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Lægmandsresumé 
ARFID (Avoidant/RestricƟve Food Intake Disorder) er en ny diagnose inden for området af spiseforstyrrelser. 
Diagnosen sƟlles, når en person spiser enten så lidt eller så ensidigt, at det fører Ɵl helbredsmæssige 
konsekvenser og/eller nedsat funkƟonsniveau fysisk, psykisk eller socialt. Eksempler på helbredsmæssige 
konsekvenser er alvorligt vægƩab, mangelƟlstande og behov for sondeernæring. Modsat andre 
spiseforstyrrelser skyldes det undgående eller restrikƟve spisemønster ikke bekymringer omkring figur eller 
vægt.  

Der er forskellige præsentaƟoner af ARFID, som hos nogle viser sig ved en manglende interesse for mad 
eller nedsat evne Ɵl at registrere sult. Hos andre kommer sygdommen Ɵl udtryk ved en øget følsomhed over 
for eksempelvis madens smag, lugt eller konsistens, mens en tredje gruppe frygter for ubehagelige 
konsekvenser ved spisning i form af kvælning, opkastninger eller mavesmerter.  

Vi ved fra udlandet, at børn og unge med ARFID oŌe præsenterer sig med samƟdige symptomer fra eller 
sygdomme i mave-tarm-systemet og derfor sandsynligvis oŌe først henvises Ɵl somaƟske afdelinger med 
henblik på diagnosƟk og behandling.  

ARFID forventes introduceret Ɵl det danske sundhedsvæsen i løbet af de kommende år ved 
implementeringen af 11. udgave af den internaƟonale klassifikaƟon af sygdomme (ICD-11). Dog foreligger 
på nuværende Ɵdspunkt ingen viden om, hvor mange danske børn og unge, som rammes af ARFID, eller 
hvad, der karakteriserer dem.  

Med støƩe fra COLITIS-CROHN FORENINGEN ønsker vi som de første at undersøge forekomsten af ARFID 
blandt børn og unge henvist med mave-tarm-symptomer i dansk hospitalsregi. Vi vil tage udgangspunkt i et 
stort, alment børneambulatorium, hvor henviste familier vil blive inviteret Ɵl at deltage i en elektronisk 
spørgeskemaundersøgelse. Blandt deltagerne vil en gruppe unge og en gruppe forældre Ɵlmed blive 
inviteret Ɵl at deltage i et eŌerfølgende interview. I spørgeskemaundersøgelsen vil vi undersøge, hvad der 
karakteriserer børn og unge med mave-tarm-symptomer og samƟdige symptomer på ARFID, ligesom vi vil 
undersøge, hvad der karakteriserer deres forældre. Vi vil blandt andet spørge ind Ɵl børnenes forhold Ɵl 
mad, fordøjelse og sygdomsopfaƩelse samt forældrenes mestringstro. De eŌerfølgende interviews vil have 
fokus på de unges opfaƩelse af deres symptomer og oplevelse af at leve med dem. Tilsvarende vil 
forældreinterviewene have fokus på forældrenes oplevelse af at tage sig af et barn med symptomer på 
ARFID. 

Med et dybdegående fokus på paƟenters og forældres opfaƩelse og oplevelse af ARFID vil projektet bidrage 
med helt nye perspekƟver på lidelsen både naƟonalt og internaƟonalt. Derudover forventes projektet at 
Ɵlvejebringe viden, som vil danne grundlag for bedre og Ɵdligere idenƟfikaƟon af ARFID blandt børn og 
unge med sygdom i eller symptomer fra mave og/eller tarm samt en mere målreƩet indsats Ɵl de berørte 
familier. SluƩeligt forventes projektet at udbrede kendskabet Ɵl ARFID forud for implementeringen af ICD-
11 i Danmark. 
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Project proposal 
 

Background 
Avoidant/restricƟve food intake disorder (ARFID) is a recently introduced diagnosis within the eleventh 
version of The InternaƟonal ClassificaƟon of Diseases (ICD-11) (1). The diagnosis has been used in the 
American health care system since 2013. With the upcoming implementaƟon of ICD-11 in Denmark, ARFID 
will be introduced to the Danish health care system for the first Ɵme (2, 3). To the best of our knowledge, no 
research within the area of ARFID has been performed in Denmark yet. 

ARFID is categorized as an eaƟng disorder but differs from other eaƟng disorders as paƟents with ARFID are 
not primarily preoccupied with body weight or shape. The restricted or avoidant eaƟng behavior may be 
caused by 1) a lack of interest in eaƟng, 2) concern about perceived aversive consequences of eaƟng such as 
choking, vomiƟng, or bloaƟng, or 3) hypersensiƟvity regarding the smell, taste, texture, or temperature of 
the food (1). The diagnosƟc criteria of ARFID further include either impaired psychosocial funcƟoning or 
somaƟc consequences of the disordered eaƟng (1). ARFID is associated with prolonged and costly inpaƟent 
stays (4). It has been shown to increase the risk of cardiovascular diseases, lower bone mineral density, and 
loss of vision (5-7). GastrointesƟnal comorbidity is highly prevalent and therefore children and adolescents 
with ARFID most likely get referred to pediatric gastroenterology departments for treatment (6, 8). This may 
imply a risk of overlooking ARFID because of focus being mainly on somaƟc symptoms in such seƫngs (9). 

Studies invesƟgaƟng ARFID have primarily uƟlized quanƟtaƟve methods with only two qualitaƟve studies 
published to date (10, 11). PaƟents’ and parents’ percepƟons of illness are important as they influence how 
the individuals cope with illness and respond to it emoƟonally (12). No studies have invesƟgated illness 
percepƟons in children and adolescents with ARFID. 

With the upcoming implementaƟon of ICD-11 in Denmark, ARFID will soon be introduced to the Danish 
health care system, calling for informaƟon on the occurrence, presentaƟon and experience of the disease. 

Purpose 
The purpose of this mulƟ-method PhD project is two-fold. First, we aim to invesƟgate the prevalence of 
individuals fulfilling the diagnosƟc criteria of ARFID and other characterisƟcs among Danish children and 
adolescents (4-17 years) referred for gastrointesƟnal assessment. Second, we will explore illness 
percepƟons and lived experience of ARFID among parents and adolescents (13-17 years) by qualitaƟve 
interviews. We will conduct one quanƟtaƟve and two qualitaƟve studies with the following objecƟves: 

Study 1) 
A. To esƟmate the parent-reported prevalence of children and adolescents (4-17 years) who fulfill the 

diagnosƟc criteria of ARFID as well as the specific subtypes of ARFID among those referred to 
gastrointesƟnal assessment. Individuals will be categorized as individuals with high versus low risk 
of ARFID depending on whether they fulfill the diagnosƟc criteria or not. 

B. To compare children and adolescents (4-17 years) with high versus low risk of ARFID on parent-
reported parameters such as age, gender, ethnicity, BMI, illness percepƟons, eaƟng style, 
gastrointesƟnal symptoms, and parental self-efficacy. 

A self-report survey will be conducted on adolescents (10-17 years) referred for pediatric gastrointesƟnal 
assessment as an add-on to the parent survey. Results on ARFID symptoms, illness percepƟons, 



 

2 
 

gastrointesƟnal symptoms, and diet will be reported. Further, the consensus between parent and 
adolescent reports of ARFID-symptoms will be esƟmated. 

Study 2) 
To explore qualitaƟvely how parents of children (aged 4-17) with gastrointesƟnal symptoms and high risk of 
ARFID (based on results from study 1) perceive their child’s symptoms and experience taking care of him/her. 

Study 3) 
To explore qualitaƟvely how adolescents (aged 13-17) with gastrointesƟnal symptoms and high risk of ARFID 
(based on results from the add-on survey) perceive their symptoms and experience living with ARFID. 

Methods 
Study design 
The project consists of three individual studies including a quanƟtaƟve, cross-secƟonal study (study 1) and 
two subsequent qualitaƟve studies (study 2 and 3). See “Bilag 1” for an overview of the project design. 

Study 1) 
Study populaƟon: Parents of children aged 4 to 17 years with gastrointesƟnal symptoms referred to 
pediatric outpaƟent assessment at Lillebaelt Hospital between August 2026 and August 2027 will be invited 
to parƟcipate in study 1. Referred adolescents aged 10-17 years will receive a separate invitaƟon to 
parƟcipate in the parallel add-on survey. 

Recruitment: Referred families will receive an electronic invitaƟon and wriƩen informaƟon about the 
research project together with the official invitaƟon leƩer from the pediatric department. Oral informaƟon 
about the research project will be provided by the PhD student or a trained student worker during the first 
visit to the clinic. 

Data CollecƟon: ParƟcipants can choose between either 1) immediate parƟcipaƟon by tablet in the waiƟng 
area of the pediatric department or 2) later parƟcipaƟon by QR-code from home. PaƟent records will be 
accessed 3 months aŌer first contact to the clinic to aƩain final gastrointesƟnal diagnosis of assessment, 
weight, and height. 

Assessment of ARFID: ARFID symptoms of the child/adolescent will be measured by PARDI-AR-Q which 
comes in a parent version and a self-version (13). PARDI-AR-Q can be used to predict a likely diagnosis of 
ARFID and to rate the three common ARFID subtypes (14). 

Assessment of characterisƟcs: CharacterisƟcs include parent-reported measures from the electronic survey, 
biometric data, and gastrointesƟnal diagnosis of the child. Parent-reported measures include the following: 

 Illness percepƟons measured by a modified, Danish version of the validated Brief illness percepƟon 
quesƟonnaire (B-IPQ) (15) 

 EaƟng disorder symptoms of the child assessed by the Parent EaƟng Disorder ExaminaƟon 
QuesƟonnaire (PEDE-Q) (16) 

 EaƟng style of the child measured by the Children's EaƟng Behaviour QuesƟonnaire (CEBQ) (17) 
 AddiƟonal quesƟons about current diet and history of exclusion diet 
 GastrointesƟnal symptoms of the child measured by the validated Pediatric Quality of Life Inventory 

Gastro (Peds-QL GI) (18) 
 Parental self-efficacy measured by the Brief Parental Self Efficacy Scale (BPSES) (19) 
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 InformaƟon about age, sex, gender idenƟty, ethnicity, and residence of the child 
 InformaƟon about age, sex, ethnicity, educaƟon, and marital status of the parent 

The add-on survey of adolescents aged 10-17 years include self-reported versions of the above-menƟoned 
quesƟonnaires except for the CEBQ and BPSES. 

Analyses: StaƟsƟcal analyses will be carried out using STATA for Windows and with assistance from 
staƟsƟcian, Erik ChrisƟansen, Department of Regional Health Services, University of Southern Denmark. 
RedCap will be used for data collecƟon, data storage, building, and management of electronic surveys. 

The prevalence of children who fulfill the diagnosƟc criteria according to parent reports of the ARFID 
screening quesƟonnaire will be esƟmated (14) and defined as individuals with high risk of ARFID. Also, the 
prevalence of ARFID subtypes will be esƟmated. DescripƟve staƟsƟcs will be used to describe the 
characterisƟcs of children with gastrointesƟnal symptoms and high versus low risk of ARFID. 

AssociaƟons between dichotomized ARFID risk groups and characterisƟcs of children and parents will be 
invesƟgated by logisƟc regression modeling and adjusted for potenƟal confounders. SensiƟvity analyses will 
be performed to invesƟgate agreement between parent and adolescent reports of ARFID symptoms on the 
PARDI-AR-Q. 

Study 2 and 3) 
A qualitaƟve approach based on InterpretaƟve Phenomenological Analysis (IPA) is used for studies 2 and 3. 
IPA is reported to be parƟcularly useful within complex and novel research areas such as ARFID (20).  

Study populaƟon for study 2: Parents of children aged 4 to 17 years will be selected from the overall study 
populaƟon according to purposive sampling (20). Only parents of children with high risk of ARFID will be 
invited. Sampling will aim for variaƟon regarding age, gender, ARFID subtype, and gastrointesƟnal diagnosis 
of the child. 

Study populaƟon for study 3: Adolescents aged 13-17 years will be selected from the add-on self-report 
survey according to purposive sampling (21). Only adolescents with high risk of ARFID will be invited. 
Sampling will aim for variaƟon regarding age, gender, gastrointesƟnal diagnosis, subtype of ARFID, and 
illness percepƟons. 

Recruitment: Selected parents and adolescents will be invited by telephone by the PhD student or student 
worker. 

Data CollecƟon: QualitaƟve interviews will be carried out by the PhD student. Interviews will be semi-
structured, and quesƟons will be open-ended. Interview schedules will form the basis of the interview and 
will be developed in collaboraƟon between the research group, adolescents with symptoms of ARFID, and 
parents of adolescents with symptoms of ARFID. 

Analyses: Interviews will be recorded, transcribed and analyzed according to the IPA principles (20). The 
soŌware program NVIVO will be used during transcripƟon and analysis of interviews. Transcripts will be 
analyzed in their original language and quotes will be translated for publicaƟon. A stepwise analysis will be 
performed by 2 authors, one of which is experienced in qualitaƟve research. Main themes and sub themes 
will be discussed in collaboraƟon with the enƟre research team. 



 

4 
 

Ethics 
The project will be reported to the Danish Data ProtecƟon Agency and a request will be sent to The Danish 
Health Research Ethics CommiƩee system before beginning of the PhD. If the project needs further 
approval from the Health Ethics commiƩee, this approval will be ensured prior to beginning study 1. We will 
collaborate with the research support unit “OPEN” (22) during this process and throughout study period. 
Oral and wriƩen consent will be obtained from all parƟcipants. 

Feasibility and work plan 
During the PhD period, the applicant will be affiliated to the Research unit of Mental Health Research 
Aabenraa, Department of Regional Health Services, University of Southern Denmark. The applicant will 
receive regular supervision by experienced supervisors who possess all relevant qualificaƟons to ensure the 
accomplishment of this PhD project at a saƟsfactory scienƟfic level. ParƟcipants will be recruited from the 
pediatric department at Lillebaelt Hospital, of which main supervisor DiƩe Hulgaard is a consultant 
physician. CollaboraƟon on the project is approved by the head of department and head of research unit at 
the pediatrics department. A pilot test of the setup will be conducted prior to the beginning of study 1 to 
ensure the feasibility of the project. 

The outpaƟent clinic receives approximately 500 new referrals regarding gastrointesƟnal symptoms per 
year. Based on power calculaƟons, a total of 278 parents will be needed to ensure staƟsƟcal power of study 
1. Accordingly, we expect all parƟcipants to be recruited within one year. Interviews will be held during and 
aŌer recruitment and will be finished within 2 years leaving the final year of the PhD to analyses and 
disseminaƟon of results. See “Bilag 2” for a Ɵme schedule. 

DisseminaƟon of results 
Our findings will be presented in both psychiatric and pediatric departments. Professionals and lay people, 
including project parƟcipants, will be invited. Further, results will be presented at both naƟonal and 
internaƟonal scienƟfic conferences and in at least three arƟcles submiƩed to internaƟonal, peer-reviewed 
scienƟfic journals. To ensure wider public outreach, results will be presented on websites for relevant 
paƟent organizaƟons and medical socieƟes. 
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