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Abstract

Purpose Eating disorders are chronic conditions that
require ongoing, high level care. Despite the chronic nature
of eating disorders, to date, previous research examining
eating disorder carer burden and psychological distress has
been cross-sectional only. Therefore, the current study
aimed to conduct a preliminary longitudinal examination of
the predictors of carer burden and psychological distress
for carers of those with an eating disorder.

Methods A self-report, quantitative questionnaire approach
was utilised. Forty-two carers completed three self-report
questionnaires over a period of 9 months (initial, 4% and
9 months) assessing carer burden, psychological distress,
carer needs, expressed emotion, coping strategies and social
support.

Results Maladaptive coping, expressed emotion and carer
needs were significant longitudinal predictors of carer
burden. Carer psychological distress could not be predicted
longitudinally.

Conclusions In order to reduce carer burden, interven-
tions should test whether reducing maladaptive coping
strategies, expressed emotion and addressing carer needs
lead to lower carer burden and distress.
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Introduction

The estimated prevalence rate of anorexia nervosa (AN) is
0.7-1.0 % [1, 2], with an average duration of 5 years [3].
Further, the lifetime prevalence rate of bulimia nervosa
(BN) has been estimated tobe 1-5 % [1, 4, 5], and one-third to
one-half of BN patients will still have an eating disorder of
clinical severity at a 5- to 10-year follow-up [1]. Thus, while
being of relatively low prevalence, eating disorders are
chronic illnesses that require long-term care, usually from
informal carers such as family members or friends.

Cross-sectional research has shown that caring for
someone with an eating disorder is associated with a high
level of burden [6, 7] and psychological distress [8]. While
carer burden lacks a common definition, an underlying
theme in most definitions relates to an adverse impact
of the patient on the family and the family’s health, and
difficulties experienced by family members due to the
patient’s illness [9]. Qualitative (e.g. [10]) and quantitative
(e.g. [11, 12]) research has identified a number of con-
structs related to carer burden and psychological distress,
including, among others, carer needs, expressed emotion,
coping strategies and social support.

Carers of patients with an eating disorder have a high
level of unmet needs in terms of both physical and mental
health and well-being [10, 13]. Further, these unmet needs
are similar to those for carers of people with schizophrenia
[14]. Carers of people with an eating disorder often identify
a need for more general information about eating disorders,
practical advice on the development of how to cope with
the illness, and sources of informal and professional sup-
port [8, 10, 13]. The single quantitative study examining
carer needs found that a higher need for support from
people or organisations significantly predicted a negative
appraisal of their caregiving situation [15].
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Expressed emotion is a measure of family interaction
and consists of the attitudes and behaviours that a family
member communicates towards the ill member of the
family [16, 17]. Expressed emotion refers to the tone, pitch
and speed of negative and positive comments, in addition
to the comments themselves. Five central areas to expres-
sed emotion have been identified: critical comments, hos-
tility, emotional overinvolvement, warmth and positive
remarks [18]. With regard to expressed emotion in carers of
those with an eating disorder, Zabala et al. [19] reviewed
20 studies; the majority of studies found that carers dis-
played high levels of expressed emotion, particularly in
relation to critical comments and emotional overinvolve-
ment. Further, this level of expressed emotion is similar to
that seen in carers of people with depression. Lastly, high
expressed emotion, as reported by the patient, predicts
carer ill health and burden cross-sectionally [6], and self-
reported carer expressed emotion predicts psychological
distress and carer burden cross-sectionally [20].

Due to the emotional pressures experienced throughout
the caregiving process [21], carers of individuals with an
eating disorder may feel that they will be unable to cope
with the prospect of long-term caregiving [22]. Qualitative
research indicates that carers utilise both adaptive and
maladaptive coping mechanisms. Adaptive coping strate-
gies identified include humour, positive thinking, accep-
tance of the eating disorder [22], conceptualising the eating
disorder as separate from their child [23] and an active
enquiry into the illness [22]. In contrast, maladaptive
coping responses include self-blame, blaming the patient
for their problem, a sense of helplessness, or an overpro-
tective or over-anxious response to the child’s illness [23].
In a cross-sectional quantitative study, maladaptive coping
strategies significantly predicted both carer burden and
psychological distress [20].

Additionally, social support can be seen as a resource
for coping [24], whereby an individual seeks social support
as a means to cope with a stressful situation [25]. Limited
qualitative research shows that support and understanding
from others is seen as essential for carers of individuals
with eating disorders [10]. This support can be gained from
partners, friends, other parents of children with eating
disorders and specialist services. Social support is also
linked to coping; the presence of social support generally
contributes to more adaptive coping strategies [26], while a
lack of available social support is associated with mal-
adaptive coping strategies [26]. Despite this, Dimitropoulos
et al. [11] found that informal and professional support did
not correlate with eating disorder carer burden or psycho-
logical distress. However, the lack of relationship between
these variables could be due to Dimitropoulos et al. [11]
using an overall measure of social support, rather than
examining the separate components of support: that is, the
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number of available people in a social network and the
perceived quality of the support received [24]. Past
research indicates that it is the nature of social support,
rather than the actual number of people in your support
network that predicts burden (e.g. [27]).

While the above findings provide valuable insights into
the experience of eating disorder carers’ burden, some
important limitations remain to be addressed. Currently, all
the evidence for carer burden has come from cross-sec-
tional studies (e.g. [8, 11, 23]), limiting conclusions
regarding the predictors of long-term carer burden. Dimi-
tropoulos et al. [11] specifically identified a need for lon-
gitudinal research to ascertain changes in the course of
family functioning over time in order to determine the
predictors of carer burden.

Therefore, the aim of the current study was to examine
the longitudinal predictors of eating disorder carer burden
and carer psychological distress. Given the chronic nature
of eating disorders, the severe physical and psychological
consequences, and frequent hospitalisations, it is hypothe-
sised that longitudinally the level of carer burden, psy-
chological distress, expressed emotion and carer unmet
needs will remain consistently high. Secondly, based on
prior cross-sectional carer research, it is hypothesised that
burden and psychological distress will be longitudinally
predicted by expressed emotion, coping strategies, social
support and carer needs.

Method
Participants

A total of 56 carers (44 women and 12 men) were recrui-
ted: 42 were parents, 8 partners, 4 siblings and 2 friends. At
baseline, the mean age of the participants was 45.79
(SD = 11.84) years. Carers had an average of 78.91
(SD = 63.83) h of contact with the person with an eating
disorder per week, with 1 h (SD = 1.24) per week of direct
treatment commitments. At Time Two, there were 45 ca-
rers (33 females and 12 males) consisting of 34 parents, 8
partners, 2 friends and 1 sibling. Forty-three carers (31
females and 12 males) remained at Time Three: 33 parents,
8 partners and 2 friends. Therefore, there was an overall
retention rate of 76.78 % across all three time points.
There were 50 females and 6 males with an eating
disorder. At baseline, the average age of the patients was
21.48 (SD = 8.67) years. Based on carer report at Time
One, there were 38 patients diagnosed with AN, 7 with BN,
6 AN purging type and 1 participant with binge-eating
disorder. The average duration of the illness was 5.09 years
(SD = 5.03 years), with 45 (80.4 %) currently receiving
treatment for their illness. The average BMI (excluding the
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patient with binge-eating disorder) of the sufferers, as
reported by the carers, was 17.51 (SD = 2.22). At Time
Two, BMI was 18.42 (SD = 5.56) and at Time Three
19.73 (SD = 6.39). Twenty-eight (50.8 %) patients had
been hospitalised for their disorder at least once and 44
(78.5 %) were living at home with the carer.

Materials

Participants completed the same self-report questionnaire
at three time points. These questionnaires were completed
over a 9-month period (initial, 4> and 9 months). The
sections of all three questionnaires are outlined below.

General information sheet

The general information sheet obtained demographic
information about the carer, such as age, gender and time
spent with the person with the eating disorder. In addition,
demographic information such as gender, age, current
diagnosis and BMI regarding the person with the eating
disorder was obtained.

Eating Disorders Symptom Impact Scale (EDSIS)

The EDSIS is a 30-item measure examining specific
burden for carers of individuals with an eating disorder
and assesses the carers’ perceptions of the emotional,
psychological and tangible impact of caring for someone
with an eating disorder [28]. Items are summed, with
higher scores indicating more negative appraisals of
specific aspects of caregiving. The EDSIS demonstrates
acceptable reliability with Cronbach’s alpha for the sub-
scales ranging from .82 to .89, and a total scale reliability
coefficient of .90. All subscales of the EDSIS show con-
vergent validity with the Experience of Caregiving
Inventory-negative subscale (range, r = .45 to r = .60).
Further, the EDSIS has been demonstrated to be sensitive
to changes in carers’ experience of burden over time. The
internal consistency for the total scale in the current study
was high (Time One o = .82; Time Two o = .89; Time
Three o = .92).

Carers’ Needs Assessment Measure (CaNAM)

The CaNAM is a self-report questionnaire measuring the
perceived needs of carers of individuals with an eating
disorder [13]. The following domains from the CaNAM
were used in the current study: need for information, need
for professional support, need for support for self and
information from GPs. These were summed to form a total
scale. Higher scores indicate higher degrees of support and
information obtained. The Cronbach’s alphas for the total

scale in the current study were high (Time One o = .93;
Time Two o = .93; Time Three o = .94).

General Health Questionnaire-12 (GHQ-12)

The GHQ is the most widely used screening tool to detect
psychological illness in community samples. The GHQ-12
is a 12-item self-report questionnaire measuring temporary
deviations from normal functioning: that is, indications of
possible psychological distress [29]. Items were scored 0-3
and summed to give a total score, with a higher score
indicative of greater distress. The Cronbach’s alphas for the
current study were high (Time One o = .90; Time Two
o = .93; Time Three a = .95).

Brief COPE

The Brief COPE provides a parsimonious method to assess
various ways in which people cope with a specified situa-
tion [30]. The Brief COPE consists of 14 subscales, each
with two items, as measured on a four-point Likert scale
(1, not at all; 4, a lot). These 14 subscales are then divided
into maladaptive coping (equivalent to dysfunctional
coping) and adaptive coping (problem-focused plus emo-
tion-focused coping) [30]. The Brief COPE has been
widely used and the subscales demonstrate acceptable
reliability ranging from .50 to .90 [30]. For the current
study, the Cronbach’s alphas for maladaptive coping were
acceptable (Time One o = .79; Time Two o = .67; Time
Three oo = .67) and were high for adaptive coping (Time
One o = .83; Time Two a« = .85; Time Three o = .88).

Social Support Questionnaire-Short Form (SSQ6)

The SSQ6 is a six-item measure that assesses both the
sources of social support and the respondents’ satisfaction
with the support received [31]. Separate scores are obtained
for both number and satisfaction of social support. The
SSQ6 demonstrates high internal consistency, with a
Cronbach’s alpha of .90 for number and .93 for satisfaction
[31]. The Cronbach’s alphas for the current study were
acceptable: satisfaction subscale (Time One o« = .89; Time
Two o = .94; Time Three o = .95) and quantity subscale
(Time One o = .77, Time Two a = .89; Time Three
o = .86).

Family Questionnaire (FQ)

The FQ is a self-report questionnaire based on the Camb-
erwell Family Interview [CFI; 18] that measures the
expressed emotion domains of critical comments and
emotional overinvolvement [32]. It is the only self-report
measure to date that closely corresponds to the critical
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comments (78 % correct classification) and emotional
overinvolvement (71 % correct classification) subscales of
the CFI [32]. The FQ consists of 20 items as measured on a
four-point Likert scale (1, never/very rarely, 4, very often).
Items are then summed, with a score greater than 23 on the
critical comments subscale and a score greater than 27 on
the emotional overinvolvement subscale indicative of high
levels of expressed emotion. With AN carers, the emo-
tional overinvolvement and critical comments subscales
have demonstrated good internal reliability of .76 and .88,
respectively [33]. The Cronbach’s alphas for the current
study were high for critical comments (Time One o = .85;
Time Two o = .90; Time Three o = .88) and acceptable
for emotional overinvolvement (Time One o = .57; Time
Two o = .79; Time Three oo = .80).

Procedure

The current study reports a subset of the findings from a
larger longitudinal study examining caring for someone
with an eating disorder. Approval for the study was
obtained from the Deakin University Human Research
Ethics Committee prior to commencing the study. A
number of recruitment strategies were implemented: online
advertisements on eating disorder organisation Web sites
(e.g. b-eat, UK; EDFV, Australia), newspaper advertise-
ments, radio interviews, distribution of flyers within carer
support groups and carer workshops, questionnaire mail-
outs via a hospital-based eating disorder service and
questionnaire mail-outs via a not-for-profit eating disorder
organisation. Interested participants were either mailed out
a paper-based questionnaire package or were directed to
the online version of the plain language statement and
questionnaire. Carers completed the first questionnaire and
provided contact details on a separate sheet for the paper-
based version, or an email address for the online version.

Paper-based questionnaires were then returned via reply-
paid post. Paper-based questionnaires and contact sheets
were coded with corresponding numbers to enable sub-
sequent follow-up of participants (e.g. 001 or 002). Online
questionnaires were matched on the basis of the provided
email address.

Results

All analyses were conducted using the Statistics Package
for the Social Sciences (SPSS) Version 17. Less than
5 % of the data were missing; therefore, this random
missing data were replaced using expectation maximi-
sation. While latent growth curve modelling is the most
appropriate statistical test to examine longitudinal pre-
diction of carer burden and psychological distress, the
sample size was insufficient to be able to conduct such
analysis. As such, a series of multiple regression anal-
yses and repeated-measures ANOVAs were conducted.
It was hypothesised that the independent variables of
satisfaction with social support (measured by the SSQ6),
total expressed emotion (measured by the FQ), mal-
adaptive coping (measured by the Brief COPE) and total
needs (measured by the CaNAM) would predict the
dependent variables of carer burden (measured by the
EDSIS) and psychological distress (measured by the
GHQ-12). Table 1 presents the means and standard
deviations of the complete time point data, i.e. for the
carers who completed all three questionnaires. As
shown, carers reported consistent moderate psychologi-
cal distress, moderate, high levels of critical comments
and emotional overinvolvement, a moderate level of
unmet needs, use of both maladaptive and adaptive
coping strategies, and a low quantity of social support,
but with high satisfaction.

Table 1 Means and standard deviations for ANOVA analyses (n = 42)

Variable Time One Time Two Time Three Scale range
GHQ-12 17.83 (6.44) 14.79 (6.56)* 16.48 (8.00) 0-36

Total EDSIS 46.38 (14.93) 41.93 (16.14) 41.86 (17.96) 0-96
Critical comments 26.50 (5.63) 24.00 (6.04)* 24.62 (6.21) 10-40
Emotional overinvolvement 31.14 (3.52) 28.76 (4.44)* 28.05 (4.84)b 10-40
Total needs 23.93 (13.36) 30.60 (14.19)* 30.14 (13.97)° 0-56
Adaptive coping 42.93 (8.41) 43.38 (8.38) 39.02 (9.67)° 16-64
Maladaptive coping 21.98 (5.36) 20.48 (4.72) 20.83 (4.76) 12-48
Quantity social support 2.25 (1.35) 2.32 (1.76) 2.09 (1.21) >0
Satisfaction social support 4.52 (1.18) 4.80 (1.25) 4.54 (1.35) 1-6

 Significant difference from Time One to Time Two
b Significant difference from Time One to Time Three
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The desired sample size for the current study was ini-
tially 100 participants. However, this aim was not met due
to difficulty with recruitment of participants, both through
the small number of potential participants requesting
information and a low response rate. Therefore, due to the
smaller than anticipated sample size, post hoc power
analyses were conducted before each analysis to determine
whether adequate power (.80) could be achieved. Post hoc
power analyses are useful when non-significant results
occur or are anticipated due to low participant numbers or
power [34]. Post hoc power analyses for repeated-measures
ANOVA indicated that the sample size was sufficient to
achieve adequate power of .80 [35].

Repeated-measures ANOVA were conducted to exam-
ine the first hypothesis that carer burden, psychological
distress, expressed emotion and carer unmet needs would
remain high over the three time points. There was no
significant overall change in carer burden. However,
psychological distress significantly changed over time
(F2, 82y = 3.04, p <0. 05, partial 172 = .07) and simple
contrasts (with Time One as the reference category) indi-
cated that there was a significant reduction in psychological
distress from Time One to Time Two (F(, 41y = 7.77,
p < .01; partial 112 = .16), but no significant difference
between Time One and Time Three.

For expressed emotion, the repeated-measures ANOVA
indicated a significant change in critical comments, F,
s2) = 5.14, p < .01. Simple contrasts (with Time One as
the reference category) indicated that there was a signifi-
cant reduction in critical comments from Time One to
Time Two (F(q, 41y = 10.99, p < .01; partial 112 = .22), but
no significant change from Time One to Time Three.
Similarly, there was a significant change in emotional
overinvolvement (F(,, 76y = 11.06, p < .001; Huynh—Feldt
correction), and simple contrasts (with Time One as the
reference category) indicated that there was a significant
reduction in emotional overinvolvement from Time One to
Time Two (F(;, 41y = 11.38, p < .01; partial 112 = .22) and
Time One to Time Three (F, 40y = 15.78, p < .001;
partial #* = .28).

There was also a significant change in total carer needs
(Fa, 73y = 8.95, p < .01; Huynh-Feldt correction), and
simple contrasts (with Time one as the reference category)
showed a significant reduction from Time One to Time
Two (F(, 41y = 12.88, p < .01; partial r]z = .24) and Time
One to Time Three (F(, 41y = 9.71, p <.0l; partial
n* = .19). Further, there was a significant change in
adaptive coping (F(2, sz = 7.64, p <.01) with simple
contrasts (with Time One as the reference category)
revealing a significant reduction in use of adaptive coping
strategies from Time One to Time Three, (F(;, 41y = 7.56,
p < .01; partial ;72 = .16), but no change from Time One to
Time Two. There was no significant difference in

maladaptive coping strategies across the three time points.
Lastly, in relation to social support, there were no signifi-
cant changes in either quantity or satisfaction with social
support.

Longitudinal prediction of carer burden
and psychological distress

A standard multiple regression analysis was conducted to
test hypothesis two regarding the longitudinal prediction of
carer burden and psychological distress. Due to the lower
than expected sample size, post hoc power analyses were
conducted to determine the maximum number of predictors
to achieve a power of at least .80 [35]. Given the consistent
relationship between the variables in the current study and
carer burden, it was assumed that the regression models
would achieve an R? of at least .30. Thus, .30 was chosen
as the effect size. The alpha level was set at .05, and sample
size taken from the n at Time Three. Power calculations
revealed that the maximum number of predictors to achieve
acceptable power was four. The chosen predictors were:
satisfaction with social support, total expressed emotion,
maladaptive coping and total needs. Total expressed
emotion, maladaptive coping and total needs were chosen
due to their moderate to high correlation with carer burden
and psychological distress within the current study. Satis-
faction with social support was also chosen as a predictor
due to prior research, indicating that satisfaction with,
rather than quantity of, social support was the stronger

Table 2 Correlations between longitudinal predictors and outcome
measures

Satisfaction Expressed Maladaptive  Total
with social emotion coping needs
support (T1) (T1) (T1) (T1)
Carer burden ~ —.13 43" S -.30"
(T2)
Psychological  —.14 .28 34" .01
distress (T2)
Carer burden ~ —.10 27 417 -31
(T3)
Psychological — —.11 .07 23 .06
distress (T3)
Satisfaction ~ Expressed Maladaptive Total
with social ~ emotion coping needs
support (T2) (T2) (T2) (T2)
Carer burden (T3) .00 36" 417 —35"
Psychological —.12 .07 23 —.08
distress (T3)
*p<.05
** p < .01
% p <001
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Table 3 Standard multiple regression analyses for the longitudinal prediction of carer burden

Predictor Time One to Time Two Time One to Time Three Time Two to Time Three

B B st B p st B p st?
Satisfaction with social support .26 .02 .00 2.20 .14 .02 92 .06 .00
Total expressed emotion 73 36* .10 34 14 .02 23 13 .01
Maladaptive coping .20 .07 .01 1.09 33% .09 1.38 36% .10
Total needs —.24 -21 .04 -.37 -27° .07 —-42 —.34% .10

* Approached significance
*p < .05

predictor of carer burden [36]. Table 2 presents Pearson’s
correlations for the chosen predictors and outcome measures.

Table 3 presents the B-weights, f-weights and sr* for
the longitudinal prediction of carer burden. Predictor
variables were taken from Time One in order to predict
Time Two and Time Three carer burden scores. For bur-
den, the Time One to Time Two regression model was
significant (R* = 23, p < .05; adjusted R*> = .16), with
total expressed emotion a significant unique predictor. The
Time One to Time Three regression model was significant
(R* = 23, p < .05; adjusted R* = .15), with maladaptive
coping a significant unique predictor and total needs
approaching significance a unique predictor (p = .08).

Similarly, predictor variables were also taken from Time
Two to predict Time Three carer burden scores. The Time
Two to Time Three regression model was significant
(R* = 31, p < .01; adjusted R* = .24), with maladaptive
coping and total needs significant unique predictors.

With respect to psychological distress, satisfaction with
social support, total expressed emotion, maladaptive cop-
ing and total needs at Time One were also used to predict
scores at Time Two and Time Three. However, both the
Time One to Time Two, and Time One to Time Three
regression models were not significant. Lastly, satisfaction
with social support, total expressed emotion, maladaptive
coping and total needs at Time Two were used to predict
Time Three psychological distress score. Again, this
regression model was not significant.

Discussion

This is the first study to longitudinally examine eating disorder
carer burden and psychological distress. The aim of the cur-
rent study was twofold: firstly, to examine longitudinal
changes in the level of expressed emotion, coping strategies,
social support, carer needs, carer burden and psychological
distress; secondly, to determine the longitudinal predictors of
carer burden and psychological distress.

The first hypothesis was partially supported. Carers of
people with an eating disorder experience long-term
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moderate to high levels of burden and psychological dis-
tress. The ongoing carer burden and psychological distress
are not surprising given the chronic nature of eating dis-
orders. Eating disorders have an average duration of 5
years, are often associated with psychiatric co-morbidities,
such as depression or anxiety, and have a number of adverse
physiological consequences [1]. As a result, carers are faced
with ongoing difficulties related to the eating disorder and a
lack of progress towards recovery. In addition, carers in the
current study demonstrated long-term high levels of critical
comments and emotional overinvolvement. Given the link
between high levels of expressed emotion and outcomes
for eating disorders [36, 37], the consistently high level of
expressed emotion from carers could potentially contribute to
the chronicity of the eating disorder and the ongoing high level
of burden and distress. Lastly, while carers report an ongoing
moderate level of unmet needs, there was a small, but sig-
nificant, decrease in unmet needs over time.

This study was also the first to examine longitudinal
changes in the use of coping strategies and social support
over time. Carers continue to use moderate levels of mal-
adaptive coping strategies and show a small, but signifi-
cant, decrease in the use of adaptive coping strategies over
time. The reduction in adaptive coping strategies is con-
cerning, in that the use of adaptive coping strategies can
help to decrease the level of distress in carers of people
with a mental illness (e.g. [38]). Social support also dem-
onstrated stability; across the time periods, carers reported
that while they have only two to three people they can turn
to for support, however, they are consistently satisfied with
the quality of that support. Social support lessens the
harmful effects of a stressful situation [24]; specifically,
carers’ satisfaction with social support, rather than simply
size of a social network, is the stronger predictor of dis-
tress, positive affect and satisfaction with life [27, 39].
Therefore, the findings from the current study are positive;
carer satisfaction with social support has the potential to be
protective against burden and distress. In summary, carers
of people with an eating disorder display chronic, moderate
levels of burden, distress and use of maladaptive coping
strategies.
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A search for prior longitudinal carer literature revealed
that there was a lack of longitudinal research examining
carers of those with a mental illness. However, longitudinal
research examining the impact of caring for someone with
an organic illness indicates that there are ongoing diffi-
culties, with little, or no, change in carer mental health or
well-being over time [40-42]. Further, adverse health
effects are more likely to be seen in those who provide 20
or more hours of care per week [43]. Therefore, the find-
ings from the current study with regard to the chronicity
of burden and distress, in conjunction with a high level of
contact hours (approximately 79 h per week) and use of
maladaptive coping strategies, suggest that carers of those
with an eating disorder may be at risk of developing mental
illnesses such as depressive or anxiety-related disorders.

The second hypothesis regarding the longitudinal predic-
tion of carer burden and psychological distress was partially
supported. While there was a low number of participants, the
level of variance in carer burden explained was moderate to
high (T1-T2: 23 %; T1-T3: 23 %; T2-T3: 31 %) [44]. Past
models of eating disorder carer burden predict 18 % [6] to
38 % [11] of variance. However, other factors such as stigma
or familial conflict may still be involved in determining the
burden. More longitudinal research, using larger sample sizes,
is needed to explore these factors.

Expressed emotion, maladaptive coping and carer needs
were significant long-term predictors of carer burden. The
limited prior research examining cross-sectional models
supports the current finding that needs and expressed
emotion predict carer burden. Whitney et al. [15] found
that a need for support from people/organisations signifi-
cantly predicted a negative appraisal of caregiving. Addi-
tionally, expressed emotion (as reported by the patient with
an eating disorder) is predictive of a negative carer expe-
rience [6].

Further, maladaptive coping was found to be a longi-
tudinal predictor of burden. Past qualitative research [22,
23] indicates that carers use a number of different coping
strategies, and a quantitative, cross-sectional study showed
that maladaptive coping strategies predicts both burden and
distress [20]. The current study, therefore, provides further
support for the impact of maladaptive coping strategies,
such as self-blame, denial and behavioural disengagement.
Therefore, the long-term influence of expressed emotion,
maladaptive coping and carer unmet needs on carer burden
indicates that intervention and support programs for carers
are required, specifically targeted at reducing expressed
emotion, addressing long-term needs and teaching carers
effective coping strategies to reduce their reliance on
maladaptive strategies.

Interestingly, social support did not predict carer burden
over time. No prior eating disorder model has examined
informal social support as a predictor of carer burden or

psychological distress. However, Dimitropoulos et al. [11]
found that professional support outside the immediate
family was the strongest predictor of family functioning.
They concluded that those who lack social support outside
the family may rely more heavily on immediate family
members for aid, therefore, causing greater strain within
the family unit. Due to the lack of a significant finding in
the current study, it may be speculated that the impact of
social support on burden and psychological distress is
influenced by other aspects, such as family functioning.

Surprisingly, psychological distress was not able to be
predicted longitudinally. This may indicate that distress is
dependent more on the current situation, rather than past
events. Therefore, carer psychological distress may result
from a reactive process to current circumstances. Other
cross-sectional research supports the difficulty in predicting
psychological distress. Dimitropoulos et al. [11] found that
burden and family conflict were not significant predictors
of distress. However, other cross-sectional research indi-
cates that psychological distress is predicted by negative
experiences of caregiving [6], patient dependency and
stigma [15], self-related strains, interpersonal strains and
gender [45]. However, it is difficult to know whether these
variables would predict psychological distress longitudi-
nally. Future research needs to further examine the long-
term predictors of distress.

Given the continued high levels of burden, distress,
expressed emotion and maladaptive coping strategies, there
is a need to provide ongoing support to carers of people
with an eating disorder. Specifically, targeted intervention
programs that aid carers in effectively coping with their
role, reducing their level of expressed emotion and
addressing carer needs are required. Such interventions
have the potential to reduce the risk of serious psycho-
logical consequences of the ongoing carer burden, such as
depression or anxiety. For instance, one existing workshop
series for carers of patients with an eating disorder, tar-
geted at reducing expressed emotion, has been successful
in lowering the level of burden and psychological distress,
as well as decreasing levels of expressed emotion [46, 47].

There are some limitations to consider for the current
study. Firstly, it should be noted that the information
regarding the patients’ symptoms was obtained from carer
reports and not collected directly from patients using stand-
ardised measures. In addition, it is possible that factors other
than caring for a person with an eating disorder contribute to
the level of psychological distress reported by the participants.
For instance, work-related demands, needing to care for other
family members or financial stress may impact upon the level
of psychological distress reported by the carer.

The third set of limitations relates to the nature of the
sample. Firstly, while the participants were a community
sample, due to the self-selection into the study, it may be
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that the sample was not representative of more extreme
cases. Carers whose situation was more extreme may not
have the time to complete the study or may be too dis-
tressed by their situation to take part. Secondly, while ca-
rers of all eating disorder diagnoses and both genders were
able to participate, the majority of the participants were
female, AN carers. Thus, generalisability of the current
findings may be limited. Lastly, the sample size was rela-
tively small, thus limiting the analyses. The majority of
previous research recruited participants from inpatient
settings; therefore, it appears that there is greater difficulty
in recruiting from a community population. Further, the
low number of participants may limit the interpretability of
the current findings.

The last main limitation relates to the measure of social
support. The chosen measure did not predict burden or psy-
chological distress. It may be speculated that the generalised
nature of the social support measure used, as opposed to a
specific, carer burden-focused measure of social support, did
not adequately capture the construct. Further, the SSQ6 is a
measure of emotional, rather than instrumental, support [31].
Instrumental support consists of behaviours that are intended
to provide direct aid to another, such as doing a job or chore, in
order to provide assistance with task-directed coping efforts
[24, 48]. In contrast, emotional support encompasses support
on an empathetic basis, such as being a confidant and pro-
viding reassurance, which communicates to an individual that
he/she is cared for and loved [24, 48]. As such, while emo-
tional support may not be a predictor of burden or distress,
instrumental support may be important. Thus, future research
needs to investigate the impact of instrumental support.

The current study shows that carers of people with an
eating disorder experience an ongoing high level of burden
and psychological distress. Further, carer burden is pre-
dicted longitudinally by maladaptive coping strategies,
carer needs and expressed emotion. Additionally, the cur-
rent research demonstrates the difficulty in predicting long-
term psychological distress. Therefore, the outcome of
distress may be influenced only by the current situation,
rather than past difficulties. Lastly, the current research
provides support for the implementation of carer inter-
ventions designed to reduce the level of expressed emotion
and reliance on maladaptive coping strategies, in con-
junction with addressing carer needs.
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