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ABSTRACT 

When a child is diagnosed with an eating disorder, 
parents are expected to help the child recover. Yet, 
parents often feel under-prepared and alone, their 
experiences inadequately known to healthcare pro- 
fessionals. The research aim was to examine the 
meaning to parents of caring for a child with an eat- 
ing disorder. Qualitative interviews with 29 parents 
were analyzed and the parents’ experiences were re- 
presented by a collective story of loving her into well- 
being one day at a time which consisted of two themes: 
Running on nerves and caring through transforma- 
tional activism. Running on nerves included threads of 
feeling lost, traumatized, scarred, and disengaged that 
mitigated as parents engaged in transformational ac- 
tivism processes directed toward helping themselves, 
their child, and other parents and children. The find- 
ings illustrate the importance of hearing parents’ sto- 
ries in order to create supportive healing environ- 
ments and to build capacity within families and health 
care systems. 
 
Keywords: Eating Disorder; Parents; Narrative Analysis; 
Transformational Activism 

1. INTRODUCTION 

Children—particularly adolescents undergoing puberty 
with its dramatic physical changes and new social pres-
sures—are often concerned about their appearance. For a 
number of children, that concern can lead to an eating 
disorder such as anorexia nervosa (self starvation) or 
bulimia nervosa (binge-purge cycle). Eating disorders are 
the third most common illness of adolescence [1-3], and 
although more prevalent among girls and women, boys 
and men are also vulnerable [4]. 

Generally, eating disorders involve self-critical, nega- 
tive thoughts and feelings about body weight and food, 
and eating habits that disrupt normal body function and 
daily activities [5]. Eating disorders can lead to serious 

physical health problems including dehydration and 
other medical complications like heart problems, kidney 
failure, severe malnutrition and even death [6]. The ef- 
fects are so pervasive and devastating as to require in- 
tervention via a team of trained professionals to address 
weight restoration and counseling needs for related is- 
sues of depression, anxiety, and perception about body 
size, shape, eating, and food. 

Parental involvement is deemed critical to successful 
intervention when a child develops an eating disorder. 
Parents are expected to ensure the child has proper food 
intake and to support the medical treatment plan [7,8]. 
Despite this parental involvement, the professional lit- 
erature has often conveyed parents as having contributed 
to their child’s eating disorder. Parents may not disclose 
experiencing stress and guilt concerning their child’s 
situation to avoid negative labeling. A greater under-
standing of the meaning to parents of caring for a child 
with an eating disorder will inform comprehensive treat- 
ment initiatives, enhance professional responsiveness to 
parents, and strengthen parental contribution to effective 
family-oriented care. 

2. LITERATURE REVIEW 

Using CINAHL, Psych Info, Sociological Abstracts and 
Medline databases and the following keywords alone and 
in combination: Eating disorders, anorexia, bulimia, par-
ents, mothers, fathers, care, daughters, caring, support 
and recovery, 56 articles and books were located—18 
which focused specifically on the parents’ subjective ex- 
perience of caring for a child with an eating disorder 
[9-26] (Table 1). This literature portrayed parents’ diffi- 
culty comprehending the severity of the eating disorder 
[14,20] and their frustration related to the child’s lack of 
disclosure [9,13,17,20] as well as to failure of primary 
care practitioners to initially detect the eating disorder 
[13] and enact compulsory treatment [21]. Parents de-
scribed social isolation [11,22,25], depression [10,14,17, 
20], anxiety [18], burden [16,19] long waiting times to 
receive medical attention [11,20] and spending large 
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Table 1. Prior research into parents’ care giving experiences. 

 Author/Year Research Purpose Sample; Method Results 

1 

(a) Beale, McMaster and 
Hillege/2004 [9]  
 
(b) Hillege, Beale and 
McMaster/2004 [10] 
 
(c) McMaster, Beale, Hillege 
and Nagy/2006 [11] 

(a) To describe impact of 
eating disorders on family
life. 
 
(b) To give voice to parents
to enable appropriate 
clinical decision making. 
 
(c) To present parents’ 
interactions with  
professionals. 

n = 22 parents (19 M, 3 F) 
from AU; qualitative 
interviews and analysis. 

(a) Described problem recognition, inaccessibility 
of resources, care-giving efforts, and parental 
strength. 
 
(b) Themes: Family unification/disintegration, 
inability to cope, inconsiderate comments by  
others, social isolation and financial impacts.  
 
(c) Themes: Finding help, feeling shut out,  
engagement, being resourceful and parents not 
prepared to give up. 

2 
Cook-Darrzens, Doyen, 
Falissard and Mouren/2005 [12]

To determine if pattern of 
family functioning is  
associated with adolescent 
anorexia nervosa (AN). 

n = 40 M, 40 F, 40 children 
and 31 siblings (France);  
survey responses compared 
with a reference population.

No specific pathological pattern found. Families  
self-described being “flexibly distant” and  
dissatisfied with family life. 

3 
Cottee-Lane, Pistrang and 
Bryant-Waugh/2004 [13] 

To examine experiences of
parents of a child with 
early onset AN. 

N = 11 UK parents (7 M, 4 
F); interpretive  
phenomenological analysis 
of qualitative interviews. 

Themes revealed extreme demand and personal  
challenge for parents to understand the eating  
disorder, its impact (dreadful monster, high stakes, 
living nightmare), and management. 

4 Dellasega/2005 [14] 
To provide insight, support
and strategies for family 
caregivers. 

n = 26 parents (USA);  
narrative approach. 

Rich descriptions of how parents cope at home with 
a child with an eating disorder. 

5 
Gilbert, Shaw and  
Notar/2000 [15] 

To study challenges, 
changes and coping when
child diagnosed with eating
disorder. 

N = 52 M (Canada);  
quantitative and qualitative 
questionnaires. 

Family strain worse at time of initial diagnosis. 

6 
Graap, Bleich, Herbst, 
Trostmann, Wancata and de 
Zwaan/2008 [16] 

To assess degree of distress
and need for supporting  
carers of children with AN 
and bulimia nervosa (BN).

n = 32 parents, 16 children 
with AN and 16 with BN  
(Germany); general health 
questionnaire, burden  
inventory, and carers’ Needs 
assessment. 

Most problematic were the chronic course of the  
illness and concerns about the child’s future; most 
frequent need for support was counseling and  
professional support. Parents of children with AN 
reported higher scores than those with BN. 

7 Honey and Halse/2008 [17] 
Describe coping strategies 
of parents caring for a  
daughter with AN. 

N = 16 M, 8 F (AU);  
parents’ accounts compared 
to common quantitative  
categorizations. 

Parents define their actions differently and use  
coping strategies not measured by the most widely 
used quantitative coping instruments. 

8 
Kyriacou, Treasure and 
Schmidt/2008 [18] 

Explore and model factors 
associated with distress in 
parents of children with  
AN. 

N = 91 M, 60 F (UK)  
multiple regression.  
caregiving stress scale,  
hospital anxiety and  
depression scale, anorectic 
behaviour observation  
scale. 

Over 70% of parents found to be anxious and 38% 
depressed. Parent sex and interpersonal strains  
accounted for 41% variance. Mothers experienced 
greater care-giving strain and distress than fathers.

9 
Santonastaso, Saccon and 
Favaro/1997 [19] 

To investigate the burden 
of families caring for  
adolescents with eating  
disorders. 

N = 40 relatives of 24  
children (Italy); rated  
subjective and objective  
burden, hypercriticism,  
over-involvement, and  
psychiatric symptoms. 

Subjective burden reported by the key relatives of 
patients with AN was significantly greater than that 
of the key relatives of patients with BN. The  
relatives of AN patients scored higher for  
over-involvement and psychiatric symptoms than 
the relatives of BN patients. 

10 Sharkey-Orgnero/1999 [20] 
To understand parents’  
views of daughters’  
recovery from AN.  

N = 10 M, 8 F, 9 recovered 
children and 1 sibling  
(Canada); grounded theory.

Core theme “awakening” included reacting  
(recognizing lack of knowledge, fearing anger, and 
realizing it as a family problem), acting (preparing, 
confronting, and turning point), maintaining  
(accepting, making changes, and being flexible),  
and preventing (cluing in, building self-esteem, and 
educating). 
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Continued 

11 
Tan, Hope, Stewart and 
Fitzpatrick/2003 [21] 

To explore views about  
compulsory treatment,  
competence and capacity 
in persons with AN. 

N = 10 women with AN, 8 
M and 1 F (UK); grounded 
theory. 

Competence to consent to or refuse treatment found 
problematic because persons with AN often appear 
capable to make treatment decisions and yet may 
resist treatment. Parents justify compulsory  
treatment to save life. 

12 Tierney/2005 [22] 

To identify the views of  
parents in relation to  
treatment received by their 
children. 

N = 8 M and 5 F (UK);  
semi-structured, qualitative 
interviews. 

Parents adopted stance of “hoping for the best but 
fearing the worst”. They wanted more feedback  
from professionals, opportunity to discuss concerns
and resources for other children. 

13 
Treasure, Murphy, Szmukler, 
Todd, Gavan and Joyce/2001  
[23] 

To examine the experience 
of care giving persons with 
AN and compare it with  
that of care giving persons 
with a psychotic illness. 

N = 71 relatives of 55 UK 
families; general health  
questionnaire, experience  
of caregiving inventory and 
narrative letter writing with 
qualitative thematic analysis.

Relatives of persons with AN experienced higher 
levels of difficulties and psychological distress.  
Themes of guilt and shame were expressed in 
parents’ letters. 

14 
Whitney, Murray, Gavan, Todd,
Whitaker and Treasure/2005 [24]

To gain detailed  
understanding of parents’ 
caregiving experiences. 

N = 20 M and 20 F (UK);  
qualitative analysis and  
computerized text analysis 
of written narratives. 

Themes: Illness perceptions, impact on family, and 
emotional, cognitive and behavioral responses  
towards the illness. Perceived AN as chronic and  
disabling. Blamed selves for contributing to the  
AN; perceived selves as helpless in promoting  
recovery. Mothers illustrated an intense emotional 
response, fathers were more cognitive and  
detached.  

15 
Winn, Perkins, Murray, Murphy 
and Schmidt/2004 [25] 

To understand the needs of 
parents and partners of  
persons with BN. 

N = 15 UK parents and 5  
partners of persons with BN; 
qualitative interviews and  
content analysis. 

Needs identified: More information, practical  
advice and guidance, and opportunity to talk to  
others. 

16 
Witton, Leichner, Sandhu-Sahota 
and Filippelli/2007 [26] 

To examine aspects of  
eating disorders as future 
research priorities. 

N = 20 persons with eating 
disorders, 37 M and 15 F  
(Canada); research  
directions survey. 

Top priorities: Treatment, family dynamics, 
motivation for recovery, self-esteem, weight-related 
comments, body image distortions, and individual 
psychotherapy. Parents did not identify motivation 
for recovery as a priority. 

 
sums of money on health insurance, hospitalization and 
therapists, while concerned that benefits would run out 
and their child unable to continue therapy [10]. Parents 
also reported fear, helplessness, stress, shame and guilt 
[9,13,19,20,23]; negative judgment by others [10-12]; 
exclusion from treatment decisions if their child was 
older [15]; family strain [15,26]; and marital difficulties 
contributing to some marriages ending in divorce [10, 
11,22]. Further, parents have described being actively 
discouraged from taking part in their child’s treatment, 
not having their needs addressed in clinical practice, and 
subsequently pulling away from professionals [10,11,18]. 

In these and other related studies, researchers did not 
conclude if family stress/dysfunction was strictly an 
etiological factor or a consequence of the eating disorder. 
Findings conveying mothers as “over involved and en- 
meshed” and fathers as “cold and distant” [27, p. 136] 
with mothers viewing the family environment as “rosy” 
and fathers describing a more “dysfunctional” (p. 138) 
environment are reminiscent of 1970s observational 
studies which denoted families of children with anorexia 
nervosa as rigid, overprotective, enmeshed and unable to 
resolve conflicts [28,29]. Along these lines, recent work 
has continued to associate eating disorder development 
with parental overprotection [30-32], insecure attach- 
ment [33], and maternal body dissatisfaction [34]. The 
persisting belief of family dysfunction as an underling 

cause may foster tension between parents and health pro- 
fessionals. 

Supporting greater parent involvement in treatment, 
Bruining et al. [35] and Russell-Mayhew and Arthur [36] 
found parental participation significantly decreased criti- 
cal attitudes to weight and shape and enhanced eating 
disorder prevention. In addition, Cook-Darzens et al. [12] 
provided a view that families with an eating disordered 
child do not conform to dysfunctional patterns. 

The literature conveys the need for including parents 
in their child’s treatment and recovery. However, there 
remains a gap in our knowledge of the processes parents 
use in caring for their child with an eating disorder and 
the meaning they draw from these experiences. Further 
study of parents’ experiences is recommended, specifi- 
cally with the enrichment of qualitative data [37]. Such 
ongoing inquiry requires collaborative empowering par- 
ent-researchers relationships given the prior reported 
tension between parents and professionals. 

3. STUDY PURPOSE 

The research aim was to represent the voices of parents 
and the meanings parents draw from their experiences in 
caring for a child with an eating disorder which would 
ultimately help inform supportive care-giving interven- 
tions for children and families. Specific objectives were 
to 1) elicit the narratives of parents who care for a child 

Copyright © 2012 SciRes.                                                                       OPEN ACCESS 



K. Weaver / Open Journal of Nursing 2 (2012) 406-419 409

with an eating disorder; 2) create a coherent collective 
core story through ordering the events, intentions, and 
nuances within the individual stories; and 3) examine the 
underlying processes parents use to make meaning 
within the larger cultural and clinical narratives of eating 
disorder development, treatment and recovery. 

4. DESIGN AND METHOD 

To address the objectives, a collaborative exploratory 
qualitative inquiry was designed with parents as story 
tellers and experienced registered nurses as interviewers 
trained to listen and respond without censure. The re- 
sulting interviews were analyzed for significant and re- 
curring themes, with parents invited to respond to the 
researcher interpretation. 

4.1. Narrative Approach 

Narrative (L. narrare) describes the arranging and telling 
of events into stories to express understanding of intent, 
decisions, actions and identity [38-40] in ways that are 
significant and logical for the narrator and audience 
[41-43]. A narrative approach to research is based on 
assumptions that stories are the fundamental way to re- 
late human experience [44-46], allowing people oppor- 
tunity to examine, make meaning, and alter the direction 
of their lives [47-49]. Narrative inquiry enables access to 
cultural and societal influences affecting everyday life 
actions and choices [38,44,50]. As individuals narrate 
their stories, how they make sense of personal experience 
in relation to cultural and historical discourses and how 
they draw on, resist, and transform those discourses be- 
come visible [37,51]. 

The task of narrative analysis is to look for common- 
alities and differences within stories, presenting them 
together as a collective story containing major themes, 
plots, and individual threads [46]. In exploring meaning 
within linguistic practices and conveying the partici-
pants’ unique contributions, the researcher uses reflexiv-
ity to identify personal culture, politics, and biases that 
possibly influence the research process and findings 
[50,52-54]. 

4.2. Sample 

Twenty-nine English-speaking parents with experiences 
in caring for a child with an eating disorder were re- 
cruited via invitational letters to eating disorder support 
groups, newspaper advertisements and telephone fol- 
low-up. The sample included 22 mothers and 7 fathers 
living in an Eastern Canada province; 3 participants were 
of Acadian French descent and 10 comprised 5 hus- 
band-wife couples. Participants were aged 45 - 67 years 
and most resided in towns or cities. Their children with 
eating disorders were daughters who had been ill from 

less than 1 year to more than 33 years: 13 were diag-
nosed with anorexia nervosa, 10 bulimia nervosa, 3 ano-
rexia-bulimia nervosa, and 3 eating disorders not other-
wise specified. No parents of sons with eating disorders 
responded to the study’s invitational letter and adver-
tisement to participate. 

4.3. Data Collection 

Following institutional ethics approval, the initial quali-
tative interviews were conducted by registered nurses 
enrolled in a graduate qualitative research course offered 
by the PI (2007, 2009). Follow-up interviews with 5 fa-
thers and 16 mothers were completed by the PI in 2009 
and 2010. Participants were interviewed separately un- 
less they (total of 3) requested their partner to be pre- 
sent. Interviews lasted from 24 - 117 minutes, were au- 
dio-recorded in participant preferred locations, trans- 
cribed and anonymized. For initial interviews, a schedule 
was developed to explore the parents’ experiences in 
caring for their child, their understanding of the eating 
disorder, and their perceptions of treatment and support 
(see Table 2). These questions guided rather than dic-
tated the interviews to optimize parental voice. In fol-
low-up interviews, parents were given their individual 
stories, a draft summary of all stories, and opportunity to 
add to or clarify any aspects. 
 
Table 2. Interview questions. 

1. 
Could you tell me about your experience of caring for your 
child with an eating disorder? 

2. 
What does caring for a child with an eating disorder mean to
you? 

3. 
Could you talk about what helped you care for your child? 
How were specific people and events supportive to you? 

4. 
Describe any difficulties you faced while caring for your 
child with an eating disorder. What really did not help you? 

5. 
Under what circumstances did you access and use the health
services and resources as specified on the demographic 
information sheet? 

6. 
How did the health care system services and resources assist
you? How did it hinder you caring for your child? 

7. 
What has been the impact of the eating disorder and caring 
for your child with an eating disorder on you and your 
family? 

8. 
Is there something that you would like to have happened 
differently while caring for your child with an eating 
disorder? 

9. 
Describe to me any difference you see in yourself from 
having the experience of caring for a child with an eating 
disorder. 

10. 
What have you learned about yourself and your needs 
through the process of caring for your child with an eating 
disorder? 
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4.4. Data Analysis 

Drawing on Emden [55], Clandinin and Connelly [48] 
and Cortazzi [56] (education), Polkinghorne [40] (psy-
chology) and Martin-MacDonald [53] (nursing), the in-
terviews were analyzed to understand the parents’ ex-
periences, their time lines and perceptions. The analysis 
involved replaying the audio tapes, re-reading the full 
interview text to grasp its content and asking the follow-
ing questions suggested by Cortazzi [56]: What is this 
about? Who are involved? What happened? Why? When 
and where did it happen? What happened next? What 
could it mean? The parents’ accounts were examined for 
elements of time, personal and social relations, place, 
and voice. Time was conveyed through dynamic en-
twinements of past, present and future rather than linear, 
uni-directional clock time. Personal and social referred to 
participants’ expressing their sense of self and relation-
ships with others. Examining place entailed seeking out 
their descriptions of specific physical and topological 
boundaries as participants recounted feelings and emo-
tions linked to a specific experience. To respect parental 
diversity and uniqueness, the voices of participants car-
ing for their child with an eating disorder were given 
greater research attention than others (e.g., professionals) 
they referred to in their stories. The various elements of 
temporality, personal/social, place, and voice intersected 
as participants moved back and forth between past and 
present, reflecting on various events and their locations, 
and recounting their private feelings amid social interac-
tions. 

Data were sorted under descriptive codes that emerged 
from examination of the data (i.e., codes were not prede-
termined) and organized into threads, themes, individual 
core stories representing each parent’s experiences and a 
synthesis of collective experiences. Threads were con-
structed from clustering similar data within and across 
the stories; themes from clustering threads. Using Em-
den’s method [55], core stories were created from full 
length stories by deleting interview questions and extra-
neous words and content. A process of tacking [40] or 
searching back and forth between stories helped identify 
distinguishing subplots within the stories that were 
common to more than one story. 

The mothers’ and fathers’ core stories were examined 
separately for differences. Mothers reported more often 
being responsible for meal preparation and supervision, 
scheduling medical and counseling appointments, trans- 
portation of the daughter to and from appointments, in- 
teracting with teachers, and engaging in conversations 
with daughters. Fathers more often disengaged, relegated 
care giving to mothers, acknowledged inability to under-
stand the daughter’s motivation and coped through long 
hours at work. Because the analytic process revealed sets 
of subplots common to all stories and the research intent 

was to understand the meaning of parents’ care-giving 
experiences, data from both mothers’ and fathers’ inter-
views were analyzed together in this study. A separate 
project [57] was implemented to highlight the fathers’ 
unique experiences as these are largely absent in the lit-
erature. 

Once all subplots were identified with no new ideas 
emerging in the data, the subplots were grasped together 
into one story. This enabled what Polkinghorne calls 
making “individual events comprehensible by identifying 
the whole to which they contribute” (p. 18) [40]. Aspects 
of the collective story were compared with similar con-
cepts in the mental health, care-giving and population 
health literature. 

4.5. Rigor and Validating with Participants 

Narrative truth is assessed by the coherence, congruence, 
and completeness of the subjective account of a specific 
experience [53,58]. Criteria of verisimilitude (truth-like 
quality), ethicality (protecting participants’ rights, ensur-
ing transparency of research decisions) and fidelity (in-
tegrity on the part of the researcher to preserve the worth 
and dignity of the storyteller [59]) also guided scientific 
rigor. The voices of all participating parents were con-
tained in the collective core story; their words were re-
tained and given priority over researcher interpretation to 
enhance the utility of the research findings to others. 
Quotations are identified by M or F, denoting mother or 
father respectively, and the participant identification 
number; content from the interviews is given in italics 
Including all participants enhanced the level of trustwor-
thiness beyond member checking [60] and adherence to 
rigorous research and analytical practices [40,61]. Indi-
vidual core stories and a draft of the collective story were 
taken back to participants. Cycling the findings of the 
study this way added what Brantlinger [62] has termed 
“catalytic validity” (p. 420): Parents became energized 
and more aware of their common issues in caring for a 
child with an eating disorder. In providing opportunities 
for participants to review the researcher interpretation, 
their comments and suggestions became part of the re-
search story and were included in the final narrative 
product. Participants agreed with the collective core story, 
adding that it offered a helpful glimpse into their own 
and others’ experiences. “This could be given to parents 
when their child is first diagnosed. Then they would 
know what to expect and believe more in their ability to 
help their child” [M7]. 

5. FINDINGS 

The collective story of parents’ caring for a daughter 
with an eating disorder is called loving her into well- 
being one day at a time and contains two major themes. 
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The first theme, running on nerves, is experienced as an 
acutely distressing emotional state of feeling lost, trau-
matized, scarred, and at times disengaged. The second 
theme, caring through transformational activism, in-
cludes respecting the daughter’s autonomy, surreptitious 
watchfulness, intuitive reasoning, and bridging to pro-
vide support and resources as needed (Table 3). 

5.1. Loving Her into Well-Being One Day at a 
Time 

Parental love for their daughter and concern for her im-
mediate and future well-being drive parents’ efforts to 
help her become healthy and happy. “She’s my child and 
I love her. I wanted to make sure she didn’t become ill 
for the rest of her life” [F5]. Parents love the daughter 
unconditionally, despite her fluctuating health status and 
negative outbursts. “No matter what her state of mind, I 
will always be there for her” [M19, F7]. Parents believe 
their love for the daughter exists outside of their control, 
and although given freely, they do not have free choice. 
“You have to tell them you love them. They are really 
hard on themselves” [M15]. 

The process of loving her is time and labor intensive. 
“You do it one day at a time and you don’t really think 
about it. It has to be done and there is no one else to do  
 
Table 3. Summary of themes and threads for loving her into 
well-being one day at a time. 

Running on nerves 
Distressing emotional and behavioral responses when demand exceeds
usual care-giving capacity. 

Lost 
Uncertainty for how to best help the 
daughter amid overwhelming fear for 
her health and life 

Traumatized 
Pain from the intrusion of the eating 
disorder and its associated burden 

Scarred 
Negative and positive effects of  
caring for a child with an eating  
disorder 

Characterized 
by feeling: 

Disengaged 
Withdrawing from the daughter’s  
behaviors 

Caring through Transformational activism 
Process of empowerment to address situational and long term learning
and support needs 

Respecting 
her autonomy 

Providing space for the daughter to 
acknowledge the problem and engage 
in treatment Characterized 

by actions: 
Surreptitious 
watchfulness 

Protecting daughter through  
unobtrusive monitoring of her eating 
and purging behaviors 

 
Intuitive  
reasoning 

Attuning to the daughter’s plight 
and acting on perceptions of 
danger 

 Bridging 
Establishing new connections for 
parents and their daughters to 
access resources 

it” [M14]. Parents learn the extent of the care-giving 
demand as they go. “I was thinking there might be an 
instant fix. I felt that if somebody caught her at this time 
[pre-hospitalization] and fixed it, within a week she’d be 
back to herself. But it didn’t work that way” [M11]. In- 
deed, parents must continuously and incrementally adjust 
their understanding and expectations. 

It takes time for you to understand things because the 
information comes in bits and pieces. It’s a gradual thing 
so the more it comes out the better you understand that it 
does take time. My daughter and I are probably both in 
the same boat right about now. Tomorrow we could be in 
separate boats. I guess it’s just a matter trusting the 
process [M4]. 

Outcomes from loving the daughter include develop-
ing a more compassionate life philosophy. One father 
changed his outlook of his daughter who struggled with 
anorexia: “I respect her more now… She had a rough 
world; she could have died but she survived” [F2]. The 
analysis revealed that parents suffer for their child and 
yet they transcend their suffering, transform it into a story 
of strength and wisdom, and are irrevocably changed by 
this process. 

You set your priorities differently after you go through 
this experience. You realize that things were not big deals 
before… I used to be reactive. I don’t think I’m as flap-
pable as I used to be. I am more laid back. You realize 
it’s not worth fighting and squabbling. You see the im-
portance society puts on this body beautiful ideal. The 
individual gets lost in the shuffle. Health is everything 
[M8]. 

5.2. Running on Nerves 

From the tremendous challenge to care for the child with 
an eating disorder while simultaneously caring for others 
and self, parents enter an uncomfortable state of running 
on nerves. They feel lost in that they do not know what 
to do and who to trust for their child’s immediate care. 
Traumatized by the effects of the eating disorder and by 
negative judgments of others, they are scarred. With 
professional advice or on their own, they may disengage 
from the situation. 

5.3. Lost 

Parents are initially lost alongside their child with an 
eating disorder and unable to find their way. They liken 
the experience to the child having cancer or a crushing 
accident, expressing terror that their daughter could die. 
“She was pencil thin… It was scary to think her heart 
could have stopped” [F2]. Being lost drains self-assur- 
ance; parents feel helpless, trapped in “a nightmare” [M1, 
M6, M16] of uncertainty about how to interact with the 
child. “You can’t just tell her Don’t do it! … You don’t 
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know if you are saying the right thing” [F5]. Parents 
want reliable information about eating disorders and re-
sources. 

What do we do? Where do we turn? It’s overwhelming. 
It overtakes your life and turns your whole world upside- 
down. It’s so hard because you don’t know now how to 
deal with it. As a parent, you would die for your child 
and having a child with an eating disorder means you 
are living in fear” [M6]. 

The situation is worsened as former ways of interact-
ing with the daughter are also lost. 

The relationship we’d had previously disappeared. I 
couldn’t talk to her; we couldn’t talk to each other. It 
was something that had taken right over her. I would lie 
in bed at night crying my eyes out, knowing that in the 
next bedroom was this bony daughter. I would sneak 
peaks at her, basically look over at her and try to con-
vince myself that it wasn’t as bad as it was, that maybe 
she had gained a little bit. But then I looked at her hands, 
and they were bones. And if I gave her a hug, golly! Her 
bones were just sticking out of her little back” [M11]. 

Exhausting their usual methods of what they could do 
on their own, parents turn to health professionals. “I am 
not going to allow you [my daughter] to sit and starve” 
[M5]. 

General practitioners are most often consulted first. 
Confused and disgruntled by failure of professionals to 
recognize the eating disorder in initial visits or to attrib-
ute it to something else (e.g., Reynaud’s disease, athletic 
overtraining), particularly if this results in treatment de-
lay, parents want answers to manage the child’s care. 
“Nobody seemed able to tell you. They said don’t talk 
about eating, ignore it. Well hello! Twenty-four hours a 
day, try to ignore it!” [M11]. 

5.4. Traumatized 

For one mother, caring for her child with an eating dis-
order was so traumatic she compared it to hell.  

It’s hell for the person that is going through it, and the 
people who are trying to care for them. You feel so bad 
for the person going through the hell. You hurt for them. 
You are struggling because you are going through the 
hell yourself [M6]. 

Parents perceive the eating disorder as a “disease of 
the soul” [M13] that stops the child from being “the 
daughter I once knew” [M7] and controls the child to the 
point of her acting “just like a zombie” [F1]. The parents’ 
pain is worsened as the entire family is affected. Vaca-
tions and social activities are cancelled. “We could not 
have other families in to eat a meal. If you have one 
member sitting there not eating, it is not fair to bring 
somebody in to that kind of tension” [M21]. Directing 
much energy toward the daughter with the eating disor-

der means that other children are “put on the back 
burner” [M9]. These children may need therapeutic in-
tervention as well. 

My youngest daughter needs to speak to someone. One 
day when she had a friend here, they found containers of 
[her sister’s] vomit. You can imagine how horrifying, 
embarrassing and terrible that was for my youngest 
daughter. She said “Mom, I don’t even want to bring my 
friends here” [M17]. 

Parents are further traumatized if blamed for the child’s 
illness. “She said that she had an eating disorder and it 
was caused by me, and her psychologist had told her it 
was best to stay away from me. All the blame went on 
me” [M12]. Another mother was blamed by the coun-
selor for not eating properly when pregnant “causing 
[her daughter to be] starving in the womb” [M16]. Fa-
thers reported not being singled out and blamed by pro-
fessionals. In this study, either the mother is solely 
blamed, or the parents as a unit are blamed (e.g., “Our 
daughter was told that we were a hindrance rather than 
a help” [M21]). One mother did not disclose marital dif-
ficulties to the treatment team because she worried “the 
[treatment] team would shift focus from my daughter to 
my husband and me while she [daughter] needed their 
full attention” [M15]. 

Parents with younger children are relieved when their 
child is admitted to a pediatric unit. They do not think it 
appropriate for their child to be on a psychiatry unit Par-
ents of older children admitted to psychiatry units report 
feeling excluded from treatment. “Because she was tech-
nically an adult, not a child, they didn’t have to discuss 
anything with us and they really didn’t; that was where 
you felt frustrated because you felt out of the loop” 
[M20]. Some parents described sending older daughters 
outside of the province to receive treatment at consider-
able financial cost. 

5.5. Disengaged 

Appalled by the eating disorder, parents try to disengage 
from the associated behaviors (e.g., angry outbursts, bing- 
ing and secretive actions). 

She’d been a perfectly normal child, eating perfectly 
normal meals at perfectly normal times. And here she 
was, coming down at midnight and cooking up huge 
meals and then going up to her room and eating them. It 
was sort of off-putting [F5]. 

Parents disengage out of fear of making the situation 
worse, their need to reflectively step back to plan their 
next action, and lack of practical knowledge. “I didn’t 
really understand, not having had to face this with my 
other children. So I took a back seat, watching what de-
veloped” [F5]. Parents may also disengage in response to 
recommendations by the treatment team and to allow the 
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daughter space. Under these conditions, they are praised. 
Support by families, friends and the treatment team in-

fluences parental engagement with their daughter. Ac-
cording to one father, “There were only 3 - 4 people I 
could connect with… I don’t think I ever talked to my 
brothers and sisters about it. I wish I could have. It 
would have helped me to reach out” [F2]. Unsupported 
parents report “walking on egg shells” [F5, M4] and 
“tread(ing) softly” [M19] so as to not antagonize the 
healthcare team or the daughter. 

5.6. Scarred 

The emotional, physical, social and financial burden of 
caring for a child with an eating disorder taxes parents 
beyond what some can safely give, resulting in scarring. 
“Visiting her in the hospital 6 out of 7 nights for 1.5 
years… meet(ing) with the team… certainly wore me out. 
I developed health issues myself” [M8]. In addition to 
decline in personal health, negative scars manifest as self 
blame, unresolved guilt and sense of inadequacy. Parents 
are haunted by perceptions that their own dieting, exer-
cising and appearance-focused behaviors have negatively 
affected the daughter. For example, M13 blamed herself 
because “I was a pretty woman in my youth with every-
thing in my life centered on being beautiful. You wonder 
how much you communicate that to your children. How 
much did I contribute?” 

Scarring continues even as the child recovers because 
parents believe the eating disorder could return. 

I learned that you can never rest easy that it is over. If 
you do, that demon can come back in your life again. The 
stress of living with an eating disorder and the stress of 
living with some of the conditions that go along with it 
don’t go away [M13]. 

Positive scarring may accompany the negative scar-
ring and includes closeness, growth, new learning, and 
resilience. Parents perceive as positive the experience of 
the family being “brought closer together… and learn 
(ing) together” [M7, F3]. In recounting their experiences, 
the resulting positive scarring is highly prized by parents. 

As a character building experience, it was wonderful. 
There was heartbreak but also growth beyond expecta-
tions. Character is forged at the worst of times—not at 
the best. You get to be real human. You look at people 
differently, with greater compassion [M13]. 

Correspondingly, priorities and attitudes change. “What 
I thought was important before [a clean house] is no 
longer” [M8]. 

5.7. Caring through Transformational Activism 

In caring for their child with an eating disorder, parents 
confront “unprecedented ups and downs many times in a 
single day” [M3]. Because the situation is often volatile  

(e.g., daughters lash out), parents direct their care toward 
surreptitious watchfulness and using intuitive reasoning 
to predict the daughter’s responses, while respecting the 
daughter’s autonomy and bridging gaps with support/ 
resources. 

These parental behaviors are intended as meaningful, 
sustainable support processes for their daughters and 
other family members. Through such actions, parents 
transform on the inside, their experiential accounts ser-
endipitously matching descriptions of transformational 
activism, an idea exemplified in such activities as global 
peacekeeping. Transformational activism helps individu-
als and territories achieve well-being, power-sharing, 
support, and social development [63,64]. Change is in-
spired through setting an example to others [65], garner-
ing practical and political support from the local com-
munity [66], and downplaying authoritarian values [67]. 
Transformational activism does not require prior experi-
ence; parents in this study describe having gone about 
their lives comfortably and unaware of the issue of eating 
disorders until their child is affected. 

I was always very smug that I had two very healthy, 
intelligent daughters who did very well in school and 
were on their path to achieving what they wanted in life. 
I guess maybe you shouldn’t be so smug because you just 
never know when something’s going to come out of left 
field and hit you in the face [M20]. 

5.8. Respecting Her Autonomy 

Most parents believe the child must reach “bottom 
[M5],” acknowledge the problem and ask for help before 
treatment can be successful. Consequently, parents feel 
“at a standstill” [M17] until the child is willing to coop-
erate with treatment. Parents try to bring the bottom 
closer to the child by pointing out negative health con-
sequences (e.g., possibility of collapsing). 

I’d be right in her face literally screaming “Do you 
want to die because that’s where you’re headed? You 
have to eat or you’re going to die. I’m saying your heart 
can stop. You’re dehydrated. So you’re either going to 
eat now or we’re going to the hospital.” It’s horrible to 
stand in front of your daughter and ask her if she wants 
to die [M20]. 

Parents later identify that such “scare tactics” [M11, F 
6] are ineffective. Although the process is frustrating and 
slow, respecting the child’s autonomy helps parents de-
velop a broader, holistic understanding beyond the 
treatment team’s expectations. 

The psychologist said my daughter has to realize she 
has a problem and she has to realize how to deal with it. 
She has to learn to deal with this. She has to choose to 
have treatment. She’s 14 now. I think she also has to 
learn to deal with peer pressure as it’s not only her that’s 
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involved in this [M17]. 
In respecting their daughter’s autonomy even when 

she has not exhibited recovery behaviors after years of 
having the eating disorder, parents acknowledge “moving 
on with life” [M12]. Parents who are not living in the 
same household as their daughters, or less emotionally 
caught up in their daughter’s events continue to seek 
understanding and encourage their daughter to recognize 
her need for seeking help. 

5.9. Surreptitious Watchfulness 

Parents watch over their daughters, all the while trying to 
conceal this monitoring to limit the daughter’s reaction. 
Parents report the need to become “very observant about 
what they’re eating or not eating” and to “listen for the 
cues” (e.g. excessive bathroom use, hidden food). 

You become so watchful which drives her crazy be-
cause she doesn’t want to be looked at like she’s under a 
microscope. You have to watch your tone of voice be-
cause she would take it as “there’s a deeper meaning, 
why are you asking me that?” or “don’t you believe that 
I’m doing what I should?” I was just trying to make sure 
she ate enough each day to stay alive (M20). 

In monitoring daughters with eating disorders, parents 
are aware that the daughter may lack knowledge of the 
danger she is in. “I feared for her life as she had suicide 
thoughts. I didn’t let her go anywhere that I wasn’t right 
there as a shadow” [M21]. Such watchfulness is filled 
with emotional pain. “Mentally it’s hard to just observe, 
to live with somebody and just see them basically killing 
themselves” [M22]. Parents say they would like to relin-
quish responsibility for their child’s care to professionals; 
however, they do not do so because they believe they are 
better able to act in their child’s best interests. 

Many nights I slept on the floor by her bed because I 
was scared she was going to convulse. I could take her 
pulse at night and it was skipping all over everywhere. 
There were times when it was so slow and faint. My con-
cern was that if I took her in [to the ER], they would take 
care of just her physical being. That isn’t the root of the 
issue, and that would make her more resistant to treat-
ment later [M21]. 

Parental watchfulness occurs regardless of the child’s 
age or living arrangement. “It’s engrained in me that I’m 
the mother and she’s the child. It’s always going to be 
me taking care of her. She has a good job, but still that 
sense of mother and child pervades” [M4]. She contin-
ued with “I think what we’re starting to develop in the 
last couple of months is more of a relationship between 
two adults.” 

Parents watch over their daughters with eating disor-
ders to also protect other family members including 
younger siblings and grandchildren. 

I worry about her three daughters because she con-
stantly talks about what you should and shouldn’t eat, 
watch your weight, don’t get fat. Even if she’s having an 
ice cream cone she’ll say “oh I shouldn’t be eating this”. 
It’s her whole focus in life and the kids are bound to pick 
that up [M9]. 

5.10. Intuitive Reasoning 

Attuned to the dangers of the eating disorder, parents 
find themselves acting on their gut feelings and percep-
tions in the absence of concrete evidence. 

I couldn’t put my finger on exactly what was wrong. 
But I was very afraid she might die. Of course she tried 
to convince me she was fine. But the nagging concern 
made me call the doctor. The ECG showed heart block. 
She could easily have died [M2]. 

Parents read books, watch television programs, peruse 
the internet, and talk to others (lay and professional) who 
have experience with eating disorders. They ask for 
“more information, more classes, more awareness, more 
compassion” [M18]. They allocate much time, energy, 
and financial resources toward discovering “answers” 
that explain their child’s eating disorder [F1, F4, F7, 
M21]. 

We have four children and they were all raised the 
same, treated the same and equally. It just happened to 
her. I am not sure why some children do not internalize 
the nurturing they get. She seemed like a normal happy 
little girl [M15]. 

Although parents may never receive concrete answers, 
they eventually arrive at a place of understanding that 
enables them to manage the negative scarring of self 
blame and guilt. 

She was a little chunky in junior high. Kids can be 
cruel and so by the time she got to grade 10, I think she 
just decided she wasn’t happy and she was going to 
make herself happy… Once she lost all the weight, she 
looked like a model and people just, especially if they 
hadn’t seen her in awhile, would be like “Wow look at 
you what have you done to yourself!” How as a mother 
can you counter that? [M9]. 

5.11. Bridging 

Parents intervene to secure resources and facilitate 
change, often bridging new connections for self and the 
daughter who “needed treatment because she was fading 
away to nothing in front of us” [M16]. Facing a lack of 
services in their communities, two mothers of this study 
interacted with schools, mental health clinics, and health- 
care professionals to establish support groups for their 
daughters, other teenaged girls and parents. Bridging 
improves the daughter’s access to resources, enhances 
the responsiveness of the larger social system and pro-
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vides social support not only for the child but also for the 
parents. 

I requested my religious organization to form a heal- 
ing group. Not for my daughter because she was in the 
hospital—but for me. We (this group) all talked about it 
and we shared stories… That really meant a lot because 
in a way it was a secret. And yet, if it’s too much of a 
secret you don’t get the support you need. The group was 
quite big and kept supporting my everyday interactions 
[M10]. 

6. DISCUSSION AND IMPLICATIONS 

Based on interviews with mothers and fathers caring for 
a child with an eating disorder, the parents of this study 
are represented as dealing with overwhelming experi-
ences that challenge their moral being and self worth as 
care-givers. They have felt lost, traumatized, disengaged 
and scarred: the experience of running on nerves has 
depleted and frightened them. Only their deep love for 
the daughter enables growth and action as they blend this 
love with ongoing practical knowledge of what the situa-
tion requires. Several salient issues have emerged from 
the results. 

First, in spite of their intensely difficult experiences, 
parents were able to sustain efforts to help their daugh-
ters, other children, and other parents. The strengths, 
determination and resilience of parents are highlighted, a 
finding that is also documented by Beale et al. [9] and 
Sharkey-Orgnero [20]. The attribution of parental efforts 
to love for their daughter is however not explicitly de-
scribed in prior research. 

Second, the parents want greater communication with 
caring, knowledgeable professionals who are able to in-
tervene effectively. When early signs of the daughter’s 
eating disorder are missed, unnecessary delays in starting 
treatment increase parental fear, anxiety, and uncertainty. 
This concern of parents is consistent with previous re-
search suggesting that primary care practitioners may 
often overlook eating disorders [12]. Further, this study’s 
finding of reduced parental ability to collaborate with the 
health care team related to being negatively treated (e.g., 
blamed, excluded from meetings) underscores the need 
for what Kakkad [68] refers to as the complexity re-
quired for ethical professional practice. Professional 
education must socialize practitioners to recognize and 
promptly act during the initial stage of the eating disor-
der and to welcome parental input into team decision 
making. 

Third, parents want reliable information and appropri-
ate resources. Unique to this study, parents wanted 
strategies for helping them discuss the topic of treatment 
with their child. Without such professional guidance, 
parents attempted to motivate the daughter toward treat-
ment by extolling the health risks of the eating disorder, 

a strategy which parents evaluated as ineffective and as 
serving to distance the daughter from them. The parents 
requested acceptable treatment for their child of any age. 
This study found that parents of older children admitted 
to psychiatry units encountered greater difficulty partici-
pating in care and treatment than parents of younger 
daughters admitted to pediatrics units. The finding that 
parents of older children are typically excluded from 
treatment decisions and want greater opportunity for in-
volvement is consistent with previous research [15]. 

Fourth, mothers and fathers of this study questioned if 
familial transmission of over concern with weight and 
dieting behavior contributed to their child’s eating disor-
der. Previous research [e.g., 34] focused mainly on the 
mother-daughter dyad was based on assumptions that the 
mother is the primary role model for daughters’ attitudes 
toward dieting, weight and shape. The findings of this 
study point to the need for body image issues to be dis-
cussed with both parents and for further research to ex-
plore the role of parental transmission of unhealthy body 
image concerns including that of fathers to daughters. 

Finally, the findings convey that parents, particularly 
mothers, continue to be blamed by professionals for the 
development of the child’s eating disorder. Such ten-
dency to blame parents was found to hinder the par-
ent-professional therapeutic alliance, add to the parents’ 
sense of inadequacy, and prevent the family-as-resource 
approach (i.e., an approach of involving families in posi-
tive ways through capitalizing on their strengths and 
abilities [68]). This study found that fear of losing the 
treatment team’s effort discouraged one mother from 
disclosing marital discord. Further, this mother’s por-
trayal of an overly pleasant picture of family environ-
ment to avoid being blamed and prevent attention di-
rected away from the child with the eating disorder may 
be consistent with the phenomenon of discordant percep-
tions among family members reported by Dancyger, 
Fornari, Scionti, Wisotsky and Sunday [27]. However, in 
the Dancyger et al. study, the rationale behind the moth-
ers’ rosy evaluations of family environment was not ex-
plored. It is possible that other parents may also be pro-
tecting treatment attention to the child with the eating 
disorder. In light of this, it is sensible to follow the rec-
ommendations of Espina, Ochoa, Alda and Orteg [69] 
and Guttman and Laporte [70] for promoting solu-
tion-focused rather than fault-finding interventions. The 
implication is that professionals accept each family 
member’s perception as constituting a more informed 
truth and not pathologize the family’s ways of function-
ing. 

7. FURTHER DIRECTIONS 

Given that no parents of sons with eating disorders re-
sponded to the study’s invitational letter, these perspec-
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tives are not available. Currently, it is estimated that 5% 
to 15% of those in treatment for anorexia and bulimia are 
male [6]; however, this estimate may be low since males 
are less likely to seek help for an eating disorder [71] or 
be diagnosed [72]. Future research could explore paren-
tal experiences with sons to identify aspects of the phe-
nomenon that are specific to sons, as well as aspects that 
are more universal. 

The parents of this study were Caucasian, fluent in the 
English language, and of middle class income. An area 
requiring further study is differing care-giving perspec- 
tives arising from variations in ethnicity and social class. 
For example, Becker, Franko, Speck and Herzog [73] 
found that ethnic minority participants with eating and 
weight concerns were significantly less likely than non- 
minority participants to have been asked by a physician 
about eating disorder symptoms. Research exploring cul- 
tural differences in caring for children with eating disor- 
ders is needed to balance and extend this study’s Western, 
moderately affluent perspective. 

Parents of this study wanted to be included in treat- 
ment team decision making; to contribute unique know- 
ledge of their child’s experiences, strengths, struggles, 
and pre-eating disorder disposition; and to have their 
child be the focus of treatment. Such expectation for pro- 
fessional responsiveness aligns with the narrative medi- 
cine approach put forward by Rita Charon [74] wherein 
professionals actively enter the relational space with their 
clients, hear their stories, are moved by their plight, and 
are compelled to help. Parent-expressed needs for strate- 
gies to help them approach and successfully discuss help 
seeking with their child also warrants investigation. 

8. CONCLUSION 

The findings of this study reveal the deep meaning of 
parental love as the active ingredient in transforming the 
parents’ pain and suffering from being lost, traumatized, 
disengaged and scarred into practical knowledge and 
action that eventually serve to strengthen parents, daugh- 
ters, other families, and communities. The structuring of 
parental efforts to watch over their children of all ages, 
effectively support the child through mobilizing re- 
sources, respecting the daughter’s autonomy when possi- 
ble and taking critical (life saving) action when neces- 
sary is a type of transformational activism. Parents’ need 
for greater self-education, social support, and inclusion 
in treatment team decision making are emphasized. The 
unique contribution of this research is the finding that 
parents develop the knowledge and skills to help them- 
selves regardless of their daughter’s recovery progress 
and thus may serve as resources for helping their child, 
other parents, and healthcare providers. These parents’ 
narratives must be brought forward to help inform re-  

sponsive care and to stand alongside the dominant social 
and clinical narratives that include parental blame. These 
parents are running on nerves, tired of being lost, trau- 
matized, scarred, and disengaged. We need to hear and 
support them toward transformational activism. 
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