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PPuubblliieekkssssaammeennvvaattttiinngg  
Er is groeiende bewijs dat integrale spirituele zorg van verpleegkundige professionals van belang is 
voor patiënten om te kunnen omgaan met ziekte, lijden en handicaps. Aandacht voor spiritualiteit 
werkt preventief, bevordert individuele gezondheid en stimuleert de ervaren kwaliteit van leven. 
Deze promotiestudie wil de spiritualiteit, de spirituele ervaringen, taal en behoeften van kinderen 
met een chronische aandoening verkennen en beschrijven. Deze thesis richt zich op kinderen in de 
leeftijd van 8 tot 12 jaar.  Dit is de leeftijd waarin de ontwikkelde cognitieve vermogens reflectie 
mogelijk maken, maar waar de puberteit met zijn eigen complexiteit nog geen intrede heeft gedaan. 
Juist voor deze doelgroep is dit soort onderzoek internationaal nog weinig en in Nederland nog bijna 
niet gedaan, met name niet in de seculiere Nederlandse (zorg)context. De resultaten van deze 
promotiestudie zijn enerzijds een verkenning van de spiritualiteit van Nederlandse kinderen als ook 
van de manier waarop we met kinderen praten over spiritualiteit en op welke wijze we dit vanuit 
ethisch oogpunt verder kunnen onderzoeken. Samen vormen deze twee aspecten de benodigde 
kennisbasis om vanuit theoretische basis de spirituele zorg voor kinderen in de praktijk te kunnen 
bevorderen. 

 

 

 

 

SSuummmmaarryy  ffoorr  tthhee  ppuubblliicc  
There is growing evidence that integrated spiritual care for nursing professionals is important for 
patients in order to cope with illness and handicaps. Spirituality works preventive, promotes health 
and stimulates quality of life. This research aims to explore and describe the spiritual experiences, 
language and needs of Dutch children with a chronic condition, which is yet unexplored. Especially 
children between the age of eight and ten are at the centre of this study, as they are able to reflect, 
but are yet uninfluenced by puberty with its own complexity. Internationally this has only been done 
on a small scale, and for the specific context of the Netherlands essential knowledge to identify and 
address this spirituality is still missing. This research thus provides simultaneously the necessary 
knowledge to improve theoretical foundations of spirituality of children and the more practical and 
ethical implications of how to speak to children about spirituality and how to do research with them 
on this topic. 
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H1 Introduction: The spirituality and spiritual needs of children with 
chronic conditions during their development. Implications of age, 
context and culture. 
 

IInnttrroodduuccttiioonn  
Within the health care of developed countries, we see a shift from a medical model towards an 
integral bio-psychosocial model in recent years. The World Health Organisation (WHO) showcased 
this by embracing the International Classification of Functioning (ICF) in 2001, which is much more 
focused on activities and functions instead only on illness and handicaps. A physician from the 
Netherlands (Huber, 2014) challenged the WHO further with a thesis calling for a radical revision of 
its view on health. She suggests a shift in this view on health not only as the absence of a medical 
condition of handicap but to see health as the ability to adapt and self-manage social, physical, and 
emotional challenges (Huber, 2014). Although this call for revision also received some criticism, as 
not all humans have the same opportunities and possibilities to shape this ability, it is a sign of a shift 
in perspective. This shift can be explained by the improvement of the medical possibility overall, a 
decrease in fatal diseases and the increase of people with chronic conditions, who accumulate more 
chronic conditions during a person’s lifespan (Michaud, Suris, & Viner, 2007; Compas, Jaser, Dunn, & 
Rodriguez, 2012). This results in a growing population in most developed countries whose needs 
transfer from curative to chronic and preventive care.  

This trend impacts not only the care for adults, but also the care for children. More children than 
before survive premature births but have lifelong complications or disabilities as a result; get cured 
from acute illnesses like leukaemia but stay under vigilant aftercare for years; or can have a relatively 
normal childhood despite having severe chronic conditions allowed by medical technical innovations 
(Mokkink et.al., 2007). All these children require specific care, usually from a very young age and 
throughout their childhood, not so much to cure their condition but aimed at maximising the quality 
of their life and support the coping with consequential disabilities. The only way to cater this demand 
caused by changing needs is a holistic perspective on their lives and health. Focusing on who they are 
and what they need as individuals and humans to live a fulfilling live, calls for this holistic perspective. 
Huber et al. (2016) did a follow up study to identify what it means to have a holistic perspective and 
found six dimensions, including a spiritual dimension. This is not the first time the importance of 
spirituality is advocated for in health care (Roehlkepartain, King, Wagener, & Benson, 2005, 
McSherry & Smith, 2007; Cobbs, Puchalski & Rumbold, 2014). Spirituality seems to be a key aspect 
influencing health and wellbeing, but little is known about its relevance among children with chronic 
conditions. 

IImmppaacctt  ooff  cchhrroonniicc  ccoonnddiittiioonnss  oonn  cchhiillddrreenn  
In order to fully understand the requirements of holistic paediatric health care, we need to have a 
clear picture of the need of these children. Situations around the world differ greatly in health care, 
cultural circumstances and statistics, for this thesis we will use the Dutch situation as the contextual 
setting. So, who do we consider when we speak about children with a chronic condition?  

A chronic illness or chronic medical condition is a health problem which lasts three months or more, 
affects a child's normal activities and requires frequent hospitalisation, home healthcare and/or 

extensive medical care (Mokkink, Van der Lee, Grootenhuis, Offringa, & Heymans, 2008). The 
prevalence is different between countries and depends on the definition used but based on available 
documentation estimations show 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%), 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, shows that as many as one in four children grow up with a chronic condition when using 
a definition that includes psychological conditions like ADHD.  

Growing up with a chronic condition has a profound impact on the lives of these children. Children 
with a chronic condition live a slightly to very different life compared to their peers, often from a very 
young age, or even from birth. Because of the uncertainty of the development of many chronic 
conditions and the limited insight in the consequences of their condition, their perspective on the 
future is also influenced. 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), this also undoubtedly impacts their childhood. 
 
A lot of the impact of a chronic condition is linked to (limited) participation. Dutch children between 
8 and 18 years reported that they view ‘full participation’ not merely as the possibility to join an 
activity but as the way to belong and influence their peers (Nap-van der Vlist et al., 2019).  
Dutch young adolescents with a chronic condition reported recently on the implications and 
consequences on different domains of live (Van Hal et al., 2019). In this study they mark their lives 
lower in comparison with healthy peers, declining with age, and they report lower degree of self-
worth and well-being. They need more help and aiding materials but have more difficulty asking 
these than their healthy peers. They feel less understood by peers, and with age they decreasingly 
share their condition, they feel alienated in sport clubs, work less than they would want to and feel 
misunderstood at work. This also show in health care needs: they feel often restricted by their 
health. For the future they report less excitement and more fear of not becoming self-sufficient in 
comparison with healthy peers (Van Hal et al., 2019).  

These findings are troubling, as especially children with a chronic condition will probably be part of 
our society for as long as their healthy peers. If this perspective derails at so young an age, this will 
likely have lifelong consequences. So, the question rises if we can address this impact on feelings of 
belonging and perspective of the future? But before delving in what this really means and what 
children exactly need, first a few of these concepts will be explored to define the contour of these 
thesis. 

 

SSppiirriittuuaalliittyy  aass  aa  ppaarrtt  ooff  hhoolliissttiicc  ddeevveellooppmmeenntt  ooff  cchhiillddrreenn  
The concept of spirituality 
The impact of living with a chronic condition as described above is not just a social one even though 
it influences relations, nor a psychological one even though it requires coping, and even though 
caused by a somatic condition, it is also not just a physiological one. It’s more, or better, something 
deeper that those domains. It touches the purpose of life as experienced by these children, their 



12   |   Speaking of what matters most Speaking of what matters most   |   13

perceived and actual future and live perspectives; their reason d’etre as you will. The domain this 
impact is felt most deeply, is the spiritual domain. The social sciences were the first to consider 
religion and spirituality integral to their field, with most underlying literature of this domain stems 
from psychology: the psychology of religion and the field of psychoanalysis (Roehkepartain et al., 
2006). This origin sometimes causes confusion or bias on what is meant when referring to spirituality. 
Beside this place of origin, it is also notable that Roehlkepartain et.al. (2006) report that before 1980 
the search term ‘spirituality’ did not yield any results in the MedLine database. It is a relatively new 
domain. A third complicating factor is the fact that spirituality is an abstract concept that is hard to 
define. It’s a new domain, but additionally a domain on which common conceptual consensus has 
not yet been reached. 

Weathers, McCarthy, and Coffey (2016) state that each concept description usually consists of three 
main components: connectedness, transcendence and meaning of life. European professionals and 
scientist specialist in palliative care (EAPC) were able to reach a consensus on a broad, inclusive 
definition, although also reporting ‘spirituality is difficult to define because of its multidimensional 
nature’ (Nolan, Saltmarsh, & Leget, 2011, p.86). They identified three domains: the first, existential 
questions regarding identity, meaning and topics like suffering, hope and joy; second, value-based 
considerations and attitudes, described as: ‘the things most important to each person such 
as…family, …ethics and morals, and life itself’ (Nolan et al., 2011, p.88); and third, religious 
considerations and foundations such as faith, (religious) beliefs and practices. In this thesis their 
consensus-based definition is used to define the playing field as it includes, but not limits to, 
religiousness and uses concepts from different fields which enable multidisciplinary approaches: 
‘Spirituality is a dynamic and intrinsic aspect of humanity through which persons seek ultimate 
meaning, purpose, and transcendence, and experience relationship to self, family, others, 
community, society, nature, and the significant or sacred. Spirituality is expressed through beliefs, 
values, traditions, and practices’ (Puchalski, Vitillo, Hull, & Reller, 2014, p.643).  

Additionally, when applied to children it is important to consider the nature and development of this 
spirituality, for this we chose the viewpoint of the development of spirituality 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’ (Yust et al., 2006, p8). 

Spirituality of children 
Although the previous definitions are aimed at the spirituality of adults, the current idea in the 
literature is that the spiritual lives of children also appear to be rich and complex (Boynton, 2011; 
Drutchas & Anandarajah, 2014). Boynton (2011) states that the spirituality of children is an 
overlooked subject for research, especially regarding the theoretical concepts of spirituality in 
children, meaning that there is no child-specific discourse or definition. As most studies on 
spirituality are carried out in the Western world, dominated by Christianity and where spirituality is 
often confused with religiosity and where the language of spirituality is heavily influenced by 
religious vocabulary (Hay & Ney, 2006), we do not know much of the theoretical base of spiritual 
concepts for children.  

In 1989, the United Nations declared that every human is a spiritual being, and therefore state that 
every child should have the universal right of an optimal spiritual development, claiming it to be a 
biological preposition, an innate ‘spiritual awareness’ (UN, 1989). A British study (Hay & Ney, 
2006) showed that this awareness in primary school children between six- and ten-year-olds mainly 

seems to be a ‘relational consciousness’. They describe a starting point for researchers and teachers 
on the concept of the spiritual sensitivity of children by identifying three categories: awareness-
sensing, as being present in the here and now; as mystery sensing, being able to wonder and feel 
awe; and value-sensing, including meaning and knowing what is ‘good’. These spirituality sensitivity 
categories that help explore spirituality are closely linked but not equal to the child’s spirituality.  

After this publication, there has been some publications like Scott (2003), Boyton (2011) and Minor & 
Grant (2014) of scientist supporting this theory, the latter even indicating that nurturing this 
consciousness has a positive influence on spiritual well- being. But no studies have been done that 
validate the premisses in other cultural contexts. In recent years the publications in this field 
unfortunately have declined. Children, especially young children, are notorious underrepresented in 
studies regarding spirituality, which leads to gaps in our conceptual knowledge of what spirituality 
means to children, the statistical knowledge of correlation with quality of life and the practical 
implications for paediatric care to support the spiritual development of children. 

Promoting holistic development of children 
To acknowledge spiritual development as a right of every child does not automatically mean that this 
aspect of the development of a child is regarded by professionals as an integral part of the child’s 
development. Spiritual development is a process, unique for every child, depending on each 
individual's experience (Mercer, 2006). To understand this spiritual development and recognise the 
expression of this in children it needs to be reviewed holistically in relation to the development of 
children on other domains (McSherry & Smith, 2007). Therefore, this paragraph will address the main 
developmental task of the cognitive, moral and religious domains. 

Although spirituality is seen as innate and thus exist directly after birth, the psychological and 
developmental literature usually regards the period from ages six to twelve as the period during 
which a child has the cognitive and reflective ability to perform significant developmental tasks that 
influences their spiritual development. It is the period during which children develop an important 
part of their identity in terms of self-confidence according to Erikson (1963), and generally have a 
strong sense of belief in justice. According to the theory of Kolhberg (Van Beemen, 2001), children 
also develop an autonomous sense of morality and an underlying way of reasoning for their current 
and future moral decisions during this period. As spirituality also includes a transcendental aspect, it 
is helpful to know that according to Fowler (1981) children transfer in this period from the first 
intuitive stage of faith in which reality and fantasy mingle in what the child sees as truth or reality, 
into the second stage around the age of eight, known as the magical-literal stage, in which faith is 
primarily an experience, and all their experiences are made concrete in stories and rituals which help 
develop their faith. From the age of twelve children can either stay in this second stage as it becomes 
a fixed stage, with faith only evolving through the other developmental domains, such as the ability 
for abstract and analytical thinking (Van Beemen, 2001), or enter the third stage of faith which is 
characterised as a synthetic-conventional stage, where the child is able to reflect on its own ideology 
and the Ultimate is found in relations, including a loving and supportive relation with the Sacred or 
Other, this stage can also be the come a fixed stage (Neuman, 2011).  This knowledge is fundamental 
to understand the holistic development of a child and connect to the child using vocabulary, 
emotions, experiences, or reflections fitting to the stage a child is likely to be at (see table 1). It also 
guides this study in selecting the target population, identifying this to be children between eight and 
twelve years old. As children that are too young, are not able to separate fantasy from reality and 



14   |   Speaking of what matters most Speaking of what matters most   |   15

have yet to learn to reflect on themselves as this cognitive competency is not yet developed. 
Children of twelve and older reach puberty and belong to a population among whom more research 
already has been done.  

Brief List of Holistic Development of Children 
Combining Piaget (P), Erikson (E), Kohlberg (K), and Fowler (F). 

Prestage: 
Undifferentiated Faith  
 
Typical age 0–2 years  

Reflexive behavior (P); Trust vs. mistrust; self is good, world is good (E); no morality—
does what pleases child (K); love, courage, hope: if the environment is nurturing this 
supports the development of a sense of trust and feeling safe (F) 

Stage 1:  
Intuitive-Projective Faith 
 
Typical age 3–7 years 

Egocentric, magical, perception dominated (P); Control of self/ 
body, willfulness (E); learning rules, right, wrong and punishment, reciprocity (K); 
religion is learned by stories and images, fantasy and reality not distinguished, fluid 
thoughts; symbols are important; God surrounds like air (F) 

Stage 2:  
Mythic–Literal Faith 
 
Typical age 7–12 years  
 

Logical, systematic, concrete thinking (P); competence, master skills, work/ play with 
peers (E); morality— not disturb conscience; social sensitive, show respect/duty, obeys 
rules (K); belief in justice of the universe, fantasy confined to play, Deities as 
anthropomorphic, deals reciprocally with relations, metaphors and symbols often taken 
literal (F) 
 
Can become a persistent stage 2 from age 12–adult:  
Abstract thinking, analytical, (P) peers paramount, faith in self (E); majority rules, 
exception if violate welfare of person; laws for mutual good, cooperation (K); God as 
anthropomorphic, deals fairly and reciprocally with people, symbols literal, sense of 
trapped in narrative, cannot reflect on it (F) 

Stage 3:  
Synthetic–Conventional 
Faith 
 
Typical age 12–21 years  

Abstract thinking, analytical, (P); peers paramount, faith in self, development of identity 
(E); majority rules, exception if violate welfare of person; laws for mutual good, 
cooperation (K); God as companion, guide, support, loving; sees the “ultimate” in terms 
of interpersonal relationships; can reflect on symbols and values, chooses consistency 
and conformity to religious authority (F) 
 
Can become a persistent stage 3 from age 21+: 
Abstract thinking, analytical (P); characterized by love, mutuality (E); conformity to rules 
of society, internal locus of control, (K); God as companion, guide, 
support, loving; sees the “ultimate” in terms of interpersonal relationships; can reflect 
on symbols and values, and the system of beliefs as a system (F) 

Table 1: Overview of holistic developmental stages of children. Table content based on Neuman 
(2011), with additions from Drutchas & Anandarajah (2014). 

 

Spiritual needs arising during spiritual development 
When reviewing the state of the art of various disciplines and the current knowledge in the field of 
paediatric nursing, the question that is still unanswered is: what spiritual needs can arise in 
conjunction with children’s spiritual development when they are confronted with sickness and 
chronic conditions? 

There is already a strong base of evidence proving that spirituality is a factor of influence on the well-
being of youth with King & Benson (2006) summarizing research to conclude that spirituality has 

been positively associated with a reduction of risk behaviours in youth, an increase of resilience and 
the presence of positive development indicators. Oman & Thoresen (2006) elaborate on this by 
reviewing the proven health protective mechanisms relating to spirituality, varying from exercising, 
and the prevalence of being overweight unto lower suicidal ideation and suicidal attempts. Oman & 
Thoresen (2006, p. 402) stress the importance of studying these patterns and relationships in 
populations of children and adolescents as health behaviour learned during childhood often predicts 
adult health behaviour. These patterns and relationships extend to children depended on health care 
shown by Spurr et al., (2012) who, among others, prove the importance of integrated spiritual care 
as is supports paediatric patients to cope with illness and disability (Roehlkepartain, King, Wagener, 
& Benson, 2005; Swinton, 2012). We also know that spiritual coping can help children make sense of 
their condition or disability (Drutchas & Anandarajah, 2014) and help them adapt to a life with a 
chronic condition (Fosarelli, 2006; McSherry & Smith, 2007).  

From this evidence we can deduce that lack of attention to spirituality of dismissal of spiritual coping 
can therefore lead to negative effect on health, wellbeing, and coping. But this has not been studied 
thoroughly. When we concurrently assume that children with chronic conditions have identifiably 
different health care experiences, compared to their healthy peers, we also should be aware of the 
spiritual needs that can arise during the child’s spiritual ‘seeking’. 

Spiritual care for children 
Related to the definition of spirituality, is the definition of spiritual care. For acknowledging 
spirituality as an innate part of being human and promoting holistic development as a responsibility 
of professionals to implement in their practice we need to be clear on what we understand spiritual 
care to be. In principle this responsibility should be one of every professional working with children, 
but especially those who work with sick children, whether this is in health care settings, ambulant 
settings or educational settings. As spirituality was originally strongly linked to religiosity, mainly 
psychologists and chaplains were seen as the primary disciplines who addressed aspect of care 
related to spirituality, religion and existential crisis. In recent years, within health care also other 
health care professional disciplines further recognised spirituality as an important aspect of care 
(Cobb, Puchalski & Rumbold, 2021). One of these disciplines consists of the nursing field. Martsolf & 
Mickley (1998) already state that within nursing there is little argument that a holistic nursing 
perspective includes spirituality and recognises this as an import aspect of holistic care. As nursing is 
in principle a more general, all-round and holistic disciplinary, already encompassing physiological, 
social and psychological knowledge, nurses can be excellent gate keepers for signs of spiritual 
distress in patients as they see the patients most frequent compared to other health care 
professionals. Especially paediatric nurses who are already educated in the development of children 
and trained to observe all life domains, can play a vital role in noticing occurring signs and symptoms. 
Although not many nursing theorists explicitly included spirituality into their theoretical frameworks 
and philosophies during the peak of nursing theory development, starting in the 1960s, some did; 
like Watson and Neuman (Tomey & Alligood, 2002). The acknowledgement of these theorists that 
spirituality is indeed one of the core domains of nursing, has led to research on spirituality and 
spiritual care to explore and define what it is, and what it is not. A recent collaborative international 
project called ‘EPICC’ resulted in the definition of professional practice of spiritual care (Van Leeuwen 
et al., 2020), adapting a description of the NHS Scotland as ‘Care which recognizes and responds to 
the human spirit when faced with life-changing events (such as birth, trauma, ill health, loss) or 
sadness, and can include the need for meaning, for self-worth, to express oneself, for faith support, 
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perhaps for rites or prayer or sacrament, or simply for a sensitive listener. Spiritual care begins with 
encouraging human contact in compassionate relationship and moves in whatever direction need 
requires’ (Van Leeuwen et al., 2020, p.57). 

This definition was formulated to be firstly applicable for nurses and midwives but characterized by a 
broad multidisciplinary scope of spiritual care, focusing on life events instead of age, context, or 
discipline. While the definition was not specifically developed for spiritual care for children, it is 
inclusive enough to be used in this thesis, as it focuses on life events which also can occur in 
childhood.  

NNeeeedd  ffoorr  ccoonntteexxttuuaall  iinnssttrruummeennttss  
Most studies about spirituality of children are executed in English-speaking countries, with much of 
the available knowledge coming from the United States (Roehlkerpartain et.al., 2006). The 
applicability of this knowledge in other cultural contexts is limited and that of the developed 
instruments problematic when working or researching with children in non-English speaking 
countries. Most studies are consequently done in populations where the majority of people identify 
with Christianity, and most studies use religious concepts and vocabulary. This again limits the 
applicability to children who grow up in more secularized societies. But also, for researchers and 
professionals to study the concept among the population or discuss this topic with children in their 
care as it limits the scope in which children can express their spirituality. These observations suggest 
that the need for a study in the native language of children in other countries is important. Even 
more so, as one might argue that the development of spirituality in children is dependent on their 
(religious) language, cultural context, and societal influences (Boynton, 2011).  

We already did address the prevalence of children with a chronic condition from a Dutch perspective, 
but it would be informative to outline the specific characteristics of the Dutch culture. It is notable 
that more than half of the Dutch population (51%) reported in 2017 for the first time ever, not being 
religiously affiliated (CBS, 2018). This shows a degree of secularisation that is important in relation to 
a study on spiritually, as it demands a definition and approach that includes children growing up in 
families with and without religious affiliations. The Netherlands is a relatively small country in the 
northwest of Europe, covering 41.543 km2 with approximately 17,5 million citizens (in 2021), with 
24,2% having a migration background according to the dashboard of Central Bureau of Statistics 
(www.cbs.nl). There are twelve regions or ‘provincies’ differing greatly in population density and 
natural habitat. The Dutch are aware of their dependency on other countries and international 
partners, they value the participation in the European Union for example, as various international 
export markets are a big part of the economic stability and growth. This awareness shows in the fact 
that all children are taught English during the last year of their primary education. The Netherlands 
has a school system that differentiates between public school and special schools, these special 
schools have the right to offer education and set certain conditions according to a religious or 
pedagogic principle. In 2020-2021 the CBS reported that of the almost 1,5 million children going to 
primary school, about one third of all children in this age attends a special school. All schools are 
financed by the government and officially free of charge. The main language is Dutch, but three 
additional regional languages have been acknowledged, and hundreds of dialects are still spoken 
today alongside languages that citizens with a migration background have introduced. 

Dutch healthcare is organised on a principle of competitive market forces: almost all citizens are
obliged to have a health care insurance. Everyone who is obligated to have a Dutch health insurance 
must be insured for at least the basic health insurance. This insurance covers care like the GP, 
medicines and hospital- visit and stay. If you need extra care, you can apply for additional health 
insurance. Via the additional insurance, you have the option to cover multiple cares such as physical 
therapy, dental care or alternative care although this does not mean all health care is free. There are 
over 300 hospitals in total, and seven university hospitals, all with a specialized paediatric 
department. Paediatric care is preferably organized at home, with only admittance to the hospital 
during a relapse or other medical urgency.

So, as the Dutch context has its own unique cultural features, in order to truly 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.

IImmppoorrttaannccee ooff ‘‘tthhee HHOOWW’’ 
It is probably not without reason that children often omit in research on spirituality. The concept 
itself is abstract. So how to include children? How to address the spiritual domain without the bias of 
scientific or religious vocabulary? How to formulate and disseminate knowledge to influence practice
as objectively as possibly? How do we take children seriously in their expression yet account for the 
fact that how we regard the competencies of children influences how scientist and professionals 
listen and talk to children? Pondering this brings us beyond the ‘what’-question of spirituality and 
spiritual needs. It addresses the importance of the ‘how’-question of communicating, assessing, and 
supporting children in this regard. 

We also already established that there is religious vocabulary available that is unsuited for children, 
that there are knowledge gaps regarding ‘neutral’ spiritual vocabulary, and we know that among 
professionals, like nurses, there is a need for communication training to successfully assess and 
address spiritual needs (Ferrell et.al., 2016). In health care as a whole, little is known about the needs 
of children themselves regarding communication about spiritual aspects, as studies often target 
nurses as respondents instead of children themselves. So, for this study, an introduction video was 
made, explaining the nature of spirituality (or ‘zingeving’ as it is more widely used in the 
Netherlands), including as little scientific concepts or vocabulary regarding the topic. This video was 
distributed among parents and children willing or eligible to participate in the study. 

Figure 1: QR code of the instruction video for children and their parents.
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Then there seems to be a lack of spiritual paediatric care resources, because although there is some 
work done on assessing spirituality in children, on closer examining the target population is often 
adolescents. What we also do not know is how to adequately assess spiritual needs of younger 
children. The few validated assessment scales concerning spirituality of children are in all English and 
developed in/for a few specific cultural contexts. So especially in non-English-speaking countries, 
assessing the spiritual needs of younger children is still a big challenge. Fisher (2007) reports on 
available scales for younger children, concluding that only one or two scales appear to have the 
broad scope of spiritually as meant in this thesis. In this thesis we will investigate and -if needed- 
translate valid scales for young children, to see which scale(s) will be applicable for Dutch children, 
and to find out if and how religiousness should be addressed, implicitly or explicitly, in more secular 
countries like the Netherlands.  

Boyton (2011) stresses the importance of bringing knowledge from different disciplines together to 
study spirituality of children, adding that because there is a lack of reliable scales and therefore a 
need to combine qualitative and quantitative information. This thesis will therefore include a broad, 
multidisciplinary approach, even though the primary targeted discipline will remain nurses and 
nursing specialists, to enable them to act as gatekeepers on this domain in health care settings. 
Quantitative as well as qualitative methods will be deployed, using existing literature on methods 
specified for children to build upon. In all of this, the perspective of the child will be the centre of 
attention. Creative methods will be incorporated to give them a say in the research process and 
adapt this to their possibilities and wishes. They will be given the opportunity to react to the 
(translation) work of adults, testing what the grown-ups think they’re capable of. Their needs guide 
this study, as their spiritual needs should guide our spiritual care.  

When considering spiritual paediatric care, it is uncertain if enough is studied about spiritual care 
interventions for children to impact clinical practice. Tebyani (2011) did some explorative work on 
how to nurture children’s spirituality by formulating outcomes of this nurturing, and Hay & Ney 
(2015) identified four responsibilities of teachers, including encouraging personal awareness, and 
exploring ways of seeing. But the how of this nurturing, this encouraging, is still very much 
unexplored. With this ho, also a moral and ethical issue present itself as children are vulnerable as a 
population, but also when dealing with a topic like spirituality. Issues surrounding social pressure, 
safety and religious taboos require a neutral, open and respecting attitude of professionals. If this 
thesis can identify spiritual needs in children with chronic conditions, these findings could also be 
used to develop educational interventions for professionals and interventions for the children to 
address these needs.  

 

AAiimm  ooff  tthhiiss  tthheessiiss  
In response to all the raised topics in this introduction this thesis focusses on the experiences, 
vocabulary and needs of children regarding their spirituality, their spiritual development, and their 
spiritual needs.  

The most important aim of this study is to explore the what of the spirituality of children in their 
native language, in this study this will be Dutch. This exploration of vocabulary used by children to 
express an abstract concept like spirituality is essential to the spiritual development assess potential 
spiritual needs: ‘How do young (Dutch) children with a chronic condition express their spirituality?’ 

The parallel aim, with whom this thesis will begin to lay down an ethical framework for the following 
chapters will be concerned with the how of communication, assessment, intervention, and research 
on the topic of spirituality with the specifics of the population of young children that do not 
comprehend the scientific concepts and vocabulary of it. This question, and the answers we hope to 
find are applicable to a broader audience of professionals: ‘In what way and with which tools can 
researchers, health care professionals and educators’ asses, address and stimulate the spirituality and 
spiritual development of children?’ 

 

TThheessiiss  oouuttlliinnee    
This thesis consists of seven individual chapters, most of them already published in a (peer reviewed) 
journal. Although they can be read independently, together they tell a fascinating story of the 
experiences of children, especially those with a chronic condition and what they deem most 
important in their lives. This introduction (H1) sets the tone as the first chapter, introducing main 
concepts and identifying gaps in our knowledge regarding spirituality, spirituality and spiritual care 
for children. It explores existing definitions and ends with the formulation of the aim of this thesis.   

The first main part focusses on the ‘what’ of spirituality in children, especially those with a chronic 
condition. The first chapter (H2) in this part, qualitatively reviewed all relatively recent (2000 and on) 
studies on the spirituality of children with a chronic condition, to distinguish what we do and do not 
know on this topic. For this study, the population criteria were broadened to include children 
between zero and 21-years old, in an attempt to discover all relevant information gathered so far.  

The second chapter (H3) in this part focusses on the main target population: Dutch children with a 
chronic condition between eight and twelve years old. The children were invited to tell the story of 
their life focussing on what is most important for them in life, without mentioning their condition or 
spirituality as a concept. Different qualitative methods in this study are deployed to assist children in 
telling their story using their own language, expressions and utilizing playfulness to support their own 
way of storytelling.  

As we also need more quantitative tools to assess spirituality and spiritual needs, the last chapter 
(H4) of this first part reports on the meticulously translation to Dutch and validation in the Dutch 
context of two already reliable tested scales that measure spirituality of spiritual sensitivity; the 
‘Spiritual Sensitivity Scale for Children’ and the ‘Feeling Good, Living Life’ questionnaire. With the 
expertise of various professionals from different disciplines and the feedback of healthy children of 
the targeted ages, this chapter present these two translated scales including an evaluative report of 
the experiences of the participating children. 

As mentioned before, the how of working with children in research, education and health is equally 
important when addressing academic and conceptual topics like spirituality. The first chapter (H5) of 
this second part explores the ethical considerations one should review in researching or working with 
children. It offers guidelines to judge considerations, which has also provided leading principles in the 
preparations and execution of the other chapters. 

The next chapter (H6) uses the literature of the spirituality and spiritual development of the 
introduction and the previous chapter, mainly the experiences of the children who assisted in the 
validation of the scales and one of the validated scales to design an educational program for primary 
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schools to support the spiritual development of children. It describes a proposition for a study, which 
was not possible to execute during the COVID-19 pandemic, to test and further develop spiritual 
interventions that help professionals provide a safe space for children. 

Then in the discussion (H7) all results are gathered to formulate a coherent conclusion and showing 
the merits of this thesis, but also the gaps that remain. Implications for health care and educational 
practices are given special attention, as it is my conviction that the advancement of science and 
practice should be considered hand in hand.  

As multiple chapters have previously been published, multiple reference systems have been used in 
documenting the literature and can be found in this thesis. Where chapters differ from the published 
articles this is explicitly mentioned, except for small grammatical issues.   
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AAbbssttrraacctt  
Problem: For an increasing group of children with chronic conditions worldwide, there is growing 
evidence that spiritual care from healthcare professionals is important to help them cope with illness 
and disability. As there is yet little known of which needs should be addressed with this paediatric 
spiritual care, this synthesis of the literature aims to clarify these needs. Eligibility criteria: all nursing, 
education and psychology peer-reviewed research studies, published in English between 2000 and 
2017, focussing on spirituality or spiritual needs of children between 0 and 18 years old with a 
physical chronic condition, from their own perspective, were eligible. 

Sample: Twenty articles of which were two reviews, and eighteen single studies were included 
reporting on children between 0 and 21 years. Included chronic conditions were type 1 diabetes 
mellitus, Duchene muscular dystrophy, HIV/aids, asthma, sickle cell disease, cystic fibrosis, and 
cancer.  

Results: Children's spirituality seemed to be shaped by a search for identity focusing on normalcy and 
expressed their beliefs mainly in their relationship with a supportive God, using mostly religious 
language. Relational aspects, contextual aspects and spiritual/religious coping can generate spiritual 
issues or needs which influence health and adjustment to living with chronic conditions.  

Conclusions: Spirituality is an integral aspect of life and child development, requiring spiritual care 
from healthcare professionals when children face a physical chronic condition. Implications: More 
research among younger children and/or non-religious children from various countries should be 
performed to complement the existing – mostly American – evidence. 

 

PPrroobblleemm  
Introduction 
The number of children with chronic conditions is increasing, causing chronic conditions and 
disabilities to become major health problems according to the WHO (Michaud, Suris, & Viner, 2007). 
The reasons for this increase are improved health outcomes based on early detection and diagnosis, 
and better treatment and management of previously life-threatening diseases (Compas, Jaser, Dunn, 
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& Rodriguez, 2012). A chronic illness or chronic medical condition is a health problem which lasts 
three months or more, affects a child's normal activities and requires frequent hospitalization, home 
healthcare and/or extensive medical care (Mokkink, Van der Lee, Grootenhuis, Offringa, & Heymans, 
2008). Children with chronic conditions encounter great challenges to cope with not only the 
condition itself but also their healthcare-related experiences. There is growing evidence that 
integrated spiritual care from nursing professionals is important to help pediatric patients to cope 
with illness and disability (Roehlkepartain, King, Wagener, & Benson, 2005; Swinton, 2012). We know 
that attention to spirituality from caregivers can help pediatric patients cope and make sense of their 
illness, condition or disability (Drutchas & Anandarajah, 2014). 

Spirituality in Children 
Spirituality is a concept which has as many definitions as it has interpretations. As the European 
Association for Palliative Care (EAPC) reported on the mission to formulate a definition, ‘spirituality is 
difficult to define because of its multidimensional nature’ (Nolan, Saltmarsh, & Leget, 2011, p.86) but 
did identified three domains within the spiritual field: the first, existential questions regarding 
identity, meaning and topics such as suffering but also hope and joy; second, value-based 
considerations and attitudes, which they describe as: ‘the things most important to each person such 
as…family,…ethics and morals, and life itself’ (Nolan et al., 2011, p.88); and religious considerations 
and foundations such as faith, religious and other beliefs and practices. Weathers, McCarthy, and 
Coffey (2016) state that each concept description usually consists of three main components: 
connectedness, transcendence and meaning of life. This study therefore uses a consensus-based 
definition formulated by spiritual care experts containing these three domains and the three main 
components: Spirituality is a dynamic and intrinsic aspect of humanity through which persons seek 
ultimate meaning, purpose, and transcendence, and experience relationship to self, family, others, 
community, society, nature, and the significant or sacred. Spirituality is expressed through beliefs, 
values, traditions, and practices. [(Puchalski, Vitillo, Hull, & Reller, 2014, p.643)] This definition is 
based on the spirituality of adults, but the current idea in the literature is that the spiritual lives of 
children also appear to be rich and complex (Drutchas & Anandarajah, 2014). Boynton (2011) 
describes how the spirituality of children is an overlooked subject for research, especially regarding 
the theoretical concepts of spirituality in children, meaning that there is no child-specific definition. 
Only Hay and Nye (2006) concluded in a study of healthy British primary school children that the 
spirituality of children appears to be focused on the relational aspects of the second domain, which 
they termed ‘relational consciousness’ to the self, to others, to nature and to the Other. 

Spiritual Development 
Back in 1989, the United Nations declared that every human is a spiritual being, and as every child 
needs to develop this spirituality, it has the right to an optimal spiritual development (UN, 1989). 
Spiritual development is unique for every child, depending on each individual's experience (Mercer, 
2006), and children with chronic conditions have identifiably different experiences, because of the 
healthcare they need, compared to other children. The expression of a child's spirituality logically 
depends on its stage of development in other disciplinary domains, as McSherry and Smith (2007) 
state. Therefore, to provide adequate spiritual care which, according to Pridmore and Pridmore 
(2004), supports or encourages optimal spiritual development, it is useful to explore the 
development of children in the context of these other domains so as to understand their spiritual 
development. Although spirituality is part of every child's life the psychological and developmental 
literature usually regards the period from ages 6 to 12 as the period during which a child has the 

cognitive and reflective ability to perform significant developmental tasks. It is the period during 
which children develop an important part of their identity in terms of self-confidence according to 
Erikson (1963), and generally have a strong sense of belief in justice. According to the theory of 
Kolhberg (Van Beemen, 2001), children also develop an autonomous sense of morality and an 
underlying way of reasoning for their current and future moral decisions during this period. Children 
transfer in this period from the first intuitive stage of faith in which reality and fantasy mingle in what 
they see as true into the second stage around the age of 8, known as the magical-literal stage, in 
which faith is primarily an experience, and all their experiences are made concrete in stories and 
rituals which help develop their faith. From the age of 12 children can either stay in this second stage 
as it becomes a fixed stage, with faith only evolving through the other developmental domains, such 
as the ability for abstract and analytical thinking (Van Beemen, 2001), or enter the third stage of faith 
which is characterized as a synthetic-conventional stage, where the child is able to reflect on its own 
ideology and the Ultimate is found in relations, including a loving and supportive relation with the 
Sacred or Other, this stage can also be the come a fixed stage (Neuman, 2011). 

Spiritual Care 
When children are confronted by chronic illnesses they need to find a way to cope not only with the 
acute stress of a diagnosis but also with the long-term chronic stress (Compas et al., 2012).Wecan 
imagine that spirituality will not only vary by age, but also by how children communicate about this 
spirituality, the language they use, and also by their specific sets of experiences. All these elements 
contribute to signalling aspects of this spirituality which require spiritual care, and which are 
sometimes called ‘spiritual needs’ (Fosarelli, 2006; McSherry & Smith, 2007; Roehlkepartain et al., 
2005), and which are said to arise from, affect or be affected by children's spiritual development 
(Neuman, 2011). The aim of this study is twofold: first to provide a qualitative description of the 
existing literature to synthesize a response to the question: ‘what do we know about the way 
children with physical chronic conditions express their spirituality?’; and second to analyse whether 
there are aspects of spirituality specifically associated with their chronic condition which emerge 
from the literature, which should be addressed with spiritual care. 

Eligibility Criteria 
This review collected all published qualitative and quantitative research describing the spirituality of 
children aged from 0 to 18 with a chronic physical disease, from their own perspective. Eligible were 
English nursing, education and psychology peer-reviewed research articles (including pilot projects) 
published between 2000 and 2017, because cultural context, language and religiosity most likely vary 
between generations, for example due to secularization in the West. The following medical/nursing 
databases were searched: Invert (Dutch); Academic Search, CINAHL, Medline through EBSCO and 
PubMed Health. 

To include psychology and education studies, PsycINFO and ERIC were also searched through EBSCO. 
The included databases were searched in June 2017 using the search string: (“spirituality”) AND 
(children OR youth) AND (chronic OR congenital OR asthma OR diabet* OR rheuma* OR cystic) AND 
(‘spiritual need’ OR ‘spiritual care’ OR ‘spiritual support’ OR ‘spiritual development’) as advised by 
two separate university librarians. 

The EBSCO databases yielded 465 records, and the Pubmed search another 21. After removing 
duplicates and records which predated 2000, three non-English language articles (only English 
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abstracts) were also excluded before screening. The remaining 187 records were independently 
screened on title, abstract, focus and sample by two researchers, except for four legacy records 
which were encountered during the screening process. Articles which lacked abstracts or which were 
not research articles (such as books, dissertations, editorials and non-systematic literature articles) 
were excluded. Articles were excluded if their focus was not specifically on chronic conditions or 
spirituality/spiritual needs, or only on end-of-life/terminal care or mental illness, or if their samples 
were not appropriate for exploring the spiritual needs of children from their own perspective (thus 
excluding the perspectives of parents, families and other disciplines). Samples in American studies 
which extend to the age of 21 were included because they reflect the American legal context. 
Records approved by one or both researchers were included in the second screening of the full-text 
articles. Of the 64 records remaining, six were unavailable for screening, six were part of an already 
included review, one mixed-method study had already been partly included in a review (only its 
quantitative data), and so was only included for its qualitative data. 

Sample 
The selection and review processes were done using the PRISMA method of Moher, Liberati, Tetzlaff, 
and Altman (2009) (see Fig. 1), and this process resulted in the selection of twenty articles, 
containing two meta-analysis and eighteen individual quantitative and qualitative studies. 

Analysis 
The analysis of the articles was performed using Atlas.Ti, a qualitative analysis software programme. 
All the data in each article was labelled using open coding in a content analysis, beginning with 
preliminarily formulated codes for the demographic aspect of each study, including its populations' 
age, condition, culture and the measurement instruments used. Meaningful content was then coded 
using preliminary codes (expressed spirituality, discovered spiritual need) and incidental codes. 
When this first round was complete, a directed content analysis was performed in which all the 
codes were reviewed and merged into code families. All the articles were coded again using these 
code families. The codes were then categorized to find themes and subthemes. 

Each study was examined on the basis of two criteria for the power of evidence (PoE), based on the 
Grading of Recommendations, Assessment, Development and Evaluations (GRADE) Working Group 
guidelines. First, the strength based on the nature of the study was assessed, with Randomized 
Control Trials and Systematic reviews classified as strong (*****); Qualitative or quantitative studies 
classified as moderate (***) and Case studies as weak (*). Study characteristics which improved 
quality, such as use of control groups or longitudinal design, were given an additional star. Those 
which diminished its quality, such as small samples (b10), had a star subtracted. Second, each study's 
results were classified into those which found specific spiritual needs associated with the children's 
experiences of chronic conditions, and those which did not, using: ‘spiritual needs found’ (+) or ‘no 
spiritual needs found’ (−). The combination of the two criteria yielded a code which indicates the 
power and direction of the evidence obtained. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Fig. 1. PRISMA flow diagram. 

 

RReessuullttss  
Demographics of the Studies 
The included studies were mostly American. The respondents' ages ranged from 0 to 21 years. Five 
studies specifically only focused on children aged between 6 and 12, and eleven studies focused 
solely on adolescents aged 12 and above. The chronic conditions studied were type 1 diabetes 
mellitus (DM1), Duchene muscular dystrophy (DMD), HIV/ Aids, asthma (2), sickle cell disease (SCD) 
(3), cystic fibrosis (CF) (4) and cancer (4). Seven studies did not define their population beyond that 
they had chronic conditions or included sick children or multiple conditions, including the above but 
also inflammatory bowel disease, epilepsy and serious injury. 

Most qualitative studies investigated spirituality as a concept, while quantitative studies sought to 
identify the connections between spirituality with coping and condition-related adjustment to quality 
of life. The measures used in qualitative studies were often child-specific instruments such as 
adapted interview guides or measures which included drawings and pictures as prompts. 

(Table 1 showing all included studies is added at the end of the article for lay-out purposes) 

Themes and Subthemes 
The included studies can be divided into two themes: studies which describe the children's 
spirituality as it is shaped by the search for identity and their relationship with God, and studies 
which describe relational, contextual and spiritual/religious coping as spiritual aspects which require 
spiritual care as they affect adjustment to living with a chronic condition. 

Records identified through database 

searching (n=465+21) 
Additional records identified through 

other sources (n=4) 

Records after duplicates/pre-2000 removed (n=190) 

Records screened on title and abstract (n=187) 

Records excluded (n=123): 
no abstract (n=15) 
no research article (n=8) 
based on focus (n=63) 
based on sample (n=37) 

 

Full-text articles assessed for eligibility (n=64) Full-text articles excluded (n=44): 
not available (n=6) 
no research article (n=17) 
based on focus (n=4) 
based on sample (n=7) 
no results described (n=1) 
part of included review (n=6) 
not self-reported (n=3) 

 

Studies included in qualitative synthesis (n=20) 
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TThheemmee  11::  CChhiillddrreenn''ss  SSppiirriittuuaalliittyy  
What emerges when talking to children about their own perspectives on spirituality and how they 
wish to interact with healthcare professionals is coloured by a coveted sense of normalcy with 
respect to their identity (Cheng et al., 2015; Kamper et al., 2010). Their condition is only one stressor 
in finding their way in life, and it seems to be of paramount importance for them not to be labelled 
by their condition but to be seen as unique human beings with an identity which encompasses their 
condition, but which is far more than that (Pehler & Craft- Rosenberg, 2009; Tamburro et al., 2011) 
as a 12-year old girl said: “I don't want to be seen as just a girl with CF, I want to be seen as just a 
regular girl.” (Cheng et al., 2015, p.81). Spirituality seems to be a bridge from their situation to being 
part of a larger force (Bernstein et al., 2013) or to imbuing it with sacredness or purpose 
(Grossoehme et al., 2008; Renani et al., 2014) as one teenage boy with DMD described: “I don't think 
I got this disease out of spite, I think it might just be to make me think of something that can help 
people or make me see things different and help the world.” (Pehler & Craft-Rosenberg, 2009, 
p.487).  

As most studies were conducted in the United States, it is not surprising that almost all children and 
adolescents reported believing in God and seeing their spiritual and religious beliefs as an important 
aspect of their lives (Clayton-Jones & Haglund, 2016), which supports them in coping with the 
challenges of their conditions (Clayton-Jones et al., 2016). Their relationship with God offers a 
consistent source of comfort and strength (Clayton-Jones et al., 2016) which contributes to their 
wellbeing (Cotton et al., 2012) as one 16-year old girl with SCD said: “He's like the Father you can't 
see. He causes everything to make sense and comforts you.” (Clayton-Jones et al., 2016, p.695). 
Children regard God mostly as supportive and caring (Clayton-Jones & Haglund, 2016), a sample of 
children with HIV, for example, felt God's presence almost twice as often as their healthy peers 
(Bernstein et al., 2013). They pray to God to share their experiences of pain, express their desire to 
leave the hospital (Bull & Gillies, 2007) or they pray for others (Pehler & Craft-Rosenberg, 2009) and 
experience God as helping them (Bull & Gillies, 2007; Clayton-Jones & Haglund, 2016; Pehler & Craft- 
Rosenberg, 2009; Pendleton et al., 2002) even if their prayers are not answered as one 7-year old girl 
with CF said: “If a pastor prayed over me and it [getting better or a cure] didn't happen, then I would 
think that it wasn't suppose to happen, because prayers don't always happen.” (Pendleton et al., 
2002, p.5). They report experiencing connectedness through volunteering, attending services and 
reflecting on scriptural metanarratives, but also through creative arts and nature (Clayton- Jones et 
al., 2016) as one 7-year old boy with cancer stated that he liked “to go outside or play an instrument” 
to feel closer to God (Kamper et al., 2010; p.304). 

TThheemmee  22::  AAssppeeccttss  ooff  SSppiirriittuuaalliittyy  
The term ‘spiritual needs’ is well known in nursing, education and psychology literature to address 
aspects of spirituality which could require spiritual care, but other concepts were also used in the 
included studies. The most commonly used concept was spiritual coping, where stressors are 
perceived as psycho-spiritual factors which influenced communication, wellbeing, quality of life or 
adjustment to the chronic condition. The overview table (Table 1) shows under ‘Power of Evidence’ 
(PoE) that many studies reported some sort of spiritual need.  

Relational Aspects.  
Family in particular parents are firstly in themselves a source of spiritual support (Pisula & Czaplinska, 
2010). They offer a spiritual foundation (Clayton-Jones et al., 2016) and their mere presence is 

sometimes enough for children to remain calm and optimistic (Bull & Gillies, 2007; O'Shea & Kanarek, 
2013). Children appear to experience their parents' being ‘proud’ of them as giving them strength 
(Bull & Gillies, 2007). Children also depend on their parents to pray for them and organize religious 
rituals or gatherings (Bull & Gillies, 2007; Clayton-Jones et al., 2016). However, studies also reported 
children viewing themselves as protecting their parents from the pain and suffering that they 
experience (Kamper et al., 2010; Nash et al., 2013), by avoiding voicing spiritual questions like ‘why 
me’ (O'Shea & Kanarek, 2013). This made parents even express gratitude to researchers for raising 
the subject of spirituality with their child for them (Kamper et al., 2010). 

Friends are also spiritually important as they provide a sense of normalcy. Not only is the interaction 
with healthy peers important, as friends provide support just by being there, through talking or 
having fun together (Clayton-Jones et al., 2016; Pehler & Craft-Rosenberg, 2009), as one boy with 
DMD said: “We'll hangout…they [my friends] just make me feel normal and help me with things too, 
and they're just good friends” (Pehler & Craft-Rosenberg, 2009, p.288), but also relationships with 
other sick children need to be supported, as they appear to provide children with spiritual social 
support (Kamper et al., 2010) and sometimes even give children a purpose in life (Clayton- Jones et 
al., 2016) as one boy with DMD said that it was his purpose to become a wheelchair designer to help 
all children in wheelchairs (Pehler & Craft-Rosenberg, 2009). Toys and animals were also mentioned 
as important relational connections (Kamper et al., 2010; Pehler & Craft-Rosenberg, 2009) and even 
described as ‘best friends’ (Nash et al., 2013). 

Healthcare and Contextual Aspects.  
Regarding the impact of healthcare experiences, children report that the hospital environment and 
their treatment scare them (Bull & Gillies, 2007), sometimes because of the pain (Reisi-Dehkordi et 
al., 2014), and sometimes because they hear the distress of other children or because they do not 
know what is going to happen (Bull & Gillies, 2007; Reisi-Dehkordi et al., 2014). It is complicated for 
children to trust adults who also hurt them (Nash et al., 2013). They can get anxious or depressed 
(Farrell et al., 2008; Reisi-Dehkordi et al., 2014), and some report boredom as a big stressor (Nash et 
al., 2013; Reisi-Dehkordi et al., 2014). This was illustrated in a study of care goals, where almost half 
of the children who reported psycho-spiritual issues formulated their goal as ‘to be happy’ (Tamburro 
et al., 2011). It seems that all experiences in the hospital need to be made meaningful (Nash et al., 
2013) to enable children to make sense of them, or children could become distressed as one 9- year 
old hospitalized girl said what she would tell God about the hospital: “It was scary. It was like hell” 
(Bull & Gillies, 2007, p.38).  

Healthcare professionals were mentioned by children as a possible source of spiritual support 
(Clayton-Jones et al., 2016). The nature of the relationship with professionals is a major determinant 
of children considering engaging in spiritual discussions or spiritual care (Cotton et al., 2014; O'Shea 
& Kanarek, 2013), as it was reported as ‘risky’ to share beliefs as one 15-year old boy with SCD said: 
“I prefer they not ask me, I don't want them to treat me any different than they do right now.” 
(Clayton-Jones et al., 2016, p.698). One study reported children experiencing a sense of having a 
whole, unique identity in terms of beliefs, as adolescents reportedly wished to be treated as unique 
human beings, and not to be defined or judged by their spirituality or religiosity (Clayton-Jones et al., 
2016). The studies clearly present what the children want from professionals – to feel safe (Bull & 
Gillies, 2007; Nash et al., 2013), and what they want professionals to be – understanding (Bernstein 
et al., 2013; Clayton-Jones et al., 2016; Cotton et al., 2012) and trustworthy (Clayton-Jones et al., 
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2016; Cotton et al., 2014), open and sensitive (O'Shea & Kanarek, 2013) and having strong beliefs 
themselves (Cotton et al., 2014). Children need a trusted adult to listen to them (Nash et al., 2013) so 
that they can ask questions such as ‘why me?’ and ‘what‘s going to happen?’ in a safe space (O'Shea 
& Kanarek, 2013). Children have no preference for what discipline professionals should have, and 
they seem to prefer their primary professionals: someone they know. Children also appreciate a 
sense of humour in professionals when discussing spirituality (Clayton-Jones et al., 2016). When 
asked about their preferences in discussing their beliefs, teens did not see their condition as a reason 
in itself to discuss beliefs, but rather the more contextual aspects of the clinical situation determined 
whether they would share their beliefs (Cotton et al., 20,102; Cotton et al., 2014). For example, some 
deemed it unwelcome in certain situations, such as first visits (Bernstein et al., 2013). Studies showed 
that 67% of a sample of American teens with HIV+(Bernstein et al., 2013) and52%of a sample of 
American teens with asthma (Cotton et al., 2012) felt that their provider should be aware of their 
beliefs. Considering these expectations, it is remarkable to see that, according to Cotton et al. (2012), 
only 28% of children in that study had expressed anything to their provider about their beliefs; 
another study found that only 4 of the participating 45 adolescents with HIV+ reported that their 
healthcare professional had asked about their beliefs (Bernstein et al., 2013). 

Regarding spiritual care, a sample of adolescents with SCD reported that spirituality or even religion 
was not usually included in their care (Clayton-Jones et al., 2016). Children usually welcome 
professionals praying for them, silently (Cotton et al., 2012; Cotton et al., 2014; Pendleton et al., 
2002) or along with them (Bernstein et al., 2013; Nash et al., 2013). Professionals can also help 
maintain normalcy by engaging in activities (Pehler & Craft-Rosenberg, 2009) or by creating normal 
activities for children and families or friends (Nash et al., 2013). As talking about spirituality and 
spiritual beliefs can be difficult for children, it demands a certain creativity from professionals, such 
as joint activities which allow reflection, or the use of a vicarious patient (like a ‘sick’ teddy bear) 
(Nash et al., 2013). Children and adolescents expressed a willingness to let healthcare professionals 
support them in several studies, for example by participating in spiritual assessment (Clayton-Jones 
et al., 2016), engaging in spiritual care interventions such as writing an essay on a spiritually stressful 
event or joining a digital spiritual chatroom (Cheng et al., 2015), participating in a ‘Godly play’ 
intervention (Farrell et al., 2008). 

Spiritual Aspects of Coping.  
Spirituality appears to function as an effective support for children to cope with stress (Clayton-Jones 
et al., 2016; Clayton-Jones & Haglund, 2016). Being able to use active spiritual strategies and/or 
positive spiritual beliefs positively affects a child's quality of life (Clayton-Jones & Haglund, 2016; 
Reynolds et al., 2016), health (Reynolds et al., 2016), treatment adherence level (Grossoehme et al., 
2016), healthcare utilization and pain management (Clayton-Jones & Haglund, 2016). 

Studies report that children's health conditions and the impact of their treatment is their biggest 
source of stress (Kamper et al., 2010; Reisi-Dehkordi et al., 2014), but Pisula and Czaplinska (2010) 
found that they do not have more stressors than their healthy peers overall, just that their stress is 
health-related. Children use varied coping strategies to cope with this stress, with studies identifying 
both religious strategies such as remaining hopeful, praying (Clayton-Jones & Haglund, 2016; Renani 
et al., 2014) and seeking forgiveness (Cotton et al., 2012; Tamburro et al., 2011), and non-religious 
strategies suchas seeking spiritual social support (Pendleton et al., 2002) or finding distraction 
(Clayton-Jones & Haglund, 2016; Kamper et al., 2010), for example in the creative arts (Bull & Gillies, 

2007; Clayton-Jones et al., 2016). Although most studies reported no gender, race or other 
demographic differences, one study (Pisula & Czaplinska, 2010) did report some gender differences, 
as it found that boys with type 1 DM used strategies normally used by healthy girls more frequently 
than healthy boys, though girls with type 1 DM still used the ‘seek professional support’ strategy 
significantly more than boys. 

Children can also use specific spiritual beliefs to help with coping. Studies found that children use 
both positive and negative beliefs to cope with their condition or with its consequences. A common 
positive belief used to cope was believing that everything had a ‘divine predestination’ (Pendleton et 
al., 2002; Renani et al., 2014), the belief that God or a Higher Power had a plan with the child's life 
and the condition was part of it. The most common negative coping was ‘questioning’ (Cotton et al., 
2012; Pehler & Craft-Rosenberg, 2009; Reisi-Dehkordi et al., 2014), which could be questioning God's 
love for them or what they had done to deserve their condition, but also feeling that God had 
abandoned them (Bernstein et al., 2013) or that their condition was a ‘punishment’ from God or the 
Devil (Cotton et al., 2012; Pendleton et al., 2002; Reisi-Dehkordi et al., 2014), even if the child 
identified itself as not religious (Cheng et al., 2015). 

 

CCoonncclluussiioonn  
The first aim of this synthesis was to find how children express their spirituality. Of the three 
components of spirituality identified in the definition (Puchalski et al., 2014) this study revealed that 
the spirituality of children with a chronic condition indeed seems to have an emphasis on 
connectedness as it appears to be a relational construct, concerning the pursuit of their unique 
identity and the importance of connectedness with others for spiritual support, confirming the 
concept of relational consciousness of Hay and Nye (2006). Transcendence was demonstrated in how 
they described their relationship with God correlating with the third stage of faith (Fowler, 1981) and 
how they used their beliefs to cope with health stressors. Children with chronic conditions actively 
seem to imbue their illness and experiences with meaning, although they appear to do this very 
differently, some by finding a ‘calling’ in helping others like themselves and others by finding peace in 
believing their condition is predestined. 

Summarizing the aspects of spirituality of children requiring spiritual care, it appears that they are 
mostly relational and communicational, strongly influenced by the healthcare context and 
relationships with healthcare professionals. When expressing themselves, they appear to use 
religious language to voice existential questions and express what they find most important, such as 
relationships with friends and family, but also their beliefs regarding a greater purpose, even if they 
are not religious. They use their spirituality to cope, but when they are unable to adopt positive 
strategies and/or beliefs, this has a negative impact on their adjustment to their condition and on 
their health. The results suggest that although children would appreciate spiritual care, they 
commonly do not receive it. 

 

IImmpplliiccaattiioonnss  
The many results found regarding the relational aspects of spirituality seems to confirm the theory of 
Hay and Nye (2006) which describes spirituality in children as a ‘relational consciousness’. It also 
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supports the claim that the spirituality of children is complex and varied (Drutchas & Anandarajah, 
2014), adding complexity when the healthcare context comes into play. However, the limited studies 
conducted on children with chronic conditions present obstacles to comparison and obtaining overall 
insights as they are fragmented by the various conditions they consider, the diverse methodologies 
they use and the theoretical concepts they derive from different disciplines.  

As only a few studies compared spirituality between groups of children with different conditions, it 
would be preferable if future research included several chronic conditions in the sample to see if the 
aspect of spirituality under study varies across them. In this synthesis, it was remarkable that only 
three studies – including the two reviews – used mixed methods to investigate spiritual coping and 
spirituality so as Boynton (2011) pleas further research should incorporate mixed methods. As many 
studies combined religiosity and spirituality (both as a concept and in measurement instruments), it 
is not surprising that the importance of a relationship with God and the use of religious language was 
strongly present in the results, even more so because most studies originated from the Unites States 
and are therefore logically biased by that culture. It does, however, raise the question of what results 
would be obtained if studies were to define the concept of spirituality in a manner not focused on 
religion, and what results would be obtained particularly from quantitative studies using child-
specific measurement instruments of spirituality that do not investigate religiosity, which do exist 
(Fisher, 2009). It would also be interesting to see what aspects of spirituality arise when the sample is 
not dominated by children who identify themselves as religious. And although it is acknowledged 
that religious language is used to express spirituality (Swinton, 2012), the results in this synthesis are 
also influenced by the fact that two-thirds of the studies were conducted among adolescents. 

This review also revealed that there is little evidence of the spirituality of children aged below the 
age of 12. Studies including this group could show whether this age group uses different concepts 
and language to express spirituality than adolescents. It appears that even though fourteen studies 
reveal some spiritual need arising from children's spirituality, it is difficult to distinguish clearly which 
spiritual needs should be included in spiritual care because of the variety of conditions, ages and 
concepts used to measure these spiritual needs. This synthesis included conditions like diabetes 
which have a relatively low impact on life expectancy and require far less healthcare than more life-
threatening conditions like cystic fibroses, it is very possible that the extent and depth of spiritual 
needs vary between conditions when death is imminent or as the condition confronts the child with 
more suffering and hospitalization. Spiritual care for children should in any case range from creating 
a safe space for general spiritual questioning, and when confronted by stressful experiences which 
cause children to voice their existential questions, to signalling and intervening when a child uses 
negative spiritual coping as these found spiritual needs could also be the first indicators of spiritual 
distress described by Mueller (2010) as expressions of a lack of hope, meaning, or purpose in life, a 
refusal to interact with or desire to separate from spiritual leaders, friends, or family, an inability to 
be creative, to be interested in nature, or when religious to pray and also feeling anger towards God. 

If healthcare professionals do not signal and address a child's search for identity, spiritual questioning 
or spiritual coping, the results of the studies we surveyed suggest that this negatively effects their 
health, adjustment to their conditions and quality of life. This is consistent with the findings by 
Compas et al. (2012), who found that passive coping was associated with poorer adjustment. Based 
on what is already known, healthcare professionals should at least be able to establish a child's 
desired relationship with his or her carers, create a safe space and engage in spiritual discussion with 

them. However, further research should focus on identifying the specific issues which argue in favour 
of spiritual care for children with specific chronic conditions and their specific healthcare 
experiences. 
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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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eleven). 

AAbbssttrraacctt  
Purpose: This article describes the translation and qualitative assessment and small-scale validation 

of two spirituality scales designed for children from English to Dutch and includes the translation and 

validation process and the results of the two most commonly used and best validated measurement 

instruments for spirituality in children: the Feeling Good, Living Life scale (FGLL) by Fisher (2004, 

2009) and the Spirituality Sensitivity Scale for Children by Stoyles et al. (2012). 

Design and methods: The translation process was designed according to Beaton et al. (2000) and 

both the translation and the validation process followed the instructions of the Consensus-based 

Standards for the Selection of Health Measurement Instruments (COSMIN, 2018). The qualitative 

validation was done by a three-step test interview eliciting the face validity of both questionnaires. 

Results and conclusions: The results show that both instruments were reliably translated, are face 

valid with some minor alterations and structurally validated overall in the small-scale pilot. 

Practice implications: More attention from healthcare professionals and educators should be 

directed at using spiritual measuring instrument to develop the spiritual vocabulary of children. A 

larger study is needed to also confirm the cultural validity of the translated scales. 

Keywords: Validation study Translating questionnaires Spirituality scale Children 

IInnttrroodduuccttiioonn  
To implement spirituality in healthcare as a dimension of wellbeing, we need to be able to assess this 

dimension in patients. There are measurement instruments available for adults (de Jager 

Meezenbroek et al., 2012), and several instruments have been developed for children, some of which 

originate from the adult versions (Fisher, 2009). Most instruments are designed in English, which can 

present a major language barrier for non-English speaking children. To include spiritual care as an 

integral part of Dutch paediatric care, it is essential that professionals and researchers have access to 

Dutch instruments appropriate for the intended population. 

TThheeoorreettiiccaall  ffoouunnddaattiioonn  
To measure a concept as spirituality, one must first define it. The concept has been defined by 

different disciplines using very different terminology, which has so far not resulted in the adoption of 

a particular definition by the scientific community. The theory of the spirituality of children 

specifically is also not well elaborated (Smith & McSherry, 2004). The most recent theory of Hay and 

Nye (2006) states that spirituality in children is based on a ‘relational consciousness’ on fur domains: 

to the self, to others, to the world and to the Other. They add that the spirituality of children can be 

observed in how they sense awareness, mystery and values. This theory resonates with the work of 

scientists and professionals in different fields for example in pastoral psychology (Mercer, 2006) and 

social work (Scott, 2003). Accordingly, these four domains should be visible in any measurement of 

spirituality in children. 

The Dutch context has specific characteristics regarding religiousness distinguishing it from the 

original cultural and linguistic context of the English scales. The majority of the population in Anglo-

Saxon countries still identify themselves as being religious, as the Public Religion Research Institute 

(PRRI) reports that only 24% of all Americans do not identify with a religious denomination of some 

kind, and of that group only 58% report themselves as not being religious at all (Cox & Jones, 2017). 

The national census in Australia (Australian Bureau of Statistics, 2017) showed in 2016 that 60% of 

the population reported a religious affiliation. This contrasts with the Dutch population where, in 

2017 for the first time ever, more than half of the population (51%) reported not being religiously 

affiliated (CBS, 2018). This secularization of Dutch society has undoubtedly affected the way religious 

vocabulary is becoming less known and a more generic spiritual vocabulary is needed. Therefore, it is 

imperative to select and use instruments that are mostly non-religious and use appropriate non-

religious vocabulary. Usually, a quantitative analysis is used to define validity and reliability of 

measurement instruments, but to guarantee a proper adaption to the Dutch context the 

interpretation bias and face validity should first be established of any translation (Mallinson, 2002). 

A literature search in EBSCO provided all available measurement instruments for children under the 

age of 18. The terms ‘spiritual* AND child* AND (assessment OR measurement)’ were used resulting 

in 390 items in full text and English. All items were scanned for the inclusion of a quantitative 

instrument validated for children under 18 years old. The twelve instruments found were screened 

on the designated age, the general content and number of items and the available statistical 

information of reliability and validation (Table 1). Only the Feeling Good Living Life (FGLL) and the 

Spirituality Sensitivity Scale for Children (SSSC) fitted all criteria of prior validation, religiousness as a 

minor part of the scale, the four identified domains and developed for the purpose of assessing 

young children.  

Name Age Content & Items Validation 

SWBQ-SHALOM  

Fisher (2011); Gomes & 
Fisher (2003) 

20+ 
11-
16 

20 items on four Spiritual-Well-Being 
domains: Personal, Communal, 
Environmental, Transcendental 

Cronbach’s alpha: (P) 0,89, 
(T) 0,86, (E) 0,76, (C) 0,79;
and 0.92 for scale
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Feeling Good Living Life 

(FGLL)  
Fisher (2004, 2009) 

5-12 16 items on four SWB domains, twice
asked: firstly ‘Does the following 
make you feel good?’ and secondly 
‘Do you…’   

Cronbach’s alpha of 0.77 
on scale; high construct 
validity with alphas of 0.71 
to 0.84 per domain 

Children Spiritual Lives 

Measure 
Moore et.al (2015) 

6-12 27 items on three factors: Comfort
from God, Omnipresence of God, 
Duality of soul 

Cronbach’s alpha of (C) 
0,96; (O) 0,91; (D) 0,88  

Ironson Woodson spirituality 

and religiousness index 

(IWSRI) Ironson (2002) 

7-18 25 items on 4 subscales: Sense of
Peace, Faith in God, Religious 
Behaviour, Compassionate View of 
Others  

Cronbach’s alpha 0.91, for 
total scale (Otakpor & 
Atanni, 2015) 

Benefit Finding Scale for 

Children (BFSC)  
Phipps, Long & Ogden (2007) 

7-18 10 items, all based on the stem
‘Having had my illness has…’ 

Chronbach’s alpha 0.834 
for scale 

Youth Spirituality Scale (YSS) 

Sifers et.al. (2012) 

7-
14/ 
8-15

Unknown, not available Pilot showed signs of 
validity/reliability  

Spiritual Sensitivity Scale for 

children (SSSC) 

Stoyles et.al. (2012) 

8-11 23 items on 4 domains: Awareness
Sensing, Mystery Sensing, Value 
Sensing and Community Sensing 

Chronbach’s alpha  0.77 
for scale. 

The Multidimensional Life 

Satisfaction Scale for 

Children (MLSSC, originally 

the student life satisfaction 

scale, SLSS) Huebner (1994) 

6-18  7 items, not available Chronbach’s alpha 0.78. 
for scale (Chaves, 2016) 

Spiritual and Religious 

Thriving in Adolescents 

Dowling et.al. (2004) 

9–
15 
year
s 

17 items relating to values, 
conscience and role of family, mix of 
quantitative and qualitative 
instrument 

Cohen’s kappa inter-rater 
reliability of 0.87 

Children/Adolescent 

Spirituality Screening Tool 

(CASST)  Grosshoeme (2008) 

10-
18 

17 items of which 8 items relate to 
God, church or prayer, others related 
to hope, embarrassment and 
loneliness   

Unknown, only tested in 
Delphi study 

Spirituality Well-Being Scale 

(SWBS) 

Paloutzian & Ellison (1983) 

12-
20 

20 items on 2 subscales: Religious 
Well-Being and Existential Well-
Being. Focus on spiritual beliefs.  

High test-retest reliability 
(r = 0.80 p = 0.0006). 
(Ruben et.al., 2009) 

Developmental Dimensions 

Scales (Spiritual 

development Scale) Spurr 
et.al. (2012) 

16-
20 

Subscale of 3 items relating to values 
and connectedness 

Alpha coefficient of 0.72 
or higher (Sharkey, 1999) 

Table 1: Available i ruments. 

The Feeling Good, Living Life (FGLL) scale was derived by Fisher (2009) from a scale for adolescents 

and adults called SWBQ-SHALOM. The FGLL consists of two sets of sixteen statements: one asks 

children how often they do certain things and the other repeats the statements asking how good 

they make them feel. Statements are scored on a five-point Likert scale. Items are equally distributed 

across four dimensions, indicating a relationship with the self, others, the environment and the 

transcendent. The FGLL was validated for children aged between five- and twelve-year-old with a 

Cronbach's alpha of 0.77 and high construct validity with alphas of 0.71 to 0.84 per domain (Fisher, 

2009).  

Does the following make you feel good? Do you … 

f1. Knowing your God is a friend d1. know your God is a friend? 

f2. Looking at the stars and moon d2. look at the stars and moon? 

f3. Going for a walk in a park d3. go for a walk in a park? 

f4. Knowing your family loves you d4. know your family love you? 

f5. Feeling happy? d5. feel happy? 

f6. When people say you are good d6. hear people say you are good? 

f7. Loving your family d7. love your family? 

f8. Knowing you belong to a family d8. know you belong to a family? 

f9. Thinking life is fun d9. think life is fun? 

f10. Spending time with your family d10. spend time with your family? 

f11. Talking with your God d11. talk with your God? 

f12. Knowing your God cares for you d12. know your God cares for you? 

f13. Spending time in the garden d13. spend time in the garden? 

f14. Watching a sunset or sunrise d14. watch a sunset or sunrise? 

f15. Knowing people like you d15. know people like you? 

f16. Thinking about your God d16. think about your God? 

Table 2. Items in the FGLL (Fisher, 2009)  

The Spirituality Sensitivity Scale for Children (SSSC) was designed by Stoyles et al. (2012) for children 

and contains 23 questions scored on a six-point Likert scale, ranging from Never to Always. Items are 

distributed across four dimensions: awareness, values, community and mystery. The SSSC has been 

validated for children aged between 8 and 11 years with a Cronbach's alpha of 0.77, and although 

the four dimensions did not show construct validity, good construct validity was found for inward-

focused items (a Chronbach alpha of 0.75 for items 1,3,6,8,9,17,18) and a lower one for outward-

focused items (a Chronbachs alpha of 0.57 for items 7,12,15,20,21) (Stoyles et al., 2012). 

Inward focus Outward focus Non-clustered 
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Q1 In a normal day I take time 
to just think.  

Q3 When I am really 
concentrating on something, I 
do not notice other things 
around me.  

Q6 I am always learning new 
things about other people, 
the world, and myself.  

Q8 When I am really 
concentrating on something, I 
do not notice how much time 
has passed.  

Q9 I like to talk about how I 
am feeling, like if I am feeling 
happy or sad.  

Q17 I want to learn more 
about the world that I live in. 

Q18 When I am doing 
something with my hands, I 
am aware of what my hands 
are actually feeling  

Q7 Moments become special 
because I share them with 
others, like sharing my 
birthday with my friends and 
family.  

Q12 I want to help others. 

Q15 It is important to help 
people that do not have as 
much as I do.  

Q20 I think it is important to 
help others.  

Q21 It is important to make 
sure my friends and family 
know that I love them.  

Q2 Even normal things in life can make 
me feel amazed   

Q4 Using pictures and stories help me to 
understand things in life.  

Q5 When I do something that I have done 
before, like watching a movie for the 
second time, I notice things that I didn’t 
notice the first time  

Q10 Sometimes I wonder why I was born 

Q11 It is important for me to feel loved by 
my friends and family  

Q13 I am amazed by the things around 
me, like nature, music or sport  

Q14 I think about the person that I would 
like to be when I am older  

Q16 I think about the things in my life that 
are important to me  

Q19 It is important for me to find a group 
of people where I belong  

Q22 It makes my life more interesting 
when I imagine things  

Q23 I think about the things I would like 
to do when I am older  

Table 3: Items in the SSSC (Stoyles et al., 2012) 

PPuurrppoossee  aanndd  aaiimm  
The aim of this study is first to translate these two most suitable spirituality scales for Dutch practice 

and second, assess the face validity among the intended population and test for an indication on the 

reliability and construct validity of the translated scales. 

DDeessiiggnn  aanndd  mmeetthhooddss  
The translation process 
The translation process was designed according to Beaton et al. (2000) conforming to the COMIN 

cross-cultural validity checklist. The first step is a double forward translation, with one English 

language expert and one expert on the concept of spirituality translating both questionnaires 

separately to achieve linguistic and conceptual equivalence. Differences in translations resulted from 

the concept expert translator's approach to use child-friendly language, while the English language 

expert translated as close to the original text as possible. The two translators reached consensus on 

Q1 In a normal day I take time 
to just think.  

Q3 When I am really 
concentrating on something, I 
do not notice other things 
around me.  

Q6 I am always learning new 
things about other people, 
the world, and myself.  

Q8 When I am really 
concentrating on something, I 
do not notice how much time 
has passed.  

Q9 I like to talk about how I 
am feeling, like if I am feeling 
happy or sad.  

Q17 I want to learn more 
about the world that I live in. 

Q18 When I am doing 
something with my hands, I 
am aware of what my hands 
are actually feeling  

Q7 Moments become special 
because I share them with 
others, like sharing my 
birthday with my friends and 
family.  

Q12 I want to help others. 

Q15 It is important to help 
people that do not have as 
much as I do.  

Q20 I think it is important to 
help others.  

Q21 It is important to make 
sure my friends and family 
know that I love them.  

Q2 Even normal things in life can make 
me feel amazed   

Q4 Using pictures and stories help me to 
understand things in life.  

Q5 When I do something that I have done 
before, like watching a movie for the 
second time, I notice things that I didn’t 
notice the first time  

Q10 Sometimes I wonder why I was born 

Q11 It is important for me to feel loved by 
my friends and family  

Q13 I am amazed by the things around 
me, like nature, music or sport  

Q14 I think about the person that I would 
like to be when I am older  

Q16 I think about the things in my life that 
are important to me  

Q19 It is important for me to find a group 
of people where I belong  

Q22 It makes my life more interesting 
when I imagine things  

Q23 I think about the things I would like 
to do when I am older  

Table 3: Items in the SSSC (Stoyles et al., 2012) 

PPuurrppoossee  aanndd  aaiimm  
The aim of this study is first to translate these two most suitable spirituality scales for Dutch practice 

and second, assess the face validity among the intended population and test for an indication on the 

reliability and construct validity of the translated scales. 

DDeessiiggnn  aanndd  mmeetthhooddss  
The translation process 
The translation process was designed according to Beaton et al. (2000) conforming to the COMIN 

cross-cultural validity checklist. The first step is a double forward translation, with one English 

language expert and one expert on the concept of spirituality translating both questionnaires 

separately to achieve linguistic and conceptual equivalence. Differences in translations resulted from 

the concept expert translator's approach to use child-friendly language, while the English language 

expert translated as close to the original text as possible. The two translators reached consensus on 

these differences based on the more closely translated version, except for some words and phrases 

which are not commonly used in the Dutch language. For example: Item 3 of the FGLL scale ‘Going 

for a walk in a park’ sounds very specific in Dutch, consensus was reached for a translation based on 

‘Going for a walk outside’. Some words (happy) could be translated with more than one Dutch word 

(blij or gelukkig) with subtle differences in meaning. In those instances, translators consented on the 

word that captured the essence of the scale (gelukkig). 

The second step was a double backwards translation of both scales. Two native English speakers 

translated both forward translated questionnaires. There were almost no differences between the 

two backwards translated questionnaires. The only words which resulted in translation variations 

were the same words or phrases from the first step that have several alternatives in one of the 

languages with subtle differences in nuance. Minor differences in word order occurred. Both 

backward translations were sent to the original scale developers and the FGLL approval was received 

for the translations and linguistic adjustments. The phrasing differences in the SSSC were settled by 

the translators, choosing the most child-friendly phrasing. 

The third step was a review of the translation by experts on the adaptation for the Dutch context 

without losing concept validity. Three educational experts participated in a panel discussion, which 

was recorded. Experts responded to two questions: ‘To what extent are the translated 

questionnaires suitable for the Dutch context?’ and ‘To what extent are the translated 

questionnaires suitable for children aged 8, 9 or 10 years old?’ Two healthcare experts, an 

orthopedagogical advisor, a paediatric oncology nurse and a medical researcher, and two experts on 

the concept of spirituality in healthcare, commented online. Most translators offered additional 

suggestions alongside their translation where they felt a literal translation was not suited for the 

Dutch context. This information was also included in this step. The biggest issues were the items in 

the FGLL-nl concerning the relationship with the Transcendent, formulated as ‘God-questions’. 

Almost all experts suggested using a more neutral term but found no short and comprehensible 

neutral alternative in the Dutch language. We then chose to cluster and ask these questions last, 

after having asked the children whether they believed in something/someone you cannot see, which 

other people might describe as God or Allah. If they answered affirmative, they were asked to 

complete the ‘God-questions’. All items were phrased with consistent word order, to be easier to 

understand for children. The instrument was titled ‘FGLL-nl: Doen wat goed voelt’, as the English title 

was not easy to translate literally.  

FGLL-nl: Doen wat goed voelt 

Geeft het volgende je een goed gevoel? Welke van deze dingen doe jij? 

1. Bedenken dat (jouw) God een vriend is
2. Naar de maan en sterren kijken
3. Buiten wandelen
4. Weten dat je familie van je houdt
5. Je gelukkig voelen
6. Als mensen zeggen dat je een goed persoon
bent
7. Van je familie houden
8. Weten dat je bij je familie hoort.
9. Bedenken dat het leven leuk is

1. Er aan denken dat (jouw) God een vriend is
2. Naar de sterren en de maan kijken
3. Buiten een wandeling maken
4. Er aan denken dat mijn familie van mij

houdt
5. Mij gelukkig voelen
6. Mensen horen zeggen dat ik iets goed doe
7. Van mijn familie houden
8. Beseffen dat je bij een familie hoort
9. Bedenken dat het leven leuk is

The Feeling Good, Living Life (FGLL) scale was derived by Fisher (2009) from a scale for adolescents 

and adults called SWBQ-SHALOM. The FGLL consists of two sets of sixteen statements: one asks 

children how often they do certain things and the other repeats the statements asking how good 

they make them feel. Statements are scored on a five-point Likert scale. Items are equally distributed 

across four dimensions, indicating a relationship with the self, others, the environment and the 

transcendent. The FGLL was validated for children aged between five- and twelve-year-old with a 

Cronbach's alpha of 0.77 and high construct validity with alphas of 0.71 to 0.84 per domain (Fisher, 

2009).  

Does the following make you feel good? Do you … 

f1. Knowing your God is a friend d1. know your God is a friend? 

f2. Looking at the stars and moon d2. look at the stars and moon? 

f3. Going for a walk in a park d3. go for a walk in a park? 

f4. Knowing your family loves you d4. know your family love you? 

f5. Feeling happy? d5. feel happy? 

f6. When people say you are good d6. hear people say you are good? 

f7. Loving your family d7. love your family? 

f8. Knowing you belong to a family d8. know you belong to a family? 

f9. Thinking life is fun d9. think life is fun? 

f10. Spending time with your family d10. spend time with your family? 

f11. Talking with your God d11. talk with your God? 

f12. Knowing your God cares for you d12. know your God cares for you? 

f13. Spending time in the garden d13. spend time in the garden? 

f14. Watching a sunset or sunrise d14. watch a sunset or sunrise? 

f15. Knowing people like you d15. know people like you? 

f16. Thinking about your God d16. think about your God? 

Table 2. Items in the FGLL (Fisher, 2009)  

The Spirituality Sensitivity Scale for Children (SSSC) was designed by Stoyles et al. (2012) for children 

and contains 23 questions scored on a six-point Likert scale, ranging from Never to Always. Items are 

distributed across four dimensions: awareness, values, community and mystery. The SSSC has been 

validated for children aged between 8 and 11 years with a Cronbach's alpha of 0.77, and although 

the four dimensions did not show construct validity, good construct validity was found for inward-

focused items (a Chronbach alpha of 0.75 for items 1,3,6,8,9,17,18) and a lower one for outward-

focused items (a Chronbachs alpha of 0.57 for items 7,12,15,20,21) (Stoyles et al., 2012). 

Inward focus Outward focus Non-clustered 
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10. Tijd doorbrengen met je familie
11. Praten met (je) God
12. Weten dat (jouw) God voor je zorgt
13. Tijd doorbrengen in de tuin
14. Naar een zonsopgang of -ondergang kijken
15. Weten dat mensen je aardig vinden
16. Aan (je) God denken

10. Bij mijn familie zijn
11. Met (je) God praten
12. Er aan denken dat (jouw) God voor mij zorgt
13. In de tuin zijn
14. Naar een zonsopgang of een

zonsondergang kijken
15. Bedenken dat mensen mij aardig vinden
16. Aan (je) God denken

Table 4: Final translation: the FGLL-nl. FGLL-nl: Doen wat goed voelt 

The SSSC-nl it received little criticism, save for some language details: words like ‘family’, have two 

synonyms in Dutch (‘gezin’ and ‘familie’) and experts preferred mentioning both. Experts considered 

this instrument to be more difficult because of its longer sentences, but the application of the 

concept of spirituality was regarded as more appropriate to the Dutch culture and language. 

SSSC-nl Spirituele sensitiviteitschaal voor kinderen 

1. Ik neem regelmatig de tijd om gewoon even na te denken (DB)
2. Zelfs normale dingen in het leven kunnen me versteld doen staan
3. Wanneer ik me echt op iets concentreer, vergeet ik al het andere om mij heen
4. Het gebruik van plaatjes en verhalen helpt me om dingen in het leven te begrijpen
5. Wanneer ik iets doe wat ik al eens eerder heb gedaan, bijvoorbeeld voor de tweede keer naar

dezelfde film kijken, dan zie ik dingen die me de eerste keer niet opgevallen waren
6. Ik leer steeds nieuwe dingen
7. Momenten worden bijzonder omdat ik ze deel met anderen, zoals het vieren van mijn verjaardag

met mijn familie en vrienden
8. Wanneer ik me echt op iets concentreer vergeet ik hoe snel de tijd gaat
9. Ik vind het fijn om te praten over hoe ik me voel, bijvoorbeeld of ik me blij of verdrietig voel
10. Soms vraag ik me af waarom ik geboren ben
11. Het is belangrijk voor me om te voelen dat mijn vrienden en familie van me houden
12. Ik help graag andere mensen
13. Ik verwonder me over de dingen om me heen, bijvoorbeeld de natuur, muziek of sport
14. Ik denk na over de persoon die ik zou willen zijn wanneer ik ouder ben
15. Het is belangrijk om mensen te helpen die niet zoveel hebben als ik
16. Ik denk na over de dingen in mijn leven die belangrijk voor mij zijn
17. Ik wil meer leren over de wereld waarin ik leef
18. Wanneer ik met mijn handen werk, ben ik me bewust van wat mijn handen dan voelen
19. Het is belangrijk voor mij om een groep mensen te vinden waar ik echt bij pas
20. Ik denk dat het belangrijk is om andere mensen te helpen
21. Het is belangrijk om mijn vrienden en familie duidelijk te laten merken dat ik van ze hou
22. Mijn leven wordt interessanter als ik fantaseer
23. Ik denk na over de dingen die ik zou willen doen als ik later groot ben

Table 5: Final translation: the SSSC-nl. SSSC-nl: Spirituele sensitiviteitschaal voor kinderen 

Qualitative assessment and small-scale cross-cultural validity pilot 
Following Beaton et al. (2000) guideline we randomly selected 30 Dutch children aged between 8 and 

12 years, in the third, fourth and fifth grade from a medium-sized secular primary school in an 

average city in the east of the Netherlands. Parents of all involved children were informed and asked 

to object if they did not consent to their child completing the questionnaire (passive consent). From 

each grade, 10 children were selected by their teachers using name sticks, a random selection 

method commonly used in class, excluding the sticks with the names of the four children whose 

parents declined permission. The children selected were asked whether they would like to decline, 

none did. 

The qualitative assessment of the face validity was based on the three-step test-interview, designed 

by Hak et al. (2004) in which the respondent is first observed, is then probed by the interviewer 

inquiring after observed behaviour and finally afterwards debriefed to elicit experiences and 

interpretations. For the first step the children were observed while completing the questionnaires in 

groups of five. For the second step spontaneous discussions, questions and remarks were directly 

explored to identify the meaning of the item for the child. Prompts were also giving when behaviour 

was observed like frowning, sighing, hesitations, or eye contact with the researcher. For the third 

step all the groups collectively evaluated the scales afterwards, prompted by the same two questions 

for both questionnaires: ‘How did you enjoy the questionnaire?’, and ‘Which questions were 

easy/hard to answer, and which were easy/difficult to understand?’ 

The analysis was also done following the three steps-test process (Hak et al., 2004). For the first step 

(observation) questions were marked that elicited spontaneous non-verbal or verbal comment. In 

the second step (prompting to elicit meaning) the content of the comment was explored and divided 

in comments that regarded the topic of the question or the understanding of the question, each time 

the child was asked first to give their own opinion (what do you think it means?). The observations 

were documented with detailed field notes inspired by Phillippi and Lauderdale (2018) guide for field 

notes. For the third step (evaluating meaning) comments relating to ‘How did you enjoy the 

(first/second) questionnaire?’ were categorized as process experiences and comments relating to 

‘Which questions were easy/hard to answer, and which were easy/difficult to understand?’ were 

categorized as content experiences. 

All sessions were video recorded. The children who participated in the pilot received additional 

information on the use of the video material and a consent form was attached for their parents to 

complete and return to the school (active consent). As most parents did not give consent to the use 

of the video material as data, the recordings were not analysed but only used to triangulate the field 

notes of the observing researcher. The two quotes used are based on the field notes and are 

translated from the memory of the researcher. 

Descriptive analysis was performed to determine the children's characteristics. An analysis of the 

whole FGLL-nl scale (32 questions, doing and feeling) was performed on the separate sets (16 

questions on doing; 16 questions on feeling) and on the subscales (Self, Others, Nature, the Other), 

both separately (4 questions on doing or feeling) and as combined sets (8 items on doing and 

feeling). An analysis was performed on the whole SSSC-nl scale, on the two original clusters (Inward 

and Outward focus) as identified by Stoyles et al. (2012) and on the four subscales (mystery, values, 

community and awareness). 
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Results 
Descriptive results 
Thirty children in the pilot completed the FGLL-nl questionnaires: 15 boys and 15 girls. Ten children 

participated from each grade, but the age differences within the groups were varied (see Table 6). 

Nine children completed the (optional) ‘the Other’ subscale, seven of which identified themselves as 

‘believing in Someone you cannot see’.  

Group 8-year-olds 9-year-olds 10-year-olds 11-year-olds 12-year-olds

5 (3rd grade) 5 3 2 0 0 

6 (4th grade) 0 5 4 1 0 

7 (5th grade) 0 0 6 3 1 

Table 6: FGLL-nl descriptives: Age and grades 

The majority of the children who completed the SSSC-nl were the same children for the FGLL-nl, but 

to compensate for three girls from the third grade who quit after completing the FGLL-nl, four 

additional children with the same regional and background characteristics – three girls and one boy – 

found through snowballing, were asked to complete this questionnaire. This additional data is only 

used to reach a statistical sufficient number of respondents for quantitative analysis. 

Group Boys Girls Total 

5 (3rd grade) 4 3 7 

6 (4th grade) 9 3 12 

7 (5th grade) 3 8 11 

8 (6th grade) 0 1 1 

Total 16 15 N=31 

Table 7: SSSC-nl descriptives: sex and grades  

FGLL-nl 
Questions addressing ‘familie’ elicited spontaneous comments of content experience, children were 

wondering who were exactly meant by this. They discussed the scope of the concept, whether to 

interpret it on a small scale (direct family members like parents and siblings) or more inclusive 

(including grandparents, aunts and uncles) and about the concept of ‘family’: what about separated 

parents the child did not live with or family living abroad? 

Q1 was confusing according to the children because it asked two things (moon and stars). Q4 (feeling 

happy) also gave cause for confusion, because according to the children: who does not want to be 

happy? Regarding Q10 some children spontaneously remarked that they did not have a garden and 

were wondering how to answer: did the park or a nearby forest also count? Some children only had a 

backyard, did that count as well? One girl asked whether thinking about the weather outside counted 

as being outside. Even though most children did not identify as religious, when a child filled in these 

questions, the others were very interested. Items about what people think or say about you led in 

some sessions to discussions about it not being important what other people think about you, but 

what you think about yourself. In the debriefing afterwards most process experiences were shared. 

The use of brackets to represent a tick-box for the descriptive data caused difficulties for the children 

as they struggled to see between which brackets the answer should be noted. The children from the 

third grade had to concentrate seriously on the first questionnaire (FGLL-nl), as (do/feel) and the 

separate questions on religion proved complicated. One group asked for the questions to be read 

aloud and to go through the questionnaire together. Once the researcher read each question aloud 

with the prefix: ‘how often do you do…’ and ‘how happy do you feel when…’, the children had no 

trouble distinguishing the two lists (do/feel). This questionnaire took the most time to complete for 

the lower grades but was completed within 10 min by the older children in the fifth grade. 

The children sometimes found the ‘feel’ list of questions in this questionnaire difficult to answer, as 

one girl explained (loosely translated): ‘I had never thought about these things before today, but now 

I do, but I don't know – yet – how I feel about them’. 

Quantitative analysis was performed to indicate the reliability of the scale. A Cronbach's alpha of 

0.70 was considered as indicating internal consistency. The scale as a whole (n = 29) had a Cronbach's 

alpha of 0.80, the subscales scored 0.64 to 0.98 (Table 8). Separate list analysis was performed, 

showing that the overall ‘do’ list of questions showed reasonable consistency, with alphas of 0.61 

and 0.63; the overall ‘feel’ list was reliable, with alphas of 0.89 and 0.79. The Self and Nature scales 

concerning ‘do’ and the Others scale concerning ‘feel’ showed no consistency. This pilot of 30 

respondents is too small for a conclusive factor analysis, shown by a Kaiser-Meyer value of 0.274 

(value without ‘the Other’ items, which could not be included). It is interesting to note that it seems 

the ‘do’ items concerning the self and nature are too diverse to regard as a coherent subscale. The 

‘others’ subscale is regarded as a coherent subscale to ‘do’, but do not ‘feel’ the same. 

Scale and subscale Do and Feel Do Feel 

Self (n=29) 0.74* 0.40 0.78* 

Others (n=30) 0.72* 0.80* 0.30 

Nature (n=30 0.64 0.08 0.70* 

The Other (n=9) 0.98* 0.96* 0.96* 

Total (n=9 with the Other) 0.89* 0.61 0.89* 

Total (n=29 without the Other) 0.80* 0.63 0.79* 

Table 8: Cronbach's alphas for the FGLL-nl. *Indicating validity above a 0.70 cutoff point. 

SSSC-nl 
The children needed some time at first to develop a way to answer this questionnaire. Content 
experiences shared about confusing content concerned Q5 (noticing a second time), Q7 (when 
events become special), Q11 (to feel loved) and Q19 (finding ‘your’ people). The children were 
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almost always capable of explaining to each other what they thought the question meant, in each 

group there usually was a child that could give a correct example. In the lower grade ‘noticing a 

second time’ was explained by referring to a movie about a horse which two of the girls had seen 

multiple times, noticing something new each time. 

Questions the children found interesting and led to vivid discussion were Q1 (time to think), Q3 and 

Q8 (on concentration). Some questions literally raised some eyebrows as children found them 

obvious (Q12, Q14 on helping others/ Q6, Q17 on learning) or strange such as the item about 

wondering why you are born, about what your hands feel like, and who you want to be when you 

grow up (‘not what I want to be?’). The conversations among the older children (4th and 5th grade) 

were very serious at times, about topics like identity (who am I?) and belonging (I don't get to see my 

family much). Their curiosity about each other's answers on this questionnaire increased during 

sessions as they discovered they sometimes unexpectantly differed greatly and were sometimes 

much more alike than expected. Regarding the process experience this questionnaire was 

experienced as the most fun, as one boy -loosely translated- said: ‘This is actually very fun to do!’ 

The quantitative analysis showed a Cronbach's alpha of 0.77 on the SSSC-nl as a whole, indicating 

good reliability. No subscale or previously found category could be confirmed as internal consistent, 

although items regarding values showed the most coherence as a scale. The Kaiser-Meyer value of 

0.472 (all children) and 0.298 (only pilot children) shows that this sample is not sufficient to confirm 

validity. 

Scale and subscale All children (n=31) Only children from pilot (n=27) 

Awareness 0.56 0.54 

Mystery 0.53 0.59 

Community 0.29 0.30 

Values 0.64 0.64 

Inward focus 0.57 0.58 

Outward focus 0.46 0.48 

Total 0.77* 0.77* 

Table 9: Cronbach's alphas for the SSSC-nl. *Indicating validity above a 0.70 cut-off point. 

CCoonncclluussiioonn  
The analysis shows that the translations of both show face validity as they are reliable in 

interpretation and meaning of the items. The FGLL-nl is more complex as it demands children to 

distinguish between doing and feeling. Also, because the sentences are much shorter, words need to 

be very precise to indicate the true meaning of the question. The SSC-nl required more reading skills, 

but proved to be more understandable, indicated by children giving correct examples to each other 

on confusing content. 

The results also show that the children named different areas of improvement than the experts. It 

was notable that the children raised language issues on the questionnaire (FGLL-nl) that seemed 

simple and understandable and that the questionnaire (SSSC-nl) the experts deemed too difficult was 

the one that elicited serious discussions among the children, demonstrating that not only did they 

understand the questions perfectly, but also were inquisitive and reflective on the topics raised in it. 

The quantitative data also indicates that the translation of these two spirituality scales for children as 

a whole are structurally valid for Dutch children aged between 8 and 12 years. 

PPrraaccttiiccaall  iimmpplliiccaattiioonnss  
The pilot showed the value of first establishing face validity among target population. This step 

should be done before larger quantitative analysis of validity to ensure that the questionnaires that 

are tested are really understood by respondents, especially for groups such as children whose 

interpretation is hard for experts to imagine. The children's experiences and feedback show room to 

improve both scales on minor issues, like the brackets. Both measurement instruments show face 

validity and seem reliable translated, so they could be tested in paediatric settings to assess 

spirituality of children. The FGLL-nl proved challenging for younger children, especially the 8-year-

olds, so the SSSC-nl would be better equipped for them. The scales can assess the spiritual sensitivity 

of children, and analysis of the results can indicate if illness, hospitalization, or disabilities endanger 

spiritual wellbeing by prohibiting what is most important for the child. Currently the scales are not 

tested in paediatric settings to assess spiritual distress, as they focus on sensitivity and were not 

designed to be a diagnostic tool, but researchers could investigate the Diagnostic Test Accuracy of 

the scales by combining them with other relevant scales. When used for example in combination 

with a Quality-of-Life scale, or a Happiness scale as Holder et al. (2010) did, it can indicate the impact 

of spiritual distress on health and wellbeing. 

This pilot however showed that not only children in healthcare settings can benefit from the use of 

an assessment of their spirituality, ‘well’ children, such as the ones in this pilot, need to develop their 

spirituality too. This insight is not new, it was advocated years earlier by healthcare professionals like 

Pridmore and Pridmore (2004), but in many countries it is not yet common practice. The discussions 

and questions raised among the children gave a beautiful insight into the children's diverse 

worldview, connectedness with their peers, their imagination, and values. New spiritual vocabulary 

was learned and explored by going through the questionnaire. Researchers and professionals in 

paediatric care and in other child-oriented disciplines like education, should not resort to spiritual 

questionnaires as a goal in itself, but as a means to an end: to promote and stimulate the spirituality 

of children while teaching them the spiritual vocabulary to do so. 

Lastly a more extensive study is required to confirm the construct and cultural validity of the scales 

with a confirmative factor analysis. One was performed in this pilot, but the Kaiser-Meyer value 

showed that the numbers of participants were not enough to be definitive. The results are therefore 

regarded as indicating statistical validity. A larger study with inclusion of a nationwide, heterogenic 

population should be performed to confirm these indicative results and can additionally confirm that 

Dutch children are as competent in completing the Dutch questionnaires as Australian children 

(SSSC) and American children (FGLL) who use the English version. A regression analysis and/or a 

differential item functioning should be performed between the data from the groups. 
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Abstract 
Evidence-based nursing practice is based on three pillars: the available research, known preferences 

of the patient or patient group and the professional experience of the nurse. For all pillars, research 

is the tool to expand the evidence we have, but when implementing evidence-based practice in 

paediatric nursing two of the pillars demand that children are included as respondents: practice 

research on the nursing interventions in paediatrics and the preferences of patients, something 

recognized by scholars and practitioners. But including a vulnerable group as children in nursing 

research raises specific ethical issues that need to be considered by researchers. What are ethical 

considerations that are currently raised about doing research with children and what do we learn by 

synthesizing the narrative of these studies of why the issues are raised and which solutions can be 

offered for these issues? In this article, considerations on three ethical principles according to the 

Belmont report are described by examining recent research. Twenty-one studies were found 

addressing relevant ethical aspects including vulnerability, gaining consent, designing quantitative or 

qualitative research methods and considerations regarding the execution of the study. Ethical 

considerations should be much more a case of continuous awareness and attitude, then box-ticking 

exercise, although there are sufficient international guidelines available specifically for research that 

includes children to aid researchers. 

 

Keywords: Children, consent, ethics, evidence-based nursing, narrative synthesis, qualitative 

research, quantitative, research 

 

Introduction 
There is growing support and demand in healthcare for evidence-based practices. Evidence-based 

practice originated from the medical discipline1 and is defined by Sackett et al.2 as ‘the conscientious 

and judicious use of current best evidence from clinical care research in the management of 

individual patients’ but was soon adopted in other healthcare-related disciplines, including the 

nursing discipline.3 Evidence-based nursing practice is based on three pillars: the available research, 

known preferences of the patient or patient group and the professional experience of the nurse. 

Only when all three are included in decision-making is nursing practice truly evidence based. This is 

true for the whole of nursing practice, and pediatric nursing is no exception. For all pillars, research is 

the tool to expand the evidence we have, but when implementing evidence-based practice in 

pediatric nursing, two of the pillars demand that children are included as respondents: practice 

research on the nursing interventions in pediatrics and the preferences of patients, as the third pillar 

focuses more on the experience and expertise of the pediatric nurse in this case. This includes the 

need to investigate the preferences and needs of children as a specific category of patients, 

something that is recognized by scholars and practitioners.4,5 Research regarding the care for 

children thus should at the very least include children as respondents. Though qualitative research is 

most adept as gathers in-depth data to find answers on complex phenomena or exploring 

experiences, the point of view of children can also be obtained through quantitative research with 

children. 

 

Aim and question 
Ethical issues regarding research have surfaced as scientists intensified the use of research to 

develop knowledge following the age of enlightenment, although written ethical codes only started 

appearing in the 19th century with the Nuremberg Code as one of the first in 1947, as a result of 

numerous morally abdominal research incidents. Throughout the years inevitably there is a lot 

written on this topic, therefore this narrative synthesis6 aims to give a state of the art on issues 

raised in the most recent literature, focusing on literature concerning research with children. The 

question central in this narrative is: What are ethical considerations that are currently raised about 

doing research with children and what do we learn of the narrative on why these issues are raised 

and of solutions offered to these issues? 

Method 
Search strategy 
A comprehensive literature search was done in EBSCO searching for keywords in abstracts ‘child* OR 

youth OR teenager’ in combination with ‘ethic*’ and MeSH terms ‘nursing research’ OR ‘evidence-

based nursing’ OR ‘CHILDREN – Research’ OR ‘NURSING research’ OR ‘NURSING research 

methodology’ OR ‘NURSING research – Moral & ethical aspects’ OR ‘EVIDENCE-based nursing’ 

‘EVIDENCE-based pediatrics’. Articles needed to be published between 2000 and 2019. 

Inclusion and selection 
The original search rendered a total of 120 articles. To be included, the article needed to be in English 

and published in academic or scientific journals. The articles did not have to be peer-reviewed. Book 

reviews, editorials and articles focusing on the ethical side of medical treatment or genetic research 

were excluded. After this selection, 73 articles remained. For these articles, the abstract was 

retrieved to screen on general content. Articles that were not available or without an available 

abstract were excluded. Also, articles that according to the abstract did not focus on the ethical 

issues regarding research with children were excluded. In the search, but also in this article, we 

define a child as a person between 0 and 18 years old. After this selection, 25 articles remained. 

During the study, some articles appeared in references; two of them were included as they 

conformed to the search terms above and the inclusion criteria, and they are listed in the findings as 

‘snowballing’ papers. For two other articles, only an abstract was available for review, and this is 

noted in the findings. 
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Analysis 
The articles were first open coded on their main theme or issue raised in it, then a summary of the 

main lesson or take away was drafted. These themes and summaries were then used to cluster the 

articles according to the principles of the Belmont Report, which is used to teach nursing science 

students on ethics3 articulating three primary ethical principles: beneficence, respect for human 

dignity and justice. 

Results 
In 27 articles, addressing various ethical aspects of research with children was included. Among the 

selected articles were two reviews, one on Internet use and one on well-being. 

The articles were clustered based on the three primary ethical principles: beneficence (five articles), 

respect for human dignity (nine articles) and justice (13 articles). 

For each principle or issue within a principle, a theoretical background with commonly used concepts 

or theories is offered first, followed by a summary in the form of a narrative synthesis, described as a 

way to synthesize multiple sources only with words that tell the story of what is found6 in the recent 

literature originating from the search of this study, which is presented in a table at the end of the 

findings on each principle. 

Principle of beneficence 
This principle can be summarized by the phrase: ‘above all, do no harm’.3 The main concern with this 

principle is to minimize risks and optimize benefits. This principle should, according to Beauchamp 

and Childress,7 also include not only management of the possible risks but also active protection 

against maleficence. When preparing a study, the first ethical consideration is the possible benefit of 

the study. Few studies expect a direct benefit for the participating children or the patient group they 

are part of, but even if a study provides no direct benefits to participating children, from other 

studies, it is known that it is important to consider other benefits besides the direct effect of the 

study. 

The literature from our search, presented in Table 1, suggests that making a positive contribution to 

other’s lives is a profit of participating in studies, mainly discovered by reflection on this participation 

later in life, and according to Litton,8 it seems that participation also improves overall well-being. It is 

noticeable that Crane et al.9 report in a review that little is known of the actual perceived well-being 

of children during studies. They rightfully advise to include monitoring well-being as a part of the 

methodology of a study. 

Besides this benefit principle, it is only logical that even if there is little benefit for the participating 

children, it is increasingly important to hear children in complex health situation as well, even though 

these situations usually involve more risks, in order to investigate their perspective as only they can 

provide this through research. The flipside of the benefits is what the costs then are for the child to 

participate, physically and emotionally as researchers have a moral obligation to protect the interests 

of the children involved. In the studies found in the search for this overview regarding the benefits, 

costs and risks, they all stated that the benefits almost always outweigh the risks,10–12 although the 

field should direct its focus and prioritize which evidence is most needed in paediatric nursing 

care.13 

 

 

Author (year) Topic Main conclusions 

Binik (10) 

 

 

Risks The definition of risks in research with children is based on normal life, 
regarding healthy children. This makes assessing risks in research with 
sick children in specific circumstances a moral problem. There is need for 
a new referent for minimal risks based on research context. 

Crane et al. (9) 

 

Wellbeing In clinical trials where children only participate when regular treatment is 
seized, little is known on the impact on wellbeing on these children 
(positive or negative). It should be more common to monitor the 
experiences of children when they participate in research. 

Kanthimathinathan 

& Scholefield (11). 

 

Benefits  Especially in paediatric intensive care is evidence crucial in decision 
making, therefore research involving children (and their parent) is a must 
even though dilemmas of welfare, risks and rights will arise. 

Tume (13) 

 

Priorities In order to only research topics that are truly a priority to evidence-
based nursing in paediatric care this study lists the nine most important 
issues. 

Wendler (12) 

 

Benefits Even with no direct benefits, research could be considered ethical 
because children can ‘enjoy’ their contribution later in life and their 
contribution can lead to an overall better life. 

Table 1. Included studies on risks and benefits. 

 

Principle of respect for human dignity 
This principle elucidates several rights, intertwined with human dignity, including the right for self-

determination and full disclosure.3 Issues regarding vulnerability of children as a specific group of 

respondents and informed consent will be discussed. The difficulty in doing research with children is 

that they are commonly considered a vulnerable group of patients.3,5 This is not surprising, seeing 

that children are also not considered legally capable of giving consent when they are younger than a 

certain age, depending on the laws and guidelines in the country of origin. In healthcare, there is a 

second age threshold: namely, the legal age from which a child has a say in his or her medical 

treatment, this also varies per country. Therefore, instead of considering age, can researchers use 

Gillick’s competence,14 named after a British activist who sought ruling for young girls who insisted 

to be competent to decide on contraceptive advice or treatment regardless their age (below 16 

years). Rather than enforcing the parental right, the judges ruled that minors were competent under 

certain conditions to bypass their parents based on cognitive competence. 

Recent studies in our search as presented in Table 2, describe ethical issues concerning the respect 

for dignity by an awareness of the power differences in the relationship between researcher and 

participant,15,16 in the duty to protect their safety17 and awareness of the right for children be 

treated with respect within the research relationship.18–20 
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Author (year) Topic Main conclusion 

Ansell et al. 

(15) 

Power 
relations 

Participatory research should not be a technique, but a process. Involving 
children ideally in all stages of the research, requires children as method 
designers, interviewers, and as data analysts. Only then is participatory 
research a way in which children are empowered to tell the story of their peers. 
But researchers should be aware that this can also acquire specific types of 
knowledge (collective, general, personal) and require careful interpretation. 

Bradburg & 

Taylor (16) 
Power 
relations 

Engaging children in participatory research as co researchers is, despite the 
challenges, a powerful conduit to hear their voices 

Morris et al. 

(17) 

 

Safety Even in situations where safety, confidentiality and vulnerability are prominent, 
including children in research gives them a voices and methods can be 
considered to conduct ethical research in these situations 

Tulebaeva 

(18)  

Rights The way society perceives children as vulnerable, and incompetent should not 
lead to a child-adult juxtaposition. Research should always be ethically based on 
maturity of the specific subjects. (No full text available). 

Van Hove & 

Lauwers (19) 
Rights Welfare rights can be overemphasized due to ethical guidelines. Relational 

ethics focuses more on the mutuality and equality of researcher and 
respondent 

Thurman (20) Power 
relations 
& Rights 

When designing a longitudinal study researcher should be explicit about ethical 
issues regarding the longevity of consent, the relationship between researcher 
and participant and about the closure of the study 

Table 2. Included studies on dignity and rights. 

One related issue for all researchers regarding self-determination is the acquiring of consent. 

Regarding the process of consent when children are involved, it is common practice to adhere to the 

right of self-determination by not only gaining parental permission but also ascertain the children’s 

assent. Both types of consent were specified by Lambert and Glacken,21 as shown in Figure 1, in 

order to guarantee that consent giving beforehand was also retained during the study, although a 

study found in this review found these concepts not yet adequately defined.22 When working with 

children, the subtle signs and ‘no-pressure-rule’ demand constant ethical awareness of the 

researcher towards his or her own behaviour and non-verbal communication. This awareness shows 

a respectful attitude towards children with their own abilities and limits as respondents.                      

 
 A: Assess child’s capacity/readiness to assent and engage with child to build rapport 
 S: Supply child with adequate and comprehensible verbal and written information 
 S: Search for signs of refusal (subtle or obvious) and ensure no pressure is applied 
 E: Evaluate evidence of the child’s understanding through questions and feedback 
 N: Negotiate assent continuously 
 T: Time is allocated for the child to think about whether to participate, or not 
 

Figure 1. Elements of child assent according to Lambert and Glacken.21 

Recent studies presented in Table 3 show that to obtain this assent the information provided on the 

study is of great importance. Only when the information of the study is really understood by the 

child, is it able to weigh the consequences for themselves.23 The studies show that researchers are 

developing diverse ways to disperse the information to children, they use verbal, and non-verbal 

methods like texts, pictures, a video clip or even a comic book about the study.24,25 The provided 

information is not only important to empower the child to make an informed decision but it is also 

closely related to determining a child’s competence to provide assent or consent. 

Author 

(year) 

Topic Main Conclusion 

Docket et al. 

(24) 

Obtaining assent It is critical to also obtain children’s assent. The process of getting assent 
and the used materials need to be adapted with the help of children to 
facilitate positive involvement.  

Spriggs (22)  Ethical practice 
concerning 
consent 

Consent of parents and children is not as well defined as it could be. 
Ethical practice should be the focus rather than ethical regulations. (no 
full text available). 

Parsons et 

al. (23) 

Innovative ways 
of getting 
consent 

Through snowballing. 

In social sciences paper-based information and consent forms are still 
the norm. Innovative ways may increase ethically obtained consent and 
should be shared. 

Table 3. Included studies on consent. 

 

Principle of justice 
This principle is concerned with all rights related to just and fair treatment, including a right to 

privacy.3 This principle thus dictates how a study should be performed to be fair towards 

respondents. Fairness is often described as ‘people who are equal, get treated equally’. 

To do so, based on the articles in this review, one should when designing ethical research involving 

children first and foremost be aware of their own perception, or philosophical outlook into research 

involving children in general. Punch26 discerns three different perspectives: 

• A perspective in which one considers children as the same as adults and uses the same 

methods as they do with adults. 

• A perspective in which one perceives children as completely different from adults and uses 

ethnography (mainly observation) to analyze the child’s world. 

• A perspective in which one sees children as being similar to adults, although with different 

competencies, therefore employing multiple innovative and adapted methods. 

As with many ethical issues, like age thresholds, this perspective can differ between countries and 

continents. Graham et al.27 wrote a comprehensive global guideline called ERIC (Ethical Research 

Involving Children) requested by UNICEF to provide some sort of baseline for researchers worldwide. 

ERIC supports this reflective attitude starting by acknowledging that mainly the researchers’ own 

knowledge, beliefs, assumptions, values, attitudes and experience intersect with ethical decision-

making. 
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When examining the recent literature in this review presented in Table 4, it is noticeable that cultural 

contexts28–30 and professional/scientific integrity31,32 are the main aspects of discussion. They 

show the need for ethical rules and regulations to be interpreted, adapted and practised by reflexive 

and ethical responsible researchers who are aware of their own moral, ethical, cultural and 

philosophical perspectives. It is encouraging to see that also a more multidisciplinary approach, the 

borrowing of perspectives and knowledge from other disciplines, is prevalent.33,34 

Author (year) Topic Main Conclusion 

Abebe (28) Cultural context Ethical guidelines for research with children are often 
developed with a global perspective, but it very important to 
bridge the gap between ethic regulations and ethical practice 
locally to promote participatory ethics. 

Anning (31) Professional and 
scientific 
integrity 

A reflection on the importance of personal integrity, 
preparation and the influence on one’s professional role when 
doing research with children. 

Graham & Fitzgerald 

(29) 

Cultural context Cultural contexts can influence how researchers construct 
childhood and regard the ‘truths’ found when children are 
included in research.  

Graham et al. (32) 

 

Professional and 
scientific 
integrity 

Ethical research with children extends beyond regulations, ERIC 
is a way to promote reflexivity among researchers 

Mills (33) 

 

 

Multidisciplinary Even in historical studies the same ethical issues concerning 
privacy, a right to be heard, obtaining consent or doing subjects 
justice arise as in contemporary studies. 

Pinter (34) Multidisciplinary In some fields, like Linguistics it is not yet common to engage 
children in research. 

Savu & Lipan (30) 

 

Cultural context In some cultural context gaps in legal and ethical provision 
demand vigilance when engaging children in research. In each 
research stage methods should be adjusted to fit the child’s 
needs and allow the child an active role. 

Table 4. Included studies on treatment. 

To treat children fair during the research process, one should also adapt the used measurement 

instruments in a way that they fit the intelligence, competency and capabilities of children. There is 

an increasing amount of measurement instruments adapted or created, especially for children. This 

search found one article to aid quantitative inquiry, using the digital opportunities which are 

available.35 But it can be argued that qualitative methods eminently can render a broad scope on 

phenomena, which are especially valuable for nursing research as a relatively young science.3,4 For 

qualitative studies, it was concluded by Docherty and Sandelowsky36 that children even as young as 

6 years were capable of reporting experiences truthfully according to their parents. Kirk37 did a 

review in 2007 stating that researchers could learn from the debates in social sciences and should 

use, as well as evaluate the use of creative methods. 

Recent studies presented in Table 5, show that mainly the ‘how’ of creative methods needs 

developing: multiple articles advocate the adoption of a more narrative way of thinking and recalling 

with children like storytelling, 38 using drawings 38,40 or photographs 38,40,41 as well as other 

creative methods to accompany stories. For example, when working with children with limited 

vocabulary, relational observation of play and behaviour can be adapted as a research method.40,42 

The data of more innovative and creative method require vigilance in handling the data not as just 

products (a drawing of a photograph) but as a process, in which context, relationship, meaning 

making and perspective must be included in the analysis. 

The studies found in this search made it paramount that also in the analysis of the data, children 

should be able to participate and join the analysis.38,40 

Author (year) Topic Main conclusion 

Hokke et al. (35) 

 

Data collection: 
internet 

The use of internet as a data collection tool is popular but raises 
specific ethical issues concerning privacy, consent and technical 
disparities. Even though there were five professional guidelines 
found which address these issues, only a small percentage of 
studies use these.  

Fargas et al. (38) 

 

Data collection: 
creative 
methodologies 

Through snowballing. 

From different disciplines are various methods to use in eliciting 
children’s views, ranging from diaries, use of prompts, drawing, 
photographs and other participatory methods. These can be 
used as long as the researcher reflect critically on their 
effectiveness and appropriateness and includes the methods and 
adaptions in publications.  

Lindberg et al.  (41) 

 

Data collection: 
creative 
methodologies 

For children with specific needs or handicaps, hermeneutic play 
can be used in research as a method to interact and observe 
behaviour children with limited vocabulary. 

MacDonald (39) 

 

Data collection: 
creative 
methodologies  

The data gathered by giving children assignments to draw or 
photograph something specific, should not only be analysed as 
data, as products, but also as a process to sustain the integrity of 
the data. 

Snodin et al. (42) 

 

Method design Using the expertise of stakeholders like children, can result in 
unexpected method design for studies. It allows children to offer 
their perspective not only as subject but also as expert 
consultants. 

Whiting (40) 

 

 

Data collection: 
creative 
methodologies 

Using photographs can be a positive, fun way for children be 
empowered in research to share their views. Researchers should 
be aware that it can be time consuming and expensive. 

Table 5. Included studies on treatment and privacy in methodology. 
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Discussion 
It is striking that authors of included studies are aware of the risks and the importance of 

safeguarding the well-being of children during a study, but it is not yet common to address this issue 

methodologically in studies with children. Risks regarding the well-being of involved children were 

studied by Staphorst et al.43 who showed that children give different names to the negative impact 

on their well-being, or discomfort, as a result of participating in (medical) research like worries, 

boredom or unpleasantness. Discomfort for children is clearly more than physical stressors like pain. 

Researchers could consider including a measurement instrument for this discomfort like the DISCO-

RC from Staphorst et al.43 to gain insight into the level of discomfort, after children assent to 

participating to ensure that the costs do not outweigh the benefits for the children involved. 

Regarding the information and consent/assent process of a study, it is common practice to assess a 

child’s competence informally, but competence can be formally measured with tools like the 

MacArthur Competence Assessment Tool for Clinical research or treatment. Hein et al.44 found in a 

validation study of this tool that age was the most predicting variable for competency in children 

followed by intelligence. These two variables should always be included in the process of establishing 

competency. The narrative synthesis in this review shows that the legal and cultural restrictions in 

age and assumed competence, or lack thereof, can also be methodically reviewed. 

We addressed Gillick competence earlier, and the first condition of Gillick’s competence is that the 

minor really understand the professional advice or information. Therefore, any information should 

ideally consider the developmental stage children that are included are likely to be in, usually this 

developmental stage is determined according to Piaget’s theory45 based on age groups. This is not 

just a cognitive consideration; it is ethical in the sense that researchers have a moral obligation to 

make sure that children understand the study and the consequences of their participation at their 

own level. In Table 6, different stages are described and illuminated by a few examples. As it is 

becoming more common to test measurement instruments on a pilot population, so should the 

information for children also be tested out on children in the same age or developmental stage 

before execution of the study. 

Age Stage Recommendations 

0-2 Sensory motor stage: focus on 
motor mastery 

Show by doing yourself what is required of the child. 
Focus on physical signs of discomfort or unease 

2-6 Concrete pre-operational, 
egocentric stage, magical 
thinking, ability to animism 

Use a bear or a toy to explain what is going to happen or 
what is asked of the child. 
Be aware of animism regarding research tools 
Use pictures, but use them carefully to avoid fantasizing 
Listen for animated or fantastical descriptions or decrypted 
signs of discomfort or unease (bear is tired) 
Ask informally but specifically assent of the child 

7-11 Concrete operational, start of 
logic thinking based on concrete 
experiences 

Use simple but complete descriptions of the research 
process. 
Use pictures and concrete examples to explain by questions 
Let children give formal assent additional to parents consent 

>12
years

Formal operational, logical 
thinking also in abstraction 

Address the adolescent as an adult but give more space for 
questions. 
Let adolescents give formal consent (together with parents) 

Table 6. Development stages according to Piaget.45 (extended table) 

The third perspective described by Punch 26 seems the best fit for research with children. On the one 

hand, children should receive the same ethical courtesy as adults, but simultaneously be considered 

in their unique and specific competencies. Although, for example, it was stressed in the articles 

regarding the methods that qualitative methods are indeed suitable for studies to explore 

phenomena, one should be aware of certain implications of the specific characteristics of children as 

the influence of scripting experiences when interviewing children. Children have a way of bundling 

alike experiences into one coherent narrative,36 and they also show the tendency to unconsciously 

select experiences or feelings mainly when it is not clear for them what the interviewer wants to 

know or the experience is emotionally loaded for the child. 37 These specific tendencies demand a 

consistent ethical awareness of the researcher, both in designing interview questions, the execution 

of the study and in analysing the results. One of the aspects of being scientific integer of a researcher 

is to try operating as neutral and objective as possible. With qualitative research, this is done by 

determining beforehand what to ask and how/when to prompt. But a conversation with children also 

needs to be a bit playful for them to trust and open up to the researcher. This playfulness may lead 

to direct questions from the children as they do not understand ‘research-rules’ or do not realize that 

the researcher is not supposed to give their own input or opinion. It probably will be a thin line to 

find the balance between answering the child’s questions as honest and authentic as possible to 

forge a trusting relationship without influencing the response of the child. Of course, this is not only 

important in doing research with children, and one can improve the trustworthiness46 of the data by 

using available methods from general qualitative research. For example, it can increase the credibility 

to record a reflective interview log or organize supervision meetings to stay aware of the course of 

the interviews and the role of a researcher; regarding conformability, researchers could include 

children in the analysis of peer review suitable for children; regarding authenticity, researchers 

should describe and disseminate the results from drawings or quotes in a respectful way. 

To assist nurse scientists, the literature in this review was clustered according to the three main 

principles they are educated with. However, by doing so, new elements may have been missed in the 

process, perhaps those related to specific paediatric ethical issues as the principles are not specific 

for paediatrics. ERIC 27 is the first initiative to translate and support implementation of the Right of 

the Child formulated by the United Nations. Also in this international endeavour, three main 

principles are used: benefit, justice and respect. Maybe this initiative could lead to more child-

specific principles of ethical considerations in the future. 

Although the guidelines in ERIC and the others mentioned in this synthesis exist, they do beg the 

question how to avoid a box-ticking ethical attitude, when there are so many boxes to tick. It would 

be interesting to examine if these guidelines are frequently used and what they offer in practice. As 

this narrative shows a need for a more morally ethical awareness, it is less tangible to measure or 

control. The question is of this is necessary. What do we expect of a researcher who includes children 

in their studies, even if these children are not submitted to medical procedures? What is mandatory, 

and what is up to the researcher or ethical committee? 

 

Table 6. Development stages according to Piaget.45 (extended table) 

The third perspective described by Punch 26 seems the best fit for research with children. On the one 

hand, children should receive the same ethical courtesy as adults, but simultaneously be considered 

in their unique and specific competencies. Although, for example, it was stressed in the articles 

regarding the methods that qualitative methods are indeed suitable for studies to explore 

phenomena, one should be aware of certain implications of the specific characteristics of children as 

the influence of scripting experiences when interviewing children. Children have a way of bundling 

alike experiences into one coherent narrative,36 and they also show the tendency to unconsciously 

select experiences or feelings mainly when it is not clear for them what the interviewer wants to 

know or the experience is emotionally loaded for the child. 37 These specific tendencies demand a 

consistent ethical awareness of the researcher, both in designing interview questions, the execution 

of the study and in analysing the results. One of the aspects of being scientific integer of a researcher 

is to try operating as neutral and objective as possible. With qualitative research, this is done by 

determining beforehand what to ask and how/when to prompt. But a conversation with children also 

needs to be a bit playful for them to trust and open up to the researcher. This playfulness may lead 

to direct questions from the children as they do not understand ‘research-rules’ or do not realize that 

the researcher is not supposed to give their own input or opinion. It probably will be a thin line to 

find the balance between answering the child’s questions as honest and authentic as possible to 

forge a trusting relationship without influencing the response of the child. Of course, this is not only 

important in doing research with children, and one can improve the trustworthiness46 of the data by 

using available methods from general qualitative research. For example, it can increase the credibility 

to record a reflective interview log or organize supervision meetings to stay aware of the course of 

the interviews and the role of a researcher; regarding conformability, researchers could include 

children in the analysis of peer review suitable for children; regarding authenticity, researchers 

should describe and disseminate the results from drawings or quotes in a respectful way. 

To assist nurse scientists, the literature in this review was clustered according to the three main 

principles they are educated with. However, by doing so, new elements may have been missed in the 

process, perhaps those related to specific paediatric ethical issues as the principles are not specific 

for paediatrics. ERIC 27 is the first initiative to translate and support implementation of the Right of 

the Child formulated by the United Nations. Also in this international endeavour, three main 

principles are used: benefit, justice and respect. Maybe this initiative could lead to more child-

specific principles of ethical considerations in the future. 

Although the guidelines in ERIC and the others mentioned in this synthesis exist, they do beg the 

question how to avoid a box-ticking ethical attitude, when there are so many boxes to tick. It would 

be interesting to examine if these guidelines are frequently used and what they offer in practice. As 

this narrative shows a need for a more morally ethical awareness, it is less tangible to measure or 

control. The question is of this is necessary. What do we expect of a researcher who includes children 

in their studies, even if these children are not submitted to medical procedures? What is mandatory, 

and what is up to the researcher or ethical committee? 

 

As it is becoming more common to test measurement instruments on a pilot population, 
so should the information for children also be tested out on children in the same age or  
developmental stage before execution of the study.

Discussion 
It is striking that authors of included studies are aware of the risks and the importance of 

safeguarding the well-being of children during a study, but it is not yet common to address this issue 

methodologically in studies with children. Risks regarding the well-being of involved children were 

studied by Staphorst et al.43 who showed that children give different names to the negative impact 

on their well-being, or discomfort, as a result of participating in (medical) research like worries, 

boredom or unpleasantness. Discomfort for children is clearly more than physical stressors like pain. 

Researchers could consider including a measurement instrument for this discomfort like the DISCO-

RC from Staphorst et al.43 to gain insight into the level of discomfort, after children assent to 

participating to ensure that the costs do not outweigh the benefits for the children involved. 

Regarding the information and consent/assent process of a study, it is common practice to assess a 

child’s competence informally, but competence can be formally measured with tools like the 

MacArthur Competence Assessment Tool for Clinical research or treatment. Hein et al.44 found in a 

validation study of this tool that age was the most predicting variable for competency in children 

followed by intelligence. These two variables should always be included in the process of establishing 

competency. The narrative synthesis in this review shows that the legal and cultural restrictions in 

age and assumed competence, or lack thereof, can also be methodically reviewed. 

We addressed Gillick competence earlier, and the first condition of Gillick’s competence is that the 

minor really understand the professional advice or information. Therefore, any information should 

ideally consider the developmental stage children that are included are likely to be in, usually this 

developmental stage is determined according to Piaget’s theory45 based on age groups. This is not 

just a cognitive consideration; it is ethical in the sense that researchers have a moral obligation to 

make sure that children understand the study and the consequences of their participation at their 

own level. In Table 6, different stages are described and illuminated by a few examples. As it is 

becoming more common to test measurement instruments on a pilot population, so should the 

information for children also be tested out on children in the same age or developmental stage 

before execution of the study. 

Age Stage Recommendations 

0-2 Sensory motor stage: focus on 
motor mastery 

Show by doing yourself what is required of the child. 
Focus on physical signs of discomfort or unease 

2-6 Concrete pre-operational, 
egocentric stage, magical 
thinking, ability to animism 

Use a bear or a toy to explain what is going to happen or 
what is asked of the child. 
Be aware of animism regarding research tools 
Use pictures, but use them carefully to avoid fantasizing 
Listen for animated or fantastical descriptions or decrypted 
signs of discomfort or unease (bear is tired) 
Ask informally but specifically assent of the child 

7-11 Concrete operational, start of 
logic thinking based on concrete 
experiences 

Use simple but complete descriptions of the research 
process. 
Use pictures and concrete examples to explain by questions 
Let children give formal assent additional to parents consent 

>12
years

Formal operational, logical 
thinking also in abstraction 

Address the adolescent as an adult but give more space for 
questions. 
Let adolescents give formal consent (together with parents) 
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Conclusion 
Therefore, what story do the issues that are currently raised tell us? What can researcher learn from 

the solutions offered? 

First, that every nursing study aiming to include children as subject, respondents or even as fellow 

researchers should start with an ethical discussion on the realization of the principles respect, benefit 

and justice throughout a study. 4 This synthesis shows that these principles still raise issues in the 

current literature and are not a matter of simple box-ticking; researchers should assess and develop 

their own ethical morals 31,34 regarding the inclusion of children 9,22,26,27 and the ethical ways of 

keeping them included in the study as the main objective from the design of the study32 through the 

data collection and analysis4 1,42 until the dissemination of the results.38 Every study involving 

children should be scrutinized on possible risks, consequences, impact as well as the benefits, 

methods and expected results of the study. This scrutiny should be used to discover the fruits of the 

ethical decision-making and the ethical appropriateness of the methods and tools considered. But as 

recent literature shows ample opportunities and possibilities to address the ethical issues regarding 

vulnerability, costs, obtaining assent, participatory research and innovative data collection methods, 

there is no reason why the necessary evidence to underpin nursing paediatric practice could not be 

discovered through any form of research with children. 
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AAbbssttrraacctt  
Aim: To propose a research design study to test and further develop an optimal evidence based 

educational programme for assessing and stimulating the spirituality of children. 

Background: A study to validate a scale to assess the sensitivity regarding spirituality of children in 

primary school was forced to be redesigned because of COVID-19. In this process an educational 

programme was developed to stimulate the development of children’s spirituality in which the scale 

functions as an assessment instrument for teachers.  

Design: The first steps of research design were completed resulting in a set of classroom activities 

that was provided to all primary schools in the Netherlands, ready to be tested and evaluated in 

educational practices. 

Methods: The steps of research design in which the prototype is tested and evaluated and the 

reflection on the theoretical base to impact the redesign are described in order to collect congruent 

data. 

Discussion: An educational programme is needed, but the content and construct of this programme 

needs to be tested and developed further. Input form primary schools is essential to address the 

right themes and develop effective activities. 

   

Keywords: Educational research design, spiritual development, spiritual education, primary school 

children 

 

   

IInnttrroodduuccttiioonn  
While researching the spirituality of sick or dying children it is prominent that researchers and 

professionals in both education as well as health care call for implementation of effective 

interventions in settings with healthy children (Pridmore and Pridmore, 2004). The beneficial 

stimulation and support of children’s spirituality should not only be restricted to children who are 

sick of dying as all children develop their spirituality as it is a natural part of being a human being 

(Roehlkepartain et.al., 2005). The social context of children, including the school environment 

influences the sense of wonder in children regarding meaning making (Boynton, 2011) and therefore 

part of a holistic approach to education. That this is not a novel thought is apparent in reviewing the 

right of children declared by the United Nations in 1989, where in article 27 the spiritual 

development is mentioned as a right of life, and in article 28 and education is seen as a child’s right 

to develop it's personality, talents and mental and physical abilities to their fullest potential (United 

Nations, 1989). Stimulating a child to its fullest potential in education is only possible if all aspects of 

the child are included. In some countries this is slowly understood, for example in Australia where 

Tebyani (2014) wrote a white paper with educational aims and outcomes. There has been a recent 

international study (Sampras, 2019) testing the effect of a spiritual educational program (SEP) in 

kindergarten, including more than 500 children in from Canada, Australia and Europe. They 

concluded that based on the positive effect on well-being and quality of life each kindergarten should 

incorporate a SEP that comprises of the spiritual domains of calmness, silence and quiet; listening; 

accepting; loving nature; and using imagination, resilience and efficiency in everyday functioning.  

But in most countries, there is still no specific programme for education that stimulates the 

spirituality of children. 

Spirituality is variously defined, and is sometimes confused with religiously, making matters 

complicated. But to design a comprehensive educational programme a theoretical framework is 

needed, and this starts with a working definition. This study started from the assumption that any 

SEP should include the three main components found in most definitions: connectedness, 

transcendence and meaning of life (Weather, McCarthy and Coffey, 2016). As a working definition 

the three domains of spirituality formulated by the European Association for Palliative Care (EAPC) 

were used: the first, existential questions regarding identity, meaning and topics such as suffering 

but also hope and joy; second, value-based considerations and attitudes, which they describe as: ‘the 

things most important to each person such as...family,...ethics and morals, and life itself’(Nolan et al., 

2011, p.88); and religious considerations and foundations such as faith, religious and other beliefs 

and practices. 

To fit the targeted population of young children, it is important to compare definitions and 

descriptions designed for adult populations with existing literature focussing on children.  Especially 

the component of connectedness is most prominent in children according to Hay and Nye (2006), 

who concluded in a study of healthy British primary school children that the spirituality of children 

appears to be focused on relational aspects, which they termed ‘relational consciousness’ to the self, 

to others, to nature and to the Other. This is found in the definition that received internationally 

consensus: Spirituality is a dynamic and intrinsic aspect of humanity through which persons seek 

ultimate meaning, purpose, and transcendence, and experience relationship to self, family, others, 

community, society, nature, and the significant or sacred. Spirituality is expressed through beliefs, 

values, traditions, and practices (Puchalski, Vitillo, Hull, & Reller, 2014, p.643). 
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MMeetthhoodd  
 
Study design 
A research design was used as a methodological framework (figure 1), incorporating methods 

described specifically for education (Kelly, Lesh and Baek, 2014). Research design in education is in 

the opinion of Bakker (2018) the scientific endeavour to envision education as it could be or should 

be. It aims to solve a problem occurring in educational practice by adding to the scientific knowledge 

we have of the problem.  

 

 

Figure 1. Basic circular model for design research. 

 

Identification of the practical problem 

The problem as identified in the introduction is a lacune in educational programmes to stimulate the 

spirituality of healthy children. Therefore, the aim of this study is to deduce from the literature a 

specific evidence-based model for classroom activities that creates a safe space in the classroom to 

discuss matters that really matter.  

Formulating conceptual base 

To formulate a conceptual base, the concepts described in the introduction will serve as main 

ingredients. Through a process of group consensus, with the group consisting of the corresponding 

author and four research assistants, a first conceptual base will be designed. This does not yet has to 

be practical applicable, but solely theoretical consistent. 

Design and construct of the model/prototype 

With the input of the experts available from a previous study (Damsma, Roodbol & Van Leeuwen, 

2021) on appropriate vocabulary and age specific adjustments, a first prototype will be designed. 

First the concepts will be divided in main themes giving opportunities for educational activities. Then 

the educational activities will be designed using four basic, but universal, components: Assessment, 

Activities, Student engagement and Evaluation. 

Test and evaluate prototype 

Identification of practical problem, formulating conceptual base 

Design and construct the model and prototype

Test and evaluatie prototypes

Reflect on theorethical base and redesign accoording to evaluation

The first two steps will result in the theoretical base for the educational programme, which can be 

seen as the intervention of study that this paper will propose a research protocol for. This will include 

all the usual elements of a method sections: aim, design, sample, data collection/analysis and ethical 

considerations.  

Reflect on theoretical base and redesign 

The description of the educational intervention and an execution of the proposed study should lead 

to reflection on both the theoretical design as well as on the educational activities included in the 

program. Reflective items will be described according to the direct elements of the conceptual base 

and the intervention program.  

 

RReessuullttss  
The conceptual base 
The three concepts usually included in definitions of spirituality were the starting point in 

formulating a conceptual base: connectedness, transcendence and meaning of life. These concepts 

were compared with the three domains of spirituality described in the introduction: existential 

questions, value-based considerations and attitudes and religious considerations and foundations.  

This was complemented by the notion of Hay &Ney (2006) of relational consciousness to explore 

connectedness. Connectedness to the self, others, the mysterious and the Other was combined to 

the three concepts were fitting, only the connectedness to the mysterious was added as a separate 

concept, also driven by the fact that the study of Sampras (2019) emphasised the importance of 

nature.  This process was consensus based; the research group had to agree on dividing and grouping 

the theoretical concepts logically. One specific matter led to discussion as the concepts did not allow 

a more general introduction in the concept of spirituality. Although the theoretical base does not 

have to be practical yet, it was deemed necessary to include it in order to have a complete 

theoretical base, allowing a general assessment of spirituality instead of solely separate elements. 

After deliberation the general concept was therefore included to allow this introduction and 

assessment element in the program. This step resulted in six main theoretical concepts as the base of 

the intervention (see table 1) 

 The second step was the transition or operationalisation from theoretical to more practical as in this 

step the main themes were chosen.  From the description of the working definition and subthemes 

the programme was based upon. The subthemes (see table 1) were designed in an iterative process 

of the researcher and four independent research assistants until consensus was reached. 

For every theme the research team used a creative indictive dialectic method based on the Socrates 

method (Carey & Mullan, 2004) where a series of questions leads from the abstract to the concrete. 

These are partly inspired by knowledge already in focus, but also gives space to intuitive knowledge 

on sub themes that may serve the goal of the intervention program.    

Theoretical concepts Themes Subthemes for classroom activities 

Spirituality Introduction  What matters most? 
Assessment 
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Existential questions 
  
connectedness/ ‘relational 
consciousness’ to the self, 

Identity 
Suffering 
Hope 
Joy 

Who are you really? 
Happiness 
Anxiety 
Sadness 

Meaning of life Purpose 
The Future 
 

Who do you want to be when you grow up? 
Having all the power… 

Value-based considerations and 
attitudes, 
 
connectedness/ ‘relational 
consciousness’ to others 

Most-important-things 
Family 
Values 
Life 

What is valuable in life? 
Love 
Empathy 
Friends 

Connectedness/ ‘relational 
consciousness’ to the mysterious 

Nature 
Music 

Silence 
Being with nature 
Together in nature 
Moved by music 

Religious considerations and 
foundations  
 
transcendence/ ‘relational  
consciousness’ to the Other 

Faith, religious and other 
beliefs 
Practices 
 

What do you believe? 
All that people believe… 

Table 1: Theoretical base of the program 

 

Design of prototype: an educational programme ‘SPEAK’ 
The name of the programme reflects the importance of (verbal and non-verbal) communication of 

what is important to children in their own language and vocabulary, SPEAK stands for Spirituality 

Promoting Educational Activities for Kids. Educational models differ in form and concept. In this 

design four basic components were used to base the theoretical model on: Assessment, Activities, 

Student engagement and Evaluation. 

1  Assessment 

As assessment is an important tool to determine the starting point of students. This programme was 

designed to be applicable for international contexts, but also for the Dutch context. There were two 

options available: the Feeling Good Living Life (Fisher, 2009) or the Spiritual Sensitivity Scale for 

Children developed by Stoyles et.al. (2012). Both these scales are validated and translated into Dutch 

by Damsma, Roodbol and van Leeuwen (2021). In the small-scale pilot that was part of said study, 

the scale also appeared valid for the Dutch situation. The Dutch version of the SSSC-nl is most 

suitable for a secular context as it does not include religious vocabulary and is already made 

operational and accessible by the included QR code (see figure 2). In this digital version also some 

demographics are added, including gender, age, region and religious practices.  

 

 

Figure 2. QR code to access the SSSC-nl on the public website of Viaa. 

Existential questions 
  
connectedness/ ‘relational 
consciousness’ to the self, 

Identity 
Suffering 
Hope 
Joy 

Who are you really? 
Happiness 
Anxiety 
Sadness 

Meaning of life Purpose 
The Future 
 

Who do you want to be when you grow up? 
Having all the power… 

Value-based considerations and 
attitudes, 
 
connectedness/ ‘relational 
consciousness’ to others 

Most-important-things 
Family 
Values 
Life 

What is valuable in life? 
Love 
Empathy 
Friends 

Connectedness/ ‘relational 
consciousness’ to the mysterious 

Nature 
Music 

Silence 
Being with nature 
Together in nature 
Moved by music 

Religious considerations and 
foundations  
 
transcendence/ ‘relational  
consciousness’ to the Other 

Faith, religious and other 
beliefs 
Practices 
 

What do you believe? 
All that people believe… 

Table 1: Theoretical base of the program 

 

Design of prototype: an educational programme ‘SPEAK’ 
The name of the programme reflects the importance of (verbal and non-verbal) communication of 

what is important to children in their own language and vocabulary, SPEAK stands for Spirituality 

Promoting Educational Activities for Kids. Educational models differ in form and concept. In this 

design four basic components were used to base the theoretical model on: Assessment, Activities, 

Student engagement and Evaluation. 

1  Assessment 

As assessment is an important tool to determine the starting point of students. This programme was 

designed to be applicable for international contexts, but also for the Dutch context. There were two 

options available: the Feeling Good Living Life (Fisher, 2009) or the Spiritual Sensitivity Scale for 

Children developed by Stoyles et.al. (2012). Both these scales are validated and translated into Dutch 

by Damsma, Roodbol and van Leeuwen (2021). In the small-scale pilot that was part of said study, 

the scale also appeared valid for the Dutch situation. The Dutch version of the SSSC-nl is most 

suitable for a secular context as it does not include religious vocabulary and is already made 

operational and accessible by the included QR code (see figure 2). In this digital version also some 

demographics are added, including gender, age, region and religious practices.  

 

 

Figure 2. QR code to access the SSSC-nl on the public website of Viaa. 

Existential questions 
  
connectedness/ ‘relational 
consciousness’ to the self, 

Identity 
Suffering 
Hope 
Joy 

Who are you really? 
Happiness 
Anxiety 
Sadness 

Meaning of life Purpose 
The Future 
 

Who do you want to be when you grow up? 
Having all the power… 

Value-based considerations and 
attitudes, 
 
connectedness/ ‘relational 
consciousness’ to others 

Most-important-things 
Family 
Values 
Life 

What is valuable in life? 
Love 
Empathy 
Friends 

Connectedness/ ‘relational 
consciousness’ to the mysterious 

Nature 
Music 

Silence 
Being with nature 
Together in nature 
Moved by music 

Religious considerations and 
foundations  
 
transcendence/ ‘relational  
consciousness’ to the Other 

Faith, religious and other 
beliefs 
Practices 
 

What do you believe? 
All that people believe… 

Table 1: Theoretical base of the program 

 

Design of prototype: an educational programme ‘SPEAK’ 
The name of the programme reflects the importance of (verbal and non-verbal) communication of 

what is important to children in their own language and vocabulary, SPEAK stands for Spirituality 

Promoting Educational Activities for Kids. Educational models differ in form and concept. In this 

design four basic components were used to base the theoretical model on: Assessment, Activities, 

Student engagement and Evaluation. 

1  Assessment 

As assessment is an important tool to determine the starting point of students. This programme was 

designed to be applicable for international contexts, but also for the Dutch context. There were two 

options available: the Feeling Good Living Life (Fisher, 2009) or the Spiritual Sensitivity Scale for 

Children developed by Stoyles et.al. (2012). Both these scales are validated and translated into Dutch 

by Damsma, Roodbol and van Leeuwen (2021). In the small-scale pilot that was part of said study, 

the scale also appeared valid for the Dutch situation. The Dutch version of the SSSC-nl is most 

suitable for a secular context as it does not include religious vocabulary and is already made 

operational and accessible by the included QR code (see figure 2). In this digital version also some 

demographics are added, including gender, age, region and religious practices.  

 

 

Figure 2. QR code to access the SSSC-nl on the public website of Viaa. 

For international purposes, the original scale could be used. For contexts, even within the Dutch 

contexts, where religiousness dominates the FGLL or the FGLL-nl could also be a reliable alternative. 

2 Activities 

To design the individual activities in a didactically responsible way each activity was set up to 

facilitate a learning cycle: it started with an introduction of the theme, after which the existing 

knowledge of the theme of the children is probed, then the activity stimulates a seeking to answer 

new questions of the children as a follow up to the existing knowledge. This openness and curious 

attitude are seen as a necessity to nurture spirituality. Each activity is reviewed together to process 

the learning effects and closed by reflecting on it in class. 

The developed programme in Dutch is freely accessible on a website of the university of two of the 

researchers of this article (www.viaa.nl/lespakket-zingeving/). The program is not yet translated, but 

this is possibly feasible upon inquiry. 

3 Student engagement  

To ensure student engagement, the programme is designed to contain no or very limited scientific or 

religious vocabulary regarding spirituality. It is introduced as ‘what matters most in life’ in the 

introduction activity. The introduction activity includes the chosen assessment scale, presented as a 

(digital) questionnaire.  When the class fills in this questionnaire, it serves as a valid contextual 

framework for thinking and talking about spirituality as the included items tell them implicitly what is 

meant by ‘what matters most’. It also serves as the assessment of the sense of spirituality of the class 

and the individual children aiding the teacher or educator to select the most fitting subthemes 

and/or activities. The second part of the introduction activity is a group chat, structured by questions 

to elicit the most remarkable observations of the children during the completion of the 

questionnaire.  The group chat is also designed to enable children to voice their own wishes 

regarding specific themes they find interesting of are curious about. Throughout all the activities 

instruction is added for the teacher or educator at the start of each activity and in the evaluation of 

the activity to enhance the benefits of the activity in addressing specifically the spiritual development 

of children, instead of the more emotional, cognitive or social development. 

4 Evaluation 

The evaluation can be done concluding each activity, or on the programme as a whole. A teacher’s 

guideline was written to address the outcomes of the activities. The outcomes of the activities are 

formulated based on Tebyani’s (2011) outcome-proposal:  

1. Children have a stronger sense of identity.  

2. Children show in attitude or behaviour that relate and contribute to their world.  

3. Children have a stronger sense of wellbeing.  

 

Proposing a protocol to test and evaluate prototype 

DDeessiiggnn  
The proposed protocol is a mix method study. A quantitative element is added by analysing the data 

of the assessment scales. A quantitative element is needed to evaluate the intervention program 

with teacher, educators and the children involved. 

The first two steps will result in the theoretical base for the educational programme, which can be 

seen as the intervention of study that this paper will propose a research protocol for. This will include 

all the usual elements of a method sections: aim, design, sample, data collection/analysis and ethical 

considerations.  

Reflect on theoretical base and redesign 

The description of the educational intervention and an execution of the proposed study should lead 

to reflection on both the theoretical design as well as on the educational activities included in the 

program. Reflective items will be described according to the direct elements of the conceptual base 

and the intervention program.  
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nature.  This process was consensus based; the research group had to agree on dividing and grouping 

the theoretical concepts logically. One specific matter led to discussion as the concepts did not allow 

a more general introduction in the concept of spirituality. Although the theoretical base does not 

have to be practical yet, it was deemed necessary to include it in order to have a complete 

theoretical base, allowing a general assessment of spirituality instead of solely separate elements. 

After deliberation the general concept was therefore included to allow this introduction and 

assessment element in the program. This step resulted in six main theoretical concepts as the base of 

the intervention (see table 1) 

 The second step was the transition or operationalisation from theoretical to more practical as in this 

step the main themes were chosen.  From the description of the working definition and subthemes 

the programme was based upon. The subthemes (see table 1) were designed in an iterative process 

of the researcher and four independent research assistants until consensus was reached. 
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method (Carey & Mullan, 2004) where a series of questions leads from the abstract to the concrete. 
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on sub themes that may serve the goal of the intervention program.    
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SSaammppllee    
The prototype programme is most suited for Dutch children in primary school between 8 and 11 

years old. All primary schools can be included; both regular public schools that are run by the 

government and special schools that are independent, based on a specific religion or educational 

philosophy. The sample would ideally be heterogenic and representative for the Dutch context.  

DDaattaa  ccoolllleeccttiioonn  aanndd  aannaallyyssiiss  
The objective of the data collection is to test the educational programme, although the program is 

flexible in use, a test should include the introduction activity as a minimum, with the chosen 

additional activity or activities based on the wishes or needs of the class. Researchers should work 

together with participating teachers to (digitally) record the quantitative data from the questionnaire 

as well as the qualitative evaluation information. The quantitative data can be collected using the 

programme Enalyzer, an online tool for data collection, for the included scale this is already in 

operation to simplify the quantitative data collection (see QR code in figure 2 that links to this 

option). The quantitate data can be analysed by using statistical software like SPSS to assess the 

sense of spirituality of Dutch children of a small scale (the classroom) and large scale (national 

analysis). By including variables like the type of school, the region, gender, and religious background 

more analysis can be done to determine specifics per variable and possible correlation. The 

qualitative data of the evaluation can be collected by visiting the participating school or sent in 

digitally, via email or a public website and should be collected with a designated feedback form on 

the four elements of the programme and an evaluative review of the outcomes. Directive content 

analysis can be done with a software programme like Atlas.ti to cluster evaluative feedback.  

EEtthhiiccaall  CCoonnssiiddeerraattiioonn  
Research involving children need extra consideration of the ethical aspects (Damsma, van Leeuwen & 

Roodbol, 2020). An informed consent should be included, and all children should receive two 

informed consents: a regular one for their parents and one simplified for themselves. Children should 

be able to decline participation even if parents give their permission. The educational programme is 

designed to address spiritual themes as life unfolds for the children over time. Life events may occur 

during this time, for example children can getting sick, parents’ divorce, loved ones die, in short: 

events that make children reconsidering what matters most in their lives, now as well as in the 

future.  Participating teachers should be aware that although talking about the events and the impact 

on the spiritual development of children is the main goal of this educational programme it is 

paramount to see the activities as a tool to stimulate the spiritual development, not a goal in itself. 

The classroom should be a safe space to talk about diversity, identity and life, but also needs to be 

that safe place where children feel they belong in order to do so. Lastly, the scale is not yet proven 

valid on a large, national scale. To do this the quantitate date of questionnaire could also be used to 

prove cultural validity by performing a power analysis. To do so, a minimum of 10 classes of 

approximately 25 to 30 children need to participate, resulting in about 250-300 respondents. When 

this is a secondary objective of the study, this should also be included in the informed consent. 

 

Reflection on theoretical base and redesign 
A design study carried out as proposed in this paper could determine cultural validity when a power 

analysis of the data on the Dutch version of the scale is tested. It should also derive an evaluative 

conclusion on the use of the scale in combination with the introduction activity. Where individual 

activities are used and evaluated by teachers in their classrooms, this data can confirm or help 

further develop the theoretical base of the educational program as well as improve those activities. It 

also can give insight in missing activities regarding certain themes. A thorough qualitative evaluation 

should include: 

• Evaluation of the six theoretical concepts as framework for the intervention 
• The completeness and operationalisation of the main themes and the subthemes  
• The usefulness of the assessment scale for introduction and selection purposes 
• The effective activities based on the four educational components of the program in relation 

to the desired outcomes  
 

CCoonncclluussiioonn  aanndd  DDiissccuussssiioonn  
It is important to equip teachers with evidence-based tools to assess and stimulate the sense of 

spirituality and spiritual development of healthy children, but the objective should always be to 

create an open and connective dialogue in case life events foster spiritual needs in children. This 

educational programme, although based on a theoretical framework form the scientific literature, is 

not yet proven to be evidence based in operation. This study provides additional and practical 

evidence for effective elements and activities and aided the further development of an effective 

educational programme.  

This program is designed to create a safe space in primary schools to talk about what matters most 

to children. From research among health care professionals, we know that this demands specific 

competencies, as health care professionals feel uncomfortable or untrained to include the spiritual 

dimension in their practice. A recent international project called EPICC resulted in the formulation of 

these competencies for nursing and midwifery via a consensus-based process (Van Leeuwen et al., 

2020). Two of those competencies: the intrapersonal competency, emphasizing the need of 

awareness of the impact of spirituality on well-being for the professional; and the interpersonal 

competence, stressing the importance of acknowledgment of children’s unique spiritualty when 

engaging with them, are also very applicable to educational practices. These competencies can assist 

teachers that feel the need for professional development to become confident in addressing topics 

like spirituality in a way that does justice to them and to their pupils. 

Another great challenge of the study will be the active participation of teachers and their class. 

Especially because of the COVID-19 pandemic, most schools prioritize catching up because of the 

cognitive and social learning loss. It is however of equal importance to talk with children about 

perspective, identity, connectedness and belonging as children also very well may have struggled 

with their place in the world and perspective on life and on what really matters during this difficult 

time. 
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H7 In Conclusion 
 

IInnttrroodduuccttiioonn  
In this concluding chapter all findings will be combined to answer the main questions of the 

introduction: ‘How do young (Dutch) children with a chronic condition express their spirituality?’ In 

addition, the following question was also posed in hope to find answers to make this knowledge 

applicable to a broader audience of professionals: ‘In what way and with which tools can researchers, 

health care professionals and educators’ asses, address and stimulate the spirituality and spiritual 

development of children?’ 

The conclusion will be divided in the same two parts as the thesis. We will first summarise the main 

findings on the what of spirituality and spiritual needs of (Dutch) children, especially those with a 

chronic condition; followed by the main findings on the how of communication, assessment, 

intervention, and research with children regarding their spirituality and spiritual development. After 

this concluding element, a general discussion of the findings will follow, exploring the fruits of this 

thesis as a whole. Next is a critical appraisal of the remaining, unanswered questions and a reflection 

on the importance and relevance of this thesis for the clinical practice and of course directions for 

future research closes this chapter. 

 

CCoonncclluussiioonn  aanndd  mmaaiinn  ffiinnddiinnggss  
The first part of this thesis explores the what of spirituality and spiritual need of children in search of 

the answer on the main question: ‘How do young (Dutch) children with a chronic condition express 

their spirituality?’ 

The second chapter offers an international review of spiritual issues arising according to research 

because of chronic illness and experiences with healthcare professionals and hospital treatment. The 

research on this topic was almost solely from Anglo-Saxon countries and the limited available 

research from other specific cultural context indicated a need for this type of research. But the 

included studies did show spirituality as an important topic for children and adolescent when dealing 

with chronic conditions. They revealed that for children and adolescents relational aspects, 

contextual aspects, and (mainly negative) spiritual/religious coping are catalysators for spiritual 

needs.  

As for the Dutch context, during the time of the review no research was found to help understand 

the spirituality and possible spiritual needs of Dutch children with a chronic condition. This thesis 

focused in the third chapter on stories told by Dutch children themselves to fill this gap in knowledge. 

Their storytelling was assisted by divers, creative and stimulating methods to elicit rich data showing 

the soul of children with a chronic condition. The results show without question that even children 

between eight- and ten-years-old struggle with issues that arise from their spiritual sensitivity and 

spiritual development, as they identified four spiritual categories: A sense of self, the essence of 

participation, having important relations to make sense of life and the worry about the unknown 

future. It also convincingly shows that children have their own spiritual vocabulary to express their 

spirituality, without needing religious vocabulary or abstract concepts and definitions of spirituality. 

Chapter four reports on reliable ways to measure this spirituality or spiritual sensitivity in Dutch 

children with measurements that are cultural appropriate and suit the language children use. The 

‘Spiritual Sensitivity Scale for Children’ and the ‘Feeling Good, Living Life’ questionnaire were found 

valid and appropriate for translation. Both translated measurement instruments indicated validity 

among healthy children in a follow up pilot study. The evaluative analysis of the responses of the 

participating children also proved that Dutch children between 8- and 12 years-old understand the 

questions and the scope of the measurement instruments and can reliable fill this in.  

The second part of the thesis focuses on the second question raised in the introduction: ‘In what way 

and with which tools can researchers, health care professionals and educators’ asses, address and 

stimulate the spirituality and spiritual development of children?’. These chapters try to illuminate the 

how of spirituality and spiritual care.  

The first chapter in this part showed what ethical considerations are necessary in doing research with 

children. The current literature shows the importance and specifics of considerations regarding 

beneficence, respect for human dignity and justice when doing research with children. The results 

show that the ethical considerations should be taken very seriously and require most of all an ethical 

attitude that always strives to benefice children in some way, respects their right as independent 

human beings, and treats them in a way that does justice to their abilities and wishes. The results 

described in this chapter offers various methods and instruments that fit the development and 

capacities of children from different countries as countries vary hugely in their regard of the 

competencies of children. Most importantly, this chapter shows the benefits of a broad 

multidisciplinary scope when researching a discipline transcending concept as spirituality. Every 

discipline has learned valuable lessons and tested interesting and promising research methods when 

employing children that will add benefit to any study when combined. For more abstract concepts 

like spirituality, especially the more play-oriented methods and participatory methods enable 

children to really weigh in on the research process without pressuring them to participate like adults 

or forced to use unfamiliar vocabulary. It builds upon the foundation of Hay & Ney (2006), who also 

studied the spirituality of children and analysed the best way to do so and used similar methods. 

In the second and last chapter of this part a study was proposed to further develop and test a 

prototype educational program to stimulate the spirituality of children in primary schools. This study 

was a result of the COVID-19 pandemic as the scale could not be culturally validated because of the 

impossibility to reach substantial numbers of healthy and/or chronically ill children during the lock 

down of primary schools and the health risk that made children with a chronic condition even more 

vulnerable than before. The proposed design research in which the first prototype of an educational 

program, called SPEAK, was developed offers educational professionals a theoretically based 

program to stimulate the spiritual development of all children in their classroom, including children 

with a chronic condition. The fifteen main themes of the program provide a starting point for 

educators in other countries to develop their own program and educational activities, as SPEAK is not 

yet available in other languages. 

Hypothetical Model of Impact on Spirituality of Children 
This study touched the domain of spirituality of children, using throughout concepts that are 

included in this domain, like spiritual development, spiritual well-being, and spiritual need. Several 

possible correlations are described, but a coherent framework of these concepts is yet missing. The 

phenomenon of how the spirituality of children with chronic conditions is influenced by their 
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experiences and especially when this influence results in occurring spiritual needs has not yet been 

illustrated by a comprehensive model. In several chapters themes emerge that help identify these 

influences and experiences of children with chronic conditions. The results can be used to construct a 

grounded theory (Bowen, 2006), where they serve not as definitive concepts, but more as sensitizing 

concepts, aiding the understanding of the phenomenon. From the literature (chapter 2) and the 

stories of the Dutch children (chapter 3) a conceptual model was drafted (see figure 1) incorporating 

all these different concepts.  

 

 

Figure 1: MICS, an hypothetical Model of Impact of Chronic Conditions on Children’s Spirituality. 

 

The model is based on the basic assumption that for children with a chronic condition additional to 

an innate spiritual development coloured by the child unique spiritual sensitivity that leads to a 

certain degree of spiritual wellbeing, a parallel track influences their spiritual wellbeing. This parallel 

track consists of the dynamics between their specific health care experiences and aspect of children’s 

spirituality like the level of ‘participation’ and the support of ‘persons of importance’ in their life 

accumulating to spiritual stressors. To show the dynamic and circular nature of spirituality and 

spiritual development, the parallel track is in constant interaction with the spirituality of children via 

their (spiritual) wellbeing. Additionally, some specific connections are also interactive, to underline 

this dynamic nature. The model incorporates spiritual and/or religious coping that children previously 

proofed to display and adding the found but not yet proven spiritual needs that can result from 

inadequate coping of a lack of coping with these spiritual stressors. The accumulative result of the 

spiritual need and available spiritual coping defines the impact on the child regarding their wellbeing. 

Some aspects of the parallel track are still uncertain, mainly the factors that are responsible for 

turning a confronting experience into a stressor, like the influence of age, the influence of the 

duration or frequency of these experiences and the specifics of spiritual communication from 

persons of importance. Further research focussing on assessing spiritual needs could provide 
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turning a confronting experience into a stressor, like the influence of age, the influence of the 

duration or frequency of these experiences and the specifics of spiritual communication from 

persons of importance. Further research focussing on assessing spiritual needs could provide 

knowledge on the assumption that spiritual needs are presented with a degree of severity, labelling 

the most severe spiritual need as a spiritual crisis. 

When designing the model, the influence of psychological and nursing theory became apparent. The 

most logical way to represent the catalyser for a spiritual need or to instigate spiritual coping was by 

identifying a spiritual stressor, consistent with the stress coping theory, of which Lazarus (2000) 

states that coping is an effort to manage the stress(or). The hypothesis of the conceptual model in 

this thesis adds the concept of spiritual needs in this existing framework, either because of no 

management activities or as a result of inadequate coping. To label a causal factor with disruptive 

force on the state of well-being as a stressor is well known from The Neuman System Theory 

(Neuman & Fawcett, 2011), a holistic nursing theory where spirituality is acknowledged as an 

interactive variable of every system, whether this system consist of one person or more. This means 

that some proposed assumptions have already been explored, tested, and proven in previous 

theoretical research.  

This model is due to the size of the studies (conditions, cultural diversity, or sample size wise) a 

preliminary attempt to make sense of all these related concepts and their possible correlations. Not 

all chronic conditions and cultural diversity were included in the sample and the results represent 

children with cognitive abilities comparable with their healthy peers. But especially the stories of the 

Dutch children paint a clear, even though restricted, picture. It would strengthen the development of 

this model if more stories were documented. This model shows hypothetical correlations that can 

serve upcoming studies in formulating hypothesis; however, it is a first attempt, probably needing 

adjustment based on upcoming research.  

 

MMeetthhooddoollooggiiccaall  ccoonnssiiddeerraattiioonnss  
Still unanswered questions 
Because of the COVID-19 pandemic not all questions could be answered. The original intention of the 

translation and validation of the questionnaire was to study the spiritual sensitivity of children with a 

chronic condition in relation to their quality of life. This study was aimed at proving the existence of 

spiritual needs in children with chronic conditions, needs that arise as their spiritual sensitivity or 

development gets compromised because of their condition or experiences. The qualitative results 

could help triangulate the quantitative correlations. When the lockdowns were announced it was no 

longer ethical to continue including and visiting children with chronic conditions, but also impossible 

to get cooperation from schools to reach sufficient sample size. It was also imaginable that results 

would be drastically influenced by the uncertainty and anxiety that accompanied the COVD-19 

pandemic. As there was and still is no telling when life will be getting back to ‘normal’ it was deemed 

appropriate to conclude this thesis. Therefore, we cannot prove with certainty that Dutch children 

with a chronic condition have spiritual needs, even though the results do seem to suggest this. We 

also do not know how the spirituality, the spiritual sensitivity, and the spiritual needs of children 

influence each other and how this spiritual dimension in children correlates to their perceived quality 

of life or well-being.  Especially further quantitative research is needed to establish and prove and 

clarify this correlation.  
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Diversity and Inclusion  
Although the qualitative study among Dutch children with a chronic condition was relatively small 

sample wise (n=7), it shows the importance of exploring with children what they deemed as most 

important in life. The categories they identified are helpful for all professionals who encounter Dutch 

children with chronic condition to be used as aspects of spirituality and spiritual development that 

can stimulate or hinder their spiritual development and general health or well-being. The second 

category, that of participation, was also identified in a similar study among children with different 

chronic conditions (Nap-van der Vlist et al., 2019) which proves the importance of this category. The 

literature review backs the results up concerning the third relational category of ‘persons of 

importance’. However, the small sample does require confirmation with additional research, which 

should primarily seek samples with more diversity in chronic conditions, background, and ethnic 

diversity. There is, for example, a small but well-represented population of children with sickle cell 

disease in the Netherlands, who were invited to participate but unknown barriers prevented this, 

resulting in non-participation. It is very possible that children with a non-Caucasian background 

develop different spiritual needs and therefore require different spiritual care that is even more 

culturally sensitive. Other examples are children faced with a diagnosis of leukemia or another type 

of cancer, children with cystic fibroses and children with Duchenne. Some of these conditions were 

included in the literature review but omit in the sample of the Dutch population. The voices of 

children not yet heard, the stories not yet told, also deserve to be explored and incorporated into 

health care. As this thesis focused on children with a chronic condition, other categories of sick 

children have not been included in the assorted studies. During the literature review multiple articles 

on the spirituality and spiritual needs of children with psychological conditions were excluded, which 

was appropriate considering the aim of the review but showed more promising opportunities to 

study the spiritual needs of various categories of sick children. 

 

Abstract concepts and suitable research methods 
This thesis tried to balance a study on a very abstract concept, spirituality, with a very practical 

approach to elicit the stories of children with methods that are feasible to use for children. In the 

introduction several considerations on language, biased vocabulary and using creative methods were 

explored to set the stage of the different studies. At the end of this thesis there is value in reviewing 
this balancing act for researchers and professionals aiming to do the same. 

As Sewell (2011) concludes, drawings and writings can be used to elicit both the perception of 

children as well deconstruct abstract themes when these methods are just in conjunction with other 

methods to make sure the child’s experiences and perception are as fully and objectively possible 
and fully explored and interpretated. The study described in the third chapter used individual 

interviews to do this. The drawings were interpretated as ‘rich pictures’ by multiple independent 

researchers following Helmich et al. (2017). These attempts to secure the validity and reliability of 

conclusions drawn of these drawings were confirmed as being suffice as the triangulation with 

themes emerging from the other methods (interviews and picture cards) showed a high consistency. 

The use of picture cards as a method in the mix-method study addressing the various aspects of the 

concept of spirituality were inspired by the results of the review on creative methodologies in 

chapter 1. This thesis so far has made a point about being aware of the cultural feasibility of ethics, 

vocabulary, but also of methods. Therefore, although it is encouraging to see that Barendrecht et.al. 

(2008) already wrote about the positive effects the use of picture had on the amount of expressed 

information by Dutch young children, this method could be applied more often. Usually only when 

children are mentally or verbally challenged to express themselves are these playful, non-verbal 

methods considered, for example in cases of children with autism or retardation. But the experiences 

and results of this thesis show that these creative methods are in other disciplines much more 

common and seen as trustworthy and reliable research methods, but also show this value when used 

in studies on abstract concepts while still wishing to include young children.   

This study and the thorough preparation regarding the ethical consideration both highlighted the 

importance, relevance, and feasibility of including this population into studies, even when adults 

regard the concept too abstract, the language too complex or the clinical benefit too small for 

participating children. All participating children in the assorted studies and the parents who assisted 

during the interviews voiced their appreciation to join, all children in the qualitative study were able 

to formulate their own benefice from participating in this study as participation was not in daily life 

something that gave meaning and purpose, but also participation in a study to educate others can be 

something that it is spirituality important as sharing their stories gives meaning to their experiences. 

At the same time, children are not just little adults and need a different approach that creates a safe 

space for them to take part according to their specific competences, that are even very individual 

within a specific age group. In the qualitative part of the study for example, some children really did 

not want to talk about the future as it scares them to think about what they do not understand. 

Researchers should in those cases practice a strict and ethical stance regarding consent/assent and 

allow children to avoid exploring prompts to painful or scary. In the quantitative pilot study, testing 

the validated scales, the different groups of children all had their own way of operating. Some 

worked in a very communal way, reading questions aloud; some working very individually in deep 

silence. To ensure that the children felt being taken seriously and felt free and safe to comment on 

words, sentences and ask questions, this was stimulated. But both systems required a different 

approach from the researcher, prompting the group or the individual child, creating pauses to reflect 

together or quietly speaking to a child analyzing if the group was needed to aid or not. The 

recordings and field notes made it possible to critically reflect on the data later, showing that 

methodological tools can prevent biased data retrieval or correct this, if necessary, even when at the 

moment of data collection different approaches are allowed. In both cases the data that was 

retrieved, either concerning the things children did not want to talk about or the different 

approaches, proved to be of value during the qualitative analysis. Therefore, a more qualitative or at 

least mixed methodology as used in this study is recommended to do the input of the children 

justice. 

 

IImmpplliiccaattiioonnss  ffoorr  SSppiirriittuuaall  PPaaeeddiiaattrriicc  CCaarree  aanndd  EEdduuccaattiioonnaall  PPrrooffeessssiioonnaallss    
This study showed the importance of assessing and addressing the spirituality and spiritual needs of 

children with chronic conditions but although it does not directly answer the question how paediatric 

nurses and other professionals should implement these findings in daily practice, it does present a 

helpful foundation on appropriate instruments, required competencies, communication and spiritual 

care interventions.  

Appropriate instruments 
The first requirement is possible valid and context appropriate instruments. This thesis showed the 

feasibility of culturally sensitive translation studies, even though there were only a few valid 
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instruments showing to be promising candidates. When instruments are developed for English 

speaking youth, it is problematic from an inclusive perspective. More research is first and foremost 

needed to prove that the measurement instruments ‘SCCC-nl’ and ‘FGLL-nl’ are indeed culturally 

valid on a national scale for the Dutch context, additionally reproductive studies translating and 

validating these scales in other languages is also important to provide professionals with culturally 

sensitive tool to assess and address spiritual needs of the children they encounter. The original 

intention of this thesis to test the translated scales in conjunction with other instruments, for 

example the Quality of Life (QoL) scale, would still be an interesting topic for future studies to see if 

the results show that the scale in conjunction with other wellbeing scales can be used to inform 

healthcare and educational professions of the needs of the individual child. This would improve the 

applicability of the scale in practice as it adds a more prescriptive perspective to the scales and the 

spiritual assessment. When translating and developing other instruments, a methodology that truly 

lets children participate, instead of being merely the subject, should be considered and integrated in 

the design. 

Spiritual competency-based education 
The call for spiritual care education, including spiritual assessment and spiritual interventions for 

paediatric nurses has been found by multiple authors (Ferrell, 2014; McSherry & Smith, 2004). This 

call suggest that more emphasis should be addressed at the development of spiritual care 

competencies of paediatric nurses. Crooijmans (2015) did a first step in this direction by formulating 

three main competency domains in a study among paediatric nurses (see table 1). The six resulting 

competencies have not yet been widely accepted or used to inform the curricula for paediatric 

nursing educational programs, unfortunately hinting at a missing urgency among the professional 

paediatric nursing community.  

Spiritual Peadiatric Competencies 

Domain Competency 

1. Self Awareness A) The nurse is aware of own prejudices and position towards spirituality.

B) The nurse can interact with the patient in a confidential way ensuring

spiritual care is a possibility.

2. Spiritual aspects

of Nursing

C) The nurse knows what spirituality specific in relation to children means.

D) The nurse is able and capable to assess the need for spiritual care,

documents this in care plans and monitor this care in close collaboration

with the child, its parents, and other professionals of the multidisciplinary

care team.

E) The nurse provides adequate spiritual care to the patient with

consideration of age and context.

3. Quality and

Expertise

F) The nurse provides adequate spiritual care to every patient based on

(evidence based) knowledge.

Table 1: Spiritual paediatric competencies based on, but freely translated from Crooijmans (2015) 

Previously, in chapter one and six, the EPICC study (Van Leeuwen et.al., 2021) was mentioned. This 

study resulted in four main competencies similar to those of Crooijmans (2015), as seen in table 2, 

indicating a certain consistency of the perceived professional implications of delivering spiritual care. 

This constancy could be an argument to implement the most recent competencies to at least have a 

starting point in directing vocational, bachelor and post-bachelor curricula.  

EPICC Spiritual Care Competencies 

Domain Competency 

1. Intrapersonal Spirituality Is aware of the importance of spirituality on health and 

wellbeing. 

2. Interpersonal Spirituality  Engages with persons’ spirituality, acknowledging their unique 

spiritual and cultural worldviews, beliefs and practices. 

3. Spiritual Care: 

Assessment and Planning  
Assesses spiritual needs and resources using appropriate formal 

or informal approaches, and plans spiritual care, maintaining 

confidentiality and obtaining informed consent. 

4. Spiritual Care: 

Intervention and Evaluation  
Responds to spiritual needs and resources within a caring, 

compassionate relationship. 

Table 2: Spiritual care competencies from @EPICC 2019 (Van Leeuwen, et.al.,2021) 

These more generic attempts in defining competencies for spiritual care raise the question whether 

they apply to all patient populations, or if a translation for specific populations, like children, is 

necessary. In addition, these competencies do or can influence curricula on what professionals like 

nurses, midwives or other healthcare professionals should be able to incorporate in their practice, 

but it does not supply professional with answer on how to do this best, how to account for the 

specifics of their population and how to be sensitive to the context of their own culture. This thesis 

explored some research methods and tools to communicate with children about spirituality without 

ever mentioning the term itself, some of which are very applicable for professional use in practice as 

well.  

Communication 
In this study the communication regarding spirituality and issues surrounding this communication 
like language usage and mature or religious vocabulary surfaced every now and again. It seems there 

is a certain apprehension among professionals to speak to children, especially young children about 

more abstract topics. Ferrell et.al. (2016) collected stories of paediatric nurses reporting on their 

communication with sick children about their spirituality and spiritual needs. According to the 

nurses, children voice their questions on faith and spirituality, discussion of the afterlife and heaven 

and direct talk about God. The stories collectively emphasised the vital role of this communication 

and the need for education from nurses, even though they also, surprisingly enough, state that 

oftentimes it is not so much speaking that is needed, as well being present and being open and 

accepting of the experiences of children and their parents. We can infer that education is needed, 
but should not necessarily focus on specific communicative skills, but rather the conditions for 

suitable and effective spiritual communication, like building trust by inviting the child to talk about 

his or her ideas of life, purpose, or hope; creating a safe space without judgement or religious bias to 

discuss experiences and express feelings; and cultivating an openness toward spirituality and learn 

about signals that can imply spiritual need. Before professionals can communicate about spirituality 

without religious bias or confusing on the concept, they need to be educated on what it is and what 

not. They need to address their own apprehension and resistance regarding spirituality before they 

can address the spirituality of children in their care. This study supplies a possible foundation for this 
education, but as it is conditional for spiritual care, it demands attention from researchers and 

practitioners. A wonderful example is the very recently published study in which a conversation 
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model was developed to help professionals in the communication with children diagnosed with 

cancer about spirituality (Alvarenga et.al., 2021). The educational program ‘SPEAK’ is another tool 

that can help operationalise spirituality for professionals and provides fitting vocabulary. 

 
Spiritual care interventions 
Another important part of spiritual care are spiritual care interventions. If we make improvements in 

signalling spiritual needs professional also need to be able to address these needs, not just with 

adept communication, but also with evidence base spiritual care interventions. Peterson (2015) 

identified six attributes of spiritual care: assessment, assistance in expressing feelings, guidance in 

strengthening relationships, helping the child to be remembered and assistance in finding meaning 

and finding hope. These attributes were found in analysing the spiritual needs and interventions for 

end-of-life care, and are therefore not directly transferable, but they do resonate with the aspects of 

spirituality found in chapter two, three and four as shown in table 1 with exception of the attribute 

‘helping to be remembered’. 

Petersons attributes 
of spiritual care 
(2015) 

Aspects of spirituality 
internationally (chapter 
two) 

Aspects of 
spirituality of 
Dutch children 
(chapter three) 

Assessment (chapter five) 

Assessment   Assessment of spirituality 
with (FGLL) or without 
(SSSC) religiousness 

Assistance in 
expressing feelings 

Contextual aspects 
Religious and/or spiritual 
coping 

Sense of self  

Guidance in 
strengthening 
relationships 

Relational aspects Persons of 
importance 

 

Helping to be 
remembered 

- - - 

Assistance in finding 
meaning 

Contextual aspects 
Religious and/or spiritual 
coping 
 

Participation  

Assistance in finding 
hope 

Religious and/or spiritual 
coping 

Future 
perspective 

 

Table 3: Aspects of spiritual care for children 

Regardless of which attributes, aspects or concepts are used to define and to operationalise spiritual 

care for children, there is enough evidence to base intervention studies on. During this study a few 

trailed interventions were discovered varying in the amount of evidence supporting them. In one 

study (Farrell et al., 2008) chaplains used religious stories from different religions with a morale to 

engage with chronically ill children on a spiritual level the study proved a significant effect on 

depression and anxiety. It also showed a difference in their chosen assessment pre and post 

intervention, suggesting children perceive to be closer to their God after the intervention. Another 

study (Cheng et.al., 2015) with adolescents with Cystic Fibrosis examined writing interventions as 

acceptable and feasible to support self-expression using prompts such as writing an essay on a 

spiritually stressful event or participating in a digital spiritual chatroom. In Thailand nurses 

experimented with the construction of a more natural and healing environment in the children’s 

ward named the ‘Fairy Garden’ (Van Der Riet et.al., 2014) explicitly addressing spirituality, results 

showed that the ‘Fairy Garden’ supports psychosocial and physical benefits potentially improving 

clinical outcomes. This intervention can be seen as an attempt to tie into the contextual aspects that 

can induce spiritual stressors. These examples already prove the multidisciplinary nature of spiritual 

care intervention and future research would benefit by adopting a broad multidisciplinary scope to 

find and develop evidence based spiritual care intervention applicable for all health care settings. The 

resonance with the attributes from palliative and terminal care settings teaches us that although 

children with a chronic condition do not need end-of-life care, they do face loss and grieve, the 

lessons learned in these settings can serve as inspiration for other care settings.  

Although spiritual care interventions were not the primary focus of this study, it is important to 

develop knowledge on these and other intervention to equip professionals with evidence-based 

interventions matching their required competencies in this area for the attention for spirituality, 

spiritual development and spiritual needs to become fruitful and visible in professional practises. 

Without the how, the what becomes so much more difficult to practice. And unfortunately, for the 

nursing practice even upon last year Hawtorne & Gordon (2020) report the invisibility of spiritual 

care, this is possible the same for other health care professionals. So, this area of development is of 

the utmost importance to improve in the forthcoming years. And as advocated earlier in this thesis, 

spiritual care interventions are not just relevant for sick or dying children, all children benefit from 

the attention of professionals working with them to their spirituality to guide their spiritual 

development and stimulates their spiritual sensitivity. 

 

CClloossiinngg  RReemmaarrkkss  
But this thesis does seem to suggest that across the board the call for more education, more 

competency cultivating regarding spirituality and spiritual development in children, is relevant for 

nurses and for other health care professionals and educational professionals. The competencies of 

professionals start with the self-awareness of the professional on the importance of spirituality 

influencing well-being of children. This awareness is not limited to paediatric nurses but is applicable 

and required in all professionals working with children that face challenges due to medical, somatic, 

cognitive, or psychological reasons. As argued in the introduction, children develop in a holistic 

manner, therefore all professionals related to specific development domains should be aware of this 

spiritual domain and its effect on children’s well-being. There is still much work to be done in this 

field, both by scholars to further develop knowledge about spirituality and spiritual needs of children 

and by professionals to further develop an evidence based spiritual care practice, but the importance 

of the attention for spirituality for the lives of sick children and the specifics of this spirituality in 

children with chronic condition emerging from this thesis urges us all to foster a ethical responsibility 

to truly deliver holistic paediatric care. 
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Scientific Summary 
 

Introduction 

This thesis explores the spirituality of Dutch children, focussing specifically on children with chronic 

conditions. While we know from the literature that spiritualty influences health, well-being, and 

coping, we do not yet know how to identify these processes in young children for professionals to 

address them. This thesis aims to clarify the what of spirituality and spiritual needs of Dutch children 

with a chronic condition as well as the how of researching, communicating, and supporting this 

spiritual dimension in children. 

Method 

The design of the study includes both quantitative and qualitative methods. Two literature reviews 

are done to identify the ethical aspects current researchers in various fields consider when doing 

research with children and to established what is known about the spiritual needs form children with 

a chronic condition in the international context. A qualitative study, using multiple creative methods 

like rich pictures and storytelling, explores the vocabulary that children (n=7) between the age of 

eight and ten with chronic conditions themselves use in addressing their spirituality and spiritual 

needs. A mixed method study is done to select, translate and validate measurement instruments that 

assist in assessing spirituality and spiritual sensitivity. Both multidisciplinary experts (n=14) and 

children (n=30) are included to optimize the final product. A research design was deployed to 

develop an educational program to support the spirituality of young children in primary school. 

Results 

Regarding the what of spirituality the results of the qualitative study confirm the results of the 

review of the literature on known spiritual needs of children, it proves that Dutch children with a 

chronic condition are very capable of expressing their spirituality, showing that they identify aspects 

regarding relationships, participation, their sense of self and their future that imply spiritual needs.  

Two measurement instruments were developed and tested as valid in a small-scale pilot. Cultural 

validity was not possible to prove due to small numbers and the start of the COVID-19 pandemic. 

Concerning the how of incorporating spirituality in various practices, the most promising instrument 

was however used in the research design study where an educational program was developed on a 

theoretical framework build from six spiritual concepts and sixteen themes, called SPEAK. The review 

on ethical aspect provided not only a starting point for this study, but it also aides any study that 

includes children. It shows there’s no need for apprehension to include children if researchers are 

aware of the importance of an ethical attitude that protects children by constantly evaluating and 

reflecting the extent the study protects the benevolence, rights and justice of the study for the 

children. 

Conclusion & Implications for practice 

Although this study does not prove statistically that children with a chronic condition have spiritual 

needs, it offers enough evidence to inform paediatric spiritual care and guide the support of the 

spiritual development of (Dutch) children for educational professionals. A conceptual model called 
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MICS (shown below) was designed to clarify the possible correlations between results found in the 

various studies.
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11..  NNeeddeerrllaannddssee  WWeetteennsscchhaappppeelliijjkkee  SSaammeennvvaattttiinngg  
 

Introductie 

In dit proefschrift wordt de spiritualiteit van Nederlandse kinderen onderzocht, met een 

specifieke focus op kinderen met chronische aandoeningen. Hoewel we uit de literatuur 

weten dat spiritualiteit van invloed is op gezondheid, welzijn en coping, weten we nog niet 

hoe we deze processen bij jonge kinderen kunnen identificeren zodat professionals ze 

kunnen adresseren. Dit proefschrift heeft tot doel het wat van spiritualiteit en spirituele 

behoeften van Nederlandse kinderen met een chronische aandoening te verduidelijken, 

evenals het hoe van het onderzoeken, communiceren en ondersteunen van deze spirituele 

dimensie bij kinderen. 

Methode 

De opzet van het onderzoek omvat zowel kwantitatieve als kwalitatieve methoden. Er zijn 

twee literatuuronderzoeken gedaan om de ethische aspecten in kaart te brengen die huidige 

onderzoekers op verschillende terreinen overwegen bij het doen van onderzoek met 

kinderen en om vast te stellen wat er bekend is over de spirituele behoeften van kinderen 

met een chronische aandoening in de internationale context. Een kwalitatief onderzoek, 

waarbij gebruik wordt gemaakt van meerdere creatieve methoden, zoals ‘rijke’ tekeningen 

en het vertellen van je verhaal, onderzoekt de woordenschat die kinderen (n=7) tussen de 

acht en tien jaar met chronische aandoeningen zelf gebruiken om hun spiritualiteit en 

spirituele behoeften te uiten. Er is een mix-method studie gedaan om meetinstrumenten te 

selecteren, vertalen en valideren die helpen bij het in kaart brengen van spiritualiteit en 

spirituele gevoeligheid. Zowel multidisciplinaire experts (n=14) als kinderen (n=30) zijn 

betrokken om het eindproduct te optimaliseren. Tot slot is een onderzoeksdesign ingezet 

om een educatief programma te ontwikkelen om de spiritualiteit van jonge kinderen op de 

basisschool te ondersteunen, waar één van de vertaalde vragenlijsten onderdeel van is. 

Resultaten 

Wat betreft de spiritualiteit van kinderen bevestigen de resultaten van het kwalitatieve 

onderzoek bij Nederlandse kinderen de resultaten van de literatuurstudie over bekende 

spirituele behoeften van kinderen internationaal, het bewijst dat ook Nederlandse kinderen 

met een chronische aandoening heel goed in staat zijn om hun spiritualiteit te uiten, wat 

aantoont dat ze aspecten van spiritualiteit herkennen. Relaties, participatie, hun zelfgevoel 

en hun toekomst zijn deze aspecten die spirituele behoeften met zich meebrengen. In een 

kleinschalige pilot zijn twee meetinstrumenten ontwikkeld en valide getest. Door de 

beperkte omvang en het begin van de COVID-19-pandemie was culturele validiteit niet aan 

te tonen. 

Wat betreft het incorporeren van spiritualiteit in verschillende professionele praktijken, 

werd het meest veelbelovende meetinstrument gebruikt in de ontwerpstudie waar een 

educatief programma werd ontwikkeld op basis van een theoretisch kader, opgebouwd uit 

zes spirituele concepten en zestien thema's, genaamd SPEAK. De review over ethisch 

overwegingen vormde niet alleen een startpunt voor dit onderzoek, maar het is ook een 

hulpmiddel bij elk onderzoek waarbij kinderen betrokken zijn. Het laat zien dat het niet 

nodig is om terughoudend te zijn om kinderen te betrekken, mits onderzoekers zich bewust 

zijn van het belang van een ethische houding die kinderen optimaal beschermt door 

voortdurend te evalueren en te reflecteren in hoeverre het onderzoek het profijt voor de 

deelnemende kinderen waarborgt; er recht wordt gedaan aan de competenties van het kind; 

en de methodiek het onderzoek rechtvaardigt. 

Conclusie & Implicaties voor de praktijk 

Hoewel dit onderzoek statistisch niet aantoont dat kinderen met een chronische aandoening 

spirituele behoeften hebben, biedt het voldoende bewijs voor de impact die het leven met 

een chronische aandoening heeft op de spiritualiteit en het (spiritueel) welzijn van kinderen. 

De resultaten overtuigen van het belang om pediatrische spirituele zorg te ontwikkelen en 

geven inzicht in de benodigde begeleiding bij de spirituele ontwikkeling van (Nederlandse) 

kinderen voor zorg en onderwijsprofessionals. Er is tot slot een conceptueel model 

ontworpen om de mogelijke correlaties tussen de gevonden resultaten in de verschillende 

studies te verduidelijken. 
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22..  DDooeenn  wwaatt  GGooeedd  vvooeelltt  ((FFGGLLLL--nnll))  

 

Nederlandse versie van de Feeling Good Living Life (FGLL van Fisher, 
2016) 
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00  WWIIEE  BBEENN  JJIIJJ??  
 

Kruis het goede hokje aan: 

Ben je een jongen [   ] of ben je een meisje [   ]? 

Hoe oud ben je? [5] [6] [7] [8] [9] [10] [11] [12]  

In welke groep zit je op school? [1] [2] [3] [4] [5] [6] [7] [8] 

Ga jij naar de kerk? Vaak [   ] Soms [   ] Nooit [   ] 

Wil je alsjeblieft alle vragen invullen? Dank je wel. 
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33.. SSppiirriittuueellee  SSeennssiittiivviitteeiitt  SScchhaaaall  vvoooorr  KKiinnddeerreenn  ((SSSSSSCC--nnll))

Nederlandse versie van de SSSC (Stoyles et.al. 2012) 

Vertaald en gevalideerd door: 
A. (Aliza) Damsma Bakker, BScN, MScN, MScE, a.damsma@viaa.nl en R.R. (René) van Leeuwen, R.N.,

MScN, PhD. r.vanleeuwen@viaa.nl. School of Nursing, Viaa University of Applied Sciences, Zwolle,

P.F. (Petrie) Roodbol, R.N., MScN, PhD. GZW, Nursing Research, University Medical Center,

Groningen, p.f.roodbol@umcg.nl

Dit onderzoeksproject heeft geen subsidie uit de publieke, commerciële of non-

profit sector ontvangen.  

1. Ik neem regelmatig de tijd om gewoon even na te denken (DB)
2. Zelfs normale dingen in het leven kunnen me versteld doen staan (DM)

3. Wanneer ik me echt op iets concentreer, vergeet ik al het andere om mij heen (DB)
4. Het gebruik van plaatjes en verhalen helpt me om dingen in het leven te begrijpen (DM)
5. Wanneer ik iets doe wat ik al eens eerder heb gedaan, bijvoorbeeld voor de tweede keer naar dezelfde film 

kijken, dan zie ik dingen die me de eerste keer niet opgevallen waren (DB)

6. Ik leer steeds nieuwe dingen (DB)
7. Momenten worden bijzonder omdat ik ze deel met anderen, zoals het vieren van mijn verjaardag met mijn 

familie en vrienden (DG)

8. Wanneer ik me echt op iets concentreer vergeet ik hoe snel de tijd gaat (DB)

9. Ik vind het fijn om te praten over hoe ik me voel, bijvoorbeeld of ik me blij of verdrietig voel (DW)
10. Soms vraag ik me af waarom ik geboren ben (DW)

11. Het is belangrijk voor me om te voelen dat mijn vrienden en familie van me houden (DG)
12. Ik help graag andere mensen (DW)
13. Ik verwonder me over de dingen om me heen, bijvoorbeeld de natuur, muziek of sport (DM)

14. Ik denk na over de persoon die ik zou willen zijn wanneer ik ouder ben (DW)
15. Het is belangrijk om mensen te helpen die niet zoveel hebben als ik (DG)

16. Ik denk na over de dingen in mijn leven die belangrijk voor mij zijn (DW)
17. Ik wil meer leren over de wereld waarin ik leef (DM)

18. Wanneer ik met mijn handen werk, ben ik me bewust van wat mijn handen dan voelen (DB)
19. Het is belangrijk voor mij om een groep mensen te vinden waar ik echt bij pas (DG)

20. Ik denk dat het belangrijk is om andere mensen te helpen (DW)
21. Het is belangrijk om mijn vrienden en familie duidelijk te laten merken dat ik van ze hou (DG)

22. Mijn leven wordt interessanter als ik fantaseer (DM)
23. Ik denk na over de dingen die ik zou willen doen als ik later groot ben (DW)

Antwoordschaal: (1) Nooit, (2) Bijna nooit, (3) Soms, (4) Vaak, (5) Heel vaak/Bijna altijd of (6) Altijd 

Spirituele domeinen: Nederlandse synoniemen: 

DA (awareness sensing) DB = gevoel voor bewustzijn (leven in het nu),  
DM (mystery sensing) DM= gevoel voor mysterie (ontzag en verwondering),  

DV (value sensing) DW= gevoel voor waarde  
DC (community sensing) DG= gevoel voor gemeenschap (relaties horizontaal en verticaal) 

Research Institute SHARE 

This thesis is published within the Research Institute SHARE (Science in Healthy Ageing and 

HealthCare) of the University Medical Center Groningen / University of Groningen. Further 

information regarding the institute and its research can be obtained from our internet site: 

http://www.share.umcg.nl/ More recent theses can be found in the list below. 
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(supervisors are between brackets)
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Wijnen A
Rehabilitation policies following total hip arthroplasty; across borders
(prof SK Bulstra, dr M Stevens, dr D Lazovic)
27.10.2021 PHR

Narmandakh A
The night before the day after; connections between sleep problems and anxiety 
across the lifespan
(prof AJ Oldehinkel, dr AM Roest)

Birkenhäger-Gillesse EG
‘More at Home with Dementia’; effects of psychosocial interventions in the community and  
in nursing homes
(prof SU Zuidema, prof WP Achterberg, dr SIM Janus)

Sheferaw ED
Improving respectful maternity care in Ethiopia
(prof J Stekelenburg, prof TH van den Akker, dr YM Kim)

Douma KW
Clinical muscle strenght measurements: reference values and reliability
(prof CP van der Schans, prof PU Dijkstra, dr WP Krijnen)

Bootsma JM
Effects of task difficulty and old age on motor learning and its neural mechanisms
(prof T Hortobagyi, dr SR Caljouw)

Fraszczyk E
DNA methylation in type 2 diabetes and metabolic health
(prof H Snieder, dr M Luijten, dr AMW Spijkerman, dr JV van Vliet-Ostaptchouk) 
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Ayuningtyas DA
Will you quit smoking for me? The role of spouses in the smoking behaviour and intention to quit of  
Indonesian male smokers
(prof M Hagedoorn, dr MA Tuinman)

Lackova Rebicova ML
Adverse childhood experiences among adolescents with emotional and behavioural problems
(prof SA Reijneveld, prof A Madarasova-Geckova, dr JP van Dijk, dr Z Dankulincova)

Veen DC van der 
Anxiety in late-life depression
(prof RC Oude Voshaar, prof RA Schoevers, dr H Comijs, dr WH van Zeist)

Amerongen CCA van
Contact allergy; occurrence and susceptibility
(dr MLA Schuttelaar, prof PJ Coenraads)

Hernandez LG
Health economic models for relapsing-remitting multiple sclerosis
(prof MJ Postma,dr H Le)

Lobato Concha ME
Young substance use and substance use disorder in Chile; the role of the family
(prof M Hagedoorn, prof R Sanderman)

Peters RM
Total hip arthroplasty: register based evaluation of current practice
(prof SK Bulstra, dr M Stevens, dr WP Zijlstra)

Simmelink L
Combined arm-leg ergometry in persons with a lower limb amputation
(prof R Dekker, prof JHB Geertzen, prof LHV van der Woude)
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