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Abstract 

Introduction 

Children with cerebral palsy (CP) are at risk of becoming malnourished. Malnutrition risk increases 

with increased Gross Motor Function Classification.  

This study aimed to investigate and explore existing nutritional efforts and practice among staff in 

Danish hospitals and care homes working with children with CP.  

Methods: Ten qualitative interviews were generated with multidisciplinary staff working in hospital 

wards, care homes and neuropediatric teams(NPT). Analysis was inspired by Braun and Clarke’s 

thematic analysis. 

Results 

The analysis generated the following six themes: Weighing and anthropometric measurements; 

Existing nutritional evaluation and intervention in practice; Cross-sectoral communication and 

interdisciplinarity; Involvement of the children's parents; Knowledge and professional intuition; Time 

and priority. 

Weighing is the most common nutritional evaluation, supplemented by weight/height curves in the 

NPT. No actual screening is done. In care homes without healthcare staff nutritional focus primarily 

regards the meal and how the children are able to eat. In care homes with health staff as well as 

hospital departments, the focus is primarily on weight.  

Written communication is a necessity for the nutritional collaboration around the child to work, but 

collaboration between IT-systems are lacking. Interdisciplinarity and parental involvement are key 

components for managing nutrition issues among children with CP. The specialist dietician was much 

required, but difficult to reach.  

Conclusion 

Despite the great focus on nutrition and nutritional status among children with CP in all of the 

inquired contexts, existing efforts for assessment reveal primarily on weight and intuition. No actual 

screening is done. Collaboration between sectors and professionals is challenged by lacking IT-

systems and systematic procedures.  
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Introduction 

 

Children with physical and mental disabilities are at risk of malnutrition, and especially 

children with cerebral palsy (CP) have been identified as being at high risk(1,2) Multiple 

causes of malnutrition among children with CP have been identified. The most frequent cause 

of malnutrition is dysphagia due to anatomical and neuromuscular issues(3). 

  

The nutritional status of children has an extensive effect on their further growth and 

development(2). Nutrition red flags including Gastro-Esophageal Reflux and Oropharyngeal 

Dysfunction, have a high degree of impact on nutrition intake. Nutrition red flags seem to 

increase with the level of  Gross Motor Function Classification (GMFCS)(4–7). Children 

with better growth, have furthermore been shown to have less unplanned contact with the 

health care system, and the fewest days with lost participation in social activities(8).  

Identification of nutritional risk is important for timely management and action before weight 

loss or weight stagnation will occur(9,10). Despite the great risk of malnutrition, there are no 

recommended methods of assessing nutritional risks in children with CP in Denmark. Several 

foreign studies have examined, validated and evaluated the ability of screening tools, 

anthropometric measurements, growth curves and questionnaires, to identify malnutrition 

among this target group of children(11–18). In 2017, The European Society for Pediatric 

Gastroenterology, Hepatology and  Nutrition (ESPGHAN) determined the evidence from the 

literature, combined it with recommendations from experts and developed 31 

recommendations and suggestions for professionals working with children with physical and 

mental disabilities, including CP(9). These recommendations concern detection of 

malnutrition by nutritional screening, and further assessment of nutritional status.  

 

Despite the amount of research regarding the risk of malnutrition, there is insufficient 

literature examining how hospitals and care homes for children with physical and mental 

disabilities handle the high risk of malnutrition among children with CP in Denmark.  In 

Denmark, many children with severe Gross Motor Function Classification impairments dwell 

in care homes for children, either full-time or part-time. Therefore, this study aims to 

investigate and explore existing nutritional efforts and practice among staff in Danish 

hospitals and care homes working with children with CP.  
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Methods  

Recruitment and characteristics  

A sampling frame of two hospitals and three care homes for children aged 0-17 years of age, 

with special care needs was sought. We included care homes with healthcare staff as well as 

care homes with social workers only. The sampling aimed at a qualitative sampling of 

participants at different organizational levels, who worked in practice with the children, and 

who were able and willing to share their knowledge and experience with us for the study.  

The physician participant was contacted directly by phone by the researchers. This participant 

was found through a CP-interest group affiliated to the National Health Authority. One nurse 

and one pedagogue were recruited through personal referral, and the remaining were 

recruited through leaders of the care homes and departments. In total, ten participants were 

included in the study of which five were health professionals; one nurse working at the 

pediatric ward, one nurse from the palliative team for children, one physiotherapist and one 

occupational therapist, both from the neuropediatric team and one pediatric chief physician 

with a special knowledge about CP. The remaining five participants worked at care homes for 

children with physical and/or mental disability and spend all their daily working hours with 

children with CP. Three of these participants worked at the same institution, within different 

wards. This institution was the only care home with healthcare professionals’ employees. 

These three participants included a coordinating nurse, a pedagogue (a three and a half year 

education based on theory and training) and a social worker. The remaining two informants 

were a pedagogue and a social worker, both working in care homes without educated health 

care professionals. Table 1 shows demographic information for the participants. 

 

Participant n. Professional group Years of experience  

HP 1 Chief physician in pediatrics, children with CP as 

specialization. Hospital ward and Neuro Pediatric 

Team 

14 

HP 2 Occupational therapist, Neuro Pediatric Team 7 

HP 3 Physiotherapist, Neuro Pediatric Team and 

palliative care team for children and adolescents 

25 

HP 4 Nurse in the pediatric ward 10 

HP 5 Nurse in palliative care team for children and 

adolescents. Over 25 years experience as a nurse 
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CH
HP

 1 Coordinating nurse 25 

CH
HP

 2 Pedagogue 12 

CH
HP

 3 Social worker 12 

CH 4 Pedagogue (no health care staff in care home) 2 months + 3 years 

as student worker 

CH 5 Social worker (no health care staff in care home) 13 

Table 1. Demographic information of the participants interviewed. HP illustrates participants 

from hospitals or hospital based cross-sectoral teams, and CH illustrates participants from 

children’s care homes. HP
CH 

illustrates care homes with health professionals among the staff. 

 

 

Data collection 

To accommodate the different perspectives and knowledge on the assessment the nutritional 

status, two different interview guides were developed. One guide for staff at care homes and 

one guide for health care workers at hospitals. Although, the different types of questions both 

had the same themes and research questions the differentiation seemed necessary due to 

different linguistic frame of reference for the two groups. The guides were divided into four 

themes; 1) The informants background and context, 2) the nutritional state of the children 

with CP, 3) The work and teamwork around the children's nutritional state, 4) areas for 

improvements. The interview guides were pilot tested for flow and understanding on one 

nurse and one pedagogue, known to the researchers. Based on these interviews, a few 

changes were made to improve the logistic flow of the questions. Otherwise no changes were 

made. The pilot interviews were not included in the study. Due to COVID-19 safety, 

interviews were performed via Teams and one via telephone. Interviews lasted from 19 to 75 

minutes. 

 

Ethics in the data collection  

The interviews were conducted in accordance with the Helsinki Declaration and the Code of 

Conduct for Research Integrity. An information letter and statement of informed consent 

were reviewed and signed by all informants before the start of the interview. The researcher 

made a clear and thorough briefing of the informant before the start of the interview. The 

interviews ended with a short debriefing where the informants had the chance to ask 

questions and make further comments. The recordings and transcripts were kept safely until A
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the finish of the analysis, where they were deleted. The research therefore follows the 

standards of honesty, transparency and accountability.  

 

Data analysis  

Two researchers transcribed the ten interviews. To make sure of consistency, specific rules of 

transcription were created(19). 

NVivo Software was used to facilitate the process of coding and thematization (NVivo 

qualitative data analysis software; QSR International Pty Ltd. Version 12, 2018).  

The analysis of the transcripts were inspired by Braun and Clarke’s thematic analysis, and 

consisted of six phases(20). In the first phase, confidentiality of data, the researchers read the 

transcripts to get a full understanding of the material. Afterwards, in the second phase, the 

researchers generated initial codes for all the data. This step resulted in 281 individual codes. 

In the third step, the 281 codes were assembled in potential themes. Initially this resulted in 

22 preliminary themes. Afterwards phase four and five were composed and the themes were 

thoroughly examined and labelled. Ultimately, the 22 themes were compressed into seven 

themes.  

The researchers did the first coding process of the first transcript together. The inductive 

method of analysis helped to ensure minimization of subjective bias. To reduce subjectivity, 

findings were strengthened by having two researchers analyzing data independently, but still 

based on the seven themes. Afterwards the codings were compared.  In addition, the 

researchers were aware of and considered their own preconception of the topic. 

 

Results and analysis 

The analysis generated the following six themes: Weighing and anthropometric 

measurements; Existing nutritional evaluation and intervention in praxis; Cross-sectoral 

communication and interdisciplinarity; Involvement of the children's parents; Knowledge and 

professional intuition; Time and priority. 

 

Results including analysis are presented below the themes as headlines. Quotes are noted in 

italics between quotation marks, ended by the participant number in brackets, as listed in 

table 1.  

 

The participants in general work with children who have severe degrees of disability.  
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“All children and young people are wheelchair users and they need care in all situations” 

(CH2), and “They are all impaired, both physically and mentally”(CH 4).  

 

The informants from the Neuro Pediatric Team (NPT) expresses that they most often see 

children with CP with severe disabilities, but that they meet all children with CP in the 

region, independent of Gross Motor Function Classification System (GMFCS)(4) level. In 

NPT nutritional status is often in question. Many of the children have eating difficulties. 

 

“The 40-50% (of children with CP) as seen in literature, having a nutritional problem, 

especially when we talk about the more difficult cases, probably suits our population very 

well ”(HP1). 

 

Weighing and anthropometric measurements 

In order to investigate the procedures of the existing nutritional intervention among children 

with CP, the qualitative research finds that there are no specific or coincident methods or 

approaches among staff at the included Danish hospitals and care homes. The staff use 

different tools and procedures to identify and document the children’s nutritional status. An 

obligate procedure though is to weigh the children. Weighing is a way to be aware of the 

children’s growth and nutritional status. The frequency of weighing is different. One of the 

care homes perform weighing every second month, meanwhile the other institution does it 

every or every other week.  In both care homes the time for weighing is written in the 

calendar.  

After weighing, the measurements are documented so that staff can follow and monitor the 

weight.  

The frequency is assessed on the basis of the needs of the individual child, and if a child is 

considered at risk of malnutrition, the child is weighed more frequently: “Some individuals 

get weighed less often if one can see that they are exactly keeping the weight steady. If it is 

not an issue at all” (CH
HP

 1). 

 

From the empirical data it appears that staff at an institution with health care professionals, to 

a greater extent, have the abilities, to assess and take action upon the children's nutritional 

status. In case of possible identification of risk of malnutrition, the frequency of weighing 

increases. The individual weight is documented in the institution's internal electronic system. 
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“Then it is simply written in the health professional calendar that we must have some weights 

on this child […] Then we start by seeing what has worked before […] I think actually that I 

am quite well covered. I ask whoever I work with on that day. There is after all, always a 

health professional colleague you can always turn to”. CH
HP

2. 

 

Assessment of nutritional status based on weight does not apply to staff employed in the non-

healthcare care homes:  

 

“It is not us who assess it (the weight). The doctor takes care of that. We do not have the 

competencies for that” (CH5). 

 

However, the staff at care homes find that also other things, within their competences, are 

important when it comes to the children’s wellbeing and nutritional status.  

 

“Of course, one can look at some numbers and some values. That is clear. But from my point 

of view, there is more to it than numbers and values, because one must also look at the child. 

Is the child well? Does it have surplus?” (CH4) 

 

This applies to several informants, where their professional assessment in daily work, helps 

to keep an eye on the children’s nutritional status. In connection with this, for example, wet 

nappies, faeces and vomiting are mentioned as points of attention, and at the same time the 

subjective health professional knowledge is used:  

 

“I think that it is also about using your clinical eye […] Does the child gain weight 

reasonably? And how much subcutaneous fat does it have? Some of them do not have a 

normal body”( CH
HP

 1). 

 

Based on the two quotes above, there are diversity in the use of the professional gaze as an 

indicator of children's well-being and nutritional status. Thus, there might be uncertainty 

about whether the children are assessed in the same way by different staff. 

 

Department of Neuropediatrics (NPT) weighs the children at every consultation. The 

frequency of consultation is between every month to every third month depending on the 

child’s state of health in general. In NPT however, several anthropometric measurements are 
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used. Usually they combine the children's weight and height so that the children can be 

placed on a growth curve, used i.a. to classify whether the child is well or malnourished. The 

use of growth curves occurs as part of it routine practice in connection with the children's 

outpatient visit to the NPT:  

 

“So we usually use our growth curves. If there are more than 2 standard deviations below, 

they are at risk of malnutrition. So, it is commonly said that anything that falls within 2 

standard deviations is acceptable.” (HP3) 

 

Due to some of the children’s lacking ability to stand up by themselves, it can be difficult to 

make anthropometric measurements on some of the children with CP.  

 

“We do not have any anthropometric measures other than weight in the worst-off children. 

That is, the children who can stand, they are of course measured and weighed like everyone 

else. But for all the children who lie down and have scoliosis, we have not yet introduced 

segmental targets. We're always so busy, so it's difficult to get something like this done 

because then you have to get acquainted with something new” (HP1) 

 

HP1 further expresses how weighing the children can be supplemented with other methods 

for detecting malnutrition. These are, however primarily based a guideline HP1 has for his 

own use:  

 

“I have a frame of it in my head” (HP1).  

 

The frame can be attributed to self-interest as well as several years of work experience with 

tracing and assessment of nutritional status among children with CP. It is based on 

knowledge that HP1 has achieved through years of experience, more than it is a current actual 

procedure for detecting malnutrition.  

 

At the children’s hospital ward, weighing of the children should be done latest 24 hours after 

hospitalization. One of the nurses explain however that weighing is sometimes overlooked, in 

case of many other competing tasks.  
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Based on the above there is no unambiguous work process using anthropometric measures, 

neither among care homes, hospitals or NPT. It appears from the interviews that the 

participants are aware that this systematization in the work process lacks:  

 

“If you got it systematized, then I think it would provide an improvement such that one just 

had it as something one has to go through because, as I also said, sometimes it may well 

drown in epileptic seizures, medication and talk about medication schedules and such 

things” (HP2)  

 

At the same time, HP2 further expresses that increased structuring would have the impact that 

detection of malnutrition is prioritized among other monodisciplinary tasks. 

 

 

Existing nutritional evaluation and intervention in praxis 

As recommendations bring attention to the need for early detection of malnutrition in 

children with CP, we explored to which extent our participants use screening tools to find 

children at risk of malnutrition in their settings. Based on the above, it was shown that only 

one out of ten informants use a specific screening tool for early identification of malnutrition, 

and in this case only the growth curves. The staff’s nutritional assessment moreover depends 

on their individual competencies and experiences. All participants reflect that it’s about using 

their clinical and professional judgement, but there is unclarity about which parameters and 

values are important.  

 

“I know which children we should pay special attention to of those with CP […] Without me 

being able to tell you what it is I'm looking for. I cannot tick a scale. There is no schedule, 

but there is still some experience that makes me know who it is we need to keep an eye on” 

(HP2) 

 

In NPT and hospital however, there is an ambition to introduce an actual screening: 

 

“In the long run, we have chosen the “Kristi Bell” tool(13). She has made this tool that they 

have validated in Australia. It's actually very ingenious. We have translated it into Danish. 

[…] The next phase is to ask the questions to laymen”.  (HP1) 
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According to the staff in care homes, their assessment is associated with intuition, including 

also if the child is feeling well or if the child is gaining weight. The staff finds that both 

physical documents and electronic systems contain the relevant information as well as focal 

points to pay attention to, with regard to the needs of the individual child. CH4 explains about 

physical folders:  

 

“We have these leaflets to look in. They contain what is important about this particular 

child? What is it she needs and likes to eat? […] The important thing is that there are some 

focal points about these children and that we know that their specific focus points appear” 

(CH4) 

 

Some of the staff experience that listing of changes are not systematic, whereas this is done 

on the basis of need. In the care home with health care staff, however, there is a different 

experience, which is expressed by:  

 

“Well all is set in schedule and systems. That you know what to do with it. Whether it is 

eating children or tube fed. It's really easy to go to once you're into it”( CH
HP

 3).  

 

There are thus different experiences of systematics, depending on the institution. 

 

Cross-sectoral communication and interdisciplinarity 

Between the sectors, there are no specific procedures for communication of the children’s 

nutritional status. Staff at included care homes use internal tools to write down the children’s 

nutritional status and requirements, and while hospitals have IT-based systems for 

communication with homecare, nursing homes and general practitioners, there is no such 

system for communication with children’s care homes. Thus, from either part does not reach 

the other, unless it is carried by the staff or parent who takes the child to hospital, or fully 

understood and translated into practice by NPT at eventual home visits. Available 

information is essential for healthcare professionals when they have limited knowledge about 

the child. The available information has an impact on how the course of action will be and 

how the work on the child's nutritional status is to be approached by it health professionals. 

HP4 emphasizes the importance of write-downs being a prerequisite.  
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“What can you say when you are inexperienced or do not know the child, or do not know 

anything about this monodisciplinary field, then it is important with a patient record 

note”(HP4).  

 

According to HP1, in order to access knowledge and act on it, it is important that notes are 

electronic:  

 

“And then it must be in electronic patient record. It is not enough to write something down on 

a piece of paper, then nothing happens”(HP1).  

 

The electronic patient record thus becomes an important tool for handling malnutrition, 

according to HP1. For the time being, dissemination of changes depends on the child's 

contact person at the care home, so the contact person has primary responsibility for 

understanding, writing down and communicating changes. 

 

At the hospitals, the staff emphasizes the importance of available information, because it’s a 

prerequisite in clinical situations. Staff at hospitals prefers that available information and data 

are electronic instead of physical papers and folders.  Contact and communication between 

the care homes and hospitals is need-based, and in some cases the time of response is long 

and crooked. NPT expresses that collaboration is challenged in cases where they have to 

reach out to one particular contact person in the care home:  

 

“What can be difficult, I find, is that sometimes you have to get hold of a certain pedagogue 

because they are the contact person for the particular child. Then they might work shifts, and 

show up when I'm gone home and vice versa. But then we often write together on mails. So 

things like that can cause things taking a little longer” (HP3) 

Physical collaboration between hospital and institution is undertaken in two ways primarily. 

The annual inspections, which may occur either more often or less frequently, is made as a 

starting point at the NPT outpatient clinic, where a contact person from the care home often 

will attend. The annual check-ups can however also in some cases be carried out at the care 

home. Additionally, there are visits from the NPT to care homes. CH1 explains that:  

 

“She (neuropediatrician) comes to us every 14 days. So we do it continuously […] she comes 

and does a kind of “rounds” where we take up seven or eight of the kids. Sometimes there are 
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some annual medical examinations on some of the children. Then it takes two hours for that 

child, and then we cannot reach so many of the other children. We are constantly addressing 

current issues (CH1)  

 

It is thus emphasized that communication and cooperation between the sectors occur 

continuously. Current issues, however, also include the treatment of epilepsy and other 

sequelae by the child with CP, why the visit by the neuropediatrician does not always provide 

room for nutrition issues. And in addition to the physical scheduled meeting, the cooperation 

between institutions and the NPT is also expressed by the possibility for continuous 

telephone contact. It is a collaboration where all parties have a sense that it works and that 

they can call each other for advice and guidance.  

 

“Well then, it's when needed. It can be very different. Most often we visit most frequently at 

the beginning of a course. It can be, yes sometimes it is once a week or every other week. And 

then when it kind of starts running, then we can handle a lot on the phone” (HP5) 

 

The study finds that there is a clear agreement that interdisciplinarity is necessary to detect 

children at nutritional risk and necessary to handle the nutritional problem. 

 

From the NPT, nutrition is pointed out as a topic that most often arises in the collaboration 

with the care home when they already collaborate on another problem with the child:  

 

“Sometimes we do it (talk about nutrition) also in parallel, if we are out there anyway and 

communicate about something completely different. Then it may well be that I'm out there 

looking at a wheelchair and need to take a look at how the buckles are fastened. Then I can 

say "Hey, it seems you lost a little weight?” ”(HP3)  

 

Thus, parts of the cooperation between the two sectors are systematized, while other parts are 

not. In addition to the annual checks, it is often on the basis of individual vigilance that the 

child's nutritional status comes in speech. 

 

All included participants consider their own professionalism to be necessary and essential in 

detecting malnutrition among children with CP. A prerequisite for successful collaboration is, 

among other things, that the staff already have a relation to the children. A dietitian is 
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involved from the NPT, but the included informants describes the dietitian as very busy and 

with none or a small amount of knowledge about the children because they have not met 

before. The dietitian is contacted when the child is assessed as being at nutritional risk and 

the staff does not know what more they can do. There is no systematics in referral to the 

dietitian. 

 

Several professional groups express that they have an experience that doctors to a greater 

extent downgrade the nutritional status of children with CP, due to other professional tasks:  

 

“So if I think about the hospitals, then I think there are simply too many doctors who are too 

indifferent. I've been out lecturing on this to doctors, and even though they were all wildly 

excited and think "why have we never done this? ", I also know that a large percentage go 

home and do nothing anyway. Because it is somehow low status”. (HP1) 

 

Involvement of the children's parents 

The children's parents have a knowledge and understanding of the children, which is 

considered indispensable in the detection of malnutrition. Often the parents can be considered 

as experts concerning what works for their children in the specific situation and what is 

troublesome. It can be a certain sitting position or the child’s preferable plate or spoon. The 

staff at care homes and hospitals rely on parents’ experiences. 

 

“We draw on their (parents') experience, because some of the children have often lived at 

home for several years before moving in here, so their experience is worth gold to us […] 

Some times it can be a specific spoon to be eaten with for a meal to succeed” (CH2) 

 

At one of the included hospitals, staff experience that parents notice things that may have an 

impact on the children’s nutritional status. Things that values and numbers cannot find.  

 

“We are told that the child is not eating well enough, but our quick impression is that the 

child is inside the frames of height and weight. So we can not immediately see that there are 

any problems, technically valued […] This is where I also think there are times where some 

parents can have experienced a problem before we discover it”  (HP4) 

 

For example, there may be some unseen parameters using anthropometric measurements. 
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According to the professional staff it’s very different how much nutritional status is an area 

of attention from parents. It depends on whether the parents find something else more 

important, related to their child’s wellbeing. Professionals find it difficult to talk to parents 

about their children's nutritional status. One reason is that the staff have a feeling of entering 

a private sphere, when for instance needing to tell parents how better to feed their child. 

 

Knowledge and professional intuition 

Knowing the individual child and professional intuition was found very important to detect 

and handle malnutrition among children with CP. It’s important because the staff can notice 

and observe relevant things that otherwise might not be noticed. For example, how long the 

meal takes before it exhausts the child or other signs related to fatigue or unintentional weight 

loss, including loose-fitting clothes or hollow cheeks.  

One thing is knowledge about the children. Another is knowledge about malnutrition and 

nutritional status. The staff at included care homes express a need of this knowledge. 

Occasionally there are theme days, but according to the staff, they would like to have more 

specific and practical knowledge education. This especially goes for newly hired staff.  

 

 

Time and priority 

Time is a barrier against dealing with nutritional issues. Applicable for all informants is that 

they experience a lack of time to manage the nutritional area in the best possible way. 

However, it is pointed out especially in the care homes, that the area already has high 

priority, as nutrition is a basic need to ensure the child's function and well being. A 

pedagogue explains that nutrition is a prerequisite for their work:  

 

“So I would say that time is given for prioritizing nutrition. It is so simply because we are 

dealing with children where our educational and caring work is depending on whether the 

child is feeling good” (CH4).  

 

Focus on and use of sub-goals at the care homes is a way to give priority to the nutritional 

effort as a work task, between others. Sub-goals are to be evaluated within a certain 

timeframe, which keeps the staff focused on working towards the goals: 
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“There is very much focus on sub-goals. They are evaluated with a score from 0-4 of how 

well it goes. Clearly “eating-stuff” can be put into sub-goals”. (CH1) 

 

Discussion 

The present qualitative interview study aimed to investigate and explore existing nutritional 

efforts and practice among staff in Danish hospitals and care homes working with children 

with CP.  

 

Discussion of method  

The selection of five informants from different hospital units and five informants from two 

different care homes was chosen to explore different perspectives of the professional work 

with the children’s nutritionals state. Choosing both contexts, data saturation was not a 

possibility(19,20). Therefore, and due to the subjective perspectives of ten participants only, 

we recognize a lack of transferability in the different perspectives. Contrariwise, this paper 

reaches a new broad knowledge, not only about the present nutritional efforts, but also about 

the workflows and priorities regarding nutrition in the different settings, as well as about the 

collaboration across different contexts. This entails the possibility to find the most optimal 

contexts for an implementation of change in the nutritional effort.  

Despite the use of pre-interviews with staff at care homes and pilot testing of the interview 

guide, the interview guide still contained questions that the staff in the care homes had 

difficulties answering. This was mostly questions around the specific actions in relation to 

detecting malnutrition and assessment of nutritional state. The use of several pilot interviews 

might have addressed this issue, however this may be seen as a result of setting, and lack of 

knowledge about nutritional assessments.  

 

Discussion of the results  

Juxtaposed to the recommendations and suggestions from ESPGHAN, the current nutritional 

effort in both the care homes and the healthcare context is in need of change. The weight of 

the child can not stand alone as the only anthropometric measure in an assessment of the 

child's risk of malnutrition as is the situation in the care home context or weight curves as in 

the NPT. Both the height and the triceps skinfold should be incorporated(9). To a large 

proportion of children with cerebral palsy, segmental measures is the only feasible way to 

control linear growth, as also addressed in the ESPGAN guidelines and in other 

studies(6,8,9,18,21). In our study, segmental measures were not mentioned at all by the 
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participants, giving even more potential for development, if aiming at individual and specific 

nutritional assessment.  

There is a tendency in all contexts that the monitoring of children is more frequent than the 

recommendation at every sixth month(9). Therefore, there is already an understanding of the 

increased risk of malnutrition among the staff, but there is a need of knowledge about which 

measurement methods there should be used. Another recommendation of ESPHGAN is to 

have a special focus on monitoring the growth and nutritional status of children with oral 

pharyngeal dysfunction. In every context of this investigation there is a differentiated 

approach to the frequency of measurement depending on the needs and status of the child. An 

approach to this could eventually be a systematic initial screening, that could be made by any 

professional or parent, and which is also under consideration by the physician specialist 

(HP1)(13). Oral pharyngeal dysfunction and eating difficulties is mentioned regardless of 

setting as a reason for increased repetition rate for weighing, and need for multidisciplinary 

collaboration, including quick and easy collaboration between sectors. 

  

A recurring theme of the analysis is the importance of an interdisciplinary cooperation 

between the care home and health care context. Especially the different healthcare 

professionals are pointed out as important in the assessment of nutritional state. Despite this, 

there is a lack and need of knowledge on how and when to use the other professions. A more 

systematic approach with clear guidelines for areas of responsibility in the detection of 

malnutrition and assessment and evaluation of nutrition state could be a solution to this.  

Our study provides knowledge on other professions’ attitude towards the dietitian’s role. The 

institutional staff expresses a lack of availability of specialized dietitians. This result is 

supported by Hartley et al. (2003) which, as the only other article addressing nutritional 

practice in these children, finds a potential shortfall in the involvement of dietitians in the 

care of children with CP (22). Therefore, we suggest that future research investigate the 

possibility for a better utilization of the dietitian’s competencies in the assessment of the 

nutritional state among children with CP. 

 

Conclusion: 

The qualitative analysis shows that the included hospital wards, NPT and care homes use 

weight, professional intuition, and for NPT weight and height curves, to assess nutritional 

status. No actual nutritional screening is done. In care homes without health professionals, the 

focus seems to primarily regard the meal and how the children with CP are able to eat. In care 
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homes with health professionals as well as hospital departments, the focus primarily is on 

weight. 

Written communication is a necessity for the collaboration around the child to work, but 

collaboration between IT-systems are lacking. Interdisciplinarity and parental involvement 

are key components for detecting and managing nutrition issues among children with CP. 

Interdisciplinarity is important, as the individual competencies of the professional groups 

contribute to the detection and management of malnutrition. In addition, it is important for 

professionals to know the individual child, which is largely possessed by the parents and 

contact persons for the child.  

In the interdisciplinary collaboration, the dietitian has a significant role in children with 

eating problems, however, it is found that the informants are not aware of when to forward 

the children to the dietitian, and that the dietician is difficult to reach. Nutritional status is 

perceived to be downgraded among physicians.  

Limiting the handling of nutritional evaluation is lack of time. There is an experience among 

the informants that existing efforts are not systematic, but that this would be beneficial. Need 

for changes: Fixed IT-based procedures for communication between hospital, NPT, care-

homes and parents, so that forwarding, and sparring can be prioritized in the collaboration 

and occur timely. Furthermore, more knowledge among staff, systematic procedures, 

especially for the detection and assessment of malnutrition, other that weighing, availability 

of dieticians and eventually local selection of key staff in charge of nutritional education and 

communication is needed. 

 

Transparency declaration  

The authors confirm that this manuscript is an honest, accurate and transparent account of the 

study being reported. The authors confirm that no important aspects of the study have been 

omitted and that any discrepancies from the study as planned have been explained. 
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