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Abstract 

Little is known about how severe anorexia nervosa (AN) in youths affects siblings and 

siblings’ experiences of family-based treatment for AN. Thirteen youths (M age = 15.5 years, 

SD = 3.0; 23% boys) who had been co-admitted with their sibling with AN and parents at an 

in-patient clinic for eating disorders 3 to 6 years earlier participated in qualitative interviews. 

Interviews were analyzed using systematic text condensation. Results showed AN is difficult 

to understand, particularly at onset, and is associated with confusion and lack of information 

for siblings. AN evokes difficult emotions, including fears of death, frustration about rigid 

behavior, and sadness about changed life situations. AN affects family dynamics and 

relations, including conflicts and disruptions at home, limited and divided family life, and less 

attention from parents and extended family. Siblings pay attention to other people’ eating 

habits, strive for a balanced view on eating, and experience family meals as conflictual. 

Siblings experience increased knowledge and personal development, and are ambivalent to 

family treatment. Ways of coping include creating distance, seeking social support, 

rationalizing, and keeping hope. In conclusion, siblings’ experiences of severe AN are 

complex and ambiguous. Family-based treatment for AN in young people should address 

siblings’ perspectives.  
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“Do I exist in this world, really, or is it just her?” Youths’ perspectives of living with a sibling 

with anorexia nervosa 

Family-based treatment is the best documented treatment for anorexia nervosa (AN) 

among young people (Alckmin-Carvalho et al., 2018). Such treatments may include healthy 

siblings. Siblings of children with chronic illness are at risk of poorer mental health (Vermaes 

et al., 2012). For youth siblings of persons with AN, poorer quality of life, psychosocial 

adjustment, and sibling relations, and more depression and family conflict have been 

identified ([Authors’ own]; Latzer, Katz & Berger, 2015; van Langenberg, Sawyer, Le 

Grange, & Hughes, 2016). AN negatively affects youth siblings’ physical and emotional 

health, everyday life, mood, family relations, as well as academic performance and motivation 

(Areemit, Katzman, Pinhas & Kaufman, 2010; Garley & Johnson, 1994; Latzer, Ben-Ari & 

Galimidi, 2002). Other studies have identified complex emotions, confusion, fears, loyalty 

conflicts, lack of information, and complex food attitudes, however also positive experiences 

of personal growth, as recurring issues for youth siblings of patients with AN (Callio & 

Gustafsson, 2016; Jungbauer et al., 2015; Withers et al., 2013). Previous studies have focused 

on a broad spectrum of eating disorders. Knowledge is needed about siblings’ experiences of 

in-patient family treatment for AN. Illness impairment has consistently been identified as the 

main predictor of siblings’ emotional health (Vermaes et al., 2012). Thus, siblings’ 

experiences may be different when AN is so severe that hospitalization is required.    

It is currently not clear whether including siblings of patients with AN in family-based 

treatment leads to improved patient outcomes (Hughes, Burton, Le Grange, & Sawyer, 2017). 

However, given the magnitude of risk AN represents for siblings, sibling involvement in 

treatment may be beneficial for siblings and their families. A recent qualitative study 

examined the experiences of youth siblings of patients with AN who had received outpatient 

treatment (van Langenberg, Duncan, Allen, Sawyer, Le Grange, & Hughes, 2018). The 
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authors identified that siblings obtained increased understanding of AN over time, were 

uncertain about the purpose of family-based treatment but wanted to be more involved in 

treatment, took on multiple roles in treatment, and that sibling relations were affected by AN 

treatment. This study also identified that parents were ambivalent about sibling involvement 

and experienced family-treatment as strenuous for siblings (van Langenberg et al., 2018). Due 

to the conflictual experiences reported by siblings and parents, van Langenberg et al. (2018) 

concluded that more research is needed about sibling involvement in family-based treatment 

for AN. 

The current study is a qualitative analysis of the experiences of youths who were co-

admitted to a specialist in-patient unit for eating disorders with their siblings with AN and 

parents. The patients with AN were referred to the unit from specialized services and had 

received previous in- and outpatient treatment at their local hospitals without success, and, 

thus, constituted patients with particularly severe and longstanding AN. We aim to expand on 

the findings from van Langenberg et al. (2018) by examining the experiences of siblings of 

patients with particularly severe AN, to further inform practitioners on how to tailor family-

based treatment for AN.  

Methods 

Setting and procedures 

The interviews took place at [Clinic], a regional specialist in-patient clinic for eating 

disorders. Siblings were invited to participate if they had been in-patients with their families 

at [Clinic] during 2008 to 2014, i.e., if siblings had been assigned and used a bed at the unit. 

In this period, there were 58 family admissions to [Clinic], and of those, siblings from 19 

families (32.8%) fulfilled inclusion criteria. Twenty-three siblings from these families were 

invited to participate. The age inclusion was > 8 years current age and age > 5 years during 



SIBLING PERSPECTIVES 5 

admission to [Clinic]. Siblings who had not been admitted to the ward not invited. The reason 

was that the focus of the survey was on the in-patient experience.  

The family treatment follows principles from the Maudsley program (Lock & le 

Grange, 2012), adapted and modified for in-patient delivery. This treatment is designed to 

help parents establish clear, predictable frameworks for meals with adequate amounts of food 

at the hospital and at home. The family eats all meals together in the unit, with support from 

staff if needed. Siblings who were admitted to the unit with their families took part in daily 

progress report meetings with the staff, and attended joint family sessions once or twice a 

week. The mean duration of the family admission was 21 weeks. 

Participants 

Thirteen siblings (10 girls) from 10 different families consented (57% response rate). 

At interview, participants were aged 12 to 23 years (M = 15.5 years, SD = 3.0). The 

interviews were conducted 3 to 6 years post-admission (M = 5 years). Sibling mean age at 

admission was 10.7 years (SD = 3.2; range 5 to 16 years). Nine AN patients were female, and 

one was male. Patients had lived with AN for a mean of 3 years at the time of admission. At 

the time of the survey, three patients still had an eating disorder.  

Interview procedures 

Semi-structured interviews with open, explorative questions were designed for this 

study by an expert team at [Clinic]. The main themes of the interview guide were 

demographic background, experiences of AN, experiences of being a sibling before, during, 

and after AN, how AN has affected siblings, and the specific experiences during and after 

being admitted to [Clinic]. The interviews were conducted by a Consultant Child Psychiatrist 

(n = 4), a Pediatric Nurse (n = 2) or an advanced Clinical Psychology student (n = 7). Only 

the Psychiatrist was employed at [Clinic] and had been involved in the treatment of two 
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participant families. Seven interviews were conducted at [Clinic] and six in participants’ 

homes. All participants received a universal gift certificate (60 USD). 

Transcription and analysis  

The second author transcribed all the interviews verbatim, without identifying 

information and kept on a secure research server. Not to identify the one brother with AN, all 

AN-patients are described gender neutrally as siblings with AN. When direct quotes are used, 

the sibling with AN is always described as a sister. The transcribed text was organized in 

NVivo. Interviews were analyzed using systematic text condensation (STC), a method 

inspired by Giorgi’s  phenomenological analysis and modified by Malterud (2017). STC 

follows four main steps: 1) Overview and tentative themes; 2) Identify meaningful units; 3) 

Abstract contents from meaningful units; and 4) Summarize and check findings with context. 

The second and third authors both read three interviews each in step 1 and noted preliminary 

themes. In stage 2, the preliminary themes were discussed with the first author, and the main 

categories were identified. Meaningful units were allocated to these main categories in the 

reading of subsequent interviews. Regular meetings were held to discuss and revise categories 

and coding (Hill, Thompson, & Williams, 1997). All interviews were re-read with the final 

category system with no new emerging themes. Thus, theme saturation was reached. 

Ethical considerations 

All participants provided written, informed consent. Parents also provided written 

consent for participants < 16 years. Quotes and data presented herein are anonymized. The 

project was approved by the local institutional review board.  

Results 

We identified seven main categories. See Table 1. 

Anorexia is hard to understand  
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This category concerns how siblings understood AN, the symptoms, and the illness 

progression.  

Incomprehensible to begin with. Participants expressed they did not understand 

much of what was happening when the sibling with AN got sick, since they were so young at 

illness onset. Some said they first understood the sibling with AN was sick when (s)he was 

admitted to [Clinic]. Most participants said they did not notice the AN to begin with, but 

gradually noticed behavior changes in their sibling with AN. This change was described as 

“strange” and “incomprehensible”. Participants said they noticed changes in several 

domains, e.g., in relation to food and meal situations, including that the sibling with AN ate 

less or differently, and that (s)he got thinner. Furthermore, participants noticed mood changes, 

e.g., the sibling with AN got more annoyed and angrier. Many explained that the sibling with 

AN changed into someone they did not recognize. 

And she became kind of, in the illness, she was not herself. She was a completely 

different person. She was a person I had to put up with, kind of. Who I kind of just had 

to, when she gets well, she will become herself again and then I will begin to like her 

for who she really is.  

Is it the anorexia or my sibling? Participants expressed uncertainty about whether 

the sibling with AN’s mood and behaviors changes were caused by AN, or by personality 

changes. Participants shared differing views concerning the extent to which the observed 

changes were within or beyond the sibling with AN’s control.  

But then mum and dad have always said it is just the illness, but to me the illness has 

been her.  

Lack of information. Participants experienced receiving little information about AN, 

and reported that most information came from parents, and in family sessions during 
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admission to [Clinic]. Participants expressed ambivalence concerning information needs. 

Some said they may have worried more if they had received more information at illness onset.   

Uncertainty. Participants expressed considerable uncertainty about symptom 

expression and severity. Many expressed difficulties understanding if, and how, serious the 

illness was. As AN progressed, participants explained they understood more about the 

seriousness of the illness.  

Anorexia evokes difficult emotions 

This category concerns feelings participants expressed in relation to the illness; 

dominantly fear, frustration, and sadness.  

Fear. The most dominant emotions expressed by participants were worries and fear. 

For example, one participant was worried when (s)he experienced that the sibling with AN 

«looked like a skeleton». Many expressed worries about whether or not the sibling with AN 

would get well or get sick again, if they saw him/her eat differently or work out more. 

Participants also expressed fears that the sibling with AN would die. Another worry was 

saying the wrong things to the sibling with AN or talking to him/her about the illness, 

although many said they wanted to.  

I was scared to death. All the time. I was scared that... no, tonight, what if something 

happens.  

Frustration. Many expressed frustration and irritation in relation to the sibling with 

AN’s rigid behaviors and obsessions, and annoyance that the sibling with AN could not 

change his/her behavior. Some also expressed anger towards the illness, and frustration that 

the illness took so much focus. 

Well, the entire illness is pretty annoying because it is completely meaningless to 

waste so much time on something so silly. I think what annoys me the most is the fact 
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that my sister has wasted so much of her life on something completely meaningless, 

which she could have used to something meaningful.  

Sadness. Participants also expressed sadness that the sibling with AN became so ill 

and that life changed because of this. Many expressed how tough it was to see how difficult 

things were for their sibling with AN. One participant described the experience during the 

illness like this: 

I have had it pretty difficult. I haven’t wanted to go to school because I have been sad 

and such stuff.  

Anorexia affects family dynamics and relations  

This category concerns how AN had consequences for participants’ roles and family 

climate. Many participants talked about increased conflicts at home and family divisions. 

Participants described a change in family climate and relations from before the illness onset, 

during the illness, and when the sibling with AN recovered. Most participants described that 

after the sibling with AN recovered, family relations improved, the family talked more 

together, were more open, and did more things together as a family.  

Conflicts and disruptions at home. All participants described arguments, screaming, 

and disruption at home during the illness period, particularly in relation to meals. Several said 

it was “not nice” at home and one participant described the time as “terrible”. Many 

participants said it felt “wonderful” when the sibling with AN was admitted to [Clinic] 

because things got quieter at home. Participants reported to avoid bringing friends home, or 

that it was easier to bring friends home when the sibling with AN was not there. Meals were 

mentioned as particularly difficult situations to have friends around.  

Meals were not so fun to bring friends to. It has turned out so that I haven’t brought so 

many friends home and I still hardly bring anyone home. It kind of turned out so that I 
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prefer to be at others’ houses. I still almost only spend time at others. I hardly ever 

bring anyone home.  

Limited and divided family life. Several participants characterized the illness period 

by family division. Parents were described as very involved in hospital appointments, which 

took a lot of time. Participants expressed it felt “empty” and “strange” to lead a normal life 

when half the family were not living at home. Some participants also talked about family 

division in the form of divided meals, either by the sibling with AN and/or the participant 

eating alone, or only with a few family members.  

Before, everyone used to sit around the table, like we did now. Then it became more 

divided. My sister ate and we sat there and my sister might be in her room. There was 

kind of an empty space there.  

Participants also described lack of room for discussing «ordinary things» in the 

family. They said family life got limited and that the family always had to consider the sibling 

with AN. Consequently, the family may have had to reduce the number of joint activities, or 

skip holidays.  

It has been a little like we cannot do all kinds of things because my sister is sick. We 

cannot always go abroad since they may not have such healthy foods that my sister 

wants to eat. Then it is a bit limited what we can do.  

Less attention. Several participants described they received less attention and room in  

the family. Our interpretation is that participants described a form of invisibility. Participants 

expressed a perception that the sibling with AN always was the one in focus. Some described 

this also applied to situations outside the family, e.g., in meetings with teachers or the 

extended family. Participants experienced others asking how the sibling with AN was doing, 

and not about them (i.e., the participant). Some described they were and felt alone.  
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So when aunties and such ask; How is your sister? Your sister, your sister... I just 

noticed that, now, what about me? I always became so frustrated. I always became 

like: Do I exist in this world, really, or is it just her?  

Other participants did express, however, that the parents managed to have enough time 

for all the children in the family despite the focus on the illness. Family sessions at [Clinic] 

was described as a setting in which participants were provided space. Participants said they 

learnt about the illness there, and that this was the setting in which the sibling with AN shared 

how (s)he was doing.  

Changed dynamics among children in the family. Most participants said their 

relation to the sibling with AN changed following the illness onset. Participants attributed the 

change in relation to changes regarding the sibling with AN, e.g., increased anger and 

moodiness, and by having more arguments. Some described how they lost a good friend and 

sibling. 

What was difficult was that me and my big sister have always had a very close 

relationship ever since we were little, and when she became sick then it became so that 

we have lost contact considerably. Now we are not the siblings we used to be. Now we 

mostly argue.  

Furthermore, participants described changed relations with their other siblings. Many 

described getting closer to siblings who did not have AN, and how these siblings provided 

essential support. Participants also described having to take care of their younger brothers and 

sisters, and that this was strenuous in an already difficult situation.  

Of course, she was the big sister and I was not the eldest literally, but I kind of became 

the eldest anyway. It was like she kind of disappeared a bit out of the sibling group.  

Altered relations to food 
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This category concerns how AN affected the focus on food for the family and for the 

participant. Participants said they became more aware of other people’s eating habits. 

Furthermore, participants said the large focus on food in the family affected their own relation 

to food and body image.  

Attention to other people’ eating habits. Participants mainly expressed they did not 

experience the same difficulties regarding food and body image as their sibling with AN. 

However, some said their own preoccupation with food and body image increased. Most 

participants said they became more aware of the eating and exercise habits of others, e.g., 

paying attention to whether friends were eating less as they were worried friends should start 

to diet. Many explained they paid attention to the eating habits of their sibling with AN, even 

after (s)he had recovered, due to fears that she would become ill again. 

It is like every time she is going to work out or eats a bit less than usual or she skips a 

meal, then of course I think: What if she still is sick?  

Balanced view on food. Some participants said their sibling with AN’s illness 

affected their own relationship with food and body image positively, in the form of being less 

preoccupied with weight, being aware of living well, and not letting the focus on food take 

over.  

You eat healthily and you can eat something unhealthy as well. You can treat yourself 

to a snack every once in a while. It is important with a balance, so that it does not 

become too much. So I think it has made me more aware of that, not in a negative way 

really.  

Conflictual meals. Participants described that meals and food became a large focus at 

home. All participants said there had been changes in who were eating together and expressed 

that meals at home were «not nice», and something they tried to avoid.  
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It becomes busy to have a person in the house who struggles with an eating disorder. 

It becomes a lot. Already from breakfast, she did not want to eat, then there are 

arguments. Then you go to school and you come home again, then again, arguments. 

Then I go to practice, then it is supper, and they can manage to argue then as well.  

Negative experiences as a road to growth 

This category concerns how participants’ experiences may have led to increased 

knowledge about AN, and positive personal development.  

Increased knowledge. Many participants said their knowledge about AN had 

increased. They said they understand AN better and have learnt how serious AN can be. 

Several pointed out that having a sibling with a serious illness has increased their 

understanding of how the family is affected by illness.  

I got to know a lot and I got to see it with my own eyes. That makes me know very 

much about it and more than I think other youths do. It has kind of been a large part 

of my life as well. 

Personal development. Participants’ stories reflect personal development. Most 

participants said they had become more positive, optimistic, patient, tolerant, grateful, and 

mature. Participants expressed increased understanding of others and learning that they are 

allowed to feel sad and take room.  

It is so incredibly important to live well with oneself, to do what makes you happy in a 

way (...) It is hard to explain, but you should just be satisfied. When you think about 

everything you have in life, it is incredibly much. I have gotten a very different view 

after this actually. 

Ways of coping with the situation 

Participants described various actions and/or thoughts that we interpreted as more or 

less active strategies for dealing with the illness period.  



SIBLING PERSPECTIVES 14 

Closeness and distance. It appeared important to many participants to try to avoid or 

distance themselves from difficult situations in everyday life. We understand this as active 

attempts to cope with the difficult family situation. Participants described they distanced 

themselves by spending less time at home, eating their dinner as quickly as possible, turning 

on music not to overhear arguments or being with friends. Several participants said it was 

important to create distance to the illness so that it did not take up all the room in their lives. 

They expressed it felt good to lock the illness out. It appears important to participants to take 

up room in their families and to take care of their own needs.  

Mostly I went to hide a bit I guess. Glasses could break and everything, and I was a bit 

afraid of coming in and making it worse.  

Participants also expressed it was important for them to consider the feelings and 

thoughts the sibling with AN. Among some participants, we identified a wish to spend as 

much time as possible with the sibling with AN. This was described as important to be of help 

and to understand more.  

It has made me think that I wish I had a truth mirror. She thinks she is very fat, so I 

wish I had a mirror, cause when she looks in the mirror she sees herself as fat, so if I 

had a truth mirror she could see how she really looks. 

Being with friends appeared to be a free space for participants. Most explained that 

peer relations had little focus on AN. We understand this as a way to create space not 

focusing on AN and appear as a coping strategy for participants.  

Social support. Some participants said they talked to their parents about how they 

were feeling during the illness period, which they described as positive. Others said it was 

hard to talk to parents, even though they wanted to.  

I talked to the nurse at school, so that helped a little. But I did not feel that I could talk 

to mum and dad. They kind of had enough.  



SIBLING PERSPECTIVES 15 

Some said they used friends as support. Others said it was important and positive to 

talk with siblings in the same situation, which they did in sibling groups at [Clinic], as it felt 

less lonely that others were feeling the same way.  

Hope. We identified hope about recovery as an important strategy to get through the 

illness for many participants. Nearly all siblings said the family admission to [Clinic] gave 

them hope of recovery and was something they thought would help. Several described how 

they had to remain positive and optimistic to deal with the situation.  

Yes, I guess I thought she would get well. That was my motto and it still is. (...). I think 

everyone should have that motto, even though for me it has been perhaps 8 years that I 

have had that motto, still it has helped me a lot.   

Rationalization. Rationalization as a coping strategy was evident in the form of 

statements indicating understanding that they received less attention and realizing they had to 

be put aside for a while.  

Ambivalence concerning in-patient treatment 

This category concerns experiences directly related to in-patient treatment. Many 

participants said they did not understand why they were meant to take part in treatment, and 

experienced this as “strange”. Some explained they felt surprised and shocked when learning 

about the admission.  

It turned out, well, I guess it came as a shock to everyone. I don’t know, it wasn’t 

something we wanted, but it was something we had to do. At the same time, it was a 

nice place to arrive and that they took care of everyone. 

Despite the shock, all participants except one said family treatment gave them hope, and that 

they believed it would help.  

Ambivalence was a recurring theme when participants described in-patient treatment, 

both within and across participants. Many expressed it was difficult to see the sibling with AN 
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not wanting to be at the unit and to be so ill. Many said at the same tine it felt good to be of 

help and to be near the sibling with AN. Some participants mentioned that it was good to meet 

other siblings at the unit, and that this made them feel less alone. Participants also described 

that it felt good to do things with other (healthy) siblings and to leave their worries behind for 

a while.  

We talked about what it was like to have a sibling [with AN] and we could kind of 

compare to each other and get support. And it was quite nice to hear that there were 

others who felt the same way; that I wasn’t the only one.  

Discussion 

We identified seven main categories summarizing the experiences of 13 siblings of 

young people with severe AN. First, siblings experience AN as hard to understand. However, 

their understanding increases with experience and more information. Lack of understanding 

has also been identified in previous studies with siblings of young people with eating 

disorders (e.g., Callio & Gustafsson, 2016; Jungbauer et al., 2015; van Langenberg et al., 

2018). AN involves much uncertainty regarding cause, prognosis, and treatment, and parents 

as well as medical professionals may have limited information to offer. However, given that 

increased information is associated with improved sibling adjustment (Lobato & Kao, 2002), 

parents and health professionals should strive to inform siblings to the best of their abilities. 

This may also include sharing uncertain information and doubts, to obtain open 

communication. 

 Second, siblings experience fear, sadness, and frustration. Fear was mainly related to 

the most severe AN symptoms, including underweight, fainting, and worries about early 

death. The finding is in line with previous studies with siblings of young people with AN, and 

may reflect the transdiagnostic finding that siblings are influenced by severity of their brother 

or sister’s illness (e.g., Jungbauer et al., 2015). Frustration was mainly expressed in relation to 
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self-destructive, rigid, and obsessional behaviors of the sibling with AN. Anger, frustration, 

and irritation have been identified as common feelings for siblings of young persons with AN 

as well as other disorders (e.g., Callio & Gustafsson, 2016; Haukeland et al., 2015). In line 

with previous studies, siblings also expressed complex duality of emotions, e.g., feeling 

compassion and frustration simultaneously (e.g., Callio & Gustafsson, 2016; Haukeland et al., 

2015).  

Third, AN negatively affects family climate and activities, including meal situations, 

activity planning, conflicts/arguments, family division, and differential parent treatment. 

These findings are in line with previous studies (e.g., Fox et al., 2017; Jungbauer et al., 2015). 

Although parents are often aware of the differential treatment and perceive this as inevitable 

at times, a recent study has indicated that family-based treatment for AN may increase 

parental awareness of sibling challenges (van Langenberg et al., 2016). Our findings, 

alongside those of others, imply that the sibling perspective should be explicitly incorporated 

in family-based treatment.  

The issue of family division was more evident in the current sample compared to 

previous studies, which may be due to the requirements associated with in-patient treatment. 

Most participants reported impaired relationship with the sibling with AN, at least during the 

illness period. Poorer sibling relations is an identified risk factor for sibling adjustment 

(Feinberg, Solmeyer & McHale, 2012). Previous studies have identified that some young 

people experience improved relations to the sibling with AN at illness onset (e.g., Callio & 

Gustafsson, 2016; Jungbauer et al., 2015), whereas others have found also impaired 

relationships (van Langenberg et al., 2018). Like van Langenberg et al. (2018), our sibling 

sample had been involved in family-based treatment, which may have affected siblings’ 

awareness of ambiguous sibling relations.  
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It is important to note that many siblings also noted positive developments in family 

climate, particularly as the sibling with AN recovered. There is also an indication that some 

siblings experienced improvement in family communication during the illness period due to 

family-based treatment. A recent study has shown improved family communication from 

baseline to 6-months follow-up after a joint sibling-parent intervention for various chronic 

disorders in children [Authors’ own]. Such findings hold promise for the usefulness of 

including siblings in family treatment.  

A fourth main finding was that AN seems to affect siblings’ relations to food and body 

image, both positively and negatively, and both in relation to self and others. Relatives of 

persons with AN have been identified as at increased risk of developing sub-threshold eating 

disorders (Lilenfeld et al., 1998). However, other studies have found that siblings of persons 

with AN do not have poorer body image or more disturbed eating behaviors compared to 

controls (Benninghoven, Tetsch & Jantschek, 2008; Wunderlich, Gerlinghoff & Backmund, 

2004). It is currently not clear to what extent having a sibling with AN increases a person’s 

risk of developing an eating disorder. Although there is likely to be some level of genetic and 

family-environment risk, several factors in the non-shared environment contribute to modify 

this risk (Benninghoven et al., 2008). Nevertheless, our findings indicate that siblings’ food 

habits and body image should be addressed with youths who have siblings with AN.  

Importantly, having a sibling with AN was also associated with experiences of 

personal growth and development of coping strategies. Several previous studies have 

identified positive aspects of having a sibling with illness, including increased family 

cohesion and positive emotions like pride and compassion (e.g., Haukeland et al., 2015; 

Withers et al., 2013). It is important to note that few participants explicitly named positive 

consequences, and several questioned whether the personal development they had 

experienced was related to AN.  
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The main coping strategies identified in the current study was creating distance to AN, 

getting involved, seeking social support, rationalizing, and nurturing hope. Previous studies 

have identified passive-avoidant coping strategies among siblings (e.g., Haukeland et al., 

2015). The more active strategies identified in the current study, such as getting involved and 

seeking support, may have become more evident given the retrospective perspective of our 

participants. Whereas some participants reported social support from the immediate family, 

more participants actively found support from peers. Although this is typical development of 

the adolescent years, it is important to note that some participants expressed explicit concerns 

about burdening parents with their worries.  

Finally, we identified that siblings were ambivalent about participating in family-

based treatment, like van Langenberg et al. (2018). However, the siblings in our sample had 

been part of in-patient treatment, and reported informal support from other siblings at the unit 

as a particularly positive feature of the treatment experience. 

 The current study has limitations. Recruiting siblings whose families had been at a 

specialist in-patient ward was done to reach siblings of young people with severe AN, 

however, this entails retrospective report and also potential loyalty issues to [Clinic]. At the 

time of admission, families were not part of a research trial and there is variation in the extent 

and detailed contents of sibling participation in family treatment. With a response rate of 

57%, we cannot rule out response bias.  The age range among participants was broad, which 

provides perspectives across a developmental range, however also limits in-depth exploration 

of different sibling stages. Older participants may be more able to convey ambivalent and 

complex emotional experiences and to provide a more balanced picture of living with AN. 

The siblings with AN were at different stages of illness at the time of the interviews, and three 

still had an eating disorder diagnosis. Illness status is likely to affect participants’ experiences, 

and the small sample size prevented us from examining this issue further.  
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 To summarize the main implications for practice, siblings should be included in 

family-based treatment for young persons with AN. In such interventions, siblings’ mental 

health, emotional experiences, food habits and body image, and copings strategies including 

social support, should be addressed. Family communication should also be addressed with the 

aim to increase openness and decrease avoidance. Psychoeducation about AN should be 

provided, and siblings’ understanding of AN should be examined. Due to the perceived 

support siblings report from meeting others in the same situation, offering sibling groups 

should be considered. In further research, the effects of family-based interventions for siblings 

should be examined, also long-term. Research is also needed to identify factors that act as risk 

and protective factors for sibling adaption and mental health. Given that the family is the 

closest support system for young persons with AN, empowering siblings by preventing 

maladjustment also represents potential benefits for young persons with AN.      
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Table 1 

Overview of categories and subcategories in 13 siblings of young persons with AN 

Main category (1-7) with example quotes and subcategories  N of 13 

1. Anorexia is hard to understand (To me the illness has been her). 

Subcategories: Incomprehensible to begin with; Is it the anorexia or my 

sibling?; Lack of information; Uncertainty 

13  

2. Anorexia evokes difficult emotions (I was scared to death. All the time). 

Subcategories: Fear; Frustration; Sadness 

13  

3. Anorexia affects family dynamics and relations (Now we are not the 

siblings we used to be. Now we mostly argue). Subcategories: Conflicts and 

disruptions at home; Limited and divided family life; Less attention; Changed 

dynamics among children in the family 

13  

 

 

 

4. Altered relations to food (I think about it when I see other people who do 

not eat that much). Subcategories: Attention to other people’ eating habits; 

Balanced view on food; Conflictual meals 

13  

5. Negative experiences as a road to growth (I believe I have understood the 

illness twice as good as any researcher). Subcategories: Increased knowledge; 

Personal development 

12  

6. Ways of coping with the situation (Mostly I went to hide a bit I guess). 

Subcategories: Closeness and distance; Social support; Hope; Rationalization 

12  

7. Ambivalence concerning in-patient treatment (It wasn’t something we 

wanted, but it was something we had to do). 

12 

 


