
 

 

 University of Groningen

Speaking of what matters most
Damsma-Bakker, Aliza

DOI:
10.33612/diss.194161283

IMPORTANT NOTE: You are advised to consult the publisher's version (publisher's PDF) if you wish to cite from
it. Please check the document version below.

Document Version
Publisher's PDF, also known as Version of record

Publication date:
2022

Link to publication in University of Groningen/UMCG research database

Citation for published version (APA):
Damsma-Bakker, A. (2022). Speaking of what matters most: the spirituality and the spiritual needs of Dutch
children with a chronic condition. [Thesis fully internal (DIV), University of Groningen]. University of
Groningen. https://doi.org/10.33612/diss.194161283

Copyright
Other than for strictly personal use, it is not permitted to download or to forward/distribute the text or part of it without the consent of the
author(s) and/or copyright holder(s), unless the work is under an open content license (like Creative Commons).

The publication may also be distributed here under the terms of Article 25fa of the Dutch Copyright Act, indicated by the “Taverne” license.
More information can be found on the University of Groningen website: https://www.rug.nl/library/open-access/self-archiving-pure/taverne-
amendment.

Take-down policy
If you believe that this document breaches copyright please contact us providing details, and we will remove access to the work immediately
and investigate your claim.

Downloaded from the University of Groningen/UMCG research database (Pure): http://www.rug.nl/research/portal. For technical reasons the
number of authors shown on this cover page is limited to 10 maximum.

Download date: 24-05-2023

https://doi.org/10.33612/diss.194161283
https://research.rug.nl/en/publications/d4951778-cbbf-418a-831b-6ef5f8fd93cb
https://doi.org/10.33612/diss.194161283


42   |   Speaking of what matters most Speaking of what matters most   |   43

H3 Searching the Soul. The spirituality and spiritual needs of Dutch 
children with a chronic condition of 8-10 years old from their own 
perspective. 
 

Authors: A. (Aliza) Damsma Bakker, R.N., MScN, MScE, PhD Student, R.R. (René) van Leeuwen, R.N., 

MScN, PhD, Professor of Healthcare and Spirituality, P.F. (Petrie) Roodbol, R.N., MScN, PhD, 

Professor of Nursing Science  

 

(Submitted) 

 

AAbbssttrraacctt  
This article describes the results of qualitative interview sessions with seven Dutch children between 

the age of eight and ten, who have one or more somatic chronic condition. They talked about their 

lives and what matters most to them, for the present as well as for the future. The results show that 

even though they mostly do not use religious or spiritual vocabulary, they most definitely can express 

their spiritual sensitivity in their own words. The in-depth interviews also show that they experience 

spiritual distress relating to their future perspectives, their sense of belonging as well as their (health 

care) experiences and the restrictions of their condition. Making sense of their life, their chronic 

condition and its perspectives that are largely a mystery for them, requires all professionals who 

interact with these children, especially health care and educational professionals, to be sensitive and 

aware of this spiritual dimension of care. 

 

Keywords: Spirituality, Spiritual development, Children (8-12), Chronic Condition, Qualitative 

research, Mixed methods. 

 

IInnttrroodduuccttiioonn  
The number of Dutch children with a chronic condition is increasing due to medical innovations and 

advances in treatments of previously deadly diseases (Mokkink et al., 2007). The prevalence depends 

on the definition used and the included conditions, but an educated guess based on available 

documentation is that between 10,5% and 14% of all children in the Netherlands grow up with one 

or more chronic conditions (Gijssen et al., 2014). This translates to approximately half a million Dutch 

children with chronic conditions like obesity (14%) asthma (10%) and eczema (6%), or with less 

common (<1%) conditions like diabetes, juvenile arthritis, cystic fibrosis hemophilia or 

epilepsy (Verhoof, 2015). A recent Dutch study (Van Hal et al., 2019) based on data from insurance 

companies, show that even with a definition including psychological conditions like ADHD, as many 

as one in four children grow up with a chronic condition.  These large numbers are probably 

comparable with other developed countries. 

For the lives of these children treatment of and guidance for their chronic condition should focus on 

optimizing quality of life and their ability to cope with their condition in their day-to-day life. This can 

be achieved by pediatric care with an integral, holistic nature, with attention to all dimensions of the 

child’s life, including the spiritual dimension (McSherry & Smith, 2007). There is a growing scientific 

foundation to prove that spirituality is a factor of influence on the well-being of youth (Spurr et al., 

2012) and plays a major role in coping with adapting to a life with a chronic condition and its 

associated disabilities (Fosarelli, 2006; McSherry & Smith, 2007).  In this study spirituality was 

perceived in complacency with the observations of Weathers et al (2014) who stated in a review on 

the concept of spirituality that available definitions always consist of three basic themes: 

connectedness, transcendence and meaning of life. The development of this spirituality is seen as a 

seeking, as Yust et al. (2006) state when they say: “Spirituality is (..) something greater than the 

self. It propels the search for connectedness, meaning, purpose and ethical responsibility.”  The 

United Nations (United Nations, 1989) declared the supporting of spirituality a universal right of 

every child, claiming it to be a biological preposition, an innate ‘spiritual awareness’. A British study 

(Hay & Ney, 2006) showed that this awareness in children mainly seems to be a ‘relational 

consciousness’.  

It is obvious that a chronic condition and the consequential experiences influence this search, also in 

children. Children with a chronic condition from a very young age do not only live a slightly different 

life from their peers, their perspective on the future is also different because of their chronic 

condition. Although children realize this more as they grow older, evidence shows that parents are 

aware of this fact immediately when the child is diagnosed with its chronic condition (Coffey, 2006).  

Most studies about spirituality of children are done in English-speaking countries. This makes the 

need for a study in the native language of children in other countries important as one might argue 

that the development of spirituality in children is dependent on their (religious) language, cultural 

context and societal influences. So, in order to understand and address the spirituality of Dutch 

children and consequently assess the spiritual needs of Dutch children with a chronic condition, we 

need to ask them what they consider to be their spirituality. While Docherty and Sandelowsky (1999) 

report that children as young as six years old can participate in an interview, we know from 

developmental literature (Neuman, 2011) that a more reflective and concrete level of thinking, 

needed for an exploration of the spiritual world and development of children, requires children to be 

a bit older, generally from the age of eight years old and up. Therefore, the age restriction for 

children in this study is set between eight and ten years old, to avoid puberty, as this brings its own 

unique -spiritual- challenges which were not the aim of this study. The developmental stage of the 

included age is characterized by the formation of identity and a foundation of autonomous morality 

(Van Beemen, 2001), while their faith development is still very mythical literal (Neuman, 2011).   

 

MMeetthhoodd  
Design 
A qualitative design was used, as it allows the child to find its own language to explain what matters 

to them most, and why. This study was a mixed method study to allow triangulation between the 

data. The main narrative method used in the interviews was storytelling (Basten, 2012) in which the 

child is invited to tell the story of its life, highlighting the most significant characters and events. 
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During the interviews a rich picture method and a picture card method was used to corroborate the 

verbal data.  

Known influencing factors were taken into account (Docherty and Sandelowsky, 1999). A parent was 

casually asked to corroborate the main experiences, while the interview focused on specific 

experiences. To avoid content bias, it was stressed before and during each session that the child was 

in control of what to share and that there were no good or wrong answers; everything that was 

shared would be valuable.  

The interview sessions spanned three phases, each with one main and open question. Each session 

was performed using a sandwich technique: starting with the main question, then narrowing in to 

explore the mentioned experiences or feelings of the child and then zooming out again to the main 

question. The first phase was intended to get to know the child, where the main question was “Can 

you tell me something about yourself and your day-to-day life?”.  The second phase was the actual 

storytelling in which the child was invited to tell, write and/or draw the most important things in/of 

their life and their life story. The open question was “If your life was a story as in a storybook, or a 

movie, how would it go?”. When the child chose to draw or write, questions were asked during the 

production of the materials about what was being drawn or written and why (Guillemin and Drew, 

2010). In the third phase the researcher and the child tried to explicitly explore spiritual topics by 

asking the main open question “What do you think about when you think about the difficult stuff in 

life?”. To avoid verbal subjective follow up questions to explore difficulties, children were presented 

with 21 picture cards inspired by Barendregt et.al. (2008), equally divided between the seven 

spiritual themes extracted from the definitions in the introduction.  

Aspects of definition Themes 

Connectedness Alone & Together 

The Universe  

Transcendence  Awe & Wonder  

Religion & Tradition 

Meaning (of life) / Purpose Goals & Dreams  

Life & Death 

Ethical responsibility Good & Evil 

Table 1: Themes of the picture cards 

 

Sample 
This study focused on children with one or more somatic chronic conditions most commonly 

prevalent in the Dutch context: Asthma, Juvenile Arthritis, Cystic Fibrosis, Diabetes type 1 and 

congenital somatic conditions other than these four.  These conditions, although all chronic and 

somatic, differ immensely in effect on life, future perspectives and associated disabilities. This study 

aims therefore to get a more explorational insight in the experiences of children with a chronic 

condition; emphasis was placed on a heterogeneous sample, rather than possible saturation, with 

inclusion based on three representative criteria of the Dutch society according to the Central Bureau 

of Statistics (2018): gender (50% girls and 50% boys), cultural heritage (78% natives, 10% western 

immigrants and 22% non-western immigrants) and religion (51% non-religious and 49% religious). 

Children had to function at the cognitive level of an average healthy eight-year-old to participate. To 

be included, the children had to be fluent in the Dutch language. Children were excluded if they had 

mental, psychological of psychiatric (chronic) conditions.  Recruitment of the children proceeded 

mainly through social media, like Facebook. A second way of recruitment went through nurse 

specialists at an academic paediatric hospital for children with Asthma, CF and congenital chronic 

allergies and cardiac conditions.  

Ethical considerations 
The study was approved by a nationally acknowledged independent Medical Ethical Comittee. During 

enrolment, personal information was protected according to the European Law on Privacy (GDPR). 

The location of the interviews was chosen by the children, and this worked out to be their home in all 

cases. The interviews were recorded in as many sessions as needed, depending on the duration, 

pace, and intensity per session, but never longer than 30 minutes in-depth conversation. The 

researcher adhered to the guidelines developed by Lambert and Glacken (2011) to gain consent from 

the parents and obtain assent from the child continuously (see table 1). The child was invited to sign 

its own consent form, had a say in the creative methods used during the storytelling, and was in 

control of the recorder.  

Analysis 
All interview sessions were recorded and transcribed.  The data from the interviews concerning the 

life stories, the drawings and the picture cards were labeled and coded according to inductive 

thematic content analysis (Hsieh and Shannon, 2015), including additional meaningful emotional and 

contextual data, using Atlas.ti version 8. After repeatedly reading the data, initial codes were derived 

capturing key thoughts. These initial codes were reviewed, revealing more reflective labels for codes 

resulting in the initial coding scheme. Codes were then sorted into categories of meaningful clusters. 

Finally, definitions for each category, subcategory, and code were developed and exemplars were 

identified from the data. A reflective journal was kept documenting the interpretations. 

All drawings or written material were digitally saved. They were interpreted with the accompanied 

explanation from the children according to the analysis method Drew and Guillemin (2014) suggest 

for visual data. To include an impartial and objective interpretation of the materials, the drawings 

were presented as ‘rich pictures’ in a digital recorded gallery walk (Helmich et al., 2017) to seven 

independent researchers specialized in spirituality in health care who reviewed the drawings in two 

rounds: the first round was an intuitive observation round to get a sense of common themes, 

patterns, similarities and differences between the materials. In the second round, the researchers 

searched for triggers in the materials, based on use of colour/space or specific elements. A plenary 

session was used to discuss until a common understanding was reached of what the children had 

meant to express. The recording, combined with the minutes of the secretary and the field notes of 

the researcher, was used for triangulation by comparing it to categories and subcategories from the 

content analysis. The article was presented to all parents for a member check. 
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RReessuullttss  
Demographics 
Recruitment started early 2019 but had to be stopped by March 2020 due to the COVID-19 

pandemic, when it was deemed unethical by the research team to expose children with a chronic 

condition to non-personal research. By then, seven children were recruited and enrolled, forming the 

sample of this study (see table 2). 

 

Sample 

Age 1 eight-year-old 

2 nine-year-olds 

4 ten-year-olds 

Gender  3 boys (43%) and 4 girls (57%) 

Cultural Heritage  7 natives (100%), one girl has a father with a western immigrant background 

Religiousness  2 children from Christian families (29%) 

5 children from non-religious families (71%) 

Conditions  1 girl with Type 1 Diabetes 

1 girl Asthma and a Congenital Myopathy 

1 girl with a Congenital Auto-immune disease (suspected to be Crohn’s) and 

iatrogenic feet/leg damage  

2 children (f/m) with severe Asthma 

1 boy with Spina Bifida 

1 boy with Neurofibromatosis (NF1) 
Table 2: Characteristics of the participating Dutch Children 

Categories of what matters most 
All children wanted to tell their story; two girls also wrote it down. All children but one boy with a 

neurological condition causing joint pain were enthusiastic to draw what was most important to 

them. One other boy added something during the second visit. The children usually chose only a few 

and often the same pictures, but rarely for the same reason. Most chosen pictures were ones that 

fitted very closely with their story, like a picture with an angry face when previously talking about 

being angry and sad. By using a mixed method, the analysis of every method resulted in sometimes 

overlapping and sometimes different categories (see table 3). All categories are reported 

concurrently.  

Stories Drawings Picture cards 

Sense of self (starting point of life/ 

being at ease, special events) 

Sense of self (special places 

meaning of life) 

Sense of self (death and 

dying) 

Importance of participation  

(limits/ perseverance/ sense op 

purpose)  

  

Persons of importance  

(supporters/ sense makers / 

hinderers) 

‘Persons’ of importance 

(people/ God/ (stuffed) 

animals) 

‘Persons’ of importance  

(stuffed animals) 

Uncertainty of the future (dreams, 

occupation, future medical 

necessities) 

 Uncertainty of the future 

(dreams) 

Table 3: Overview of categories (subcategories) of data from all methods 

 

SSeennssee  ooff  SSeellff  
It was remarkable that some children started their story with their birth and some with the moment 

they knew their diagnosis, as if that was the moment their life started. Almost all most-important-

events in the stories consisted of experiences of holidays, Dutch wish-programme activities for sick or 

dying children (Opkikker, Ester Vergeer Foundation, Villa Pardoes) and special events like school 

trips, hospitalisations or family outings. Three drawings also depict a scene: the beach, school, and a 

hospital restaurant.  

When asked what made these places or experiences important, the children, in their own way, gave 

a description of what matters most: holidays meant peace, because no one asks difficult questions 

and fun, as special wish activities turned their condition into a positive factor for once. One eight-

year-old girl said: ‘I really forgot about my muscle condition, that was nice…it was so much fun that I 

could just forget’.  

Only one ten-year-old boy mentioned his idea of the meaning of life, while drawing animals and 

people below a rainbow, he said: “I think that is the meaning of life: meeting everyone on your 

journey and giving each other a bit of happiness.”. 

 

Figure 1: Drawing of ten-year-old-boy: ‘Encounters on the road of life’  

 

IImmppoorrttaannccee  ooff  ppaarrttiicciippaattiioonn  
It is notable that although it was made clear that the conversations on what was most important did 

not have to be related to their conditions, a lot of experiences did have condition-related aspects. 

Most needs arise when children are confronted by the external world with the restrictions of their 

condition limiting their participation. For example, one boy in a wheelchair spoke at length about his 
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frustration of no longer being able to join his classmates in football when the school installed a 

special ‘enclosure’ that is not wheelchair accessible, one teacher dismissing his anger by saying he 

could not play football anyway. Several children mentioned being sad and feeling left out when 

missing school trips, physical education and playdates. One ten-year-old girl with type 1 diabetes 

even talked about visiting a psychologist to talk about angry feelings because of negative reactions of 

her classmates to her missing a lot, that she did not want to live anymore because she did not feel 

accepted.  

To cope with these situations, the children showed perseverance; one nine-year-old boy said: ‘I just 

participate, and then I rest’ and one ten-year-old girl said: ‘I must go to school, I just have to. I can’t 

let it slide, I have to keep going’ about facing painful and difficult days.  

PPeerrssoonnss  ooff  iimmppoorrttaannccee  
But the children also mentioned situations where others provided sources of hope by mentioning the 

teacher that stood up for one girl when she felt so lonely and made all classmates write a nice letter 

to her, or the nurse who came to their school (twice!) to educate the teachers and children, so one 

boy didn’t have to answer all the questions again and again or the doctor that made jokes to make 

one girl laugh and feel special. Fellow classmates or friends were important too, especially the ones 

who unconditionally accepted the child; one ten-year old boy in a wheelchair found joy in playing 

outside, especially when the other boys made up a story for him so he could join in any play; one girl 

reported on her two best friends who remained friends even when she had to repeat a schoolyear 

and who kept visiting her in the hospital. One boy shared about this one friend who helped with little 

adjustments whom he could ‘just trust’ to not make a big deal out of it. They could even offer a sense 

of purpose, as one ten-year-old girl, after missing a lot of school, found it very satisfying to help 

others that were also behind; the eight-year-old girl who had to repeat her schoolyear found 

profound meaning in telling her new class all she knew about nature and animals to stop climate 

change; the two ten-year-old boys who both hated all the questions gave presentations about their 

condition at school and one even volunteered to do this for a specific foundation to educate others 

about chronic conditions. These sources of coping assist children in feeling they belong at home, in 

school, but also at the hospital.  

Parents also play a very important role; almost all the stories of the children feature moms who 

advocate, defend, and help them adjust. One ten-year-old boy with severe Asthma really wanted to 

have a swimming party for his birthday, like his classmates, and his mom managed to find an open-

air swimming pool at which he could comfortable be. 

But most of all they help to make sense of it all. One ten-year-old girl said: ‘What is really important, 

too, and also nice, is that my mom will always want to help […] and sometimes when I am really done 

with having Diabetes, she will explain again why everything is important’. Another nine-year-old girl 

said: ‘I often have questions for mom, like will I get better with my Asthma […] But then, when I sit on 

the couch and I really don’t like having Asthma, mommy makes tea, that is nice…and when I get 

angry (ed: for missing out) mommy gets me my stuffed animals and explains, that’s nice too and then 

I calm down again.’ Around their family they feel most at ease, and they express their love and 

gratitude especially to parents repeatedly and unhindered during the interviews. One nine-year-old 

girl wrote: “I have been to the hospital more than 10 times, but I always come home.” 

Four drawings were composed of people and animals. Many drawings had a connection with nature 

or animals, this also resonated through the interviews and was made explicit by an eight-year-old 

girl, saying: “I just really love being outside, […] and I really love anmials because they are different 

from us.” After which she got very upset talking about deforestation and all the animals dying 

because of that.  

Two drawings show the child’s favourite stuffed animal. The stuffed animal also made an appearance 

in four interviews; it is an object that comforts, but it is also the link with home. The stuffed animal 

represents something that is safe, as one nine-year old girl said: ‘He is so big, I can hide behind him’. 

It makes them braver than they feel, and they can hold on to them, as one ten-year-old girl said: 

‘When I hold on to to Teddy’s head, then it’s like he says: Come on, just keep holding on, it is almost 

done’. 

 

Figure 2: Fragment of drawing of ten-year-old girl: ‘My big Teddy’. 

 

UUnncceerrttaaiinnttyy  ooff  tthhee  ffuuttuurree  
A big theme that arose from the interviews, was the future, or better said, the children were mostly 

reluctant to think or talk about it. When asked about ‘later’, they did have some ideas on what they 

wanted to become, although not uncontroversial, as one girl with severe Asthma talked about 

becoming a vet and one boy being adamant about becoming a farmer, when his neurological and 

muscle condition most likely would inhibit this. In all interviews, the uncertainty of the future relating 

to the progress of their condition or procedures they knew were still to come was present. One ten-

year-old girl reported: “Because it is not pleasant when I think more about it. Then I can’t sleep at 

night. And it only stays on my mind and all kinds of questions pop up. […] Yes, that is very difficult […] 

because then I get weird dreams and can’t sleep anymore.” Sometimes this was so overwhelming, 

some children immediately diverted the conversation; one ten-year-old boy said: ‘I honestly do not 

want to talk about something very difficult’. The two religious children mentioned their relationship 

with God in this regard, as they believed God would care for them. One drawing also showed the 

bible as a symbol for God. 

At different points, children were prompted on their dreams and several children voiced their wish to 

not have their condition; one nine-year-old girl said: ‘But I do have a very big dream, […] I want to not 

have been born with this condition, that I was born normal, like other children. To be able to run and 

play with them. And not to be in the hospital so often and missing my friends.’ 
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Four children chose the picture of a teddy bear with plasters to discuss their anxiety about 

(upcoming) medical procedures or about the physician they liked and had left their hospital. Three 

children chose the cemetery, one boy talked about a dying relative, one girl wondered how she 

would die, and one boy talked about respecting the dead. Some children chose pictures that 

represented themes they did not want to talk about, one eight-year-old girl chose the picture with 

the dreamcatchers, saying: ‘I never think about later’. Her mother intervened by telling a recent 

anecdote of the girl asking her if it would be possible to have babies later because of her condition.  

 

CCoonncclluussiioonn  
The aim of this study was to better understand and address the spirituality of Dutch children with a 

chronic condition. The interviews, complemented with the drawings and chosen picture cards, 

showed four main topics that arose from what children themselves identified as being most 

important and paint a picture of aspect that can lead to possible spiritual needs when ignored or 

challeged: 

• A sense of self, being at peace with who they are. 

• Being able to participate and feeling they belong. 

• Having help to cope and make sense of their life and condition. 

• Worrying about the unknown and having difficulty thinking about the future. 

 

So, it is safe to conclude that eight- to ten-year-old children can definitely identify what or who is 

most important to them, and they are able to show a sense of spirituality by referring to aspects of 

the spiritual dimension without being prompted by religious or abstract language. 

 

DDiissccuussssiioonn  
The conclusion seems to fit existing theories and evidence of spirituality in children and supports the 

conceptual assumption of Hay and Ney (2006) who state spirituality in children to be a ‘relational 

consciousness’, as the emerging categories are about seeking connection through participation, their 

relational consciousness towards others, God, animals and nature, and an awareness of the 

unknown.  

It is striking that an American qualitative study about spiritual communication with sick children by 

Ferrel et al. (2016) where paediatric nurses who followed an end-of-life course reported that children 

mostly asked questions about God, the reason for their illness, and life after death. Children in this 

Dutch study, however, did not raise questions about God, nor asked why-questions. The two children 

that were religious only mentioned their relationship with God as a source of hope and comfort, 

almost no child chose the card with the grave, and when they did, it was because of a sick or dying 

relative. They did however raise questions about the consequences and unfairness of the restrictions 

of their conditions and showed a complicated relation with the future and their dreams. This 

suggests that spiritual issues vary greatly between cultural contexts, but possibly also between 

children that have an explicit life-limiting condition and children with a chronic condition. Because 

the COVID-19 pandemic interfered in the midst of the recruiting process, only seven stories were 

collected, of children who were all native Dutch. Although generalization was never the aim, 

heterogeneity was, and the inclusion of children with an immigrant background or children of colour 

would have given the results more validity. 

In this study, multiple methods have been used to fit the children best as advised by Darbyshire et al. 

(2015). The children responded well to the various methods and felt free to reject or add methods. 

Two girls wanted to write their story as well as draw and tell. This resulted in wonderful rich data to 

interpret the interviews and truly understand the meaning of the children. Afterwards, several 

children commented positively on participating; one ten-year-old-girl concluded: “This was a really 

fun day!” The methods used to explore the children’s stories could also be used in health care 

practices; the picture cards and the rich picture method are especially helpful when children are 

verbally challenged. 
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