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Abstract

Background: Young children's experiences of everyday life with cancer are vital in

guiding care. The universal and interdisciplinary language of the International

Classification of Functioning (ICF) and the International Classification of Functioning,

Disability and Health for Children and Youth (ICF-CY) has wide reaching effects for

the care of young children in need. The aim of this study was to select and validate

the content of a clinical assessment tool (CAT) for health and everyday functioning in

young children with cancer.

Methods: A comprehensive set of ICF-CY codes (n = 70) mapping everyday function

and health was previously identified from the transcripts of 12 interviews with young

children with cancer and their parents at a paediatric oncology centre in the west of

Sweden. Three transcripts were from data collected shortly after diagnosis, three

transcripts from 6 months after diagnosis, three transcripts from 12 months after

diagnosis, and three transcripts from 18 months after diagnosis. The present study

involved the development of items based on the ICF-CY codes.

Results: The CAT consists of 52 items grouped in four dimensions: “the child

herself/himself,” “the child's everyday life,” “the child's need for support,” and “the

child's contacts with health care.”

Conclusion: The questions correlate well with known research results and highlight

areas that are important for health and everyday life for young children with cancer.

This tool, based on children's experiences, can be used by both parents and health

care personnel such as nurses to highlight aspects of health and function in everyday

life for the young child with cancer that otherwise might be missed. This novel

approach using the ICF-CY could be used to guide the delivery of care towards living

an everyday life with a long-term illness.
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1 | INTRODUCTION

Almost half of the 300 or so children diagnosed yearly with cancer in

Sweden are between 1 and 6 years of age. The majority of these sur-

vive their cancer, but treatment is long and aggressive and causes

adverse side effects (Gatta et al., 2009; National Swedish Board of

Health and Welfare, 2016). Being a young child diagnosed with cancer

implies a changed everyday life where the cancer treatment entails

exposure to repeated painful procedures, severe and arduous side

effects, decreased energy, lots of hospital visits, and little time with

peers at day care (Björk, Nordström, & Hallström, 2006; Björk,

Wiebe, & Hallström, 2009; Darcy, Knutsson, Huus, & Enskär, 2014;

Darcy, Björk, Enskär, & Knutsson, 2014). These children actively strive

to understand their illness, participate in care, and live an ordinary

everyday life but with ongoing and long-lasting feelings of social isola-

tion and loneliness (Darcy, Enskär, & Björk, 2019; Gibson, Aldiss,

Horstman, Kumpunen, & Richardson, 2010). A systematic literature

review shows that distress appears to decline over time and well-

being increases, but this can take a period of several years (Enskär

et al., 2014). Returning to an everyday life, without cancer, is not the

same life as before but rather a “new normal” (Björk et al., 2009;

Darcy et al., 2019; Hildenbrand, Clawson, Alderfer, & Marsac, 2011).

Parents are recognized as important in the child's cancer trajectory

from the very beginning, and it is mainly parents' views that have been

sought in published studies (Enskär et al., 2014). Information needs to

be clear and relevant and repeated and updated at different time

points, throughout the child's cancer journey (Kästel, Enskär, & Björk,

2011; Gibson, Aslett, Levitt, & Richardson, 2005; Ringnér, Jansson, &

Graneheim, 2011).

However, it is important to highlight that young children with

cancer have needs similar to healthy children (Björk et al., 2006).

When caring for a child with cancer, it is important to support their

health and not just to focus on their disease (Darcy, Knutsson, et al.,

2014). For young children, health is related to the ability to perform

the activities the child wants to and to the possibility to participate in

an everyday supportive environment (Almqvist, Hellnäs, Stefansson, &

Granlund, 2006). The World Health Organization (1986) describes

health as when a person is in a state of complete physical, mental, and

social well-being and not merely the absence of disease or infirmity.

The International Classification of Functioning, Disability and Health

for Children and Youth (ICF-CY) is a standard for documenting health

and functioning in everyday life for children and youth. The ICF-CY

focuses on the impact an impairment/health condition has on the

child, concerning both their body function and structure and their abil-

ity to participate in activities in everyday life. It also focuses on the

child's physical and social environment as well as access to resources,

which can act as both facilitators and barriers to the child's participa-

tion in activities (World Health Organization [WHO], 2007).

In order to assess the child's experiences of illness and of health

and to make beneficial interventions, health care personnel often use

instruments or tools. There are several well-known instruments mea-

suring, for example, pain in children—The Face, Legs, Activity, Cry and

Consolability (FLACC) behavioural scale, the Facial Affective Scale

(FAS), and the Colored Analogue Scale (CAS) are very commonly

examples used in care (Nilsson, Finnström, & Kokinsky, 2008). In

Swedish school settings, a health and lifestyle tool is used in health

dialogues between adolescents and school nurses. This tool has been

found to improve dialogues as it ensures that adolescent's needs are

in focus, emphasizing aspects that otherwise might not have been

brought up for discussion (Golsäter, Sidenvall, Lingfors, & Enskär,

2011). Instruments measuring health-related quality of life in children

are also available (Matza, Swensen, Flood, Secnik, & Leidy, 2004;

Petersson, Simeonsson, Enskär, & Huus, 2013), many with so-called

proxy versions, which can be used if the child is too young or too ill to

self-report (Russel, Hudson, Long, & Phipps, 2006). Health-related

quality-of-life instruments are mainly used in research studies. How-

ever, Petersson, Huus, Samuelsson, Hanberger, and Åkesson (2013)

describe how the DISABKIDS, an instrument measuring health-related

quality of life, can be used as a tool to discuss the child's health and

quality of life, in dialogue with health care professionals. Furthermore,

data collected by condition-specific instruments have been shown to

further assist health care professionals in meeting the sick person in

their experiences (Yui Kwan Chow, Morrow, Robbins, & Leask, 2013).

However, there are few instruments in clinical childhood oncol-

ogy that can be used to assess a young child's health and everyday

functioning in terms of participation in everyday activities. The con-

tent validity of assessment instruments includes judging that the items

of the measure are meaningful and important for the specific popula-

tion and context of use. Content validity also concerns to investigate

if the key aspects of the construct are covered (Mokkink et al., 2010;

Prinsen et al., 2018). By using a research-based clinical assessment

tool (CAT) in paediatric oncology, aspects could be brought to the fore

that could better support the child's health and functioning in every-

day life. Therefore, the aim of this study was to describe the develop-

ment and content validity of a CAT for health and everyday

functioning in young children with cancer.

Key messages

• The aim of this study was to select and validate the con-

tent of a clinical assessment tool (CAT) for health and

everyday functioning in young children with cancer.

• Items were developed based on frequently occurring ICF-

CY codes identified in the transcripts of 12 interviews

with young children with cancer and their parents.

• The CAT consists of 52 items grouped in four dimen-

sions: “the child herself/himself,” “the child's everyday

life,” “the child's need for support,” and “the child's con-

tacts with health care.”

• The items correlate well with known research results.

• The CAT can be used by both parents and health care

personnel to highlight aspects of care for the young child

with cancer or other longterm illnesses.
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2 | METHODS

2.1 | Design

A set of ICF-CY codes, identified from 12 interviews with young chil-

dren and their parents, previously published in Darcy, Enskär,

Granlund, Simeonsson, Peterson, and Björk (2015), served as the

foundation when developing the content of the CAT based on the

ICF-CY components body, activity, participation, and environment.

2.2 | Setting

Roughly one fourth of all children diagnosed with cancer in Sweden

are patients at a paediatric oncology centre at a university hospital in

the west of Sweden. The children living in the city area around the

university hospital are treated exclusively at the paediatric oncology

unit, whereas those living in rural areas are mainly treated at their

local hospital following diagnosis and initial treatment.

2.3 | Participants and data gathering

The data used to develop the assessment tool stem from a compre-

hensive study where 13 children aged 1–6 years of age, diagnosed

with cancer for the first time, were followed over a 3-year period from

2011 to 2014. Interviews with children 3 years of age and older were

performed every 6 months by a paediatric nurse/Ph.D. student. Par-

ent data were included when the child was under the age of 3 or as a

complement to child data (Darcy et al., 2019).

Twelve interview transcripts in total served as the basis for the

development of the assessment tool described in the present paper.

Interview transcripts rich in data were purposely chosen. Three tran-

scripts from data collection shortly after diagnosis, three transcripts

from 6 months after diagnosis, three transcripts from 12 months after

diagnosis, and three transcripts from 18 months after diagnosis were

included. The ages of the 12 children in these transcripts were

between 1 and 5 years of age, at the time of interview. The three

youngest children (under the age of 3) did not actively take part in the

interviews, which means that the analysed interview transcripts are

derived from nine children and 19 parents. Both mothers and/or

fathers took part in the interviews together with the child.

2.4 | Data analysis and item development

The development of the CAT incorporated several steps. The 12 tran-

scripts were data from children diagnosed with leukaemia, brain

tumour, or a solid tumour. In each transcript, meaningful units were

identified and coded to ICF-CY codes. From 2,283 meaningful units,

3,783 ICF-CY codes were identified. The codes most frequently men-

tioned were then merged into a set of 70 different ICF-CY codes

occurring 10 times or more, which described health and everyday life

functioning in these young children (Darcy et al., 2015; Table 1).

In the first step, each ICF-CY code was checked against the code

description in the ICF-CY code book (WHO, 2007). The code descrip-

tion together with related meaning units previously identified in inter-

view transcripts served as a ground to formulating questions. ICF-CY

codes at the third level served as a help when formulating the ques-

tions. In the second step, the proposed questions were discussed

among the authors and revised where deemed necessary. For 20 ICF-

CY codes, it was difficult to formulate questions that added relevant

knowledge concerning the child's health and everyday functioning

(e.g., d475 driving, where the child talked about driving a toy car), and

these were therefore excluded (see codes with an asterisk, Table 1). In

the third step, the questions were reread by the authors and com-

pared with an overall sense of the results from the previously publi-

shed qualitative analysis of interview data in the comprehensive

study, from diagnosis, 6 months after diagnosis, and 12 months after

diagnosis (Darcy, Knutsson, et al., 2014, Darcy, Björk, et al., 2014).

Minor revisions were made, and through discussion, it became appar-

ent that the formulated questions fell into four different groups of

questions: those relating to “the child's body and emotions,” “the chi-

ld's everyday life,” “the child's need for support,” and “the child's con-

tacts with health care services.” In the fourth step, the questions were

reformulated so as to fit six response choices: “never,” “seldom,”

“sometimes,” “often,” “always,” and “not relevant.” As a fifth and final

step, six parents (three mothers and three fathers) from the compre-

hensive study were asked to answer the questions and give feedback

on their relevance, which resulted in only minor revisions (Polit &

Beck, 2016). This process resulted in 52 questions about everyday life

and functioning of the young child with cancer, to be directed to care-

givers (see Appendix A).

2.5 | Ethical considerations

The Ethical Research Committee at Linköping (2010/343-31), Swe-

den, gave formal approval to the comprehensive longitudinal study.

This study was carried out in accordance with the Helsinki Declaration

(World Medical Association, 2015) and International Ethical Guide-

lines for Health-Related Research Involving Humans (2016). All partic-

ipants from about 2 to 3 years of age were given oral information

about the study. There were also written information addressing both

children and parents. When being included in the comprehensive

study, parents gave their written informed consent, and the children

gave their oral assent. The participants decided themselves where the

interview should take place. They were informed that they could with-

draw whenever they wanted without implications of their future care

as well as guaranteed confidentiality.

3 | RESULTS

The 52 questions that compile the CAT and the ICF-CY codes that

each question is based on are presented in Tables 2–5. The questions

are divided into four dimensions: “the child's body and emotions,” “the
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TABLE 1 The International Classification of Functioning, Disability and Health for Children and Youth (ICF-CY) codes from the
comprehensive code set (n = 70) describing health and everyday functioning of young children with cancer

Codes describing body functions (n

= 23)

Codes describing activities and

participation (n = 27)

Codes describing environmental

factors (n = 18)

Codes describing body

structures (n = 2)

b114 Orientation functions d210 Undertaking a single task e1100 Products or substances for

personal consumption, food

s320 Structures of the

mouth

b125 Dispositions and

intrapersonal functions

d230 Undertaking multiple tasks e1101 Products or substances for

personal consumption, drugs

s840 Structures of hair

b1252 Dispositions and

intrapersonal functions, activity

level

*d250 Managing one's own

behaviour

e115 Products and technology for

personal use in daily living

b1253 Dispositions and

intrapersonal functions,

predictability

*d330 Speaking *e1150 General products and

technology for personal use in daily

living

b126 Temperament and personality

functions

d450 Walking e1151 Assistive products and

technology for personal use in daily

living

b1264 Temperament and

personality functions, openness

to experience

d455 Moving around *e1152 Products and technology for

play

b1265 Temperament and

personality functions, optimism

d470 Using transportation *e120 Products and technology for

personal indoor and outdoor

mobility and transportation

b1266 Temperament and

personality functions, confidence

*d475 Driving *e220 Flora and fauna

b130 Energy and drive functions *d5201 Caring for teeth e310 Immediate family

b1302 Energy and drive functions,

appetite

d530 Toileting *e315 Extended family

b134 Sleep functions d540 Dressing *e320 Friends

*b144 Memory functions d550 Eating *e325 Acquaintances, peers,

colleagues, neighbours and

community members

b152 Emotional functions *d560 Drinking e355 Health professionals

*b160 Thought functions *d640 Doing housework *e4 Attitudes

b180 Experience of self and time

functions

d710 Basic interpersonal

interactions

*e420 Individual attitudes of friends

b280 Sensation of pain *d720 Complex interpersonal

interactions

*e425 Individual attitudes of

acquaintances, peers, colleagues,

neighbour and community

members

b510 Ingestion functions d740 Formal relationships e5800 Health services

b5106 Vomiting d7504 Informal relationships with

peers

e5801 Health systems

b530 Weight maintenance d760 Family relationships

b525 Defecation d7602 Siblings relationships

b730 Muscle power d7603 Extended family relationships

*b810 Protective functions of the

skin

d815 Preschool education

b850 Functions of hair d880 Engagement in play

d8800 Solitary play

d8803 Shared cooperative play

d920 Recreation and leisure

d9202 Arts and culture

Note. ICF-CY codes with an asterisk did not pose relevant questions in the development of the clinical assessment tool (CAT).
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TABLE 2 The child's body and emotions

Questions (n = 17) Related ICF-CY codes

Does the child suffer from hair

loss?

b850 Functions of hair

s840 Structure of the hair

If the child is losing hair, is s/he

bothered by that?

b850 Functions of hair

s840 Structure of the hair

If the child has hair that is

growing back, is s/he

bothered by that?

b850 Functions of hair

s840 Structure of the hair

Does the child have

difficulties in maintaining

body weight?

b530 Weight maintenance

Does the child sleep well? b134 Sleep functions

Does the child have pain? b280 Sensation of pain

Is the child bothered by

blistered or bleeding mucous

membranes?

s320 Structure of the mouth

Does the child have difficulties

taking medicines?

b510 Ingestion functions

e1101 Products or substances for

personal consumption, drugs

Is the child bothered by

nausea?

b510 Ingestion functions

b5106 Vomiting

Is the child bothered by

vomiting?

b510 Ingestion functions

Is the child aware of bodily

changes due to the cancer

disease/treatment?

b180 Experience of self and time

functions

Does the child make

comparisons with other

children?

b180 Experience of self and time

functions

Does the child worry about the

disease?

b152 Emotional functions

Does the child feel sad? b152 Emotional functions

b1265 Temperament and

personality functions,

optimism

Does the child feel lonely? d7504 Informal relationships with

peers

d760 Family relationships

e310 Immediate family

Does the child mix socially? b126 Temperament and

personality functions

b1264 Temperament and

personality functions, openness

to experience

b1266 Temperament and

personality functions,

confidence

Does the child have energy to

participate in everyday

activities?

b125 Dispositions and

intrapersonal functions

b1252 Dispositions and

intrapersonal functions,

activity level

b130 Energy and drive functions

d230 Undertaking multiple

tasks

Abbreviation: ICF-CY, International Classification of Functioning, Disability

and Health for Children and Youth.

TABLE 3 The child's everyday life

Questions (n = 14) Related ICF-CY code

Does disease/treatment affect

the child's day?

d230 Undertaking multiple tasks

Can the child move unhindered

(e.g., walk, crawl, and run)?

b730 Muscle power

d450 Walking

d455 Moving around

d470 Using transportation

Does the child's

disease/treatment hinder

him/her from doing things

s/he wants to?

d230 Undertaking multiple tasks

Does the child's

disease/treatment hinder

him/her from meeting

friends?

d7504 Informal relationships

with peers

Does it happen that the child

cannot participate in activities

that s/he would have liked to

because of the

disease/treatment?

d920 Recreation and leisure

Does the child participate in

preschool activities?

d815 Preschool education

Does the child observe other

children playing?

b125 Dispositions and

intrapersonal functions

d880 Engagement in play

Is the child's play solitary? b125 Dispositions and

intrapersonal functions

d880 Engagement in play

d8800 Solitary play

Does the child play parallel to

other children?

b125 Dispositions and

intrapersonal functions

d880 Engagement in play

Does the child play together

with other children?

b125 Dispositions and

intrapersonal functions

d880 Engagement in play

d8803 Shared cooperative play

d710 Basic interpersonal

interactions

Does the child have the stamina

to engage in activities (e.g.,

listen to storytelling look in

books, and sing)?

d920 Recreation and leisure

d9202 Arts and culture

Does the child adapt easily to

unexpected situations?

b125 Dispositions and

intrapersonal functions

b1253 Dispositions and

intrapersonal functions,

predictability

Does the child express fear

about what happens at the

hospital?

b152 Emotional functions

e5801 Health systems

Does the child carefully keep

track of disease related

paraphernalia (e.g., catheters,

nasogastric tube, or plasters)?

b114 Orientation functions

e115 Products and technology

for personal use in daily living

e1151 Assistive products and

technology for personal use in

daily living

Abbreviation: ICF-CY, International Classification of Functioning, Disability

and Health for Children and Youth.
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child's everyday life,” “the child's need for support,” and “the child's

contacts with health care services,” based on the ICF-CY components

body, activity, participation, and environment.

4 | DISCUSSION

The CAT “Health and Everyday Functioning in Young Children with

Cancer” consists of 52 questions grouped into four dimensions:

“the child's body and emotions,” “the child's everyday life,” “the

child's need for support,” and “the child's contacts with health care

services.” The dimensions are based on the ICF-CY components

and aim to be comprehensive in covering the aspects of function-

ing as classified in the ICF-CY and to be relevant for younger chil-

dren with cancer.

Everyday life for young children with cancer can be seen from

at least four separate but related dimensions as reflected in the

CAT. Many of the difficulties highlighted in the literature by chil-

dren with cancer experience are also addressed in the CAT. The

first dimension concerns the effects of cancer and treatment on

the child's body functions and emotions, which in conjunction with

environmental factors can limit the child's participation in activities.

TABLE 4 The child's need for support

Questions (n = 14) Related ICF-CY code

Does the child need support

when moving?

d470 Using transportation

Does the child need help with

getting dressed?

d540 Dressing

Does the child need help with

defecation (e.g., enemas or

other medicines)?

b525 Defecation

d530 Toileting

Does the child have difficulties

with eating?

b130 Energy and drive functions

b1302 Energy and drive

functions, appetite

b510 Ingestion functions

d550 Eating

Does the child need help with

getting enough nutrition?

b130 Energy and drive functions

b1302 Energy and drive

functions, appetite

b510 Ingestion functions

d550 Eating

Does the child have access to

necessary material aids (e.g.,

dressings, syringes, and tape)?

e1100 Products or substances

for personal consumption, food

e1101 Products or substances

for personal consumption,

drugs

e115 Products and technology

for personal use in daily living

e1151 Assistive products and

technology for personal use in

daily living

Does the child have access to

health care professions (e.g.,

nurse, doctor, dietician,

psychologist, social worker,

and physiotherapist)?

e355 Health professionals

Does the child have knowledge

about the disease and its

treatment?

b114 Orientation functions

Does the child have a good

relationship with health care

staff?

d740 Formal relationships

Does the child have a good

relationship with preschool

staff/day care staff?

d740 Formal relationships

d815 Preschool education

Does the child get support from

friends, neighbours, and

others persons around the

child?

d7504 Informal relationships

with peers

Does the child get support from

relatives like cousins and

grandparents?

d760 Family relationships

d7603 Extended family

relationships

e310 Immediate family

Does the child want to keep

parent(s) nearby?

d760 Family relationships

e310 Immediate family

If the child has a sibling, does

s/he want to keep him/her

nearby?

d760 Family relationships

d7602 Siblings relationships

e310 Immediate family

Abbreviation: ICF-CY, International Classification of Functioning, Disability

and Health for Children and Youth.

TABLE 5 The child's contacts with health care services

Questions (n = 7) Related ICF-CY codes

Is the child at the hospital

frequently?

e5801 Health systems

Does it bother the child when

s/he has to go to the hospital?

b152 Emotional functions

e5801 Health systems

Does the child feel trapped and

isolated at hospital?

d230 Undertaking multiple

tasks

e5801 Health systems

Does the child resent the

treatment he/she receives at

the hospital?

b125 Dispositions and

intrapersonal functions

e1101 Products or substances

for personal consumption

e5800 Health services

Does the child feel involved when

undergoing medical procedures

(e.g., blood samples, inserting

nasogastric tubes, or inserting

cannulas)?

b126 Temperament and

personality functions

d210 Undertaking a single task

e5801 Health systems

Does the child receive help with

playing “hospital role play”
before and/or after procedures

and treatments?

d210 Undertaking a single task

e5800 Health services

Does the child feel that the

treatment makes her/him ill?

e5800 Health services

e1101 Products or substances

for personal consumption,

drugs

b130 Energy and drive

functions

b125 Dispositions and

intrapersonal functions

Abbreviation: ICF-CY, International Classification of Functioning, Disability

and Health for Children and Youth.
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Difficulties mentioned by children and parents related to pain,

moving around, eating, nausea, hair loss, defecating, and weight

maintenance and are consistent with existing literature (Björk et al.,

2006; Enskär & von Essen, 2008; Enskär, Carlsson, Golsäter,

Hamrin, & Kreuger, 1997; Hedström, Haglund, Skolin, & Von Essen,

2003; Hicks, Bartholomew, Ward-Smith, & Hutto, 2003; Hinds

et al., 2004; Hockenberry et al., 2003; Darcy, Knutsson, et al.,

2014). The child experiences throughout the cancer journey of

feeling lonely left out and longing for peers have recently been

described by Darcy et al. (2019). The second dimension as per-

ceived by children and parents concerns issues related to changes

to the child's everyday life due to being ill such as changes in rou-

tines, having to stay home from day care, lack of stamina, and hav-

ing control over tubes and tape. Over the first year after diagnosis,

the young child actively strives for an ordinary everyday life by

gaining control and making a normality of the illness and treatment

(Darcy, Björk, et al., 2014; Stewart, 2003). In a literature review on

psychosocial aspects of paediatric oncology, the results show that

difficulties appear to decrease over time although that might take

a long time (Enskär et al., 2014c). The third dimension describes

the child's need for support to manage changes to their bodies

and the need for knowledge and understanding of the effects of

disease and treatment and in changes in relationships. Children and

their families require access to psychosocial services and need to

have updated information over time (Darcy, Björk, et al., 2014;

Ringnér et al., 2011). Parental and sibling presence plays a promi-

nent role in their children's life. The provision of comfort and of a

secure base throughout the child's cancer journey facilitates the

child to express their changing needs (Björk et al., 2006; Darcy

et al., 2019). The prevailing sense of isolation and loneliness

expressed by young children with cancer could be counteracted by

participation in everyday activities such as access to peers and/or

preschool (Darcy et al., 2019). The fourth dimension is more spe-

cifically cancer related and concerns contacts with health care ser-

vices, for example, when undergoing medical procedures. Earlier

studies have also found that good relationships between children

and personnel such as nurses encouraged child participation in care

and increased understanding of the cancer disease and treatment

(Björk et al., 2006; Darcy, Björk, et al., 2014).

One's child being diagnosed with cancer is a first time experience

for most parents. Earlier research has found that parents and children

felt like novices when the child fell ill with cancer. The parents felt that

the staff assumed that they knew everything but they did not (Björk,

Wiebe, & Hallström, 2005; Darcy, Knutsson, et al., 2014). During the

child's cancer treatment, both the parents and the child felt they had

learned a lot both about the disease and the child's symptoms and

treatment. However, parents expressed an ongoing need for learning

even more (Björk et al., 2009). Bossola et al. (2010) found that 80% of

physicians in their study would like to use quality of life in daily clinical

practice to access the child's everyday life needs. Although Petersson,

Huus, Samuelsson, Hanberger, and Åkesson (2013) have shown how a

health-related quality-of-care instrument (DISABKIDS) can be used

for this purpose, the focus tends to be on emotional experiences

rather than everyday functioning. We propose that the CAT we have

developed can be seen as a supplemental help for caregivers to

broaden their understanding of what can be of importance for the

everyday life of the child with cancer. As health for children implies

the child's ability to take part in the activities he/she wants (Almqvist

et al., 2006), it is of importance to figure out what activities the child

wants to and has the possibility to participate in. The child's potential

and possibility to participate in activities mainly depends on how

accommodating the child's environment is (Granlund et al., 2012), and

this information is of utmost importance for nurses. Difficulties

detected with the aid of the CAT may require the nurse to create a

dialogue, gave information, or carry out interventions for the child. If

the child has difficulty, for example, in taking part in preschool, the

nurse may need to discuss this with the child and the parents and

maybe meet the staff at the preschool to see if preschool can accom-

modate the child's needs. Another example could be the use of the

CAT to highlight difficulties with bodily functions such as bowel

movements that the nurse can then help the child deal with in the

best way.

A literature review of clinical implications from research within

the paediatric oncology nursing context (Enskär, Knutsson, et al.,

2014) found that clinical implications suggested in research can be a

little diffuse and therefore assumed to be hard to transform into clini-

cal practice. As this CAT is based on a comprehensive set of ICF-CY

codes describing young children's experiences of cancer (Darcy et al.,

2015), one can see that it is a guide for what is important to the child.

As we have shown, the questions in the CAT correlate well to what

other researchers have found. However, it is of extraordinary impor-

tance to highlight that the clinical assessment tool should not be con-

sidered as a measurement instrument. Focus on the individual child is

crucial and requires that the user asks if there are other aspects other

than those highlighted in the clinical tool that are of importance for

the child. The idea is to use the CAT as a complement to existing tools

and an aid to assessing the child's health and functioning in

everyday life.

4.1 | Methodological considerations

This article has some limitations. One limitation is that the CAT has

not yet been tested for psychometric validity in a larger group. There-

fore, other aspects of validity than face and content validity have not

been measured (Prinsen et al., 2018). However, the purpose with the

CAT is not for use as a traditional research assessment instrument to

measure monitor health and everyday function over time, which

reduces the need for psychometric validation. Rather, its purpose is to

be a basis for health care professionals, such as paediatric nurses, for

use as a complement to caregiving in dialogue with young children

with cancer and their parents about the present situation. A second

limitation is that this CAT is constructed from a comprehensive set of

codes derived from interviews with Swedish children and their par-

ents and some questions may be specific to the Swedish context

of care.
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4.2 | Conclusion and clinical implication

The development of the CAT “Health and Everyday Function in Young

Children with Cancer,” based on a set of ICF-CY codes, is a novel

approach. This study has validated the relevance and comprehensive-

ness of the content of the CAT. As a CAT, it can be used by both par-

ents and health care personnel such as nurses to highlight aspects of

health and function in everyday life for the young child with cancer

that otherwise might be missed and guide the delivery of care thereaf-

ter. The universal and interdisciplinary language of the ICF means that

such a CAT can have wide reaching effects for care of young children

with cancer and perhaps other groups of children with long-term

illnesses.
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APPENDIX A: | Clinical Assessment Tool

The child herself/himself

Questions (n = 17) Never Seldom Sometimes Often Always Not relevant

Does the child suffer from hair loss?

If the child is losing hair, is s/he bothered by that?

If the child has hair that is growing back, is s/he bothered by

that?

Does the child have difficulties in maintaining body weight?

Does the child sleep well?

Does the child have pain?

Is the child bothered by blistered or bleeding mucous

membranes?

Does the child have difficulties taking medicines?

Is the child bothered by nausea?

Is the child bothered by vomiting?

Is the child aware of bodily changes due to the cancer

disease/treatment?

Does the child make comparisons with other children?

Does the child worry about the disease?

Does the child feel sad?

Does the child feel lonely?

Does the child mix socially?

Does the child have energy to participate in everyday

activities?
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The child's everyday life

The child's need for support

Questions (n = 14) Never Seldom Sometimes Often Always Not relevant

Does the child's disease/treatment affect her/his day?

Can the child move unhindered (e.g., walk, crawl, and run)?

Does the child's disease/treatment hinder him/her from

doing things s/he wants to?

Does the child's disease/treatment hinder him/her from

meeting friends?

Does it happen that the child cannot participate in activities

that s/he would have liked to because of the

disease/treatment?

Does the child participate in preschool activities?

Does the child observe other children playing?

Is the child's play solitary?

Does the child play parallel to other children?

Does the child play together with other children?

Does the child have the stamina to engage in activities

(e.g., listen to storytelling look in books and sing)?

Does the child adapt easily to unexpected situations?

Does the child express fear about what happens at the

hospital?

Does the child carefully keep track of disease related

paraphernalia (e.g., catheters, nasogastric tube, or

plasters)?

Questions (n = 14) Never Seldom Sometimes Often Always Not relevant

Does s/he need support when moving?

Does s/he need help with getting dressed?

Does s/he need help with defecation (e.g., enemas or other

medicines)?

Does s/he have difficulties with eating?

Does s/he need help with getting enough nutrition?

Does s/he have access to necessary material aids

(e.g., dressings, syringes, and tape)?

Does the child have access to health care professions

(e.g., nurse, doctor, dietician, psychologist, social worker,

and physiotherapist)?

Does s/he have knowledge about the disease and its

treatment?

Does s/he have a good relationship with health care staff?

Does s/he have a good relationship with preschool staff/day

care staff?

Does s/he get support from friends, neighbours, and others

persons around the child?

Does s/he get support from relatives like cousins and

grandparents?

Does s/he/want to keep parent(s) nearby?

If the child has a sibling, does s/he want to keep him/her

nearby?
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The child's contacts with health care

Questions (n = 7) Never Seldom Sometimes Often Always Never Not relevant

Is the child at the hospital frequently?

Does it bother the child when s/he has to go to the

hospital?

Does the child feel trapped and isolated at hospital?

Does the child resent the treatment he/she receives at the

hospital?

Does the child feel involved when undergoing medical

procedures (e.g., blood samples, inserting nasogastric

tubes, or inserting cannulas)?

Does the child receive help with playing “hospital role play”
before and/or after procedures and treatments?

Does the child feel that the treatment makes her/him ill?
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