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Abstract

:

Despite the fact that eating disorders (EDs) are conditions that are potentially life-threatening, many people decline treatment. The aim of this study was to investigate why women decline specialized ED treatment, including their viewpoints on treatment services. Eighteen semi-structured qualitative interviews were conducted with women who had declined inpatient or outpatient specialized ED treatment. A thematic analysis revealed five main themes: (1) Disagreement on treatment needs, (2) rigid standard procedures, (3) failure to listen, (4) deprivation of identity, and (5) mistrust and fear. The women had declined ED treatment because they believed that treatment was only focused on nutritional rehabilitation and that it failed to address their self-identified needs. From their perspectives treatment was characterized by rigid standard procedures that could not be adapted to their individual situations and preferences. They felt that the therapists failed to listen to them, and they felt deprived of identity and reduced to an ED instead of a real person. This investigation is one of the first of its kind to provide clues as to how treatment could be moderated to better meet the needs of women who decline specialized ED treatment.
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1. Introduction


Eating disorders (EDs) are severe and potentially lethal conditions that have somatic, psychological, and social implications for the afflicted [1,2,3]. Despite these devastating consequences, many individuals with EDs fail to engage with treatment or even decline treatment, should they be referred to a specialist unit [4,5,6,7]. A British study found that only half of those patients who are referred to a specialist eating disorder service entered treatment [6]. Patients who decline treatment put themselves in a potentially self-destructive pattern with sometimes life-threatening situations if they go untreated for extended periods of time. In addition, several studies have shown that early intervention improves treatment outcomes [8,9] and, thereby, one of the most critical decisions that many individuals with EDs have to consider is whether or not to accept treatment.



A few qualitative studies have investigated barriers to initiating ED treatment with a focus on their first encounter with health care services [5,10]. In one of these studies, Leavey et al., (2011) found that some individuals refused to enter treatment because they were ambivalent about behavioral change, and because the ED had become an integral part of their identity for so long that life without such eating patterns seemed unimaginable. In addition, the study found that some patients felt that their expectations of the first appointment were not met, and they were disappointed with the treatment that was on offer [5]. Likewise, a study by Gulliksen et al., (2015) found that, at first appointment with a health care professional, most patients were not motivated to change their ED behavior. Instead, they often desired to reduce somatic symptoms and feel less depressed, which they experienced was not met by the health care providers. This indicates that there may be a discrepancy between the patient perception of their individual problem and associated needs for treatment and service being offered by the health care provider. Previous studies have found that lack of congruence between patients’ and therapists’ expectations of treatment [11] and low treatment credibility [12] are associated with increased risk of dropout from treatment among patients with eating disorders. In addition, a recent study that investigated barriers to initiating inpatient specialized ED treatment found, among other things, that individuals with EDs were quite skeptical about the likelihood that inpatient treatment would be effective in their recovery process [4]. Patients believed that treatment would only help them gain weight, but not result in psychological change [4].



Patients with EDs are known to be ambivalent about their illness, which can at one and the same time be perceived as a burden, but also as their best friend, because it gives them a sense of control and enables emotional avoidance [13,14]. Patients’ ambivalence and resistance to behavioral change have been found to represent significant barriers to help-seeking [15], to recovery motivation [16,17] and constitute one of the reasons for high dropout rates from treatment [18]. Despite a growing body of literature addressing the themes of barriers to help-seeking and dropout from ED treatment, there is only sparse research on the client’s perspective on barriers to initiating ED treatment and their reasons for declining treatment. Patients who decline treatment differ from those who do not seek help at all; the former group has talked to a health care professional about their ED and needs for treatment. Additionally, with regard to the participants in this current study, they also attended the initial assessments at the ED clinic before declining treatment.



In summary, only a few studies have investigated why individuals suffering from EDs decline treatment, and, to the best of our knowledge, no studies have investigated the individuals’ specific barriers related to treatment services. Research into the barriers to initiating treatment from the perspective of the patients declining treatment can contribute with important insights into the perceived treatment needs of this specific group. Such information may help in communication with those who reject a treatment offer, to avoid further barriers. The present study presents results from interviews with women who had rejected a treatment offer. The aim was to gain a better understanding of barriers to specialized ED treatment within this group, and their perspectives on treatment.




2. Materials and Methods


2.1. Design


This qualitative study was methodologically informed by the basic requirements for empirical research, as described by Herbert Blumer [19], and used semi-structuredinterviews [20,21] to achieve an in-depth insight into and understanding of barriers to specialized ED treatment, from the viewpoint of the individuals declining treatment. The study took place in Denmark and included individuals who were referred by a general practitioner to a specialist unit for EDs and attended the initial assessments but declined to initiate treatment.




2.2. Participants


Participants were recruited by way of an advertisement posted at ED treatment units and on the website and social media page of the National Association against Eating Disorders and Self-harm. In addition, patients who declined treatment at a specialist ED unit at Psychiatric Centre Ballerup were contacted by email and invited to participate in the study. Individuals who showed interest first completed a short questionnaire regarding their age, type of ED, location for and type of treatment offered and whether they had attended initial assessments and interviews at the ED clinic. Inclusion criteria were as follows: (1) Referred to outpatient or inpatient treatment at a Danish public ED specialized unit; (2) attended at first assessment at the ED clinic; (3) had declined to initiate treatment; (4) aged 18 or over at the time when treatment was declined and (5) refusal to initiate treatment occurred within the last four years.



Among individuals with interest in the study, 25 met the inclusion criteria. To maximize the potential variation in the informants’ experiences, we selected a heterogeneous sample of participants who differed as much as possible within these criteria (Table 1).



In addition, we used purposeful sampling to select the participants. The aim of purposeful sampling is to select information-rich cases that are especially knowledgeable about or experienced in a phenomenon of interest [22,23]. It should be noted that no individuals suffering from Bulimia Nervosa (BN) showed interest to participate in this study. Data were saturated at the conclusion of 18 interviews; that is, redundant data were generated and varying perspectives had been gathered.



The selected participants were all women, aged between 20 and 46 (Mean age 30.8, SD 8.41). Most were suffering from Anorexia Nervosa (AN; 72%; self-reported diagnosis) and atypical eating disorders (atypical EDs; 28%; self-reported diagnosis). Time since onset of ED was between 3 and 30 years (Mean 15.3 years, SD 7.52; self-reported data) meaning that some of the participants may fit well into a severe and enduring ED category. In total, 72% had been offered treatment at an outpatient ED clinic and 28% had been offered treatment at an inpatient ED clinic. The period between declining treatment and participating in the interview was between 2 and 48 months (mean 16.7, SD 13.39). Of the 18 participants, 15 had previous treatment experiences from the same or other specialized ED units, while three had never been in treatment. At the time of declining treatment, the 18 participants were not ill enough to be involuntarily admitted to treatment against their will. After declining treatment, they chose different ways to deal with their ED; some found help from psychologists, dietitians, or personal trainers, while others found alternative treatment helpful, e.g., hypnosis or body therapy. At the time of the interview, some participants were still searching to find suitable treatment options, while a few told us that they had later chosen to accept a treatment offered at a specialist ED treatment unit since they could not find any other possibilities.




2.3. Data Collection


Guided by the following research questions, an interview guide was developed [24] (Table 2): (1) Why do adult women with EDs decline treatment? (2) How should specialized ED treatment be adapted to better meet the perceived treatment needs of individuals who decline treatment? The interview guide was pilot tested and with a therapist working with EDs and a person who declined ED treatment. Both provided feedback which informed further refinement of the questions.



Between August 2019 and January 2020, 18 individual, in-depth interviews were conducted face-to-face, audio-recorded, and transcribed. The duration of the interviews was, on average, 65 min. The interviews were mainly held in the participants’ homes, but a few were conducted at the premises of the National Association against Eating Disorders and Self-harm. The interviews were conducted in Danish by a qualitative researcher (S.T.A.), and a research assistant took notes on facial reactions and body language.




2.4. Data Analysis


To answer the research questions, a thematic analysis [25] was carried out, following five steps: Step 1: The interviews were read through and notes were taken, with the intention of identifying overall thematic headlines and structures in the text. Step 2: The analytical questions are then defined. The analytical questions differ from the research questions; the former takes into account the inclusion and exclusion criteria, clarification of concepts, delimitations and other relevant issues depending on the study [25]. The interviews were coded by reading through the interview text, searching for the answer to the analytical questions. All of the text that represented responses to the analytical questions was marked with a subject heading, and an authenticity marking, and was condensed, whereafter a codebook was developed [26]. Step 3: Each subject heading and condensation was subsequently categorized and sorted into themes and a coherent thematic text was developed. Notes from Step 1 were included if relevant to the aim. Step 4: The themes were grouped taxonomically into themes and sub-themes, based on the semantic relation ‘a is a part of b’ [25,27]. Step 5: Finally, themes were then recontextualized by testing them against the original text, in order not to skew interpretations [19,25]. The analysis was supervised by a third author (F.A.G.), conducted by the first (S.T.A.) and second (T.L.) authors and validated by all authors.




2.5. Ethical Considerations


Ethical approval was obtained from the Danish Patient Safety Authority (Approval number: 3-3013-2603/1). All participants were fully informed about the aim of the study. They participated voluntarily and gave their written informed consent before participating. The participants were assured confidentiality, anonymity, the right to withdraw consent at any time and that their choice to participate had no bearing on their ability to receive treatment at the specialist ED treatment unit.





3. Results


As shown in Figure 1, the analysis resulted in five main themes: ‘Disagreement on treatment needs’, ‘Rigid standard procedures’, ‘Fail to listen’, ‘Deprivation of identity’ and ‘Mistrust and fear’. The themes, their associated sub-themes and their interrelatedness are presented in the section below.



3.1. Theme 1: Disagreement on Treatment Needs: “It’s Not about Gaining Weight” (Reported by 16/18 Interviewees)


The participants thought that the treatment they had been offered did not fit with their perceived needs for treatment. The quote below illustrates a common view among the participants, that treatment primarily focused on ED symptoms and weight gain, and therefore might help them to gain weight, but would not be helpful in the long run.



# 14: “I also know that if I enroll [in the treatment program] then I might gain weight and we might even work on a healthy eating pattern. But once that’s over … Well, I might be able to bury my ED in a box for a few years. But then, bang, it hits me again. I really don’t want to spend the rest of my life like that”.



Furthermore, the participants believed that within the treatment program their attention to weight and ED symptoms might even increase. They felt that they needed more therapeutic help and a better understanding of the underlying causes of their ED.



Sub-Theme: Lack of Responsibility (Reported by 11/18 Interviewees)


Some of the participants perceived ED treatment as including a high degree of control and a lack of responsibility.



# 1: “It seemed like it was the military, and you are mentally ill, that’s what I felt like. You get stripped from responsibility, simply”.



According to the participants, it would not be helpful to them to lose autonomy and responsibility for their own treatment. Instead, they preferred involvement and shared decision-making regarding treatment, rather than the therapists holding all the power. They suggested that they themselves were to partake in defining goals and success criteria.





3.2. Theme 2: Rigid Standard Procedures: “There Was No Room for Me” (Reported by 17/18 Interviewees)


The participants perceived treatment as characterized by rigid standard procedures that could not be adapted to their individual situations, preferences, and goals.



# 12: “I felt that to receive help I had to fit into this non-adjustable box of treatment. I felt that there was no room for me to be honest with myself”.



As illustrated by the above quote, the participants felt that if they accepted the treatment offer, they would have to make an effort to fit into the treatment program rather than vice versa, i.e., that the treatment program would be adapted to them. Some participants expressed specific needs, e.g., in relation to comorbidities or complex life situations, but they felt that no consideration was given to them. The participants wanted alternative treatment options and personalized care adapted to their individual situations and preferences.



3.2.1. Sub-Theme: Losing Valued Daily Activities (Reported by 11/18 Interviewees)


The sub-theme ‘Losing valued daily activities’ centers on a perceived clash between the rigid standard procedures, such as fixed time-points and frequency of treatment, and participants’ wishes to maintain daily activities, such as work, studies or seeing friends.



# 8: “Well, I couldn’t get it [the therapy] to fit with my studies, because we have a lot of classes with compulsory attendance. So, I had to drop out or be on sick leave to enter treatment and you know … I’m not really social and I don’t have a lot of friends. So, entering treatment would mean that I’d not see anyone, apart from those at that place [the ED clinic]”.



According to the participants, it was not an option to negotiate when or how often to go to the clinic, and accepting treatment therefore marked the end of valued daily activities. The participants believed that their daily activities gave them peace of mind from troubling ED thoughts, and that losing these routines might additionally result in them losing their connection to a normal life, thereby exacerbating their ED.




3.2.2. Sub-Theme: Time Pressure (Reported by 9/18 Interviewees)


# 14: “That treatment is limited in time. That’s probably the most important reason for my rejection of treatment. I could not reconcile myself with the fact that it was set how long it would take me to recover”.



As illustrated above, the participants were frustrated about the narrow treatment approach that implied how long it would take to recover. They felt that fulfilling the required weekly weight gains and reaching the treatment goals within the fixed time frame was too stressful and overwhelming.





3.3. Theme 3: Fail to Listen: “What about My Perspective?” (Reported by 16/18 Interviewees)


The participants felt that the therapists were not listening to their perspectives, and that their feelings and needs were not regarded as important.



# 4: “They were not listening to what I said. Even when I tried to communicate how I felt, they were ignoring me. A person with an ED can only be in one way and if I said something which didn’t fit with their perspective of a person with an ED, they made it disappear”.



The participants expressed a need for a trusting relationship with a therapist, who would take their perspectives seriously and who would be supportive. They wanted someone in whom they could trust and someone who would show sincere care.



Sub-Theme: Poor First Impression (Reported by 12/18 Interviewees)


The theme ‘Fail to listen’ is linked to the sub-theme ‘Poor first impression’, which characterizes the participants’ first encounter with the ED clinic as cold, uncomfortable and disappointing. According to the participants, no-one had asked them why they were there and how they felt, as illustrated in the quote below.



# 6: “Well, I had sought treatment myself, so it was really intimidating that I was not even given the opportunity to tell them [the therapists] why I was there. They were just assuming a lot of things about me, I guess. I remember that I didn’t even get the chance to introduce myself properly, and it felt so intimidating”.





3.4. Theme 4: Deprivation of Identity: “Please, See Me as a Whole Person” (Reported by 16/18 Interviewees)


According to the analysis, themes 1–3 lead to theme 4, ‘Deprivation of identity’ (Figure 1). Focus on weight gain and ED symptoms (theme 1) and failing to listen to the patient perspective (theme 3) made participants feel that they were reduced to an ED, not an individual person. In addition, the rigid procedures within treatment (theme 2) made no room for the participants to be themselves.



# 16: “I think the problem is that the focus is only on the ED and they completely forget the individual behind. Everything is about the ED instead of ‘who am I and which values do I have?’ It is really, really difficult to recover from an ED, if it is the only thing that you have and the only thing that others see in you”.



As illustrated in the above quote, the participants felt that the ED symptoms were the only thing that therapists saw and focused on. They felt that within the treatment facilities your weight defines who you are and what you are worth, rather than who you are as a human. They described that their feelings and actions were misunderstood and interpreted as disordered and wrong, e.g., “doing exercise” or “being picky”. Within the treatment facilities, the participants felt reduced to a disease and a mentally ill person; instead, they wanted to be seen as an individual and treated as a whole person.



3.4.1. Sub-Theme: Feeling Different (Reported by 15/18 Interviewees)


Theme 4 connects to the sub-theme ‘Feeling different’, which was characterized by participants feeling that the treatment approach did not include them.



# 9: “I used to believe that psychiatry had room for everyone, and that even if you had a strange and crooked mindset you would still belong there. Then I found out that I did not belong there either. That made me feel lonely because maybe I was the only one in the whole world who felt the way I felt. And it was obviously not okay to feel that way. They told me that ‘we have room for everyone here’—well, not me”.



The participants perceived that treatment was only set up for the “normal” ED patient, not including, e.g., patients who were older than the average, were suffering from a comorbid diagnosis, or had abnormal symptoms not listed in the diagnostic manuals. The participants felt that it was not okay to feel the way they felt, and they felt neglected.




3.4.2. Sub-Theme: Degrading Treatment (Reported by 9/18 Interviewees)


Closely linked to theme 4 was the sub-theme ‘Degrading treatment’, characterized by participants feeling that within the treatment facilities they were being treated disrespectfully.



# 13: “You know, it’s just degrading … It’s like they tighten wires in you, so I become their puppet, right? That’s what I felt like. That they were starting to put something around my arms so that they could control me”.



Some of the participants believed that they had good insight into their own disease and individual challenges, but experienced that decisions were made without them being involved. They felt left without a voice in their own matters and that they had lost their rights as individuals. If they were not doing as expected, e.g., did not comply with the weight gain requirements, they were punished and threatened with being discharged from the treatment. They felt that they were constantly challenged on their personal boundaries.





3.5. Theme 5: Mistrust and Fear: “I Didn’t Feel Safe” (Reported by 15/18 Interviewees)


According to the analysis, themes 1–3 lead to theme 5, ‘Mistrust and fear’ (Figure 1). The treatment program did not fit with the participant’s perceived treatment needs (theme 1) and could not be adapted to their individual situations (theme 2), which made them lose confidence in treatment. In addition, when therapists did not listen to their perspectives (theme 3) they lost confidence in the therapists.



# 6: “Actually, I don’t think I trusted them. I didn’t trust that they were doing it good enough or the right thing. They perceived EDs from a very stereotypical point of view and what if that wasn’t me? […] It was probably the right treatment for some patients, but I didn’t trust that they were keeping an eye on me to make sure that it was also the right thing for me”.



Theme 5 is characterized by participants not trusting that the therapists were trying to help them, and that they did not feel safe at the treatment facility. They were afraid to be honest with the therapists, in the belief that it might have negative consequences for them. Some were afraid of being subjected to coercive actions and being placed in a closed ward, not knowing when they would get out. From their point of view, treatment was uncontrollable and unpredictable which made them feel insecure at the treatment facility.



Sub-Theme: Fear of Abandonment (Reported by 10/18 Interviewees)


The sub-theme ‘Fear of abandonment’ was characterized by participants who were afraid of being let down by treatment services if they initiated treatment.



# 11: “It is really stressful to know that, within the timeframe, you have to have recovered. And then you have to handle it on your own. What if I’m not? What if I’m not ready to handle it on my own? I would probably start self-harming and losing weight again”.



The participants had doubts about whether the therapists would be there to help them if their ED got worse or if treatment failed. Some had previously experienced that therapists changed agreements at the very last minute or failed to comply with them, which made them feel cheated on. They had fears of abandonment and for some participants, it felt easier to decline help and hold on to their ED.






4. Discussion


This qualitative study explored why women with EDs decline specialized treatment and their views on how treatment services could be moderated to better fit their needs.



Previous studies have found that motivating adults suffering from EDs to engage in treatment is complicated, as the desire to recover might co-exist with significant ambivalence toward behavioral change and a significant fear of losing control [10,17]. It is reasonable to assume that many patients who decline to take up specialist ED treatment are not ready or willing to change their behavior. However, the five barriers to initiating treatment presented in the current study are related to treatment services and interactions with therapists, and thus, this study offers another perspective on barriers to initiating treatment.



Our participants perceived the focus on ED symptoms and nutritional recovery as a barrier to initiating treatment. They would prefer treatment that focused on emotional and psychological wellbeing, instead of on the visible and physical signs of the ED. Research into the prognosis of ED, especially AN, has stressed the importance of, at least at the beginning of the treatment, addressing underweight [28], focusing on changing dysfunctional eating behaviors, and successively increasing attention to psychological matters [29]. This study found that weight and eating behaviors may not be the aspects of treatment that individuals who decline treatment prefer. Even though our study selected individuals who rejected treatment, which may reflect the rather negative views they presented on treatment, the findings somewhat echo what other studies have stressed. For example, individuals with EDs prefer treatment to be focused on improving quality of life [30,31] and on emotional and psychological factors, rather than on weight and food intake [32,33,34,35]. In addition, the focus on nutritional rehabilitation might even trigger restricted eating and encourage more ED behaviors [32]. ED patients suffer from impaired quality of life [36], and given that increased body mass index (BMI) may not always reflect an improvement in quality of life [36], greater emphasis on emotional and psychological wellbeing alongside weight gain may contribute to better satisfaction with treatment or maybe even better treatment outcomes.



Another finding from the current study presents an opposition between control and responsibility. Most of our participants preferred involvement and shared decision-making regarding treatment options, rather than the therapists holding all the power in relation to these decisions. Our study does not allow for an inference to actual treatment situations, and we only know the patients’ perspectives of the situations. However, the findings of this study do stress the importance of ensuring shared decision-making within treatment to enable engagement. Other studies have found that, while some patients felt vulnerable and anxious when handing over personal control in treatment, others felt relief, because a highly structured treatment environment gave them a sense of order and certainty [35,37,38]. In addition, these highly structured environments may play a critical role in restoring patients to health and ensuring patient safety [28]. On the other hand, studies have found that recovery motivation in EDs may be improved by helping clients maintain a sense of autonomy over their treatment and by using an empowering approach [16,39,40]. In practical terms, when therapists show respect for the patient as the leading actor in their own lives, therapists can help patients to build motivation for recovery and more readily accept treatment [16,39]. In addition, based on a review of the recent literature on ED treatment outcomes, a study concluded that treatment is most effective when it is collaborative and relies on personal patient autonomy [41]. A treatment approach based on the principles of empowerment and respect for the individual is called the recovery-oriented approach, which has spread widely within mental health services in many countries, including Denmark [42]. Some studies have found that active involvement in decision-making and clinical orientation towards empowerment is associated with higher satisfaction with care among clients [43] and that recovery-oriented treatments are associated with better outcomes in patients with mental illnesses [44]. However, so far, the recovery-oriented approach is not common in ED treatments.



Another major theme was that treatment was perceived as rigid and that the participants experienced standard treatment procedures negatively, because they were considered not to address the person’s self-identified needs. The results revealed that participants wanted tailored interventions and personalized care adapted to their individual preferences. These findings resonate with and reinforce studies that have examined ED patients’ views in relation to eating disorder treatment [31,34,38,45]. Those studies indicate that, even though there is little consensus amongst patients regarding the type of treatment that would be optimal, they prefer when treatment is personalized to their individual needs and preferences.



The results of this study have the following implications for health care professionals working with patients suffering from EDs who reject a treatment offer. The results imply that individuals refusing treatment may prefer:




	(1)

	
A focus on emotional and psychological wellbeing more than on weight gain and ED symptoms.




	(2)

	
To become active agents engaged in their own treatment and to receive support that promotes their personal responsibility and agency.




	(3)

	
Acknowledgement of individual differences and tailored interventions to patient’s self-identified needs.




	(4)

	
A therapist who listens to the patient’s perspective.




	(5)

	
A therapist who sees the ‘whole person’ instead of only focusing on the ED.









The above implications do not preclude that current treatment already includes the proposed elements. Rather, it emphasizes what some individuals with EDs prefer. Overall, the results should as well be considered in light of the below-described limitations of this study.



4.1. Limitations


There are some limitations to this study. First, the inclusion criteria find a selection of individuals, namely those who rejected a treatment offer. We decided to use a purposeful sampling strategy [22,23] to select cases for the interview, which meant that we selected those cases who were especially experienced in the phenomenon, instead of trying to achieve generalizability. Spradley (1979) noted the importance of availability and willingness to participate, and the ability to communicate experiences and opinions in an articulate, expressive, and reflective manner, to allow the scientist to achieve a depth of insight into the research questions rather than generalizability of findings. Therefore, the findings of this study must be interpreted with caution and they cannot be generalized to all ED patients. Second, the study is qualitative and retrospective, which means that data are subject to recall bias that might have influenced the opinions of the participants. Third, given that data are a product of the interpersonal engagement between interviewer and participants, and that analysis rests on interpretation, findings are vulnerable to the subjectivity critique applicable to all qualitative research. It should be noted that findings represent an empirically tested interpretation of a real-world phenomenon and should not be considered as objective registrations [19,46]. Fourth, the current study did not have access to health care records and the participants’ diagnoses were thereby self-reported. Fifth, qualitative studies, in general, are limited in transferability of findings to other countries, and findings like the ones presented in the current study must be treated with caution, as this study was conducted at only specialized mental health departments in Denmark. National and international differences in treatment and nursing culture are not accounted for in this study, and that could challenge transferability [47].




4.2. Future Research


Because this is one of the first studies of its kind, there is a need to replicate the findings. Future studies would benefit from including more diverse groups of participants, to explore their views, especially men and individuals with BN, but could also be widened to include individuals who have not yet decided whether to decline or accept treatment. In addition, it would be relevant to investigate whether the reasons for declining treatment differ according to the type of ED, disease severity, duration of the ED or different types of treatment settings offered. The perspectives of family members to individuals with EDs on ED health care services would also be a relevant perspective to investigate. Quantitative survey studies should investigate whether the themes that emerged from this study can be generalized to a larger group of ED patients. Future research into ED treatments may benefit from taking the voices and perspectives of those individuals who decline treatment into account in order to develop treatments which better meet the needs of this group of patients.





5. Conclusions


To our knowledge, this study is one of the first to investigate why women suffering from EDs decline specialized treatment. The study reveals barriers that prevent adult women from accepting a treatment offer as well as their perspectives on how treatment could be moderated to better meet their needs. The women in this study believed that treatment was only focused on nutritional rehabilitation and that it failed to address their self-identified needs. They believed they needed more psychological and therapeutic help together with more involvement and shared decision-making regarding treatment. Common amongst the interviewees was an impression of the treatment as rigid and that it could not be adapted to their individual situations and preferences. They wanted alternative treatment options and personalized care adapted to their individual situations and preferences. From their point of view, the therapists failed to listen to their perspectives, and they expressed a need for a trusting relationship with the therapists, who would recognize their views and be supportive. Furthermore, in the treatment, they felt deprived of identity and reduced to an ED instead of a real person, and they had mistrust and fears about treatment.



Although the perspectives of the participants in this study may be biased by their illness and ambivalence, the findings provide important insights into the self-identified treatment needs of these patients, whose voices are currently not represented within research. Appreciating their opinions may help to develop treatments which better meet the needs of this group of patients.







Author Contributions


Conceptualization, S.T.A. and M.S.; methodology, S.T.A., F.A.G. and M.S.; software, F.A.G.; validation, S.T.A., T.L., F.A.G. and M.S.; formal analysis, S.T.A., T.L. and F.A.G.; investigation, S.T.A.; resources, S.T.A., F.A.G. and M.S.; data curation, S.T.A. and M.S.; writing—original draft preparation, S.T.A. and M.S.; writing—review and editing, S.T.A., T.L., F.A.G. and M.S.; visualization, S.T.A., F.A.G. and M.S.; supervision, F.A.G. and M.S.; project administration, S.T.A.; funding acquisition, S.T.A. and M.S. All authors have read and agreed to the published version of the manuscript.




Funding


This research was funded by Jascha Fonden, grant number 5574.




Institutional Review Board Statement


The study was conducted according to the guidelines of the Declaration of Helsinki, and approved by the Danish Data protection Agency (Project number: 2018-521-0050/4387; Date of approval 4 May 2018) and the Danish Patient Safety Authority (Project number: 3-3013-2603/1; Date of approval 25 September 2018).




Informed Consent Statement


Informed consent was obtained from all subjects involved in the study.




Data Availability Statement


The data presented in this study are not publicly available, in accordance with the type of consent obtained about the use of confidential data.




Acknowledgments


We would like to thank all the interviewees who participated in this study. In addition, we are thankful to Psychiatric Center Ballerup for the support in enabling this study.




Conflicts of Interest


The authors declare no conflict of interest. The funders had no role in the design of the study; in the collection, analyses, or interpretation of data; in the writing of the manuscript, or in the decision to publish the results.




References


	



Smink, F.R.E.; Van Hoeken, D.; Hoek, H.W. Epidemiology of Eating Disorders: Incidence, Prevalence and Mortality Rates. Curr. Psychiatry Rep. 2012, 14, 406–414. [Google Scholar] [CrossRef] [PubMed]

	



Bulik, C.M.; Reba, L.; Siega-Riz, A.-M.; Reichborn-Kjennerud, T. Anorexia Nervosa: Definition, Epidemiology, and Cycle of Risk. Int. J. Eat. Disord. 2005, 37, S2–S9. [Google Scholar] [CrossRef]

	



de la Rie, S.M.; Noordenbos, G.; van Furth, E.F. Quality of Life and Eating Disorders. Qual. Life Res. 2005, 14, 1511–1521. [Google Scholar] [CrossRef]

	



Elran-Barak, R.; Barak, A.; Cohen-Ashkenazi, S.; Schifter, T. Barriers to Hospital Admission among People with Eating Disorders: A Qualitative Internet-Based Study. Int. J. Ment. Health Nurs. 2018, 27, 1784–1792. [Google Scholar] [CrossRef]

	



Leavey, G.; Vallianatou, C.; Johnson-Sabine, E.; Rae, S.; Gunputh, V. Psychosocial Barriers to Engagement with an Eating Disorder Service: A Qualitative Analysis of Failure to Attend. Eat. Disord. 2011, 19, 425–440. [Google Scholar] [CrossRef]

	



Waller, G.; Schmidt, U.; Treasure, J.; Murray, K.; Aleyna, J.; Emanuelli, F.; Crockett, J.; Yeomans, M. Problems across Care Pathways in Specialist Adult Eating Disorder Services. Psychiatr. Bull. 2009, 33, 26–29. [Google Scholar] [CrossRef]

	



Watson, H.J.; Fursland, A.; Byrne, S. Treatment Engagement in Eating Disorders: Who Exits before Treatment? Int. J. Eat. Disord. 2013, 46, 553–559. [Google Scholar] [CrossRef] [PubMed]

	



Zipfel, S.; Giel, K.E.; Bulik, C.M.; Hay, P.; Schmidt, U. Anorexia Nervosa: Aetiology, Assessment, and Treatment. Lancet Psychiatry 2015, 2, 1099–1111. [Google Scholar] [CrossRef]

	



Clausen, L. Opfølgningsstudier. In Frås og Faste: Spiseforstyrrelser i Klinisk og Kulturel Belysning; Lunn, S., Rokkedal, K., Rosenbaum, B., Eds.; Dansk Psykologisk Forlag: Virum, Denmark, 2010; Volume 1, pp. 433–452. [Google Scholar]

	



Gulliksen, K.S.; Nordbø, R.H.S.; Espeset, E.M.S.; Skårderud, F.; Holte, A. The Process of Help-Seeking in Anorexia Nervosa: Patients’ Perspective of First Contact With Health Services. Eat. Disord. 2015, 23, 206–222. [Google Scholar] [CrossRef]

	



Clinton, D.N. Why Do Eating Disorder Patients Drop Out? Psychother. Psychosom. 1996, 65, 29–35. [Google Scholar] [CrossRef]

	



Jordan, J.; McIntosh, V.V.W.; Carter, F.A.; Joyce, P.R.; Frampton, C.M.A.; Luty, S.E.; McKenzie, J.M.; Carter, J.D.; Bulik, C.M. Predictors of Premature Termination from Psychotherapy for Anorexia Nervosa: Low Treatment Credibility, Early Therapy Alliance, and Self-Transcendence. Int. J. Eat. Disord. 2017, 50, 979–983. [Google Scholar] [CrossRef] [PubMed]

	



Schmidt, U.; Treasure, J. Anorexia Nervosa: Valued and Visible. A Cognitive-Interpersonal Maintenance Model and Its Implications for Research and Practice. Br. J. Clin. Psychol. 2006, 45, 343–366. [Google Scholar] [CrossRef]

	



Serpell, L.; Treasure, J. Bulimia Nervosa: Friend or Foe? The Pros and Cons of Bulimia Nervosa. Int. J. Eat. Disord. 2002, 32, 164–170. [Google Scholar] [CrossRef]

	



Ali, K.; Farrer, L.; Fassnacht, D.B.; Gulliver, A.; Bauer, S.; Griffiths, K.M. Perceived Barriers and Facilitators towards Help-Seeking for Eating Disorders: A Systematic Review. Int. J. Eat. Disord. 2017, 50, 9–21. [Google Scholar] [CrossRef] [PubMed]

	



Lindgren, B.M.; Enmark, A.; Bohman, A.; Lundström, M. A Qualitative Study of Young Women’s Experiences of Recovery from Bulimia Nervosa. J. Adv. Nurs. 2015, 71, 860–869. [Google Scholar] [CrossRef]

	



Keski-Rahkonen, A.; Tozzi, F. The Process of Recovery in Eating Disorder Sufferers’ Own Words: An Internet-Based Study. Int. J. Eat. Disord. 2005, 37, S80–S86. [Google Scholar] [CrossRef]

	



Vall, E.; Wade, T.D. Predictors of Treatment Outcome in Individuals with Eating Disorders: A Systematic Review and Meta-Analysis. Int. J. Eat. Disord. 2015, 48, 946–971. [Google Scholar] [CrossRef] [PubMed]

	



Blumer, H. The methodological position of symbolic interactionism. In Symbolic Interactionism: Perspective and Method; University of California Press: Berkeley, CA, USA, 1986; pp. 1–60. [Google Scholar]

	



Kvale, S. InterViews: An Introduction to Qualitative Research Interviewing; Sage Publications, Inc.: Thousand Oaks, CA, USA, 1994; ISBN 0-8039-5819-6. [Google Scholar]

	



Spradley, J.P. The Ethnographic Interview; Harcourt Brace Jovanovich College Publishers: Orlando, FL, USA, 1979; ISBN 978-0030444968. [Google Scholar]

	



Creswell, J.W.; Clark, V.L.P. Designing and Conducting Mixed Methods Research, 2nd ed.; SAGE Publications: Los Angeles, CA, USA, 2011; ISBN 9781412975179. [Google Scholar]

	



Patton, M. Qualitative Research and Evaluation Methods, 3rd ed.; Sage Publications: Thousand Oaks, CA, USA, 2002. [Google Scholar]

	



Kvale, S.; Brinkmann, S. Interview: Det Kvalitative Forskningsinterview Som Håndværk, 3rd ed.; Hans Reitzel: Copenhagen, Denmark, 2018. [Google Scholar]

	



Gildberg, F.A.; Bradley, S.K.; Tingleff, E.B. Empirically Testing Thematic Analysis (ETTA) Methodological Implications in Textual Analysis Coding System. Nord. Sygeplejeforskning 2015, 5, 193–207. [Google Scholar] [CrossRef]

	



Braun, V.; Clarke, V.; Hayfield, N.; Terry, G. Thematic Analysis. In Handbook of Research Methods in Health Social Sciences; Liamputtong, P., Ed.; Springer: Singapore, 2019; pp. 843–860. ISBN 978-981-10-5251-4. [Google Scholar]

	



Spradley, J.P. Making a taxonomic analysis. In Participant Observation; Holt, Rinehart and Winston: New York, NY, USA, 1980; ISBN 0030445019. [Google Scholar]

	



Braude, M.R.; Con, D.; Clayton-Chubb, D.; Nandurkar, R.; Chua, L.E.; Newnham, E.D. Acute Medical Stabilisation of Adults with Anorexia Nervosa: Experience of a Defined Interdisciplinary Model of Care. Intern. Med. J. 2020, 50, 77–85. [Google Scholar] [CrossRef]

	



Bamford, B.; Barras, C.; Sly, R.; Stiles-Shields, C.; Touyz, S.; Le Grange, D.; Hay, P.; Crosby, R.; Lacey, H. Eating Disorder Symptoms and Quality of Life: Where Should Clinicians Place Their Focus in Severe and Enduring Anorexia Nervosa? Int. J. Eat. Disord. 2015, 48, 133–138. [Google Scholar] [CrossRef]

	



Touyz, S.; Le Grange, D.; Lacey, H.; Hay, P.; Smith, R.; Maguire, S.; Bamford, B.; Pike, K.M.; Crosby, R.D. Treating Severe and Enduring Anorexia Nervosa: A Randomized Controlled Trial. Psychol. Med. 2013, 43, 2501–2511. [Google Scholar] [CrossRef]

	



Conti, J.E.; Joyce, C.; Hay, P.; Meade, T. “Finding My Own Identity”: A Qualitative Metasynthesis of Adult Anorexia Nervosa Treatment Experiences. BMC Psychol. 2020, 8, 110. [Google Scholar] [CrossRef] [PubMed]

	



Rance, N.; Moller, N.P.; Clarke, V. “Eating Disorders Are Not about Food, They’re about Life”: Client Perspectives on Anorexia Nervosa Treatment. J. Health Psychol. 2017, 22, 582–594. [Google Scholar] [CrossRef]

	



Escobar-Koch, T.; Banker, J.D.; Crow, S.; Cullis, J.; Ringwood, S.; Smith, G.; Van Furth, E.; Westin, K.; Schmidt, U. Service Users’ Views of Eating Disorder Services: An International Comparison. Int. J. Eat. Disord. 2010, 43, 549–559. [Google Scholar] [CrossRef] [PubMed]

	



Patterson, S.; Bellair, R.; Jeffrey, S.; Ward, W. Patients’ Perspective on Inpatient Treatment for Eating Disorders: A Mixed-Methods Study of Satisfaction, Experience of Care and Perceived Helpfulness of Components of Treatment. Ment. Health Addict. Res. 2017, 2, 1–6. [Google Scholar] [CrossRef]

	



Johns, G.; Taylor, B.; John, A.; Tan, J. Current Eating Disorder Healthcare Services—the Perspectives and Experiences of Individuals with Eating Disorders, Their Families and Health Professionals: Systematic Review and Thematic Synthesis. BJPsych Open 2019, 5, 1–10. [Google Scholar] [CrossRef]

	



Winkler, L.A.-D.; Gudex, C.; Lichtenstein, M.B.; Røder, M.E.; Adair, C.E.; Sjögren, J.M.; Støving, R.K. Explanatory Factors for Disease-Specific Health-Related Quality of Life in Women with Anorexia Nervosa. J. Clin. Med. 2021, 10, 1592. [Google Scholar] [CrossRef]

	



Offord, A.; Turner, H.; Cooper, M. Adolescent Inpatient Treatment for Anorexia Nervosa: A Qualitative Study Exploring Young Adults’ Retrospective Views of Treatment and Discharge. Eur. Eat. Disord. Rev. 2006, 14, 377–387. [Google Scholar] [CrossRef]

	



Smith, V.; Chouliara, Z.; Morris, P.G.; Collin, P.; Power, K.; Yellowlees, A.; Grierson, D.; Papageorgiou, E.; Cook, M. The Experience of Specialist Inpatient Treatment for Anorexia Nervosa: A Qualitative Study from Adult Patients’ Perspectives. J. Health Psychol. 2016, 21, 16–27. [Google Scholar] [CrossRef] [PubMed]

	



Venturo-Conerly, K.E.; Wasil, A.R.; Dreier, M.J.; Lipson, S.M.; Shingleton, R.M.; Weisz, J.R. Why I Recovered: A Qualitative Investigation of Factors Promoting Motivation for Eating Disorder Recovery. Int. J. Eat. Disord. 2020, 53, 1244–1251. [Google Scholar] [CrossRef]

	



Wetzler, S.; Hackmann, C.; Peryer, G.; Clayman, K.; Friedman, D.; Saffran, K.; Silver, J.; Swarbrick, M.; Magill, E.; van Furth, E.F.; et al. A Framework to Conceptualize Personal Recovery from Eating Disorders: A Systematic Review and Qualitative Meta-Synthesis of Perspectives from Individuals with Lived Experience. Int. J. Eat. Disord. 2020, 53, 1188–1203. [Google Scholar] [CrossRef]

	



Steiger, H. Evidence-Informed Practices in the Real-World Treatment of People with Eating Disorders. Eat. Disord. 2017, 25, 173–181. [Google Scholar] [CrossRef]

	



Waldemar, A.K.; Esbensen, B.A.; Korsbek, L.; Petersen, L.; Arnfred, S. Recovery Orientation in Mental Health Inpatient Settings: Inpatient Experiences? Int. J. Ment. Health Nurs. 2018, 27, 1177–1187. [Google Scholar] [CrossRef] [PubMed]

	



Clarke, E.; Puschner, B.; Jordan, H.; Williams, P.; Konrad, J.; Kawohl, W.; Bär, A.; Rössler, W.; Del Vecchio, V.; Sampogna, G.; et al. Empowerment and Satisfaction in a Multinational Study of Routine Clinical Practice. Acta Psychiatr. Scand. 2015, 131, 369–378. [Google Scholar] [CrossRef] [PubMed]

	



Kidd, S.A.; George, L.; O’Connell, M.; Sylvestre, J.; Kirkpatrick, H.; Browne, G.; Odueyungbo, A.O.; Davidson, L. Recovery-Oriented Service Provision and Clinical Outcomes in Assertive Community Treatment. Psychiatr. Rehabil. J. 2011, 34, 194–201. [Google Scholar] [CrossRef]

	



Hannon, J.; Eunson, L.; Munro, C. The Patient Experience of Illness, Treatment, and Change, during Intensive Community Treatment for Severe Anorexia Nervosa. Eat. Disord. 2017, 25, 279–296. [Google Scholar] [CrossRef] [PubMed]

	



Gildberg, F.A.; Hounsgaard, L. In-between Grounding and Theory: Symbolic Interactionism as Framework for a Field Study of Forensic Mental Health Nursing. Tidsskr. Sygeplejeforskning 2010, 2010, 54–59. [Google Scholar]

	



Hammersley, M. Ethnography. Principles in Practice, 2nd ed.; Routledge: London, UK, 1995. [Google Scholar]








[image: Nutrients 13 04033 g001 550] 





Figure 1. Thematic map of main findings. 
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Table 1. Participant characteristics (self-reported data).
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Variable

	
Category

	
Mean/n

	
(SD) or Percent






	
Age (years)

	

	
30.8

	
(8.41)




	
Time since onset of ED (years)

	

	
15.3

	
(7.52)




	
Time since declining treatment (months)

	

	
16.7

	
(13.39)




	
Treatment offered

	
Outpatient

	
13

	
72%




	
Inpatient

	
5

	
28%




	
Type of ED

	
AN

	
13

	
72%




	
Atypical ED

	
5

	
28%




	
Past treatment experiences

	
Yes

	
15

	
83%




	
No

	
3

	
17%




	
Place of treatment

	
Capital Region of Denmark

	
12

	
67%




	
Region of Nothern Denmark

	
2

	
11%




	
Region Zealand

	
1

	
6%




	
Region of Southern Denmark

	
1

	
6%




	
Central Region of Denmark

	
2

	
11%
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Table 2. Interview guide.






Table 2. Interview guide.





	Question Logic
	Question(s)





	Current life situation and eating disorder development
	Can you tell me a little about yourself?

When did you develop an eating disorder?



	Perception of illness and motivation for treatment
	When did you first seek treatment?

Why?



	Expectations of treatment
	What thoughts and expectations did you have about treatment at this time?



	Previous treatment experiences
	Have you ever been in treatment at a specialized ED unit before?

If yes: How would you describe this experience?



	First encounter with specialist ED unit
	Now think about the specialist ED unit from where you declined the treatment offered.

What happened at the first encounter with the specialist ED unit?

How would you describe this experience?



	Declining treatment
	Why did you choose to decline the treatment you were offered? What considerations did you made?



	Suggestions for improvement
	From your perspective, how should the specialist ED unit improve to better meet your treatment needs?



	Other treatment
	What did you do after you declined the treatment offer?

Did you get treatment or help from other places, or did you handle the eating disorder on your own?



	Situation today
	How are you today?

What role do your ED have today?
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