 
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children needed age-appropriate information about their disorder, symptoms, 

and treatments so they could feel confident and could make informed decisions. 

In a thematic synthesis of qualitative studies (51), children with JIA wanted HCPs 

to deliver holistic care and ongoing current information about their illness, 

treatment, and procedures. Those children also wanted information about 

medical research and advances in JIA, to gain a sense of optimism for the future 

(51). Also Van Dijkhuizen et al have found that improvements were needed in the 

supportive care of patients with JIA and the accessibility of information (99). The 

patient association Swedish National Organization for Young Rheumatics in 

Sweden conducted a survey in 2017 that concluded with the Swedish Young 

Rheumatics report.  The results showed, for example, that members wanted more 

information on how their rheumatic disease and medical treatment affect sex, 

family life, and family planning (100). Even though another survey showed 

limited evidence of increased knowledge among children leading to improved 

levels of child engagement during healthcare encounters (30),  the children and 

parents in our study clearly expressed a need for more information.  

Both HCPs and parents must ensure that children can participate as much as they 

want in information sharing. In a study of children with cancer, most children 

wanted to be included and participate in information sharing. Nevertheless, at 

times, children want their parents to ‘filter’ the information to them instead, 

especially when the children feared hearing bad news, were reluctant to ask 

questions or felt ill (97). Therefore, to keep children’s best interests at heart and 

to meet the children’s rights to information, HCPs should inform the child about 

the disease and its treatment, in an age- appropriate way and in accordance with 

the child’s wishes for information. 

Audience 

Children experienced being not taken seriously by HCPs. The children had 

described severe problems at healthcare encounters, but the HCPs had not really 

listened to and understood them. The children, consequently, felt disregarded 

and could not be offered the medical help they needed. In contrast, other children 

had felt that the HCPs always listened to them and had perceived that HCPs could 

help them. Söderbäck et al have pointed out that in order to capture a child’s 

perspective, parents and HCPs need to be attentive, sensitive, and supportive of 

each child’s expressions, experiences, and perceptions (20). These results are 

related to the concept Audience, i.e. children’s rights to have their views actively 

listened to, not only heard, by those who make decisions. Effective observation 

and registering non-verbal cues children use at encounters when they express 

their views should be included (13). 
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Questionnaires as used in Papers Ⅰ and Ⅱ may be one way for children to express 

their views. However, questionnaires may not reflect children’s own concerns or 

relate to them, their problems and lives, which was pointed out by the children in 

our study. Additionally, the children did not know what the questionnaire was 

used for. Therefore, it is important that HCPs explain the reason for using a 

questionnaire, and give the children feedback on their answers.  

Both younger and older children were perceived by the teams as knowledgeable 

and sufficiently competent to communicate and participate in matters regarding 

their health. However, HCPs could have difficulties encouraging children to 

express their health problems, and found it important to consider how they 

communicated with children. This is in line with the study by Nilsson et al., which 

suggests that children more easily express their opinions when questions are 

related to their everyday lives (22). Others have found that open-ended questions 

can usually lead to more efficient, accurate patient histories. But for younger 

children, closed questioning could work better (101). For instance, the teams in 

our study experienced that they received vague answers to open-ended questions 

and greater differences between how a child and their parents described the 

child’s health when they posed open-ended questions. Nevertheless, in line with 

the previously mentioned studies, the teams expressed that specific questions 

about the child’s everyday life better captured how a child feels.  

Influence 

The children in our study wanted to have a say in decisions related to their health, 

such as medications. Nevertheless, they did not require full responsibility for 

decisions making, since they relied on HCPs’ knowledge. In the Swedish Young 

Rheumatics report, almost half of the respondents felt that healthcare did not 

work actively to make them feel joy of life or to be able to fulfil their dreams. 

Almost four out of ten were not satisfied with their medical treatment, and they 

experienced that they did not have any influence over the choices of medical 

treatment (100). 

The concept of Influence relates to children’s views being ‘given due weight in 

accordance with their age and maturity’ (13). Article 3 states that consideration 

of children’s best interest is required in decision-making. However, the 

formulation ‘given due weight’ in Article 12 is problematic since it is linked to ‘age 

and maturity’. Therefore, children’s communication and participation in 

healthcare encounters can be undermined by adults’, who may decide that 

children are not sufficiently mature to express their views  (13, 90).  However, 

children’s rights to have their views given due weight cannot be neglected on the 

basis that the adults in their lives know what is best for them (13).  
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The participants in our studies were asked for their views on child 

communication and participation in healthcare encounters, and several 

suggestions to enhance child communication and participation arose. However, 

the implementation of these suggestions is directed to the power of adults, and 

not the childrens. In a model for shared decision-making presented by Coyne, the 

concept Respect is included, and is useful. Other concepts included in Coyne’s 

model are Space, Preferences, Inclusion, Information and Trust (102). When 

HCPs restrict information to the child, communicate in a way that the child does 

not understand, do not hear the child’s opinions or do not provide the child the 

space they need, then they do not respect the child.   

A model of children’s actual level of participation has been presented by Shier 

(103). Shier’s model relates to Lundy’s model since both include how children are 

best supported to make their voices heard and to participate in decision makings. 

Shier’ s ladder includes five levels: (1) children are listened to, (2) children are 

supported in expressing their views, (3) children’s views are taken into account, 

(4) children are involved in decision making, and (5) children share the power 

and responsibility for decision making (103). To ensure that HCPs endorse the 

UNCPC, they must reach level 3 in the model (103). However, the model lacks the 

option passive involvement, which children may prefer in certain situations (2, 

17, 18). The model also lacks how well informed the children are about decisions 

and what the decisions mean.   

Health-related quality of life reports and mental health 

reports by children 

The children in our sample reported their HRQOL lower than their peers without 

JIA, which is in line with other studies of children with JIA (104-107). In 

comparison to a European reference data cohort (60), the results from the 

DISABKIDS for JIA measures, our sample of children with JIA rated their 

understanding significantly lower. With the DCGM-37, our sample of children 

also rated their physical limitation significantly lower than the European cohorts 

of children with JIA and European children with chronic conditions (60). These 

results may imply that the children would need healthcare interventions and 

school interventions.  

Hall et al found in their review that children with chronic disease who have better 

control over their symptoms also report better HRQOL (108). The authors 

suggest that information from HRQOL measures can be used to develop 

strategies in physiotherapy, and to work towards goals that are important to the 

child and their family (108). In addition, the children and parents in our study 

suggested that physiotherapy exercises needed to be enjoyable, integrated, and 
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related to the child’s everyday living, interests, and leisure activities. Otherwise 

the child will find the exercises boring, uninteresting, and will not perform them. 

These findings are in line with Tong et al (51), who also found it important to 

adapt physiotherapy intervention to the child.  

Child respondents in the present research reported mental health within a normal 

range on all subscales and in a total difficulties scale score, measured with the 

SDQ questionnaire. These results agree with the Misterska et al study of children 

with JIA (109). Barthel et al found subjective and mental health problems related 

to HRQOL in children with asthma, diabetes, and JIA, and highlight the necessity 

of evaluating mental health issues in the treatment of children with chronic 

somatic diseases (110). Ding et al suggest that psychological functioning is 

associated with physical disability but not with disease activity, and the authors 

conclude that short-term inflammation does not significantly affect a child’s 

psychological functioning (111). With that in mind, our results show that the child 

respondents had generally no or low/mild disease activity and disability with no 

gender differences. This may be one of the reasons for the children reporting their 

mental health within normal range.  

Gender differences and similarities in health-related quality of life 

and mental health reports by children  

The girls and boys in our studies reported their HRQOL and mental health 

similarly in the questionnaires. In contrast, a community sample of boys reported 

significantly more problems than girls in all areas except emotional problems 

(112). Likewise, of a sample of children six to eight years in Sweden, boys reported 

more problems than girls with sleeping behaviours and on the total difficulties 

score. But there were no gender differences on the conduct problem subscale or 

on the peer problem scale (80). Gender differences were also evident in the 

Barthel et al study, where girls with a chronic illness reported worse psychological 

wellbeing but better physical function, social support and fewer peer problems 

than the boys (110). The authors found better psychological wellbeing, social 

support and fewer peer problems among children with at least one comorbidity. 

The authors assumed that children with a comorbidity may experience more 

support from family and peers due to the greater disease burden than children 

with only one disease (110).  

Differences and similarities in health-related quality of life reports 

and mental health, by children and parents  

Differences between child and parental reports of child HRQOL were evident 

especially among girls and with the generic HRQOL questionnaire and the 
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HRQOL questionnaire developed for children with chronic conditions. Other 

authors have found the same gender differences, with lower agreement between 

female children and their parents (7, 113). The same pattern was observed among 

girls and boys who self-reported HRQOL. Girls reported their better health on all 

sub-scales and on HRQOL total scores than their parents, while boys reported 

worse health on all sub-scales and on the HRQOL total score than their parents. 

However, the only significant difference for boys was the social functioning sub-

scale. In contrast, there were similarities between child and parental reports of 

child HRQOL measured with the JIA- specific questionnaire. 

There were also evident gender differences in mental health reporting between 

child and parent. Here, the boys reported significantly more peer problems and 

total difficuilties than their parents. Likewise, Ding et al  have found peer problem 

discrepancies between reports from adolescents with polyarticular JIA and their 

parents (111).  

Both children and the teams in the qualitative studies experienced differences 

between child and parental reports of child health at healthcare encounters. The 

participants perceived that parents reported their child’s health worse than the 

child did, at encounters with HCPs, which is in line with the findings of girl-

reported HRQOL. These findings agree with other cross-sectional studies, were 

children with chronic conditions tended to report their health better than their 

parents (24, 63, 65, 108). However, the teams did not find gender differences in 

how children and parents communicated the children’s health at healthcare 

encounters.  

Different disease, child, or parent characteristics may have implications for child-

parent differences in HRQOL and mental health reports in children. Chronic 

diseases can include a number of different problems, with a range of health 

concerns, different aetiologies, symptoms, and treatment regimes, disease status 

(on or off treatment) and time from diagnosis and treatment (7). This is true for 

JIA, where fluctuations in disease-activity, the side effects of medications, and 

the presense co-morbidity are common. Comorbidity may have had some impact 

on our results, since one third of the boys, and about one out of four girls reported 

at least one additional diagnose. Otherwise, girls and boys did not differ in any 

characteristics, except for JIA diagnosis. However, the relatively high frequency 

of comorbidity, related to JIA or unrelated conditions, may have influenced the 

results of both the children’s HRQOL and mental health and differences in child- 

parental reports.  

Girl participants in the present research reported better physical health, 

emotional and social functioning, independence, and emotions than their parents 

did. While boys reported worse social functioning and peer problems than their 
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parents did. These results do not correspond completely with those of other 

authors, who suggest that parents are better at reporting their children’s 

observable behaviour and physical functioning, such as walking, running, and 

functioning in school, but are worse at reporting emotional and social functioning 

and internal symptoms such as pain, fatigue, and feelings (112, 114). Physical 

functioning has been suggested to be important in JIA, and agreement in this 

domain was, therefore, more likely to be high for children with JIA (7). The 

majority of included items in PedsQL are observable and consequently, are 

suggested to reflect good child-parent agreement (7). However, there were 

significant child-parent differences among girls on most sub scales in PedsQL 

including physical functioning as well as physical functioning in DCGM-37. 

Another possible reason for child-parent differences in reports of child health 

may depend on children report several symptoms but perceive less impact of their 

perceived symptoms and difficulties, compared to their parents (66, 112).  

In line with our qualitative results, other authors have found that children might 

want to protect their parents from distressing information. This finding 

contributes to understanding how parents may have restricted information on 

their child’s health and symptoms (114). Parents may vary in their awareness and 

tolerance of their child’s health concerns (7) and are not in a position to observe 

their children in the many social environments that children are part of (114).  

In our studies, 37 mothers and 12 fathers, and in four families, both the mother 

and father completed the HRQOL and mental health questionnaires together. 

Authors have suggested that parents’ reports of their children’s health may be 

influenced by their own wellbeing and emotions when completing proxy 

questionnaires (108, 114). Parents may also take into account times when the 

child is very ill. In contrast, a child’s self-report may be better a representation of 

the immediate effects of disease and treatment on the child’s moment to moment 

HRQOL and disease-specific symptoms (114).  

Individual variables, not evaluated in this thesis, such as low educational level of 

the parents, children not living with both parents, lack of parental engagement, 

less communication with the father or friends may impact negatively on child-

parent differences (112). Mothers and fathers are sensitive to different aspects of 

a child’s behaviour and health, and two parents develop a more complete view of 

their child’s problems than one alone (7, 112). However, independent of parental 

status and socio-demographic factors, qualitative aspects of the child-parent 

relationship may contribute to child-parent differences and similarities in 

reporting child health. Parental engagement and good communication between 

parents and their children are important to increase agreement between parents 

and children (112).  
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The gender differences between child and parentals’ reports of child HRQOL can 

be considered as socially constructed (33, 35). Gender norms relate to behaviours 

that are considered appropriate, desirable, and ‘normal’ for women and men, for 

example, how women and men experience and express pain (115). Boys and men 

may be expected to endure more, be stoic, deny pain, be strong and silent, while 

girls and women are expected as more sensitive to pain, and more willing to talk 

about and show pain than boys (115). Such gender role expectations and views 

that boys do not talk about their problems,but are strong instead and, therefore, 

not used to discussing health problems was hypothesized in Paper Ⅲ by JIA 

teams. Williams has also found that boys try not to talk about their pain, whereas 

girls are more willing to talk about their pain (34), which agrees with research 

among adult patients (115). Therefore, such gender bias might be one reason for 

the gender differences between child and parental reports of child HRQOL and 

mental health. 

In sum, differences between child and parental reports of HRQOL are unlikely to 

indicate that either is wrong or right (7). However, relying on a proxy measure as 

a substitute for children’s own rating require knowledge on where and how 

parental and child reports can differ when we estimate child HRQOL (7). Child 

and parental reports of child’s HRQOL together give HCPs valuable information 

and a richer picture of the child’s problem (7, 108, 114). 

Methodological considerations  

This thesis includes both quantitative and qualitative methods, which may be a 

strength. Cross-sectional studies can gather a lot of information, illuminate 

different perspectives on an issue, and the findings can be analysed to create new 

theories, studies, or in-depth research (116). However, researchers might fail to 

provide insight into what people actually do and why they do it, when they try to 

quantify subjective experiences (117). Combining quantitative and qualitative 

studies can, therefore, present a more holistic and deeper understanding of how 

people experience and deal with problems (118). 

The quantitative method 

Three HRQOL questionnaires were included in the present thesis along with one 

questionnaire that measure mental health, which added up to 100 questions. 

Fewer questionnaires and questions for the children may have been preferable. 

There may have been too many questions to read, think about, and too many 

alternatives to consider at the same time. However, the children had a research 

assistant available if they had questions or if they needed someone to read the 

questions for them. In addition, families responded to a questionnaire (CHAQ) at 



 

54 

home before the healthcare encounters. The language of the DISABKIDS 

questionnaires was perhaps leading and negatively loaded, e.g. “Do you hate 

taking your medicine?” Questions on medication in the DCGM-37 were on one 

final, single and were easy to miss. That might be one reason that a large number 

of items were missing in that domain.  

SDQ is suitable to be completed by 11-16 year-old children by themselves, and the 

DISABKIDS questionnaires is suitable to be completed by 8-16 year old children. 

We included children 8-18 years. However, even children below 8 years are able 

to use rating scales, common responses terms, and can understand and interpret 

underlying concepts and, therefore, are able to assess their own health and 

HRQOL (119).   

There are diverse and no clear definitions of the term HRQOL (58), and most 

definitions do not differentiate sufficiently from health or QOL (58). Many 

HRQOL instruments may instead measure self-perceived health status (58), 

which might be the case with DISABKIDS for JIA, which measures impact and 

understanding, but not the mental or behavioral aspects of well-being and 

function nor a total scale score (57).  

The included HRQOL and mental health questionnaires have questions with a 

recall time of one month. A shorter recall time in questionnaires for children 

would be beneficial. Both children and parents can have difficulties remembering 

school-related issues, if the child has not attended school the past month (120). 

The CHAQ questionnaire was included in Papers Ⅰ and Ⅱ and in clinic routine 

before healthcare encounters, and was discussed in Paper Ⅳ. The children 

disliked the CHAQ and found it unrelated to themselves and their everyday lives 

and problems. I addition, they did not understand the value of the questionnaire 

and why the responses were collected since they did not receive any response to 

their answers. The CHAQ is common in clinical practice and research nationally 

and internationally, but has a ceiling effect (121). For all those reasons, it is 

questionable whether CHAQ should be included in clinical practice or research in 

the future.  

The qualitative method 

The discussions at the children’s workshops were short and condensed with much 

valuable information. Therefore, we found the qualitative content analysis (QCA) 

method suitable for qualitative studies. QCA focuses on both the subject and the 

context when analysing experiences, reflections, and attitudes (87). QCA results 

are not considered as objective views about the world, but rather as the 
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researchers’ interpretations of and interaction with the data and the results (86, 

87).  

The participants in the JIA teams were chosen with purposive sampling (75), and 

most of the available HCPs agreed to participate. One strength is the richness of 

the focus group data. The participants represented a wide range of experiences in 

the field of paediatrics, different occupations, some with long and extensive 

experience working with children as a member of a JIA team, and some with less 

experience. Data collection in Paper Ⅲ was time- effective since three focus 

groups were conducted at the same time. However, as a first author as well as 

doctoral student, it would have been preferable to attend all of the focus groups 

in person. On the other hand, I attended and led all of the workshops, which was 

a strength.  

However, the recruitment of participants in Paper Ⅳ was challenging. It may 

have been preferable to start with individual interviews with children and 

continue with one or two workshops for the children. It would also have been 

desirable to have more male participants in all of the studies in order to more 

accurately analyse possible gender biases, differences, and perspectives. 

However, boys are less often diagnosed with JIA than girls are, so an even gender 

distribution was not to be expected in Papers Ⅰ and Ⅱ. Also, more women than 

men work in healthcare, and all three available male HCPs attended the focus 

groups.  

Trustworthiness 

Graneheim and Lundman state that credibility, dependability, and transferability 

are important measures for achieving trustworthiness in QCA (86, 87).  

For enhancing the credibility of the focus group study, the interview guide was 

discussed and decided upon among VL, AFW, MS, and RJ, who also analysed the 

focus groups and, thus, performed triangulation among researchers (75). The 

results were presented to some of the participants and other HCPs in JIA teams 

at the annual JIA team meeting in 2018 and at an international conference in 

spring 2019 for member check and peer debriefing (75, 122).  

The content of the workshops was discussed and decided upon between VL and 

AFW, and then discussed with CE and TL. VL and AFW analysed the discussions 

at the workshops, and the results from the workshops were discussed with IC, CE, 

and TL for triangulation between researchers (75). The recruitment of 

participants was challenging since few children did not want to participate in 

workshops. However, the young adults with JIA who participated in separate 

workshops added valuable information and shared their experiences of 
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healthcare encounters as a child. The results were presented and discussed with 

some of the participants in the workshops for member check (75), and their 

suggestions and feedback on results were included in the analyses. The results 

were presented to research peers and colleagues in paediatrics in autumn 2019 

and at an international conference in spring 2019 for peer debriefing (75). 

Another strength of the study was that the authors represented different 

professional perspectives including both ‘insider’ and ‘outsider perspectives’. VL, 

CE, TL, and IC have experience of working in paediatrics and working with 

children with JIA and therefore could be seen as insiders in the field. MS, RJ, and 

AFW were ‘outsiders’ in the field of paediatrics and working with children with 

JIA but they had experience of qualitative methods. However, we were all adults 

and, therefore, ‘outsiders’ in terms of children’s perspective. Having an insider or 

outsider perspective can be considered both as positive and as a limitation in 

some cases, and requires consideration since it is important to receive high 

qualitative data (123). If the researcher is a colleague, the participants might feel 

obligated to participate in the research, and the insider interviewer can lack 

necessary objectivity towards the social world they share with participants. 

Challenges can arise regarding sensitive questions and conflicts in a group that 

need to be adressed (93, 94). On the other hand, researchers with an insider 

perspective know about the research area, share their experiences, and have 

unique insight into participants reallity, which can open up for more honest and 

deeper discussions (124, 125). McEvoy also suggest that researchers are not an 

insider or an outsider in their own reasearch subject (124).  

For dependability, all focus groups had the same interview guide, and observers 

attended and summarised the discussions in two of the focus groups, thus, giving 

participants the opportunity to give additional perspectives on the content of the 

discussions in the group. An observer was unavailable in one focus group, but the 

group was led by the researcher with the most experience of interviewing and 

qualitative data collection. She kept notes and summarised the discussion. 

However, handling all the tasks may have impacted her potential to pay attention 

to the participant wishes to comment. Open dialogue about the content in the 

research team of the analysis process further enhanced the dependability of the 

studies.   

To facilitate transferability, we were transparent in the selection of informants 

and data collection with a thick description (75), and transparent about the 

analysis while still maintaining the anonymity of the participants. We also 

presented appropriate quotations. Our results might be transferred to healthcare 

encounters with children with other chronic conditions. However, it is the 

reader’s decision whether or not the findings are transferable to another context 

(86). 
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Krippendorff (126) emphasises that categories should be internally homogeneous 

and externally heterogeneous. However, human experiences tend to be 

intertwined, so it is not always possible to cre ate mutually exclusive categories 

(86). This was true in Paper Ⅲ since the categories “bringing different 

perspectives” and “building a comfortable setting” were somewhat intertwined.    

Ethical considerations 

In accordance with the UNCRC, children have the right to have a say on matters 

that concern them, and their opinions should be taken into account. In research 

involving children, it is central to balance their right to participate and express 

their opinions on matters that affect themselves, alongside their right to 

protection. Researchers must ensure that children in a research project are safe 

and must protect them from potential harm. Although involving children as co-

researchers changes the power dynamics, it does not remove them (127).  

Written and verbal information about the studies was provided, and informed 

consent was obtained from each participant and for children, from both parents 

before data collection. Quantitative data was reported on the group level without 

revealing results on the individual level. Participation in the studies was 

voluntary, and the participants did not need to give a reason to decline. All 

personal data and information were handled and stored according to directions 

from the Regional Ethical Review Board. Results are presented on a group level, 

which minimizes the recognition of individuals.  

Ethical approval was granted by the Regional Ethical Review Board in Umeå, 

Sweden (Approval No. 09-070 M, 2017/06-31 and 2018/135-32). 

Clinical implications 

HCPs need to consider the possible differences between child and parent reports 

of child HRQOL and mental health in questionnaires and measurements with 

generic questionnaires. There may be differences between how children and their 

parents experience and describe the child’s health at healthcare encounters. 

Children may also struggle with revealing how they really feel if they find the 

encounters emotionally distressing and feel disregarded. 

In order to obtain children’s views of their health concerns, they should be 

prepared for what can be expected to happen at the healthcare encounters. HCPs 

can further enable child participation if they use age-appropriate explanations 

and give children space, support, and tailored help. In the long term, HCPs enable 
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child participation by creating good relationships with the children and their 

parents and by strengthening the children’s confidence and autonomy.  

Children should be provided with information about the JIA team, and what type 

of help they can receive from team. In order to capture mental health problems, 

HCPs should ask children questions related to mental health issues. In addition, 

regular contact with the healthcare social worker in the JIA team would be 

preferable. 

Children, parents, and HCPs need knowledge of children’s rights as put forth in 

the UNCRC, so they understand that the UNCRC is a legally binding obligation, 

not something gifted from adults. Thus, HCPs need to develop strategies to 

promote child participation and include children in their own healthcare. It is 

important that children’s preferences and wishes are addressed in healthcare 

encounters. 

Future research 

Children and young adults with chronic conditions, such as JIA, should be 

included in future qualitative research. This step would contribute to increased 

knowledge on how HCPs and the healthcare organisation can empower children 

with chronic conditions to report and describe their health problems and 

concerns. Young adults can add valuable knowledge from their experiences based 

in their ‘recall-memory’ of healthcare encounters as a child. Therefore, young 

adults’ experiences and knowledge are valuable in creating interventions that 

facilitate child participation in healthcare.  

Future research that includes the service users throughout the research process 

to a higher degree is needed. Young adults and children, as service users, could 

participate in the formulation of study objectives, in research outline, and they 

could paticipate in data collection, which could be done by including peer-to-peer 

research and manuscript writing.  

The co-creation of information films together with children with chronic 

conditions could also be of value. Such films could provide information about 

children and healthcare encounters and how children and parents can prepare 

themselves before an encounter. In addition, information films could outline that 

children are allowed to, and should communicate and participate at a healthcare 

encounter as much as they want to. Films could also provide information on 

children’s legal rights according to the UNCRC.  
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Further research on differences and similarities between child and parental 

reports of child health at healthcare encounters should also be further 

investigated. Insights into the processes children and their parents base their 

reports on at healthcare encounters is necessary. 

HRQOL questionnaires should be developed that are directed to children’s own 

perceived health problems and concerns, questions, needs, interests, and 

priorities. HRQOL questionnaires should also capture children’s worries and 

perceived impact of the symptoms. Such questionnaires should be easy to read 

and answer for children, suitable for children at different ages, and easy to score 

and document in patient records. Such questionnaire could form common 

discussion material for children, their parents, and the HCPs at healthcare 

encounters. These questionnaires could be presented as an e-health solution or 

as hard copy, depending on the child’s preferences. It is also time to include more 

than two gender in future questionnaires, and in qualitative and quantitative 

research, so children with other gender identities feel included and respected.  
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Conclusions 

More than half of the girls and boys with JIA experienced suboptimal HRQOL 

measured with the generic HRQOL questionnaire. There were no gender 

differences among children’s self-report on any of the HRQOL or the mental 

health questionnaire, used in this thesis.  

However, significant differences between child and parental reports of child 

HRQOL were found, primarily among girls and with the two generic 

questionnaires. In subscales and total scales, where child and parents differed in 

their reports of child health, the same gender differences were observed. In a 

comparison of parental reports of child HRQOL, girls reported themselves to 

have better health than their parents reported, while boys reported their health 

worse than their parents. In the mental health questionnaire, there were 

differences between boys’ self-report and parental reports of child health. Boys 

reported themselves to have more peer- problems and total difficuilties than their 

parents reported.  

Child and parentals reports of child HRQOL were found to be similar in the 

disease-specific HRQOL questionnaire. These results may indicate that child and 

parent differences depend on the type of HRQOL instrument used.  

HCPs experienced that they enabled child participation and communication by 

creating a comfortable setting for children. HCPs adjusted their interaction and 

communication with a child, depending on the child’s maturity. They talked 

about the child’s experiences and challenges in everyday life. A collaboration 

between the child and their parents before the healthcare encounter and 

cooperation between the child, parents, and the HCPs during the encounters were 

perceived to help the child express their wishes and experiences. In the long term, 

the HCPs can enable children’s participation by creating a good relationship with 

the child and their parents and by strengthening the confidence and autonomy of 

the child.   

Children’s participation in healthcare encounters was found to vary depending 

on if the children felt alienated or familiar with the healthcare encounters. 

Children distance themselves and are reluctant to healthcare encounters if they 

find them emotionally distressing, feel labelled as a ‘rheumatic patient’, and if 

their views are disregarded during encounters. Children sometimes find it 

challenging to reveal how they really feel to family members and to an HCP for 

various reasons. In time, children can become more familiar and at ease with 

healthcare situations when they feel safe, and experience personal and positive 

encounters with HCPs. When they are prepared for what will happen, are 
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provided with the space and support they need, and when they receive tailored 

help, they are more enabled to participate and communicate.  
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