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Borderline personality disorder (BPD) is a mental health disorder estimated to affect 1–2% of the general population. As a group, people with BPD endure a high degree of suffering, often leading to suicide attempts, self-harm, and suicide. Comparatively few studies explore the first person perspective of the person suffering from any mental health disorder. This might be especially problematic for people diagnosed with BPD, as this particular diagnosis is followed by stigma potentially making help seeking harder and helping relationships more vulnerable. We interviewed 12 female participants recently diagnosed with BPD in-depth about their experiences with recovery and treatment, and used a stepwise reflective approach to rigorously analyze the data. Results show an overarching theme of working toward connectedness, with four constituent sub-themes. We discuss the findings with regard to empirical work, recovery and autonomy, and the risk of epistemic injustice that people with BPD risk facing.
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INTRODUCTION

Borderline personality disorder (BPD) is a mental health disorder estimated to affect 1–2% of the general population (Swartz et al., 1990; Torgersen et al., 2001; Lieb et al., 2004). BPD is diagnostically characterized by identity disturbance, difficulties regulating emotions, impulsivity, and self-harm (Lieb et al., 2004). It has been suggested that persons diagnosed with BPD have difficulties with mentalization, and that BPD is best understood as a trauma- and attachment based disorder (Bateman and Fonagy, 2003). Suicide attempts are common among persons diagnosed with BPD. In a recent large scale survey the adjusted risk for having a recent suicide attempt with the presence of a BPD diagnosis was reported to be 13,55% (AOR, 13.55; 95% CI, 10.29–17.85) (Olfson et al., 2017), among the highest between all mental health disorders. Earlier research has demonstrated that between 3,0 and 9,5% end up taking their own life (Stone, 1989). The startling severity of suffering and risk associated with a BPD diagnosis underscore the importance of developing sound knowledge about the course of suffering and recovery for these people.

Developing effective treatments for people with BPD has been on the agenda during the past 20 years and specialized treatment programs, such as dialectical behavior therapy (DBT) and mentalization based treatment (MBT), have been developed (Linehan, 1993; Bateman and Fonagy, 2003; Kellogg and Young, 2006). Multiple RCT studies have demonstrated that these programs are effective in reducing self-harm, hospitalization, and suicide attempts incidents (Bateman and Fogany, 1999, 2008; Linehan et al., 1999, 2006). There is little evidence that medication for people with BPD holds positive treatment effects (Stoffers and Lieb, 2015). In conclusion, research has shown that the symptoms of BPD are treatable, primarily by psychological, social, and relational approaches rather than medication. However, less effort has been put into researching how the persons who are suffering and treated by some treatment modality experience these interventions and potential change processes.

In general, comparatively few studies explore the first person perspective of the person suffering from a mental health disorder (Flanagan et al., 2007, 2010), and/or being in treatment programs. The central focus is often on the intervention itself, and its effect toward some researcher-defined objectified outcomes on a symptom level. For general mental health suffering, multiple qualitative studies, and meta-syntheses have reported that important aspects beyond symptom reduction are salient to recovery. These include engaging in meaningful interpersonal processes, gaining understanding about one’s own patterns of suffering, finding hope and motivation to drive autonomous change, and taking responsibility for one’s own life (Young and Ensing, 1999; Veseth et al., 2012; Bjornestad et al., 2017; Hansen et al., 2017; Moltu et al., 2017; Lavik et al., 2018).

In the recovery tradition, the process of getting better is seen as a personal and continuous journey that revolves around learning to live with the challenges set by mental illness and restoring meaning in one’s social and personal life (Anthony, 1993). From this point of view, a treatment intervention is but one out of many situations and practices where the individual person works toward his or her recovery, with the potential of being of high and low importance to any specific individual. When focusing the research perspective on a specific professional intervention, studies risk losing sight of how any intervention is integrated as part into the whole of the suffering person’s life. Centring the research perspective on the suffering person’s experiences with moving through different situations in the process of working toward recovery holds the potential of a sound contextual understanding of treatment processes and their place within a person’s lifeworld. The lifeworld is our experiential everyday life, projects, social encounters and surrounding objects – a familiar and taken for granted world, and yet impossible to fully understand (Husserl, 1954/1970).

Developing detailed insight into how suffering is experienced for persons diagnosed with BPD, and understanding what are important arenas that recovery takes place in, are important areas of professional knowledge. Flanagan et al. (2007) underscore how persons’ lived experiences can contrast how symptoms and suffering are understood in the diagnostic literature. They exemplify with Miller’s (1994) qualitative study of people with BPD showing that the diagnostic criterion “markedly unstable sense of self” (American Psychiatric Association [APA], 2000) attains a very different meaning when studied from the first person perspective. Miller (1994) summarized that rather than having an unstable sense of self the participants in her study seemed to have a stable sense of being an impaired person, leading Flanagan et al. (2010) to argue that subjective data needs to be integrated in diagnostic systems. To this end, Black et al. (2014) have contributed a phenomenological study of the first person experiences of nine persons diagnosed with BPD. They describe tensions between working to stay present to experiences and disappearing for oneself through dissociation and suicidal fantasies. One important work to integrate subjective experience into the practices of assessment and diagnosis is the recently published psychodynamic diagnostic manual (Lingiardi and McWilliams, 2017), which includes sections on subjective experiences for each of the main chapters. The authors emphasize in their motivation for undertaking this work that “Without a counterpoint to the current tendency to focus more and more narrowly on discrete disorder categories, the clinical relationship may be jeopardized and even damaged” (Lingiardi and McWilliams, 2015).

Knowledge and understanding of recovery for people with BPD can support health professionals in their effort to support the patient in finding his or her own personal way of recovering from their illness, while at the same time as assisting the person by helping alleviating clinical symptoms (Davidson et al., 2005). Consequently, a need for knowledge from persons who suffer from BPDs’ first-person perspective and of how they experience their recovery in the context of treatment is evident. To contribute into these knowledge areas, we have chosen to explore the two research questions: How do people diagnosed with BPD experience processes of getting better? How do people diagnosed with BPD experience treatment interventions in their work to get better from suffering?

MATERIALS AND METHODS

Participants

Eligible participants had had a diagnosis of BPD established between six and 18 months before inclusion. This criterion was used to invite people with relatively fresh experiences with having been given the diagnosis of BPD. In addition, eligible participants had to be currently in contact with a treatment provider. This project aimed to study people in ordinary settings, and did not carry out diagnostic assessments as part of procedures. In Norway, clinical psychologists and psychiatrists working in specialized mental health care settings are mandated to diagnose personality disorders in accordance with best practice. Normally, this is done within a clinical relationship based on clinical interviews and structured diagnostic interviews. Participants had gone through this process 6–18 months prior to participation.

Our exclusion criterion was active psychosis. Clinicians at four different hospitals were informed about the study and the inclusion criteria, and provided an invitational letter, explaining the scope of the study, to eligible patients. Eighteen women were invited; twelve women between 21 and 36 years from different parts of Norway agreed to take part in the study. The protocol did not define women as the target population, but diagnostic practice in the clinics led to only women meeting inclusion criteria. Table 1 presents a summary of the participants and the treatment contexts.

TABLE 1. Descriptive sample overview.
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Researchers

BK is a clinical psychologist working in the public healthcare system. EN is an associate professor of health science. MV is an associate professor of clinical psychology. CM is a clinical psychologist working in the public healthcare system, and a professor of clinical psychology. The researcher group share an interest in humanistic health perspectives, service user participation in research, and qualitative health research. None of the researchers had had any treatment relationship with any of the participants in the study.

Data Collection

To achieve the objective of studying the first person experiences of participants (Binder et al., 2012), individual in-depth interviews were chosen as the data collection method. This strategy is particularly apt when the aim is to explore personal experiences in-depth, and building safety for rich descriptions (Knox and Burkard, 2009; Kvale and Brinkmann, 2009). The group of researchers jointly developed an interview guide with broad questions directed at areas of interest, and strategies to move the conversation to the experiential level of each participant. BK traveled to the treatment location to which the participants were connected, and met with each participant in a designated interview room. Care was taken to create a safe and welcoming atmosphere and avoiding disturbances in the interviews. We conducted twelve interviews with twelve individuals, lasting from 45 to 150 min. All interviews were audio recorded and transcribed verbatim for analysis.

Data Analysis

We used a systematic, team-based and step-wise reflective approach to rigorously analyze the participants’ experiences (Binder et al., 2012; Hill, 2012). The structure of the analytic process was Thematic Analysis aiming to establish emergent themes across the individual accounts (Braun and Clarke, 2006). We proceeded as follows. (1) All authors read the full material closely to get a basic sense and overview of the data material, and made preliminary process notes. (2) BK, EN, and CM met for a half-day analytic seminar to reflect on the data, look for patterns of meaning and organize focus for further analyses. (3) BK used the notes from the seminar and carried out a structured thematic analysis (Braun and Clarke, 2006), resulting in a group of preliminary themes with reference to different parts of the data. (4) BK, EN, and CM met for a full-day analytic seminar to work through and review preliminary themes. Adjustments to preliminary thematic structure were carried out. (5) BK refined the analysis, and considered the resulting thematic structure back with the interviews to ensure that meanings corresponded. (6) MV, who had not been part of the initial phases of analysis, reviewed the resulting themes in light of the data material, performing the function of a critical auditor (Hill, 2012).

Ethical Considerations

Talking to persons diagnosed with BPD about mental health, relationships and suffering can be a very sensitive matter, demanding ethical reflection, and thoughtfulness. Choosing to invite people in current treatment contexts was one measure to ensure that participants had some level of support around them. Moreover, one of the researchers in the group, with longstanding clinical experience, were available to the more inexperienced interviewer should something come up in the interviews that caused concern for the participants’ well-being. Participation was explicitly voluntary, with anonymity guaranteed, and participants who volunteered gave written consent and were informed that they could withdraw this consent without consequences at any time up until the publication of an article. The Regional Ethics Committee for Medical Health Research approved of the study (REK Vest 2015/882), and the data security agent at Helse Førde approved of the data security protocol.

FINDINGS

We present the findings pertaining to how participants experience and describe recovery and its relationship to treatment through one overarching theme, “Moving toward connectedness.” Moving toward connectedness is a description of the most common theme across the participants’ experiences of treatment and recovery, and reflects the most abstracted level of our analyses. As an abstraction, it provides a structure for understanding the constituent subordinate themes. Four subordinate themes, “Learning to hold one’s own,” “Needing honesty and genuine mutuality,” “Daring to belong,” and “Making a room for recovery” describe important nuances and variations in the participants’ treatment-experiences as part of their recovery journey. The subordinate themes both contribute details to and are part of the overarching theme of connectedness.

Moving Toward Connectedness

Connectedness was a central theme emerging in persons with BPD’s experiences with change and development during treatment. Connectedness expresses a sense of belonging to one’s own being in the world, and means holding oneself, holding on to oneself, taking a place in the world, and feeling part of it. Across participants, connectedness implied feeling “I am like others and others are like me,” feeling human amongst other humans. Being connected seemed to help the participants standing steadier in raging emotional storms, reaching for and clinging on to support from friends and family and to the support found within themselves. Although struggling and feeling swept away by strong emotions intertwined with processes of treatment and change, participants across different treatment contexts and at different stages in their processes shared the experience of moving toward connectedness.

Learning to Hold One’s Own

To be agents in the processes of change was pivotal. Agency implied being able to believe that change could come about by acting, by changing old patterns and habits. In the context of treatment, this seemed sparked by the experience of being seen as one “who could” by one’s therapist, and by daring to embrace the faith that the therapist had in them. Some participants had started feeling that “they could,” and were actively engaged in helping themselves to make moment-to-moment decisions that could help them deal with their emotions without needing to self-harm, moving them forward in their personal recovery. Importantly, other participants struggled and did not currently experience the same degree of agency, or that others did not encourage agency to grow. They easily felt lost in destructiveness when it came over them, a state of darkened thought, emotions and self-abuse. Possibilities of wanted change, which had emerged to the participants who believed that they could, were illusive and hidden from the participants who believed “they could not,” as illustrated by the following quote.

When I’m home what am I supposed to fill the time with, that I have spent on other things? The whole of last semester I was drinking wine every day, one bottle of wine every day! What am I going to fill that time with that I used to drink? I stayed sober for almost 6 months, I’ve started to drink again now, but that’s like…what else am I supposed to fill the time with that I used to spend on drinking?

Even though this participant was in an extensive therapy program, she seemed to be unaware of the possibility that she could choose differently, that she held the power to make changes in her life. The participants who believed that they could, experienced having therapists who conveyed possibilities for how to make changes, and, as such, the therapists were carriers of hope. They were cheerleaders who made the participants feel significant and brave. A participant described that she had lived in a cave of blackness, of self-hatred and emotional pain. By being supportive and encouraging her therapist had made a profound difference in her life, helping her slowly to believe in herself again, daring her to step out of her blackened cave.

I don’t believe in myself, I have zero faith, but she believes. Oh my GOD she believes! It’s like “calm down, I’m not THAT good!” and she’s like “You can do it!” And that’s just crazy, to have someone saying your words, the words you should be saying to yourself and who will not be quiet about it. She will go on shouting “You can do this! Don’t give up!” That means everything!

This participant further expressed that her therapist’s engagement had made her take a hard look at her own way of living, facing her self-destructive eating and sleeping patterns, helping her to make small changes toward taking better care of herself. Some participants did not express that they were encouraged to help themselves. They were trying to be changed by others, having change induced in them, waiting for recovery to come to them. There where no echoes of cheers in these narratives. The quote below gives voice to the sound of powerlessness that was evident in the narratives of those who struggled to experience that they could.

I don’t know… I really don’t know how I am going to get better, I have enough with holding on to one day at a time.

The participants who believed they could, experienced that they had learned something through therapy; they had gathered knowledge about their emotions, their thoughts, their behavior, and how thoughts influenced emotions and behavior and vice versa. They had gathered keys they could use to unlock doors opening up various possibilities of change. Importantly, these keys were about doing; making conscious choices, being curious about their inner world and practicing how to use their keys. By having and using their knowledge and capacity to act, by taking a walk or cuddle up by the TV with a comedy, the participants experienced that they could turn away from destructiveness, altering the thoughts and emotions accompanying this darkened state. The following quote illustrated how one participant actively used her knowledge to break the emotional state she was in, finding a way to regulate her emotions without self-harming.

It’s about stepping out of the bubble you are in. When it explodes I am usually at home or somewhere else, so it is about doing something totally different. When you’re having a difficult time you often become inactive and just lay down you know, but if you go outside and do something, you trick your brain to say “Okay let’s do something constructive, let’s do something good.” So I usually go for a walk, I often start out very aggressive, hard pace, but eventually I calm down and when I get back I am usually fine.

One participant described how she felt herself growing stronger by witnessing her own journey from powerlessness to emergent control. Experiencing herself as one “who could” and seeing the changes she was making in her own life gave rise to feelings of pride, achievement and mastery.

P: I can make better choices now. So that’s the strength I feel I have regained. I’m not my old self, but now I’m on the right path, and I have NEVER felt that way before, at least not in the last 10 years (….) I have grown a lot by being here.”

I: sounds like a big change.

P: Absolutely! It might not be for you, but for me, even sitting here right now, I just want to scream out in joy! This is a feeling of achievement for me!

The process of change seemed to be about learning to hold one’s own, as described in the quote below. By using the analogy of building a house this participant explained how she, with the help of her therapist, was slowly rebuilding herself, learning how to manage standing on her own two feet.

(…) It’s like building a house, first you need stability in your daily life, work and somewhere to live, that becomes that steady foundation the house can be built on. Then you need a ladder, I’m on that ladder and the psychologist is giving me the tools so I don’t have to go up and down on that ladder, getting the tools, cause then I go down emotionally, if you think about it that way. Then I can be up there, growing, building and when the walls are up, and the roof is up that’s the year that have passed in treatment. Then the house is finished, but it’s never actually finished, I have to continuously work on it you know (..) but then it’s not such a big job that I need that ladder, then I don’t need the carpenters showing me how to use the tools, then I know how to use them myself.

The participants highlighted that being encouraged to learn how to help themselves interconnected with taking ownership of their own recovery. Experiencing ownership seemed to help the participants in the context of treatment, as well as empowering them to hold their own even after finishing their treatment programs.

Needing Honesty and Genuine Mutuality

To feel validated and met as unique persons facilitated trust and security in the therapeutic relationship. Feeling seen as individual beings with emotions, thoughts and intentions, they experienced their therapist as someone who saw past psychiatry and took behold of the person behind. Many of the participants had experienced themselves as illusive, and had been negligent to their inner self. Through the experience of feeling understood, and by having their thoughts and feelings acknowledged and given meaning to, the participants seemed to become visible for themselves. They expressed an experience of finding “me” through the eyes of another that enabled them to respect, take care of and to care about themselves in a newfound way. Not every participant experienced feeling understood in the context of treatment. One participant who struggled, explained that she felt that her thoughts and emotions were perceived through her diagnosis, her own intentions second-guessed. In the quote below she described having to battle with her therapist to feel heard and understood.

I have told my therapist, and I feel that she doesn’t hear what I’m saying. That’s been really hard, cause then I feel that she makes it into having something to do with my illness. She will say “Yes, but a lot of people have difficulty with that, and relational issues and stuff.” But then I feel like she doesn’t even see me! My biggest problem is with myself and not other people!

The participant’s relationship to their therapists seemed very important for their recovery at the time we interviewed them. Therapists who made the participant feel understood and validated, who did not avoid uncomfortable issues, who did not hide away hurtful truths, and who were forthcoming and open about every turn in the process of recovery, were experienced as trustworthy, and genuine. Being able to reach the therapist outside of therapy was experienced as a form of scaffolding. Knowing that someone was available to offer support seemed to give the participants courage to stand on their own two feet. It could also wash away misunderstandings in the therapy room as illustrated it the quote below. This participant expressed feeling upset after a therapy session when her therapist had confronted her with her “habit” of pushing people away. Being able to send her therapist a text helped her to hold the feeling of rejection and to come out of the emotional state she was in.

I feel like she sees me, even if it really hurts. When I left I felt like a really bad person, I’m just bad at being a person I thought, I can’t accomplish anything. And then I sent my therapist a text. You know it’s just that, with my old therapist I couldn’t reach him by mail, text, nothing. There was no way of communicating with him until the next session. (…) So I was really upset and sent her a message on the way home, and I got this answer that really calmed me down. So then I felt like maybe it wasn’t so bad. She said that “Yes we all get blown off, it is not just you, we all get rejected” (..) That makes it more human you know, so then I felt I could relax and go on living.

Feeling safe and secure in the context of treatment enabled the participants to lay down their guard, focusing their attention on how to get better instead of standing watch, protecting themselves from harm. A participant, who struggled in her recovery, expressed that she experienced the absence of openness, mutuality, transparency, and trust in the relationship with her therapist. In the quote below she described how the distance between them seemed to expand by the titles of “therapist” and “patient.” The former holding the cards of treatment so the latter could not see them, creating insecurities and mistrust in the therapeutic relationship, seemingly hindering change instead of facilitating it.

I feel that it’s all on their terms. I know that the relationship to the therapist is very important, a lot of studies point to how important it actually is (..) and this is not a good relationship. My therapist has even told me that she might have to try to find me another program. And when I asked where she was going to send me she just “I don’t know, you might be too ill to be here” And I just, “Well isn’t this the kind of problems you should be able to handle?” So it’s been…very strange, either you are too ill or you are too healthy, it’s difficult to be a patient.

Daring to Belong

Opening up to others and taking a genuine part in relationships in the treatment context were seen as important for recovery and difficult to approach. Group therapy sessions were potentially meaningful spaces, as a sanctuary where the participants’ own thoughts and feelings could resonate with those of others. The other people who were patients rather than the group therapist seemed to give structure to these experiences. One participant described how the group offered her a homelike feeling contrasting the feeling of separateness she often experienced in the outside world.

Group therapy probably helped me the most, cause then I met people who struggled with the same… as I felt I was the only one, in the whole world, who struggled with. Then suddenly I meet people with exactly the same thoughts and emotions as me. So that probably helped the most.

One participant disclosed that she felt a lot of shame over her illness. Within the group she experienced that she could talk about her life without being embarrassed or judged, giving her a feeling of being understood and accepted. Within the group, she was part of a community, part of a whole.

It was scary at first, but now I notice that I need these Thursdays! This is the only place where I can feel calm; nothing is embarrassing here, nothing stupid, and nothing to feel ashamed of! Here I get the feeling that people actually believe me, that I don’t get in my daily life surrounded by family and friends. I look well on the outside you know, but I feel ill inside. People can judge me and be like “but you’re not ill, you look so fresh and nice and have a tan.” But on the inside I look like a storm, you know!

To belong to a community gave rise to a feeling of togetherness. Togetherness was about learning and acting together, to help, and to encourage each other. Participants created it intentionally, supported by a structure within the treatment, bestowing continuity on a process of change.

However, when the architecture and elements of togetherness were absent, being in a group could be a lonesome experience for some, causing anxiety and feelings of shame. Being in a group meant talking about their daily life, and to face fellow group members’ opinions and views on one’s own thoughts and actions. For one participant, being in a group was not about feeling connected and whole; it was about feeling vulnerable and insecure, as illustrated in the quote below.

The group therapy has been really difficult. I struggled a lot with anxiety, taking up space in a group and starting to talk and to have all that attention pointed toward me. It has been really uncomfortable (..)

Making a Room for Recovery

Recovery processes were connected to hope. Participants who experienced moving forward in the process of recovery expressed that they believed in possibilities of change, and were actively pursuing each step toward it. It seemed the participants had established a room in mind were they could see their own life as it previously had been, how it was now and how they wanted it to become. Having room in mind was also about being compassionate toward one self and the process one was in. The quote below illustrates how one participant reminded herself that she was “allowed to make mistakes” in the process of recovery.

To be satisfied with the little steps I take, or to me they are really big steps but to others they might be: “Really is that a problem?” I just have to be proud of what I accomplish. I have to try, and if I fail, well that’s okay too.

Some of the participants seemed to have created a timeline in their mind were each step in treatment signified a move forward toward better days. In the face of setbacks this timeline could re-establish hope, showing the progress that had been made and could be made again. Forms and notebooks helped the participants to visualize their timelines, as they could go back in these books and see their own progress, how it had unfolded over time. The quote below illustrated how one participant was able to reflect on her own progress, even in the face of setbacks, acting understanding toward herself, complimenting herself for the changes she had been able to make.

I had a setback this weekend (...) But even if I have these major setbacks once in a while they are shorter in duration. I can intervene in my own thoughts and think more rationally about what’s going on in my head, and that’s HUGE! To be able to step into your own line of thoughts, pull them apart and actually be strong enough to face the one’s you have acted out against and say “that wasn’t right of me to do.”

Making a room for recovery was about having patience with one’s own recovery process, considering one’s own timeline gently, and with care and compassion. For some this meant letting time pass by, letting the processes of change mature at its own pace. For one participant room was about feeling free to be skeptical and negative about her treatment for as long as it took for her to experience change.

P: (…) I was in treatment for one and a half year, you’re only supposed to have 1 year but I was able to have an extra 6 months. You go through the book once every 6 months, you know. The first 6 months I was really negative.

I: To the treatment?

B: Yes I thought it was ridiculous! But the next semester was better and the last semester was great!

Other participants did not experience being helped in making room to recover. One participant disclosed that she felt change was time-restricted and for a lucky few to experience. She described a feeling of being deserted, when being told that she had to end her treatment before feeling ready to do so, not knowing where to go or who to turn to, feeling guilty over not getting better in the time she was expected to.

(...) It had to have been some kind of miscommunication (..) cause when I had 1 year left my therapist came and told me that we had to talk because I was overstaying my invitation, so to speak. “You have to quit by Christmas” she told me. That was really devastating for me (...) I knew I had to quit and I was prepared, but in a year as they previously had told me. I totally lost it, it was just dreadful.It was such a mismatch between what I thought and what was.

Room to recover was something more than just time, as illustrated above, it was being granted humanity and individuality by others in a vulnerable period of one’s life, and by the individual herself making a compassionate room in mind to be allowed to recover. In the context of treatment, it seemed to present itself where it was made space for by therapists, by the means of flexibility, care and empathy.

DISCUSSION

In the findings of the current study, we have presented four themes that demonstrate variations and concretizations of the shared overarching theme of recovery for people diagnosed with BPD as a process of moving toward a personal sense of connectedness. Although the experience of becoming safer as a human among other humans constituted a core meaning of recovery, different participants found themselves on different paths of this journey. The four sub-themes, “learning to hold one’s own,” “needing honesty and genuine mutuality,” “daring to belong,” and “making a room for recovery,” address important ways that participants experienced that therapy could help or hinder their personal recovery processes. For example, some participants had experienced honest mutuality in their treatment relationships, and others described they were left longing for it. Between the two poles was a shared understanding that this was necessary to be able to use therapy for the good in the context of one’s own life. The sub-themes illustrate that for therapy to be of value, both relational aspects, such as honest mutuality and being invited to belong in groups, and support of autonomous aspects, such as holding one’s own and making room, interplay.

Qualitative explorations from a first-person- and therapist perspective describe the importance of belonging and social connectedness for people with severe mental illnesses (Bradshaw et al., 2007; Veseth et al., 2017; Ware et al., 2007). Bottom-up analyses of the literature (Drake and Whitley, 2014) and syntheses of existing qualitative studies (Leamy et al., 2011) emphasize belonging as decisive factors to processes of recovery, both through connecting to ones close relations such as family and friends, to professionals, and to the community and society at large. Performing a systematic review and meta-synthesis of qualitative studies of recovery for people diagnosed with personality disorders in general, that is, a much broader inclusion scope than people diagnosed with BPD, Shepherd et al. (2016) found only three studies to include. They report that the higher order themes of safety, social relationships and autonomy are understood as a prerequisite for an individual to recover. The latter part speaks to the core findings of the present study, with its focus on an individual being autonomous, but inextricably connected to a relational context. As such, our study adds to this growing knowledge base in highlighting the central role of connectedness to people with BPD.

Developments in psychotherapy research and theory for people with BPD have evolved over the past three decades, for example through mentalization-based treatment (MBT) (Allen and Fonagy, 2006; Bateman and Fonagy, 2013) and DBT (Linehan et al., 2001). Both MBT and DBT have proved effective in helping this group of people (Bateman and Fonagy, 2009; Kliem et al., 2010). MBT is an attachment based therapy form, in which BPD is both theorized (Allen and Fonagy, 2006) and empirically shown (Gullestad and Wilberg, 2011) to be associated with a lessened ability to “hold other minds in mind” based on (object)-relational trauma (Allen and Fonagy, 2006). A therapeutic focus in MBT therapies is to explore and approach relational situations while working to support emotion regulation and mentalization in processes of intrapersonal and relational healing toward greater epistemic trust (Fonagy and Allison, 2014). A third-wave cognitive therapy form, DBT integrates self-regulation, mindfulness, and acceptance in parallel individual and group settings (Linehan et al., 2001). Clinical recovery in DBT is directed at helping people with BPD with self- and interpersonal safety and regulation for participation in social contexts. As such, both these therapeutic traditions mirror the subjective experiences of the present study’s participants’ struggle toward connectedness, for example through MBTs focus on epistemic trust (Fonagy and Allison, 2014).

We may argue that processes of connectedness appear particularly important for people with BPD. Traditionally, a BPD diagnostic label has corresponded to that of a “difficult patient” (Sulzer, 2015) to people that in the mental health system often has been referred to as “manipulative,” “unstable,” “disinhibited” or “hostile” (Kyratsous and Sanati, 2017), leading helping systems to risk denying people with BPD the invitation to a genuine community to a larger extent than those with other ways of suffering. An experimental study by Lam et al. (2016) demonstrates the stigmatizing effect a BPD label can have on therapists’ assessment of uncomplicated panic disorder. Prior to watching a film of a woman describing her lived experiences of panic, the researchers randomly allocated therapists to one of three conditions. The first group was provided written information about the patient’s personal details and general background; the second had the addition of a behavioral description consistent with BPD; and the third group was given the addition of a label of BPD. The group provided with the label saw significantly fewer reasons to be optimistic about the woman’s prognosis and rated her problems more negatively. Similar to people with addiction problems risking rejection from helping professions when showing core feature of their problems, such as active use of illegal drugs, people with BPD can be seen to risk rejection for showing core features of theirs, such as reactions to relational trauma and insecurity. However, in light of now available psychotherapies helpful to people with BPD, such as DBT and MBT, there is also a flip side to these issues. Historically, limited access to care has been reported in studies of persons’ with BPD experiences (Nehls, 1999), and without a diagnosis, access to potentially helpful programs might continue to be limited.

Recently, adverse processes have been helpfully discussed using the concept of “epistemic injustice” in understanding how people with BPD are being met by helping professions (Kyratsous and Sanati, 2017). Diagnoses in the field of mental health are by different accounts claimed to be uncertain and fundamentally problematic (Bentall, 2006; Horn et al., 2007; Pilgrim, 2013), underscoring that they do not identify patients with common symptoms and etiologies who respond to specific treatments. However, as Pilgrim (2013) writes: “although psychiatric knowledge is weak, psychiatric authority is powerful” (p. 339). In a brief popular article problematizing the potential detrimental effects of this authority for people with BPD, Watts (2017) builds on the concept of “epistemic injustice.” She emphasizes that people with BPD are often coping with severe trauma, whereas diagnostic language, with its focus on personality difficulties, shifts attention and empathy away from the horror of these traumas. She claims this risks constituting a silencing and blaming perspective that pathologizes and medicalizes peoples’ coping strategies as a symptom of a psychiatric disorder located within the individual’s personality. Research of lived experiences with health and suffering, such as the present study, can have an important function in the field of mental health to allow emphatic engagement with the lived experiences of the suffering people (Natvik and Moltu, 2016), offering one contribution toward balancing epistemic injustice.

For the specific population of people diagnosed with BPD, the first person research literature on the suffering individuals’ perspectives is scarce, but not non-existent. However, a majority of the existing studies focus on how persons diagnosed with BPD experience specific intervention strategies, such as music therapy (Strehlow and Lindner, 2016), specific group therapy (Sagen Inderhaug and Karterud, 2015), and MBT (Lonargáin et al., 2017). The contributions of such studies are evident when it comes to refining intervention protocols and practices, but one critique might be that the focus on the intervention risks silencing the full service user perspective on recovery. For instance, synthesizing seven studies in an otherwise interesting and well-written meta-synthesis of how individuals diagnosed with BPD perceive DBT, Little et al. (2017) conclude that the synthesis highlights how key factors in DBT impact day-to-day life and patients’ identity, and that outcome measures may not capture the complexity and magnitude of this impact. It should be noted in this respect, that meta- and mega-analyses of close to 70 years of quantitative psychotherapy research attribute the largest effect-sizes, by far, to client factors and extra-therapeutic factors (Lambert and Ogles, 2004), illustrating our point that when researching experiences of specific interventions qualitatively, the intervention itself might occupy too much of the foreground.

Interesting examples of first-person studies include studies of the experiences of imprisoned people diagnosed with BPD, people diagnosed with BPD as one of many problems, adolescents diagnosed with BPD, and of specific phenomena, such as the experience of self, identity, and crises. Lovell and Hardy (2014) reported an IPA study of interviews with eight women with a diagnosis of BPD in a forensic setting. Their resulting themes of identity, power, protection and confusion seem to suggest that the prison context allows for different expressions of such vulnerability than do voluntary treatment contexts. Indeed, if safety and autonomy are core aspects of recovery from personality disorder problems in general (Shepherd et al., 2016), and for people diagnosed with BPD, as suggested in our findings, a forensic setting seems challenging. Spodenkiewicz et al. (2013) interviewed 50 youths diagnosed with BPD in a lifeworld study, and reported that fear-based negative feelings and experiences of social isolation or hostility were descriptive of their experiences. They also find that a sense of continuity and time is hard to hold onto. We understand these findings to add meaning to the overarching theme in the present study that recovery is about moving toward connectedness. Such a formulation holds as a premise that this process starts from a state of disconnectedness. Reporting from a thematic analysis of interviews with five women diagnosed with BPD, Agnew et al. (2016) found three identity themes, which they coin connection, distance between us, and hurt and healing. They describe how these women understood their suffering as having relational origins and relational solutions, and that in recovery, finding ways of connecting constructively to others was important. One study exploring recovery processes in a group of women diagnosed with BPD reports that feeling safe, validated, and trusted within treatment helped the women in their recovery (Holm and Severinsson, 2011). Last, in an in-depth case study of one individual’s recovery journey over 5 years, Johansen et al. (2017) describe how recovery moved via three phases, from attachment and dependence on a therapist, through working level headed together, to moving autonomously on “into the world.” These three studies, in various ways, echo the importance of relationality, agency and connection in understanding problems and recovery related to BPD.

Anthony (1993) defines personal recovery from mental health challenges as a deeply personal, unique process of changing one’s attitudes, values, feelings, goals, skills and/or role. It is a way of living a satisfying, hopeful and contributing life even with the limitations caused by illness, resonating with the lived experiences of the participants of getting better as an ever ongoing matter. In a medical meta-model (Wampold and Imel, 2015), the term recovery often connotes recovery from something, referring to removing expressed symptoms of a disorder, such as self-harm and suicidal behavior in the context of BPD. A humanistic epistemology would rather use the term in a way that connotes recovery in, putting the actively living person, trying to cope with all aspects of life, amongst other things burdens of illness, in the foreground (Ramon et al., 2007). This seems to be a difference that makes a difference. The latter understanding and epistemology allow for thinking of a patient as an actively living and meaning-making agent, holding intentionality and capacity to act within his or her own life. Important work in the field of mental health has established such an understanding of agency as pivotal in working toward better service (Davidson and Shahar, 2007).

Empirical work studying different illness experiences underscore agency and autonomy as healing phenomena (Moltu et al., 2012, 2017; Bjornestad et al., 2017; Hansen et al., 2017). Moltu et al. (2017) studied what good outcomes from a patient perspective, and reported that “doing differently” rather than “feeling differently” held importance to participants. As such, functioning in social roles and personal relationship take prominence over symptoms when people develop autonomy and agency. Similarly, reporting on self-agency development for people with psychosis, Bjornestad et al. (2017) underscore how environmental support and gentle pressure supports such processes. Most psychotherapy models have agency and autonomy building as central to their theories of change, and recently Lind et al. (2018) reported that people with BPD developed self-agency beyond the control group through a 12-month therapy program. Importantly in our findings, the theme “Learning to hold one’s own” underscores how, for our participants, developing agency was both about support and learning coping skills for everyday challenges. An epistemology seeing people as actively creating their own lives provides a sound foundation to build theory about health interventions part in those lives.

Limitations of the Study

All participants in the present study were women. Although this reflects an important statistical point, 75% given the diagnosis of BPD are women (Skodol and Bender, 2003), there is clearly also a need for more knowledge on the lived experiences of men with a diagnosis of BPD. Furthermore, the present study was conducted within a Norwegian context, which means that despite that participants had experience with different treatment modalities such as mentalization-based therapy or dialectical behavioral treatment, the mental health care were all provided within the same public health system at approximately the same period. Although this exploratory study provided us with rich data, the study builds on a relatively small and homogenous group of participants. When interpreting the results the context of a uniform single payer free of charge health care system should be integrated.

Another limitation is that we conducted all interviews within the context of an ongoing therapy, which necessarily gives direction to the interviews and our analysis. As the overarching theme of “moving toward connectedness” also will involve processes outside of treatment and care, there is a need for studies focusing more explicitly on these processes as well as with various stakeholders, such as family and friends, who can provide different perspectives on these processes. Given the importance of power issues that we have discussed in this article, future studies might also consider choosing methodological approaches that are more sophisticated in capturing the complexity of such issues, for example discourse analysis.

Implications

Though these findings needs to be carefully considered in light of the study limitations, we recommend continued training and educational efforts toward mental health professionals and staff in order to develop more humanistic approaches that increasingly recognize the trauma people with BPD has survived. Following Davidson et al. (2016), we may say that we need to “stop asking patients (implicitly) the question: “What is wrong with you?” and start asking them explicitly instead: “What has happened to you?” to be followed by the question: “And how can I be of most help?” (p. 47). Moreover, findings in this study suggest that professionals in treatment and care can be more attentive to how power issues can be present in the way we use language, describe and diagnose people, and that this perspective could benefit clinical education.

CONCLUSION

Recovery for people with severe mental illnesses is a gradual and continuous process. Treatment programs can help or hinder various aspects of this process. The present study emphasize how moving toward connectedness seems to be a key dimension in the recovery process for people with BPD, comprising variations over the subthemes of “Learning to hold one’s own,” “Needing honesty and genuine mutuality,” “Daring to belong,” and “Making a room for recovery” for the one who suffers.
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