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Abstract
Purpose  This study aimed to explore how parents of young people with a restrictive eating disorder (ED) experience and 
manage uncertainty.
Methods  Seventeen parents of young people with a restrictive ED were recruited from multi-family therapy groups run 
within a specialised ED clinic. Five focus groups were conducted asking parents about their experience of uncertainty both 
prior and after the onset of their child’s illness.
Results  Data were analysed using interpretative phenomenological analysis which yielded seven superordinate themes. (1) 
Anorexia nervosa and uncertainty, (2) Positive and negative experiences of uncertainty (3), Helpful and unhelpful ways of 
coping with uncertainty, (4) Parent’s self-efficacy and uncertainty (5), Needs of parents, (6) Parents’ perceptions of intoler-
ance of uncertainty in their children and (7) Impact of uncertainty on family life.
Conclusion  Parents caring for young people with a restrictive ED exhibit a strong intolerance of uncertainty, particularly 
in relation to their child’s illness. This ‘negative uncertainty’ was thought to reduce their confidence as parents in how they 
managed their child’s ED. Targeting high levels of intolerance of uncertainty in parents caring for young people with an ED 
could be beneficial for supporting parents when faced with their child’s illness, increasing parental self-efficacy, decreasing 
accommodating behaviours and ultimately contributing to improved treatment outcomes.
Level of evidence  Level V: Opinions of authorities, based on descriptive studies, narrative reviews, clinical experience, or 
reports of expert committees.

Keywords  Anorexia nervosa · Intolerance of uncertainty · Parents · Focus groups · Qualitative research

Introduction

Intolerance of uncertainty (IU) has been defined as a person-
ality trait that is future orientated and results in a cognitive 
bias regarding uncertainty and its implications [1]. It sug-
gests that individuals who are “intolerant of uncertainty” 

have a negative reaction on a cognitive, emotional and 
behavioural level when confronted with an uncertain situa-
tion [2]. IU was initially developed within the anxiety litera-
ture and later on became part of the IU model for generalised 
anxiety disorder (GAD) [3]. According to this model, IU is 
implicated in the development and maintenance of worry, 
the main symptom of GAD, by propelling “what if…” ques-
tions, in both adults [4] and adolescents [5].

Since then, IU has been considered as a shared cognitive 
factor across GAD, depression and obsessive compulsive 
disorder [6] and a causal factor for anxiety related symptoms 
[7]. Evidence is growing supporting IU is a trans-diagnostic 
maintaining factor for both anxiety and depression and an 
indicator of psychological distress in general [8]. A recent 
study found changes in IU to result in an increase of DSM-V 
incidence of psychological disorders [9].

Within the eating disorder (ED) literature research has 
been limited. A review of 21 studies identified heightened 
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levels of IU in individuals with anorexia nervosa (AN) when 
compared to healthy controls [10]. Indeed, elevated levels 
of IU have been identified in both a non-clinical sample of 
individuals with ED difficulties [11] and in clinical samples 
of individuals with AN [12–16]. In particular, IU seems rel-
evant to restrictive type EDs, with people with AN gener-
ally reporting higher levels of IU compared to people with 
bulimia nervosa [10]. Qualitative findings from focus groups 
of adults with AN further support and extend findings from 
quantitative studies revealing that uncertainty is viewed as 
a negative experience to be avoided at all costs that results 
in increased levels of anxiety, stress and sense of loss of 
control [16].

Even less is known of the role of IU in adolescents with 
an ED. Results from a recent qualitative study show that 
adolescents during treatment for AN, experience difficulties 
managing uncertainty and use certain ED-related behaviours 
as coping strategies when faced with uncertainty [17]. Fur-
thermore, positive correlations have been identified between 
high levels of IU and AN psychopathology in young people 
compared to healthy controls [12, 18]. Clinically, patients 
with AN could benefit from interventions targeting IU 
which subsequently could reduce comorbid levels of anxi-
ety symptoms and the need for control considered as key 
to understanding AN and should be addressed in treatment 
[19]. Results from a pilot study on the benefits of targeting 
IU in adolescents with AN provide initial support [20].

In the treatment of AN in children and adolescents, fami-
lies are central with ED focused family therapy (FT-ED) 
recommended as the first line of treatment [21]. Within this 
treatment approach, a key premise is that parents play an 
important role in their child’s recovery. Unfortunately, quite 
often carers of those with AN feel out of their depth and 
struggle to provide the required supporting role.

Typical of being a carer for someone with an ED is uncer-
tainty, around the disorder itself, but also regarding treat-
ment (progress) and general thoughts about the future (“will 
this ED go away”). It is thus to be expected that those par-
ticularly intolerant for uncertainty will struggle when caring 
for someone with an ED. However, the concept of IU has not 
previously been investigated in parents of those with an ED.

Research into carer experiences of uncertainty has mainly 
focused on investigating uncertainty in carers of individuals 
with a physical illness as opposed to a psychological disor-
ders and dates back to the work of Mishel in the early 1980s. 
According to Mishel’s model [22], uncertainty plays a prom-
inent role in how parents perceive and manage their child’s 
physical illness. The more parents experience uncertainty, 
ambiguity, lack of clarity and unpredictability concerning 
their child’s illness, the greater their distress, which impacts 
how they manage their child’s illness altogether [22, 23].

Concordance of cognitive features, such as IU, between 
parents and children has been demonstrated. For instance, 

mothers with high IU are more likely to have children with 
high IU [24]. A more recent study also detected levels of 
IU in college students comparable to their mothers [25]. It 
has been shown that GAD runs in families [26, 27] and thus 
underlying vulnerability factors of GAD, such as IU, are 
also likely to be intergenerational within families [28]. We 
might then expect parents of young people with AN to also 
show high levels of IU given the high levels of IU detected 
in young people with AN [12, 17, 18]. A negative percep-
tion and response to uncertainty as a family could ultimately 
result in the family remaining caught up in unhelpful pat-
terns of responding to the ED. Trying new ways of dealing 
with the disorder and accepting uncertainty are key in facili-
tating treatment progress and thus high levels of IU within a 
family could compromise such progress.

Given the severity of the illness and uncertain nature 
of recovery, exploring parental experiences of uncertainty 
could therefore be a fruitful line of enquiry. As yet, there is 
no research examining the concept of uncertainty in family 
members of individuals suffering from an ED. The purpose 
of the present study was to explore IU in parents of young 
people with a restrictive ED. Our study focused on parents 
of young people with a restrictive presentation since accord-
ing to previous research, such individuals are more likely 
to have high levels of IU compared to those with bulimia 
nervosa [10]. Furthermore, parents were recruited from 
specific multi-family therapy groups run for families caring 
for young people suffering from a restrictive ED. Finally, 
homogeneity of groups was considered important. Includ-
ing parents of young people with different ED presentations 
could have compromised the generation of more focused 
themes and our understanding of what uncertainty is like 
for parents caring for a young person with a restrictive ED. 
Therefore, the present study did not consider other EDs.

Materials and methods

Participants

Purposive sampling was used to recruit parents from three 
consecutive Multi-Family Therapy (MFT) groups for 
AN [29, 30] at the Maudsley Centre for Child and Ado-
lescent Eating Disorders. All seventeen parents that were 
approached gave written consent and were recruited into the 
study. Table 1 shows demographic characteristics of parents 
in each group, as well as, information on the young people 
they were caring for. No same-gender families were present 
in any of the MFT groups.
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Design and topic guide

A focus group design was chosen for the study which would 
allow shared meanings on a specific topic to emerge [31]. 
The topic guide used for the focus groups was the same as 
the one used in two previous studies on uncertainty in indi-
viduals with AN [16, 17] with an additional question tailored 
to parents, examining whether their experiences of uncer-
tainty were different at a previous stage of their life (see 
“Appendix”).

Procedure

Five focus groups were run, three with mothers (FG1, FG4 
& FG5) and two with fathers (FG2 & FG3). FG1 & FG2 
were mothers and fathers from the same families and the 
same was true of FG3 & FG4. While FG5 were mothers 
from a separate group. Having separate focus groups for 
mothers and fathers increased homogeneity, allowed to 
explore potential gender differences and avoided possible 
confounding dynamics between members of the same fam-
ily in one group.

All focus groups were moderated either by the first 
author or a team clinician while the third or fourth author 
helped facilitate group discussions and made notes on group 
dynamics. Due to running focus groups at parallel sessions, 
it was not possible to have the same moderator and facilita-
tor for all groups. All groups lasted approximately 45 min.

Analysis

Focus group data were transcribed verbatim by the first 
author and cross-checked by the third author. Interpretative 
Phenomenological Analysis (IPA) [32] was chosen as the 
most appropriate method of analysis. IPA is concerned with 
in depth explorations of how people experience certain phe-
nomena, how they make sense of them and what meaning 
they attach to them [33, 34]. IPA acknowledges that total 
access to a person’s subjective world is not feasible and an 

element of interpretation by the researcher will always be 
involved [33]. The transcripts were analysed using a bottom 
up process of analysis for each transcript, whereby subordi-
nate themes were identified and then grouped into broader 
super-ordinate themes [33].

Group dynamics

Discussions across five groups were characterised as sup-
portive, warm and friendly. This positive environment was 
likely due to the fact that parents in each group already knew 
one another from attending MFT and could identify with 
each other’s’ experiences and the struggles they faced. Mod-
erator perceptions and notes from facilitators revealed a few 
differences between the mothers’ groups and the fathers’ 
groups. Specifically, fathers often talked in more ‘mechani-
cal terms’ and opted for a problem-solving approach when 
dealing with uncertainty associated with their child’s illness. 
This was not observed in mothers’ groups who used more 
emotive language and were more vocal about their worries. 
No major differences were identified in presence or absence 
of IU-related themes between mothers’ and fathers’ groups.

Results

Seven superordinate themes and nine subordinate themes 
were identified. Table 2 illustrates presence and absence of 
themes for each of the groups separately.

AN and uncertainty

Parents across all five groups viewed uncertainty as an inte-
gral part of their child’s ED and the source of intolerable 
amounts of distress. AN was perceived as a very serious, 
life-threatening illness, and thought different from physical 
illnesses, where you could follow a doctor’s prescription. 
The uncertain course of the illness also contributed to great 
amounts of concern.

Table 1   Demographic characteristics of parents and young person caring for in each focus group

FG1& FG2 were mothers and fathers from the same families and the same was true of FG3 & FG4
YP Young People, SD Standard Deviation, WB White British, MR Mixed Race, WO White Other, AN-R Anorexia Nervosa Restrictive type, 
EDNOS Eating Disorders Not Otherwise Specified

Focus Group N Parent Ethnicity Mean age (SD) Diagnosis YP (N) Mean age YP (SD) Illness 
Duration 
(months)

FG1 3 Mother WB 47.33(5.51) AN-R (5) 14.80 (1.78) 8–27
FG2 4 Father WB 53.50(11.27) » » »
FG3 4 Father 3 WB; 1 Asian 50.40 (6.31) AN-R (2)/EDNOS-R (3) 16.20 (1.30) 8–16
FG4 3 Mother 2 WB; WO 48.00 (5.21) » » »
FG5 3 Mother 2 WB; 1 MR 47.33 (2.10) AN-R (3) 14.33 (2.08) 8–24
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‘…the most challenging thing is the uncertainty of the 
anorexia it’s so painful.’ (FG1, Father 2).
‘….this [illness] with [name of young person], is 
uncertainty I’ve never experienced before, I can’t be 
laid back about it, I panic about it whereas with my 
job it’s irrelevant but this is something very close to 
our hearts, totally different type of uncertainty.’ (FG3, 
Father 8).
‘…anorexia is so uncertain the recovery is so uncer-
tain there is no guarantee that full recovery will take 
place...’ (FG5, Mother 16).

Experiences of uncertainty and AN

Parents could identify uncertain situations which were expe-
rienced both positively and negatively.

Negative experiences of uncertainty

All parents were able to talk about negative experiences 
of uncertainty much more often than positive experiences. 
Some negative experiences that were mentioned related to 
their own lives, for example, employment but more often 
related to negative experience in relation to their child’s 
illness. This type of uncertainty was one they had not 
experienced before and was perceived as quite different to 

uncertainty in everyday life, which was much more manage-
able. Some parents talked about the characteristics that made 
uncertainty negative, such as the threat of a worst-case sce-
nario happening, having little control over the situation and 
not knowing the outcome of an uncertain situation. When 
faced with negative uncertainty, particularly in the context 
of the AN, parents expressed strong negative reactions, on 
both cognitive and emotional levels.

‘I think the unpleasantness [of uncertainty] is not feel-
ing you have any control... but also what is the worst 
that can happen.’ (FG3, Father 10).
‘I would say out of all the uncertainties I had in my 
life, which have been a huge amount, this [uncertainty 
linked with AN] is probably the most severe...’ (FG5, 
Mother 15).
‘Terrifying... it is fear a really strong kind of like gut 
fear I think its coz it is your child coz you would do 
anything…’ (FG1, Mother 2).

Positive experiences of uncertainty

A number of parents across all groups described uncer-
tainty as positive and an essential part of life, without which 
life would be boring. Uncertainty, and more specifically 

Table 2   Presence and absence of super-ordinate and subordinate themes in each of the five focus groups

AN Anorexia nervosa,√ present in group, X not present

Superordinate themes Subordinate themes FG1-Mothers FG2-Fathers FG3-Fathers FG4-Mothers FG5-Mothers

1. AN and uncertainty No subordinate themes √ √ √ √ √
2. Experiences of uncertainty 

and AN
2.1. Negative experiences of 

uncertainty
√ √ √ √ √

2.2. Positive experiences of 
uncertainty

√ √ √ √ √

3. Coping with uncertainty 3.1. Helpful coping
3.2. Difficulties in coping

√
√

√
X

√
√

√
√

√
X

4. Parents’ roles and abilities No subordinate themes √ √ √ √ √
5. Parents’ needs 5.1. Need to take care of young 

person and understand the 
illness

5.2. Need for professional advice 
and guidance

√
√
√

√
√
√

√
X
X

√
X
X

√
√
√

5.3. Need for social support and 
understanding

√ X X √ X

5.4. Need to resume normal life
6. Young people and uncertainty No subordinate themes √ X √ √ √
7. Impact of uncertainty on fam-

ily life
7.1. Impact of anorexia nervosa 

related uncertainty on the 
family

X √ √ √ √

7.2. Impact of anorexia nervosa 
related uncertainty on family 
relationships

√ √ X √ X
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tolerating uncertainty, was further seen as a positive char-
acter trait since it prepares one for life, which simply is 
unpredictable.

‘…if everything was absolutely certain I think I would 
be really bored to death…So I think uncertainty can 
actually be very positive and energizing…’ (FG1, 
Mother 2).
‘I like a bit of uncertainty...’ (FG4, Mother 13).
‘It [tolerating uncertainty] is character building in the 
long term’ (FG5, Mother 15).

Coping with uncertainty

Parents discussed both helpful and unhelpful coping strate-
gies when faced with uncertainty.

Helpful coping

When prompted to discuss how one copes with uncertainty 
parents in all groups identified various helpful strategies, 
including accepting what one can and cannot control over a 
situation, looking at possible positive outcomes of the uncer-
tain situation, or taking time out from the situation.

‘...in a work situation how I tend to deal with uncer-
tainty is what can I control, what can I not control, if I 
can’t control it how can I influence it… and how actu-
ally can I get what I need...’ (FG3, P10).
‘... time out is a very important thing...’ (FG5, Mother 
17).

Difficulties in coping

Parents in FG1, FG3, & FG4 discussed that they found cop-
ing with uncertainty difficult and how certain things were 
unhelpful. Techniques that were thought useful in dealing 
with uncertainty in life in general were felt inappropriate 
for the uncertainty that related to their child’s illness. This 
theme appeared to capture both difficulties surrounding 
managing uncertainty and difficulties with coping with their 
child’s illness the two of which were very much interlinked. 
Indeed, some parents discussed struggling with uncer-
tainty through their child’s illness and others more directly 
explained that they did not know how to cope with uncer-
tainty and would get into a panic state.

‘... and then you get more and more exhausted and 
less and less able to cope so it’s like a vicious cycle...’ 
(FG1, Mother 3).
‘So its weighing up those risks somehow is far more 
difficult than my future job sort of thing, you are far 
more emotionally involved...’ (FG3, Father 10).

‘I don’t really [manage uncertainty] I get in a panic...’ 
(FG4, Mother 14).

Parents’ roles and abilities

This theme was prominent across all groups. Parents talked 
about how they felt de-skilled when faced with the uncer-
tainty around their child’s illness and how this affected their 
confidence as parents and their decision-making skills. They 
felt their parental abilities were constantly under scrutiny, 
which they believed was more so than if their child would 
not have been ill. They discussed feeling frustrated that they 
could not rely on things that worked in the past to guide their 
judgment and decisions as their child’s responses were very 
unpredictable.

‘I think uncertainty can be imprisoning, it makes you 
feel indecisive...’ (FG2, Father 11).
‘...one of the most difficult things is the fact that it 
[AN] changes, you are constantly on shifting sand...’ 
(FG2, Father 6).
‘...I think it is very scary, makes you very lonely... 
uncertainty takes away your confidence...’ (FG4, 
Mother 14).

Parents’ needs

A number of needs were discussed by most of the parents. 
This theme addressed the concept of IU indirectly by cap-
turing for example the frustration parents experienced with 
the uncertainty that surrounded their understanding of their 
child’s illness, and a need for consistency and certainty from 
professionals as well as, support from friends.

Need to take care of young person and understand 
the illness

Parents in all five groups expressed how the most impor-
tant thing in their lives was their children’s health and to 
see them recover. Everything else, such as holidays, their 
child’s education, and their own needs, came second. AN 
was experienced as a paradox and difficult to come to grips 
with, resulting in a strong need to understand its nature.

‘I think its coz it is your child coz you would do any-
thing, it is such a deep instinct to protect your child…’ 
(FG1, Mother 2).
‘I mean I do find it quite difficult to understand the 
actual problem because it is just completely alien to 
me. I can’t see how someone would not want to eat ...’ 
(FG3, Father 9).
‘…I feel bad to think of my own needs…’ (FG5, 
Mother 16)
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Need for professional advice and guidance

A strong need for certainty and clarity from professionals 
when discussing treatment plans and managing such a seri-
ous and unpredictable illness was particularly expressed 
by parents in FG1 but also in FG2 and FG5.

‘I would just love for somebody to say to me ‘your 
daughter has anorexia, just do this, or give her this 
pill and she will be fine’, that’d be fantastic…’ (FG1, 
Mother 2).
‘Consistency of opinions you don’t expect profes-
sionals to have all the answers but some consist-
ency...’ (FG5, Mother 16).

Need for social support and understanding

Parents in FG1, FG2 and FG5 expressed the need for more 
emotional support and understanding from friends and 
family. Although friends and family were a source of com-
fort, parents felt that they were not understood as much 
as they would have needed and that meeting other people 
going through a similar situation was considered helpful.

‘I suppose talking to other people helps, coming into 
a forum like this helps where people can identify.’ 
(FG1, Mother 1).
‘Yeah I think you know having support if people 
understood a bit more would make a huge difference’ 
(FG5, Mother 15).

Need to resume normal life

A need for normality in one’s life was mentioned in FG1 
and FG4. Amongst all the uncertainty, stress, concern and 
unpredictable nature of the AN holding on to something 
normal or doing something normal, such as going on a 
holiday, was something parents longed for.

‘So I do kind of quite like it when I do something 
normal’ (FG1, Mother 3).
‘...I would really like to go back to my work...’ (FG4, 
Mother 14).

Young people and uncertainty

Across the majority of groups, parents talked about young 
people being distressed in the face of uncertainty and 
change, as well as, a having a strong need to know the 
future, need for structure and control. AN was thought to 
function as a means of dealing with a fear of uncertainty 

and a lack of control. Some parents expressed how this IU 
seen in their children was frustrating for them.

‘… I think [young person name] gets quite frightened 
about change and uncertainty and she gets consumed 
in the fear and that is what I can’t bear I wish she could 
let a bit more in of uncertainty without getting so much 
frightened about it and I think she has to try to lock 
everything down in a sense and the eating in a way is 
to do that…’ (FG1, Mother 3).
‘I think she can’t let go of the anorexia because of the 
uncertainty that awaits her beyond anorexia…’ (FG4, 
Mother 12).
‘Thinking about other things that have happened last 
week and the week before that sort of tipped her over 
the edge where all things that were quite uncertain...’ 
(FG5, Mother 15).

Impact of uncertainty on family life

Parents discussed a number of ways in which uncer-
tainty surrounding the AN affected their family life and 
relationships.

Impact of AN‑related uncertainty on the family

Parents in the majority of groups, apart from FG1, identi-
fied a number of ways in which the presence of AN and 
the uncertainty associated with it, affected family life. For 
instance, the family as a whole was thought to have changed 
to accommodate the presence of the illness. This included 
allowing space for things not to go according to plan, avoid-
ing any uncertain situations and becoming very rigid as a 
family. Planning and taking decisions regarding the future 
became much more challenging than usual.

‘...so basically, you begin avoiding situations that have 
an uncertain outcome that is what we do so our lives 
become very very predictable and very very safe...’ 
(FG4, Mother 12).
‘I kind of almost feel that I have surrendered myself 
to uncertainty, the days where nice happy family and 
how quickly it changed from that and since that time it 
has been very painful and nothing has been certain...’ 
(FG5, Mother 16).

Impact of AN‑related uncertainty on family relationships

A number of relationship dynamics were discussed by par-
ents in FG1, FG2 and FG4 as being disrupted due to the 
elevated levels of uncertainty accompanied with AN. For 
example, in FG4, one parent felt that her child was using 
her illness as a way to stay close to her and increase her 
need for certainty. Parents further discussed how their lives 
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were at the mercy of their children’s illness and accompanied 
uncertainty.

‘...which particular hoop they are going to have you 
jumping through which particular week...’ (FG2, 
Mother 5).
‘...you know she feels she has to be by my side and the 
way to do that is to be an anorexic you know and it’s 
so so draining...’ (FG4, Mother 14).

Discussion

The study aimed to explore parents’ subjective experience of 
uncertainty whilst caring for a young person with a restric-
tive ED. Parents highlighted how caring for someone with 
AN is associated with high levels of IU, which was per-
ceived as negative and accompanied by heightened feelings 
of distress and anxiety. The excessive amounts of uncer-
tainty associated with AN were further thought to contribute 
to the disruption of family life, negatively affecting parents’ 
confidence in their parenting skills. Parents expressed their 
need for normality, understanding from friends and family 
and clear guidance from professionals. A frustration with 
their children’s need for certainty and fear of uncertainty 
was also discussed.

One dominant theme involved parents expressing a strong 
dislike towards uncertainty in relation to their child’s illness 
that was described as ‘negative uncertainty’ they had never 
experienced before and was often accompanied by feelings 
of anxiety, stress, frustration, fear, and despair. Although 
most parents agreed that uncertainty could have positive 
sides and evoke feelings of excitement, this was never the 
case with uncertainty related to their child’s illness. Parents 
also perceived their children as being fearful of uncertainty 
themselves and very rigid as a response. This supports pre-
vious studies highlighting high levels of IU in both adults 
[12–14] and young people with AN [12, 17, 18].

The seriousness of the illness and the uncertainty associ-
ated with it were perceived as negatively affecting the family 
as a whole. In particular, parents discussed how negative 
outcomes were feared in the face of uncertainty and a need 
for stability and certainty was sought. Such findings echo 
current treatment models that suggest families taking care 
of an adolescent suffering from AN become ‘re-organised’ 
around the illness and immobilised in the ‘here and now’, 
with their own strengths and resources being overlooked 
[35]. Present findings highlight how IU may lead parents 
to engage in accommodating and enabling behaviours that 
inadvertently support rather than challenge their child’s ED. 
For instance, parents discussed avoiding situations that had 
an uncertain outcome, modifying their routines to cater for 
the ED and overall being at the mercy of the illness with 

family life becoming very rigid. Not all parents accommo-
date to the illness to the same degree. However, identifying 
factors, such as IU, that may be underlying accommodat-
ing and enabling of AN symptoms could prove useful since 
these maladaptive strategies are known to affect treatment 
outcomes for young people with AN [36].

Results further revealed how parents who described 
themselves as able to cope with levels of uncertainty in nor-
mal life struggled dealing with the uncertainty associated 
with their child’s illness. This was described as negatively 
affecting their confidence as parents. Parental control and 
self-efficacy are recognised as key components that make up 
family therapy and have been found as strong predictors of 
treatment outcome for adolescent with AN above AN related 
behaviours [37, 38]. In fact, the higher the levels of parents’ 
self-efficacy, the better the treatment outcome for young peo-
ple undergoing family therapy for an ED [38]. Clinically 
then attending to parents’ IU, particularly concerning their 
child’s illness could prove beneficial in increasing parental 
self-efficacy and optimising AN treatment outcomes.

The present study has several strengths and limitations. 
First, the study had a good sample size of 17 parents, with 
either three or four participants in each group. Usually, small 
sample sizes are favoured when carrying out IPA [33]. Both 
mothers and fathers were included in the study but were seen 
in separate focus groups, which allowed for more homoge-
neous samples to exist in each focus group. A number of 
group dynamics were observed as different between mothers 
and fathers but no major IU topic-related differences were 
detected indicating themes were relevant for both mothers 
and fathers. Second, the focus group schedule was tailored to 
explore uncertainty currently and at previous stages of their 
life prior to the presence of their child’s illness, allowing 
for a more global understanding of parental experiences of 
uncertainty. Credibility of findings was established through 
reflexivity, which involved being aware of the potential con-
scious or unconscious biases of the researcher (first author) 
during the data collection and analysis process. Specifically, 
prior to any analysis, initial reflections by moderator and 
facilitator of the group were noted alongside moderator and 
facilitator backgrounds and potential impact on analysis and 
group dynamics. For example, reflections were noted on how 
groups dynamics, given the age difference between parents 
and researchers and previous background in running focus 
groups on the topic of IU could have influenced the analysis 
process. Triangulation, at each major step of the analysis was 
further validated by the third author.

In terms of limitations, the results were not cross-vali-
dated with parents themselves which did not enable to check 
whether the interpretations reached by the researchers were 
accurately representing parents’ views. Furthermore, cau-
tion needs to be taken regarding the transferability of the 
findings. This is a qualitative study involving parents who 
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were in a specific therapeutic setting and happened to all be 
from two-gender parent families. Having parents from the 
same family taking part in the focus groups albeit in different 
groups could have introduced intrafamilial nested effects. 
Taking care of the same young person undergoing treatment 
for an ED and living in the same household could result in 
a shared understanding and response to uncertainty. How-
ever, looking at similarities/differences between mothers and 
fathers from same and different households was beyond the 
scope of the present study. Furthermore, some of the themes 
generated in the focus groups could be a reflection of the 
conceptual framework of the MFT approach. Finally, not 
all groups were run by the same moderator and facilitator, 
which may have influenced how parents responded.

Conclusion

In conclusion, findings from the present study emphasise 
the importance of IU as a factor associated with parents’ 
distress, lack of confidence in one’s parental abilities and 
engagement in less adaptive strategies, such as enabling and 
accommodating behaviours. IU is a promising area for future 
research with clinical relevance that could reduce parental 
distress, increase well-being and potentially help improve 
treatment outcomes for young people with a restrictive ED.

What is already known on this subject?

Research into uncertainty in parents has focused on those 
caring for someone with a physical illness. IU has not been 
previously investigated in parents of those suffering from 
a restrictive ED despite parents playing a key role in their 
child’s recovery and faced with such an uncertain and seri-
ous illness.

What does this study add?

Findings add to existing knowledge of contributing factors 
to parental distress suggesting IU is a relevant concept for 
parents of those suffering from a restrictive ED. Themes 
highlight possible mechanisms IU could be reducing paren-
tal self-efficacy and increasing accommodating behaviours.

Appendix

Topic Guide

We would like to understand more about what your experi-
ence of what it feels like when things are uncertain in your 
life. In life, we all come up against uncertainty some of 
the time and we can have all sorts of reactions to this. We 
want to learn more about what leads you to feel uncertain 
and what the experience of uncertainty is like for you in 
the various life domains in which it can crop up.

•	 Can you think of an uncertain situation?
•	 What makes this situation uncertain?
•	 What features of the situation were most troubling?
•	 Can you tell us a little more about what that experience 

of uncertainty (or ‘not knowing’) is like for you?
•	 Can you tell us more about the thoughts and feelings 

that come up when you are uncertain?
•	 What makes these thoughts and feelings worse?
•	 What helps at these times?
•	 Are there other ways you try and cope?
•	 Are there good sides of feeling uncertain?
•	 Who experiences uncertainty? Everyone? Some peo-

ple? Special groups?
•	 Can you tell us now whether the experience of uncer-

tainty was different in any way at a different time in 
your life?

Funding  No funding was received for conducting this study.

Declarations 

Conflict of interest  The authors declare that they have no conflict of 
interest.

Ethical approval  This study was granted ethical approval by the Joint 
South London and Maudsley and the Institute of Psychiatry NHS 
Research Ethics Committee (09/H0807/65). All procedures performed 
in studies involving human participants were in accordance with the 
ethical standards of the institutional and/or national research commit-
tee and with the 1964 Helsinki declaration and its later amendments 
or comparable ethical standards.

Informed consent  Informed consent was obtained from all partici-
pants included in the study. Parents gave written consent for discus-
sions within the groups to be audio-recorded and used for research 
purposes only.



1347Eating and Weight Disorders - Studies on Anorexia, Bulimia and Obesity (2022) 27:1339–1348	

1 3

Open Access  This article is licensed under a Creative Commons Attri-
bution 4.0 International License, which permits use, sharing, adapta-
tion, distribution and reproduction in any medium or format, as long 
as you give appropriate credit to the original author(s) and the source, 
provide a link to the Creative Commons licence, and indicate if changes 
were made. The images or other third party material in this article are 
included in the article’s Creative Commons licence, unless indicated 
otherwise in a credit line to the material. If material is not included in 
the article’s Creative Commons licence and your intended use is not 
permitted by statutory regulation or exceeds the permitted use, you will 
need to obtain permission directly from the copyright holder. To view a 
copy of this licence, visit http://​creat​iveco​mmons.​org/​licen​ses/​by/4.​0/.

References

	 1.	 Dugas MJ, Robichaud M (2007) Cognitive behavioural treat-
ment for generalized anxiety disorder: from science to practice. 
Routledge, New York

	 2.	 Grenier S, Barrette A-M, Ladouceur R (2005) Intolerance of 
uncertainty and intolerance of ambiguity: similarities and dif-
ferences. Personal Individ Differ 39(3):593–600. https://​doi.​org/​
10.​1016/j.​paid.​2005.​02.​014

	 3.	 Dugas MJ, Gagnon F, Ladouceur R, Freeston MH (1998) Gen-
eralized anxiety disorder: a preliminary test of a conceptual 
model. Behav Res Ther 36(2):215–226. https://​doi.​org/​10.​1016/​
S0005-​7967(97)​00070-3

	 4.	 Ladouceur R, Gosselin P, Dugas MJ (2000) Experimental 
manipulation of intolerance of uncertainty: a study of a theo-
retical model of worry. Behav Res Ther 38(9):933–941. https://​
doi.​org/​10.​1016/​S0005-​7967(99)​00133-3

	 5.	 Laugesen N, Dugas MJ, Bukowski WM (2003) Understand-
ing adolescent worry: the application of a cognitive model. J 
Abnorm Child Psychol 31(1):55–64. https://​doi.​org/​10.​1023/A:​
10217​21332​181

	 6.	 Gentes EL, Ruscio AM (2011) A meta-analysis of the relation of 
intolerance of uncertainty to symptoms of generalized anxiety 
disorder, major depressive disorder, and obsessiv-compulsive 
disorder. Clin Psychol Rev 31(6):923–933. https://​doi.​org/​10.​
1016/j.​cpr.​2011.​05.​001

	 7.	 Rosser BA (2019) Intolerance of uncertainty as a transdiag-
nostic mechanism of psychological difficulties: a systematic 
review of evidence pertaining to causality and temporal prec-
edence. Cogn Ther Res 43(2):438–463. https://​doi.​org/​10.​1007/​
s10608-​018-​9964-z

	 8.	 McEvoy PM, Mahoney AEJ (2011) To be sure, to be sure: intol-
erance of uncertainty mediates symptoms of various anxiety 
disorders and depression. Behav Ther 43(3):533–545. https://​
doi.​org/​10.​1016/j.​beth.​2011.​02.​007

	 9.	 Shapiro MO, Short NA, Morabito D, Schmidt NB (2020) Pro-
spective associations between intolerance of uncertainty and 
psychopathology. Personal Individ Differ 166:110210. https://​
doi.​org/​10.​1016/j.​paid.​2020.​110210

	10.	 Brown M, Robinson L, Campione GC, Wuensch K, Hildebrandt 
T, Micali N (2017) Intolerance of uncertainty in eating disor-
ders: a systematic review and meta-analysis. Eur Eat Disord Rev 
25(5):329–343. https://​doi.​org/​10.​1002/​erv.​2523

	11.	 Konstantellou A, Reynolds M (2010) Intolerance of uncertainty 
and metacognitions in a non-clinical sample with problematic 
and normal eating attitudes. Eat Behav 11(3):193–196. https://​
doi.​org/​10.​1016/j.​eatbeh.​2010.​01.​003

	12.	 Frank GK, Roblek T, Shott ME, Jappe LM, Rollin MD, Hagman 
JO, Pryor T (2012) Heightened fear of uncertainty in anorexia 
and bulimia nervosa. Int J Eat Disord 45(2):227–232. https://​
doi.​org/​10.​1002/​eat.​20929

	13.	 Konstantellou A, Campbell M, Eisler I, Simic M, Treasure J 
(2011) Testing a cognitive model of generalized anxiety dis-
order in the eating disorders. J Anxiety Disord 25:864–869. 
https://​doi.​org/​10.​1016/j.​janxd​is.​2011.​04.​005

	14.	 Sternheim L, Startup H, Schmidt U (2011) An experimental 
exploration of behavioral and cognitive-emotional aspects of 
intolerance of uncertainty in eating disorder patients. J Anxiety 
Disord 25(6):806–812. https://​doi.​org/​10.​1016/j.​janxd​is.​2011.​
03.​020

	15.	 Stewart, M.-C. (2009). Relationships between intolerance of 
uncertainty and eating disorder symptomatology in a mixed 
non-clinical, sub-clinical, and clinical eating disordered popu-
lation Unpublished Dissertation, University of Hawai’i, Manoa.

	16.	 Sternheim L, Konstantellou A, Startup H, Schmidt U (2011) 
What does uncertainty mean to women with anorexia nervosa? 
An interpretative phenomenological analysis. Eur Eat Disord Rev 
10:1002–1029. https://​doi.​org/​10.​1002/​erv.​1029

	17.	 Konstantellou A, Hale L, Sternheim L, Simic M, Eisler I (2019) 
The experience of intolerance of uncertainty for young people 
with a restrictive eating disorder: a pilot study. Eat Weight Disord-
Stud Anorexia Bulimia Obes 24(3):533–540. https://​doi.​org/​10.​
1007/​s40519-​019-​00652-5

	18.	 Konstantellou A (2014) An investigation of intolerance of uncer-
tainty and associated factors in anorexia nervosa (Unpublished 
doctoral dissertation). King’s College London, UK

	19.	 Fairburn CG, Shafran R, Cooper Z (1998) A cognitive behavioural 
theory of anorexia nervosa. Behav Res Ther 37(1):1–13. https://​
doi.​org/​10.​1016/​S0005-​7967(98)​00102-8

	20.	 Sternheim L, Harrison A (2018) The acceptability, feasibility and 
possible benefits of a group-based intervention targeting intoler-
ance of uncertainty in adolescent inpatients with anorexia nervosa. 
Cogent Psychol 5(1):1441594. https://​doi.​org/​10.​1080/​23311​908.​
2018.​14415​94

	21.	 National Institute for Health and Care Excellence (2017) Eating 
disorders: recognition and treatment. National Institute for Health 
and Care Excellence, London

	22.	 Mishel MH (1983) Parents’ perception of uncertainty concerning 
their hospitalized child. Nurs Res 32:324–330. https://​doi.​org/​10.​
1097/​00006​199-​19831​1000-​00002

	23.	 Mitchell ML, Courtney M (2004) Reducing family members’ anx-
iety and uncertainty in illness around transfer from intensive care: 
an intervention study. Intensive Crit Care Nurs 20(4):223–231. 
https://​doi.​org/​10.​1016/j.​iccn.​2004.​05.​008

	24.	 Sanchez AL, Kendall PC, Comer JS (2016) Evaluating the inter-
generational link between maternal and child intolerance of uncer-
tainty: a preliminary cross-sectional examination. Cogn Ther Res 
40(4):532–539. https://​doi.​org/​10.​1007/​s10608-​016-​9757-1

	25.	 Bottesi G, Gürdere C, Cerea S, Sica C, Ghisi M (2020) Familial 
patterns of intolerance of uncertainty: preliminary evidence in 
female university students. Int J Cogn Ther 13(1):30–41. https://​
doi.​org/​10.​1007/​s41811-​019-​00063-5

	26.	 Telman LG, van Steensel FJ, Maric M, Bögels SM (2018) What 
are the odds of anxiety disorders running in families? A fam-
ily study of anxiety disorders in mothers, fathers, and siblings of 
children with anxiety disorders. Eur Child Adolesc Psychiatry 
27(5):615–624. https://​doi.​org/​10.​1007/​s00787-​017-​1076-x

	27.	 Rapee RM (2012) Family factors in the development and manage-
ment of anxiety disorders. Clin Child Fam Psychol Rev 15(1):69–
80. https://​doi.​org/​10.​1007/​s10567-​011-​0106-3

	28.	 Aktar E, Nikolić M, Bögels SM (2017) Environmental transmis-
sion of generalized anxiety disorder from parents to children: 
worries, experiential avoidance, and intolerance of uncertainty. 
Dialogues Clin Neurosci 19(2):137. https://​doi.​org/​10.​31887/​
DCNS.​2017.​19.2/​eaktar

http://creativecommons.org/licenses/by/4.0/
https://doi.org/10.1016/j.paid.2005.02.014
https://doi.org/10.1016/j.paid.2005.02.014
https://doi.org/10.1016/S0005-7967(97)00070-3
https://doi.org/10.1016/S0005-7967(97)00070-3
https://doi.org/10.1016/S0005-7967(99)00133-3
https://doi.org/10.1016/S0005-7967(99)00133-3
https://doi.org/10.1023/A:1021721332181
https://doi.org/10.1023/A:1021721332181
https://doi.org/10.1016/j.cpr.2011.05.001
https://doi.org/10.1016/j.cpr.2011.05.001
https://doi.org/10.1007/s10608-018-9964-z
https://doi.org/10.1007/s10608-018-9964-z
https://doi.org/10.1016/j.beth.2011.02.007
https://doi.org/10.1016/j.beth.2011.02.007
https://doi.org/10.1016/j.paid.2020.110210
https://doi.org/10.1016/j.paid.2020.110210
https://doi.org/10.1002/erv.2523
https://doi.org/10.1016/j.eatbeh.2010.01.003
https://doi.org/10.1016/j.eatbeh.2010.01.003
https://doi.org/10.1002/eat.20929
https://doi.org/10.1002/eat.20929
https://doi.org/10.1016/j.janxdis.2011.04.005
https://doi.org/10.1016/j.janxdis.2011.03.020
https://doi.org/10.1016/j.janxdis.2011.03.020
https://doi.org/10.1002/erv.1029
https://doi.org/10.1007/s40519-019-00652-5
https://doi.org/10.1007/s40519-019-00652-5
https://doi.org/10.1016/S0005-7967(98)00102-8
https://doi.org/10.1016/S0005-7967(98)00102-8
https://doi.org/10.1080/23311908.2018.1441594
https://doi.org/10.1080/23311908.2018.1441594
https://doi.org/10.1097/00006199-198311000-00002
https://doi.org/10.1097/00006199-198311000-00002
https://doi.org/10.1016/j.iccn.2004.05.008
https://doi.org/10.1007/s10608-016-9757-1
https://doi.org/10.1007/s41811-019-00063-5
https://doi.org/10.1007/s41811-019-00063-5
https://doi.org/10.1007/s00787-017-1076-x
https://doi.org/10.1007/s10567-011-0106-3
https://doi.org/10.31887/DCNS.2017.19.2/eaktar
https://doi.org/10.31887/DCNS.2017.19.2/eaktar


1348	 Eating and Weight Disorders - Studies on Anorexia, Bulimia and Obesity (2022) 27:1339–1348

1 3

	29.	 Simic M, Eisler I (2015) Multi family therapy. In: Loeb K, Le 
Grange D, Lock J (eds) Family therapy for adolescent eating and 
weight disorders. Guilford Press, New York

	30.	 Eisler I, Simic M, Hodsoll J, Asen E, Berelowitz M, Connan F, 
Ellis G, Hugo P, Schmidt U, Treasure J, Yi I, Landau S (2016) A 
pragmatic randomised multi-centre trial of multifamily and single 
family therapy for adolescent anorexia nervosa. BMC Psychiatry 
16:422. https://​doi.​org/​10.​1186/​s12888-​016-​1129-6

	31.	 Heary CM, Hennessy E (2002) The use of focus group interviews 
in pediatric health care research. J Pediatr Psychol 27:47–57. 
https://​doi.​org/​10.​1093/​jpepsy/​27.1.​47

	32.	 Smith JA (1996) Beyond the divide between cognition and dis-
course: Using interpretative phenomenological analysis in health 
psychology. Psychol Health 11(2):261–271. https://​doi.​org/​10.​
1080/​08870​44960​84002​56

	33.	 Smith JA, Osborn M (2007) Interpretative phenomenological 
analysis. In: Smith JA (ed) Qualitative psychology: a practical 
guide to research methods. Sage Publications Ltd, UK, pp 53–81

	34.	 Smith JA (2004) Reflecting on the development of interpretative 
phenomenological analysis and its contribution to qualitative 
research in psychology. Qual Res Psychol 1:39–54. https://​doi.​
org/​10.​1191/​14780​88704​qp004​oa

	35.	 Whitney J, Eisler I (2005) Theoretical and empirical mod-
els around caring for someone with an eating disorder: the 

reorganization of family life and inter-personal maintenance fac-
tors. J Ment Health 14:575–585. https://​doi.​org/​10.​1080/​09638​
23050​03478​89

	36.	 Salerno L, Rhind C, Hibbs R, Micali N, Schmidt U, Gowers S, 
Treasure J (2016) An examination of the impact of care giving 
styles (accommodation and skilful communication and support) 
on the one year outcome of adolescent anorexia nervosa: testing 
the assumptions of the cognitive interpersonal model in anorexia 
nervosa. J Affect Disord 191:230–236. https://​doi.​org/​10.​1016/j.​
jad.​2015.​11.​016

	37.	 Ellison R, Rhodes P, Madden S, Miskovic J, Wallis A, Baillie A, 
Touyz S (2012) Do the components of manualized family-based 
treatment for anorexia nervosa predict weight gain? Int J Eat Dis-
ord 45(4):609–614. https://​doi.​org/​10.​1002/​eat.​22000

	38.	 Robinson AL, Strahan E, Girz L, Wilson A, Boachie A (2013) ‘I 
know I can help you’: parental self-efficacy predicts adolescent 
outcomes in family-based therapy for eating disorders. Eur Eat 
Disord Rev 21(2):108–114. https://​doi.​org/​10.​1002/​erv.​2180

Publisher’s Note  Springer Nature remains neutral with regard to 
jurisdictional claims in published maps and institutional affiliations.

https://doi.org/10.1186/s12888-016-1129-6
https://doi.org/10.1093/jpepsy/27.1.47
https://doi.org/10.1080/08870449608400256
https://doi.org/10.1080/08870449608400256
https://doi.org/10.1191/1478088704qp004oa
https://doi.org/10.1191/1478088704qp004oa
https://doi.org/10.1080/09638230500347889
https://doi.org/10.1080/09638230500347889
https://doi.org/10.1016/j.jad.2015.11.016
https://doi.org/10.1016/j.jad.2015.11.016
https://doi.org/10.1002/eat.22000
https://doi.org/10.1002/erv.2180

	The experience of intolerance of uncertainty for parents of young people with a restrictive eating disorder
	Abstract
	Purpose 
	Methods 
	Results 
	Conclusion 
	Level of evidence 

	Introduction
	Materials and methods
	Participants
	Design and topic guide
	Procedure
	Analysis
	Group dynamics

	Results
	AN and uncertainty
	Experiences of uncertainty and AN
	Negative experiences of uncertainty
	Positive experiences of uncertainty

	Coping with uncertainty
	Helpful coping
	Difficulties in coping

	Parents’ roles and abilities
	Parents’ needs
	Need to take care of young person and understand the illness
	Need for professional advice and guidance
	Need for social support and understanding
	Need to resume normal life

	Young people and uncertainty
	Impact of uncertainty on family life
	Impact of AN-related uncertainty on the family
	Impact of AN-related uncertainty on family relationships


	Discussion
	Conclusion
	What is already known on this subject?
	What does this study add?
	References




