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Background: Finding new meaning and identity in the aftermath of trauma has been identified as a key process of mental health recovery. However, research indicates that this meaning-making process is compromised in people with psychosis. Considering the high prevalence, yet under-treatment of trauma in people with psychosis, it is urgent to gain insight into how their meaning-making process can be supported.

Aim: To gain insight into how people with psychosis make meaning of trauma and identify barriers and facilitators in their meaning-making process.

Methods: Qualitative inquiry of N = 21 interviews transcripts from the Dutch Psychiatry Storybank. We included interviews of people who (a) lived through multiple psychotic episodes, and (b) spontaneously addressed traumatic experiences in a low-structured interview. Storyline analysis was performed to gain insight into the meaning-making of trauma within their self-stories. Psychosocial conceptualizations of narrative identity were used to inform the analysis. A data-validation session with four experts-by-experience was organized to check and improve the quality of our analysis.

Results: We identified four different story types: (1) Psychiatry as the wrong setting to find meaning; (2) The ongoing struggle to get trauma-therapy; (3) Exposure to trauma as a threat to a stable life, and (4) Disclosure as the key to resolving alienation. Each story type comprises a different plot, meaning of trauma withing the self-story, (lack of) integration and barriers and facilitators in the meaning-making process. Overall, barriers in the meaning-making process were mostly situated within mental healthcare and stigma-related. People felt particularly hindered by pessimistic ideas on their capacity to develop self-insight and cope with distress, resulting in limited treatment options. Their process of adaptive meaning-making often started with supportive, non-judgmental relationships with individuals or communities that offered them the safety to disclose trauma and motivated them to engage in a process of self-inquiry and growth.

Conclusion: The outcomes illuminate the social context of the meaning-making challenges that people with psychosis face and illustrate the devastating influence of stigma. Our outcomes offer guidance to remove barriers to adaptive meaning-making in people with psychosis, and can help clinicians to attune to differences in the meaning-making of trauma.
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1. Introduction

People diagnosed with psychotic disorders, such as schizophrenia (1),1 experience disproportionately high rates of past and ongoing trauma in their lives (2, 3). They are at higher risk of developing post-traumatic stress disorder (PTSD) than people in the general population (4), with the majority of studies reporting a 20 to 30% prevalence rate (5).

The association between trauma and psychosis is firmly established, yet their interplay is complex and subject to ongoing revision [see (6–9)]. To date, (childhood) trauma as a risk factor for developing psychosis has been best established in the available evidence (10, 11). Several studies have demonstrated that the experience of childhood trauma is predictive for the onset of psychosis in persons at clinical high risk (12). A meta-analysis by Varese et al. (13) suggested that if childhood adversity was eliminated, one-third of adult psychosis would not occur. Other pathways between trauma and psychosis are being increasingly studied. Morrison et al. (6) proposed an integrative model of the spectrum of trauma reactions, outlining three routes between trauma and psychosis: (1) trauma may lead to psychosis, (2) psychosis and related experiences can themselves give rise to PTSD, and (3) both psychosis and PTSD may lie on a spectrum of shared reactions to emotional trauma. There is emerging evidence for a psychotic subtype of PTSD (14) and for PTSD as a result of psychotic symptoms and involuntary treatment experiences (15, 16).

Unfortunately, trauma and PTSD in people with psychosis often remain under-detected in mental healthcare (17, 18). Research of de Bont et al. (19) indicates an estimated under-report of PTSD of as much as 96,9% in clinical practice. As a consequence, many people with psychosis are unlikely to receive appropriate treatment for post-traumatic stress (20). Such disregard of trauma has severe negative consequences, as post-traumatic stress in psychosis is associated with worse functioning, lower quality of life, and higher levels of positive symptoms, neurocognitive impairments and general psychopathology (5). Consequently, both clinicians and patient representatives advocate for better, trauma-informed care for people with psychosis (21–23). In order to design such care, it is important to gain insight into the perspectives of people with psychosis themselves.

Previous qualitative research inquiring these perspectives identified that finding new meaning and identity after disruptive experiences is a key aspect of the process of personal recovery from schizophrenia and other forms of severe mental illness (24–26). Moreover, a review on personal recovery in psychosis found that coming to terms with past stress and trauma was an important first stage in this process (27). The role of trauma in personal recovery has only recently gained more attention (28), and studies offering in-depth insight into the meaning-making of trauma are scarce. The few studies we found on this subject indicated that, although trauma and adversity are often part of the illness explanations of people with psychosis (29, 30), they experience a lack of opportunities to discuss and address trauma, both within and outside mental healthcare (31–33).

With the present study, we aim to provide deeper insight into how people with psychosis make meaning of trauma. Specifically, we are interested in narrative meaning-making of trauma in the context of the stories people create about their selves and lives. By telling stories, people connect life events into a meaningful whole, leading to a certain extent of narrative integration (34). In order to better understand how narrative meaning-making can be disturbed and enhanced in response to trauma and psychosis, we will use conceptualizations of narrative identity as a theoretical framework.

Narrative identity has been defined by McAdams as: “The internalized and evolving story of the self that a person constructs to make sense and meaning out of his or her life (…) and that serves to explain, for the self and others, how the person came to be and where his or her life may be going.” (35, p. 99). The development of such self-stories is theorized to be a developmental psychological process that requires several cognitive skills. Most importantly, it requires the meta-cognitive skill of autobiographical reasoning: the reflexive activity of creating relations between different parts of one’s past, present, and future life and drawing conclusions about one’s personality and development (36, 37). In his research, McAdams demonstrated that in constructing self-stories, people strongly draw on prevailing cultural norms, metaphors and themes that are present in the narratives they encounter in their social life (38). Accordingly, he defined narrative identity as a psychosocial construction: “Any persons’ particular narrative identity is a co-authored, psychosocial construction, a joint product of the person him/herself and the culture wherein the person acts, strives and narrates.” (35, p. 112). In this study, we will draw on this psychosocial understanding of narrative identity to study the meaning-making of trauma in people with psychosis. First, we will shortly discuss how narrative identity can be affected by the experience of trauma and psychosis, respectively.

In psychological guidelines and research, traumatic events are described as experiences that can challenge a persons’ view of the world as a just, safe, and predictable place (39) and disrupt previous taken for granted beliefs and expectations (40). In terms of narrative identity, trauma can shatter a persons’ assumptive world and lead to a disrupted self-story (41). Neimeyer and colleagues distinguish different forms of narrative disruption that can result from trauma: Disintegration of the self-narrative occurs when confrontation with traumatic events disrupt a person’s sense of continuity of self, as the person one becomes after such experiences can feel radically different from the person one used to be (42). Furthermore, narrative dissociation entails a process in which the traumatic memory is excluded from conscious memory, but also from the personal story shared in a social context, resulting in a “silent story” that blocks integration into the self-narrative (43, p. 133). Lastly, narrative dominance can disrupt people’s own attempts at meaning-making by imposing an external, non-preferred identity. People, for example, can experience that their individuality disappears behind the universal label of a psychiatric disorder (42, p. 169).

As much as self-narratives can become disrupted by traumatic experiences, then, they simultaneously have the potential to negotiate or resolve such disruptions or “breaches” (44). In fact, storytelling is theorized to be motivated by biographical disruptions such as trauma and illness, as it can give people the means to render these experiences and their impact comprehensible (45). Especially in low-control situations, such as traumatic events, meaning-making may be the most adaptive coping response (46). It requires the reconstruction of a new assumptive world, which accounts for the traumatic experiences, yet is psychologically more comforting (47) and that is not only viable to the person itself but also creates support from relevant others (41). Empirical studies confirm that people can grow from adverse experiences through processes of meaning-making, and that adaptive meaning-making is associated with various forms of wellbeing and growth in both the general population (48, 49) and in people with psychosis (50, 51).

We only found one study that specifically inquired narrative meaning-making of traumatic experiences by people with psychosis. In this study, the authors found that participants reported high levels of traumatic childhood experiences in a questionnaire, but rarely mentioned, let alone integrated them in their personal narratives (52). Difficulty integrating personal experiences might complicate meaning-making of trauma in people with psychosis. Based on a systematic review of narrative identity research, Cowan et al. (53) concluded that one of the main features of the narratives of people with psychosis spectrum disorders is a detached narration style, including incoherence and “absence of meaning.” That is, difficulties interpreting life events and connecting them to each other and the present self. Such narrative disruptions have often been linked to impairments in memory and meta-cognitive skills which are considered a core feature of psychosis spectrum disorders (54). Other authors have drawn attention to the social factors that might complicate narrative meaning-making in the psychosis spectrum. For example, according to Roe and Davidson (55), the very perception of people diagnosed with schizophrenia as lacking reason and insight has led to an approach in psychiatry in which they are abandoned to the illness, dismissing rather than inviting narrative. Instead of focusing on deficits, they advocate for focusing on people’s efforts to overcome the disruptions that are introduced by the illness and its consequences.

Previous research on meaning-making efforts has mainly focused on the integration of illness-experiences into the self-stories of people with psychosis. Decades ago McGlashan et al. (56) already related differences in recovery from schizophrenia to differences in integration of illness experiences into identity. They observed two opposing recovery styles: “integration” and “sealing over.” Integration was characterized by people’s awareness of continuity in their mental activity and personality from before, during and after the psychotic experiences. People displaying this style tended to be curious about their experiences and prone to elicit help of others to understand them. By contrast, people with a sealing over recovery style tended to isolate the psychotic experience, which they experienced as alien and interruptive. They were disinclined to investigate the psychotic experience and perceived it as separate from their personal problems. Similar patterns have been found in a more recent narrative study of the experiences of voice hearers by De Jager et al. (57), in which the authors distinguish between people with a “turning toward/empowerment” and a “turning away/hibernation” recovery style. Several studies suggest that a recovery style directed at turning toward and integrating experiences predicts better functioning on the long term and that meaning-making styles in psychosis are not static but can change over time (58–61). These findings support a more hopeful perspective on the possibility of people with psychosis to integrate disturbing experiences.

In this study we will work from a recovery-oriented perspective, assuming that adaptive meaning-making of traumatic experiences is a possibility for people with psychosis. Drawing on psychosocial conceptualizations of narrative identity, we understand adaptive meaning-making as a dynamic and dialogical process of integrating traumatic experiences into the self-story, in a way that makes them more bearable and elicits social support.

Our research questions were: (1) How do people with psychosis make meaning of traumatic experiences in the context of their self-stories? (2) What have they experienced as barriers and facilitators in their meaning-making process? (3) What differences in (lack of) integration of traumatic experiences into the self-story can be identified?



2. Materials and methods


2.1. Research design

We performed a qualitative, narrative study of stories from people with psychosis. A common practice in the study of narrative identity is to code and rate narratives with standardized instruments, thus quantifying them (48). However, for exploring new avenues and complexity, qualitative methods are more suitable (62). These methods allow for understanding how people construct and negotiate their identities, and take into account their biographical trajectories (63). Our study is situated within a interpretivist-constructivist research paradigm (64). We chose a narrative, holistic approach to data-analysis that is particularly suitable for mental health recovery research (65).



2.2. Setting, procedure, and data-collection

This study is part of the “Psychiatry Storybank” from the University Medical Center of Utrecht (Netherlands). In this ongoing, long-term project we collect stories of service-users through low-structured interviews. Our aim is to gain in-depth understanding of service-users’ perspectives on mental illness, care and recovery, in order to improve psychiatric services. The project was evaluated by The Medical Ethical Review Committee of the University Medical Center of Utrecht, who confirmed that the Dutch Medical Research Involving Human Subject Act (WMO) did not apply. Subsequently, official approval of this study by the Medical Ethical Review Committee was not required (reference number WAG/mb/16/030724).

Participants in the project were people that made use of psychiatric services in the Netherlands. Apart from acute crisis, no exclusion criteria were formulated. Participants were recruited through convenience sampling: People could sign up through our project website, advertised on (social) media and by word-of-mouth. Participation was voluntarily and people were informed about their possibility to withdraw from the study at any time. After signing up, participants were first contacted by phone to discuss the aim and process of participation. An information letter with detailed information about participation and privacy was sent afterward. When people gave their consent to participate, the interview was planned and conducted at a place of the participants choosing. During the COVID-19 pandemic, participants were offered the possibility to be interviewed online, through video-calling. All participants gave their written informed consent. The interviews were transcribed verbatim and stored anonymously in our secured database.

The interviews were conducted by junior mental-health professionals that were trained and supervised by the Psychiatry Storybank team, including the first author. Interviewers were trained to invite participants to share what matters to them and connect as much as possible to their evolving story, while further exploring and deepening this story using five topics [identity, social participation, connectedness, (psychiatric) help and future perspectives, see Supplementary Appendix I]. After first observing an interview, new interviewers received detailed and systematic feedback on their first two interviews (see Supplementary Appendix II). Two reflection sessions with the interviewers were organized to discuss and address common points of feedback. These included the need to “unlearn” structured interview techniques and create more space for sensitive subjects. More details are provided in van Sambeek et al. (66). Note that the current study was designed after data-collection and that interviewers were unaware of the focus on the subject of trauma.



2.3. Interview selection and participant characteristics

From the Psychiatry Storybank database, we purposefully selected interviews of (former) service-users with psychosis that spontaneously addressed traumatic experiences. Firstly, from a total of 103 service-users’ interviews, we selected interviews from participants that experienced multiple psychotic episodes or reported to be diagnosed with a psychotic disorder (N = 33). From a transdiagnostic view, we assumed that diagnostic differences would be subordinate to the shared experience of living with (the fear for) recurrent psychosis. Hence, we included participants with different diagnoses. The second step was to identify interviews in which trauma was addressed. In the literature, there is ongoing discussion on what “counts” as a traumatic event. The DSM-5 criterion to identify exposure to traumatic events (“actual or threatened death, serious injury or sexual violence”) (67) has been criticized for being defined from an outside perspective, while it is the subjective appraisal of the event that determines the individuals stress reaction (68). Additionally, it excludes the psychosis-related traumatic events that are commonly reported by patients (69). As we were interested in personal meaning-making, the subjective experience of the participants was leading in our identification of trauma. Based on a first reading, we included interviews in which the participant explicitly referred to having experienced trauma, with or without providing further details. This method resulted in the inclusion of 18 interviews. In order to maximize variation in meaning-making, we additionally included interviews in which the participants did not literary use the word “trauma” but referred to events that they had clearly experienced as overwhelming and shocking and as threatening their safety or the safety of loved ones (68).2 This method yielded inclusion of three additional interviews. The 21 included interviews were conducted between January 2019 and December 2022. A total of 14 of them were conducted face-to-face and seven interviews were conducted through video-calling. Interviews lasted 63 min on average. Characteristics of the participants and experienced trauma are summarized in Tables 1, 2.


TABLE 1    Characteristics of the participants (n = 21).

[image: Table 1]

 
TABLE 2    Type of traumatic experience disclosed in the interview (multiple entries).
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2.4. Data analysis

To analyze narrative meaning-making of trauma, we performed storyline analysis as proposed by Murray and Sools (70). Several important principles of a holistic approach are integrated within this method, such as analysis of the story as a whole unit, regard for both content and form, and attention for the context in which the story is produced (71). Storyline analysis consists of analyzing different storyline elements (setting, characters, events/acts, intention, and means) in coherence, to eventually identify the breach within the story. A breach refers to friction in the assumptive world of the narrator. An imbalance between two story elements is seen as an indicator of such breach. In the subsequent steps of analysis, the identified storylines are positioned within the interactional context of the interview and the broader social-cultural context. In the last step of analysis, individual storylines are compared in order to identify more general story patterns, or plots across cases. We adapted the guidelines for storyline analysis to our specific research questions, theoretical framework and data, after a first reading of all interviews. The steps of storyline analysis are designed to support bottom-up analysis, which starts with detailed analysis of the unique words and meanings created by participants, and gradually proceeds to move up and become more theory driven (70, p. 139). For the latter, we made use of the theoretical elaborations of narrative disruptions and narrative integration that are described in the introduction. To recognize different forms of (lack of) integration of trauma on a textual level, we made use of indicators from the narrative identity literature, such as thematic and causal coherence. Causal coherence refers to the extent to which the narrator connects past, present and future self, reflecting continuity of the self-experience. Thematic coherence refers to the extent to which the narrative is centered around an overarching theme, life lesson, value or principle and indicates a process of reinterpretation and reflection (72, 73). A detailed overview of all steps of analysis and the use of these concepts can be found in Supplementary Appendix III. Comparative analysis led to the identification of four story types with different plots and forms of (lack of) integration. These story types are not intended as static categorizations, but as context dependent and evolving narrative forms. In order to provide useful entrees for personalizing trauma-informed care, barriers and facilitator were analyzed of each story type separately.



2.5. Trustworthiness

We acknowledge that researchers’ perspectives inevitably influence what is “found” in analysis. For example, all members of the multidisciplinary research team are proponents of recovery-oriented care, and our study is explicitly designed to align this vision. From our point of view, subjectivity is not to be avoided but to be critically worked with: by engaging in constant reflection and dialog about researchers’ assumptions and interpretations, in combination with systematic analysis. We made use of multiple strategies from international guidelines for good practice in qualitative research (74). To enhance transparency and rigor, researchers’ assumptions, reflections and disagreements were recorded in a logbook, providing insight into adaptations in the research process and researchers’ motivations. For instance, discussion of critiques on the concept of narrative coherence as a measure of healthy meaning-making resulted in adaptations in analysis to show multiple facets of meaning-making. After extended familiarization with the data, we held several cross-reading sessions within the research team to compare and broaden our understanding of the narratives. Subsequently, each narrative was analyzed in depth by the first author. Story elements were systematically coded in ATLAS-ti software, and detailed memos and reports of analysis were written and discussed within the team to support the comparative analysis. In order to enhance the credibility and authenticity of our findings, we organized a data-validation session with experts-by-experience. Participants were recruited through the mailing list of “Anoiksis,” the Dutch association for people with psychosis. We invited members with firsthand experience of both trauma psychosis to reflect on our preliminary results. Seven people reacted to the mailing, of which three were present at the online meeting (150 min). One person was consulted individually by telephone upon request. The four consulted experts were two men and two women between 31 and 52 years old. Three of them had engaged in trauma-therapy. They helped to further refine our results and interpret the meaning-making patterns we identified. Additionally, three overarching feedback points were brought forward. Firstly, the experts raised important questions about the concept and process of meaning-making itself. This feedback was processed in this article by further specifying what adaptive meaning-making entails. Secondly, they pointed to the role of health-inequalities in getting professional help with meaning-making of trauma. Although most of them had eventually found satisfying help, they emphasized their privileged position in terms of resources (for example: being able to verbalize care needs and having the financial means to pay for unreimbursed trauma-care). Third, experts recognized elements from most story types and reported changes in meaning-making. For instance, most of them had previously believed that confronting trauma would lead to destabilization.




3. Results

We identified four different story types in our sample: (1) Psychiatry as the wrong setting to find meaning; (2) The ongoing struggle to get trauma-therapy; (3) Exposure to trauma as a threat to a stable life, and (4) Disclosure as the key to resolving alienation. An overview of the characteristics of these story types can be found in Tables 3–5. Below, we will give an in-depth description of each story type by first characterizing the plot and the meaning of trauma within the self-story (Table 3). Secondly, we will describe the barriers and facilitators that narrators have encountered in their process of meaning-making of trauma (Table 4). Finally, we will characterize the (lack of) integration of trauma storylines into the self-story (Table 5). Distinguishing characteristics of the narrators are given in the introduction.


TABLE 3    Plot and meaning of trauma within self-story.

[image: Table 3]

 
TABLE 4    Barriers and facilitators in the meaning-making process.

[image: Table 4]

 
TABLE 5    Narrative integration of trauma.

[image: Table 5]


3.1. Psychiatry as the wrong setting to find meaning (N = 7)

Narrators of these stories had all engaged in peer-support groups and were often working as experts-by-experience. Most of them appointed psychiatric treatment-related experiences as traumatic.


3.1.1. Plot

These stories were mainly about the narrators’ quest to find meaning in their suffering. The plot was centered around the friction between this intention and the setting of mental healthcare, where the narrator initially expected to gain self-insight, but became disillusioned.







	

	
“At first I was hopeful to get help within that mental health system. So I was very willing to cooperate, also in diagnostics. Of course I was walking around with a hundred thousand questions myself: What is going on with me? Why is it escalating like this? Why am I reacting to certain things? And as time went on and not so much was done with that, my candor also kind of stopped. Um, and, well, I also became suspicious (…) because you feel you are being observed, but nobody reports back to you… So that felt not really safe for me either.”

“Mark” (47 years old).






Acute care settings were particularly experienced as unsafe and neglectful spaces, where previous trauma was triggered, or new trauma created. Narrators eventually found a setting that better supported their needs. In some cases, this entailed switching to another mental healthcare institution. In most of the stories, however, the “right setting” was found outside of mental healthcare, in a peer-support setting.







	

	
“When I went to the recovery college, it was like getting a warm shower. They operate on the basis of equality. Well, you notice that right away when you enter. When you step inside, you already have such an idea of hey, what a nice atmosphere. It has been a second home for me. And I also learned a lot there, also personally. So that helps me enormously, you know. Because you feel equal, equally taken seriously. You are treated as a human being, just as eh, a full human being, so to speak.”

“Ria” (60 years old).








3.1.2. Meaning of trauma within the self-story

Narrators of this story type talked of trauma as both a cause and a consequence of psychosis. Although many narrators mentioned youth trauma, traumatic experiences within care were foregrounded in these stories. Overall, narrators articulated their suffering more strongly in terms of loss-experiences, than in terms of trauma. They described how illness- and treatment experiences had negatively affected their life course, leading to an accumulation of losses, mostly in terms of interrupted education, career and relationships. Often, these loss-experiences resulted in a feeling of being a failed or “depreciated” member of society. In their recovery process, trauma became part of their explanation for a disrupted life, thereby facilitating a more compassionate self-judgment. Some narrators described an ongoing process of trauma processing and intended to engage in trauma-therapy. However, for most of them the acknowledgement of their trauma history seemed most important.







	

	
“To accept that formerly you had an incredibly nice job, a nice house and I don’t know what, and that you just get written off [by the occupational doctor red.]. That’s what it comes down to. And if you then also go through a divorce, which means you have to um, leave your house behind and your whole past in fact (…) then you have to work very hard to get through that. And, and, well, make a new story for yourself, of who you are and what happened to you and, and why and how that happened and where you stand now (…). And I do have an explanation in retrospect as to why I was so explosive at the time. Because the situation in which I regained consciousness [after an overdose, red.] was exactly the same as when I regained consciousness at the age of 5, after being in a very serious car accident. So that, that can be, traumatic. That, that’s my explanation (…) I came to the conclusion that it had everything to do with myself, with my life story.”

“Jonathan” (71 years old).








3.1.3. Barriers and facilitators in the meaning-making of trauma

Several aspects of the mental healthcare setting were experienced as barriers in the meaning-making process. Firstly, narrators reported experiencing how the predominant feeling of unsafety elicited by acute mental healthcare settings, led to further withdrawal, distrust and isolation, instead of dialog and meaning-making. (Coercive) admission and the seclusion it entailed, was often experienced as traumatic, and as causing a downward spiral of mental distress.







	

	
“And um, then in 2001 I was isolated for the first time. And that really um, that really took me a long time to get over that. That really put the whole- I always call it ‘the revolving door of psychiatry’- in motion (…). It is like it fueled a kind of separation anxiety. So, I really didn’t dare to be alone anymore. Only when I was stoned or drinking, I could be with myself, alone.”

“Maya” (52 years old).






Second, a short-term medical approach to their suffering was experienced as hindering. Although most narrators continued to make use of psychiatric services, they felt that their treatment had been too narrowly focused on symptom-reduction, by exclusively providing crisis admissions and medication. Third, narrators experienced stigma in mental healthcare. They felt reduced to their illness and approached as incapable of developing self-insight. For instance, because they were not asked about their life-history and professional insights were not shared with them.

In contrast, peer-support groups were experienced as the most important facilitator in the quest for meaning. Peer-support settings were experienced as safe spaces, were everyone was treated with equal respect. These basic conditions set the scene for enhancement of self-insight through mutual validation and exchange of experiential knowledge. Developing a meaningful self-story was an explicit aim of these groups. In this process, narrators experienced writing and creative self-expression as helpful means.



3.1.4. Integration of trauma

Characteristic of these stories was a combination of high thematic coherence with a low degree of detail of traumatic events and experiences. Narrators clearly reflected a lot on their selves and lives and had experienced the benefits of integrating past-experiences into their self-story as part of their recovery process. Narrative dominance of the stigmatizing idea that people with psychosis are not able to make-meaning had hindered them, but was resisted through these counter-narratives. Although narrators had created causal coherence between who they were, how illness and care experiences impacted them, and how this affected their future intentions and (im)possibilities, in most stories there was limited elaboration on the traumatic childhood experiences they mentioned. They tended to seal over those experiences in the context of the interview: traumatic events and the feelings and thoughts they evoked remained vague.




3.2. The ongoing struggle to get trauma-therapy (N = 5)

Narrators of these stories had all experienced psychical assault, including sexual abuse.


3.2.1. Plot

The quest for trauma-therapy was central to these stories. Protagonists emerged as active agents that put a lot of effort in gathering the right means to process trauma. They developed specific ideas about how trauma affected them and what kind of trauma-therapy they would need. However, their quest was hindered by mental healthcare professionals that refused or discouraged trauma-therapy or did not offer adequate support.







	

	
“So, when it comes to medication and having confidence in my recovery, I definitely appreciated him [psychiatrist, red.]. But when it comes to explanatory models and what, what you can do… I also asked him repeatedly: What can you do for early childhood trauma? And then he said well, we don’t have any treatment for early childhood trauma. So, I can’t offer you anything. Then I went to the GP to refer me for EMDR for early childhood trauma (…). And yes, we’ve approached something like five or six practitioners. But they didn’t respond, or they said well, we think the risk is too high, because you are psychosis prone.”

“Marjan” (51 years old).












	

	
“They first helped me with creative therapy. Then I could be referred for EMDR and confrontation therapy. But I dissociate sometimes (.) and hyperventilate, and sometimes um, it gets so intense that I get a kind of epileptic seizure. So, I um, want to get through it, but I also asked for help -in case I would have such a seizure- to get out of it. But they wouldn’t, because they’re not going to hold your hand, that’s how they told me. So, it turned out I would be sent home in an epileptic seizure. But that’s not possible, you understand? I can’t handle that. So, I do need the EMDR and, and exposure therapy, but not that way.”

“Roos” (48 years old).






Excluded from the desired trauma-therapy, protagonists often turned to alternative and complementary care. Although protagonists sought their own ways of treating trauma, they continued to struggle with trauma consequences, especially with physical stress reactions.



3.2.2. Meaning of trauma within the self-story

Trauma was central to these self-stories. For narrators, there was a clear relationship between trauma and psychosis. They understood psychosis as both a consequence of trauma and a coping mechanism: an “escape” or “flight” from unbearable traumatic pain. Distinctive for these stories, and apparently related to the experience of physical assault, was that trauma experiences were talked about primarily as bodily experiences that kept inhabiting their bodies and elicit fear. Voices or visions were seen as having meaningful content and realistic elements, related to past trauma. Recovery from trauma for these narrators meant to be able to confront and process trauma without having to escape into another reality. Narrators were hopeful that once trauma was processed, psychosis would no longer occur.



3.2.3. Barriers and facilitators in the meaning-making process

Negative responses of parents and other family members on traumatic events were important initial hinderers that narrators encountered in the aftermath of (childhood) trauma. They described interaction patterns of silencing, denial, neglect, or victim-blaming and condemnation, for example in cases were sexual abuse came out. Consequently, narrators came to feel guilty and ashamed about their experiences. Stigma became a barrier once their mental distress became visible for others. Narrators felt that their troubled behavior was not comprehended by others, leading to further despair. Traumatic experiences underlying their distress remained unexplored in mental healthcare, and traumatic stress was not recognized. Once they had been diagnosed with psychotic disorder narrators felt reduced to the “crazy” or “troublesome” person, whose attempts at meaning-making were devaluated and seen as a symptom of illness.







	

	
“So, you’re there, with post-traumatic stress disorder and pain, neuropathic pain disorder. And you’re not being helped for that. Um, also eventually um, yeah, I got the report eventually. Yeah, nothing at all had been written about a violent crime [which he reported, red.]. So that information, nothing of it was written down there (.) And yeah, then you end up standing outside, because you’re not getting anywhere. Eventually you’re taken out of your house by the police about ten times, or picked up from the street. Um, [silence] because I did start drinking a lot. And [silence] so then you’re actually taken out of your house. And you start to wish: if only I were dead.”

“David” (47 years old).






Related to (self-)stigma was the lack of psychoeducation on trauma-related coping mechanisms, particularly on dissociation: Narrators thought this information could have helped them in an earlier stage to understand their experiences not as crazy, but as normal reactions to abnormal circumstances.







	

	
“When I was abused as a child, I found myself in another place. In my mind it wasn’t me that it had happened to. Much later, I learned that this is called dissociation. But as a child, I felt very strange: suddenly you open your eyes, where am I? So, I didn’t understand what happened to me, but I also didn’t know who to talk to, because I just thought I was crazy. So, I think a lot of mistakes were made there, and that if I would have had better guidance, I could have been spared for what came next.”

“Roos” (48 years old).






An important turning point in these stories was the encounter with a supportive, non-judgmental partner, professional or community that made narrators feel accepted for who they were, beyond their problems. In particular, spiritual or religious communities played an important role by acknowledging the meaningfulness of their distress. Feeling more motivated and hopeful, narrators started to engage in a process of self-inquiry and education on mental distress, finding out more about trauma-related mechanisms, coping and treatment options. Some of them started to write and talk about trauma, others could not speak about it initially, but found it liberating to express themselves through dance, painting or other creative means.

Once narrators were able to verbalize their trauma history, trauma, and in most cases PTSD was acknowledged in mental healthcare. However, new barriers arose at this point. Most importantly, narrators felt hindered by risk-avoidance, both as an attitude of individual practitioners and an institutionalized practice in the form of strict inclusion and exclusion criteria for trauma-treatment programs, disadvantaging people with complex psychopathology. They were particularly confronted with the assumption that people with psychosis are not able to (learn to) cope with trauma.







	

	
“If disasters happen, well, there’s a whole trauma team ready to help the victims. Well, for me, there wasn’t. And during that period when I was psychotic, um, I think there was also the belief that people who are psychotic couldn’t do trauma processing, because they were afraid that they would become psychotic again. Well, that’s bizarre anyway. So, you go through something very shocking [silence] and everybody actually says: don’t talk about it.”

“Jeanet,” (52 years old).






As narrators educated themselves on trauma and psychosis, they felt hindered by the slow pace in which new scientific insights were integrated in guidelines and translated into practice. Within the mental healthcare that was accessible to them, narrators experienced integrative psychotherapies (such as scheme therapy) as beneficial, especially in terms of validating and regulating emotions associated with trauma. Some narrators finally had the chance to engage in EMDR for a single traumatic experience, that helped them to process it. However, a problem for most narrators was that they had multiple traumatic experiences, and that childhood trauma in particular, was found impossible to verbalize or translate into concrete images. Associated, the lack of innovation and body-focused approaches in mental healthcare was experienced as a barrier. In alternative and complementary care, narrators felt helped because of the holistic approach that facilitated body-mind integration. Learning different self-care techniques, such as breathwork, meditation or reiki made them feel more agentic in calming down their bodies. This made narrators more confident in their capability to further confront and process trauma.







	

	
“My whole body gets in a kind of panic or something, and starts to shake all at once. So that’s one big startle reaction. Especially when I’m touched, I can’t stand that anymore. I um, [silence] I can handle it a little bit, but it’s not gone away yet (.) Eh, but that’s still um. I just think it’s unfortunate that I just can’t get real professional help within the mental health system, can’t get on with that (…)”












	

	
I did a lot of things like shiatsu massage. Or um, I’ve done other. I did the whole training on shamanism. That also helped me a lot (…). They’re especially good at early childhood trauma. Because there’s almost always dissociation. And that’s where I also suffer from: dissociative thoughts. And, well, what a shaman is trained in, is to figure out where these experiences went. And how can you get that back again so to speak (.). So, I thought, if I make the technique my own, then I also don’t depend on others. Then I can apply it to myself.”

“Marjan” (51 years old).








3.2.4. Integration of trauma

Clearly, trauma was central to these stories. Unlike the other story types, the self-story began with the first traumatic experience, not with the onset of illness. Narrators gave elaborated accounts on trauma, the way they coped with it and its impact on their identity. Distinctive was that narrators described many traumatic events in detail, including the ambiguous and confusing emotions and thoughts that they had experienced during these events. Both causal and thematic coherence were high in these stories. Given the efforts of narrators to inquire and process trauma, this was not a surprising finding. However, narrators emphasized that making meaning of trauma had been a difficult process that had often taken them several decades. Their highly integrated trauma stories can be read as a form of narrative resistance to the idea that people with psychosis are unable to make meaning. However, narrative dominance of the idea that people with psychosis are unable to cope was still hindering them in their quest for trauma-therapy and further body-mind integration.




3.3. Exposure to trauma as a threat to a stable life (N = 5)

Narrators of these stories were all single persons that had recently started to participate in (online) peer-groups or rehabilitation trajectories. This subgroup included the three stories of people who described traumatic experience without labeling it as such.


3.3.1. Plot

Friction between different intentions was central to this story type. Narrators typically had been focusing successfully on keeping their psychotic symptoms under control and avoiding relapse and psychiatric admission. Medication, living a tranquil, withdrawn life, and focusing on the here and now had been their most important means to achieve a state of stability. However, at the downside, this lifestyle made them feel isolated from other people and society. Influenced by exposure to new ideas about recovery from peers, narrators began to hope for a more meaningful life. At the same time, they felt anxious about taking new steps that could trigger trauma and compromise their stability.







	

	
“Um, well, I really want to study actually. But I’m not up to it yet (…). That has to do with um, crowds, stimuli and people and um, fears. I had a bad time in high school. I’ve been bullied for several years. So um, I’m afraid that I’m going to end up in a situation um, yes, that I’ve also experienced in the past. I feel, already feel very vulnerable thinking about that.”

“Tim” (40 years old).












	

	
“I would like to have a job, being able to raise children. Even if it’s just a job for ten hours a week. Even if it’s volunteer work. Doesn’t matter to me. As long as I’m just stable and can get to work. That’s actually the most important, because then I can feel part of society. Then I can also make an active contribution (…). They say I should just do things. But you’re just scared every day that things can go wrong again. That you’ll be locked up again. That fear is so hard to live with.”

“Sanne” (22 years old).








3.3.2. Meaning of trauma within the self-story

Narrators associated preoccupation with past trauma with periods of mood disorder and psychotic deregulation. Hence, they believed it was best for their well-being to not look into trauma. They had actively turned away from their past and apparently sought shelter in the present.



3.3.3. Barriers and facilitators in the meaning-making process

In these stories, hesitance and difficulty in meaning-making of trauma seemed intertwined. Narrators feared the consequences of attending to trauma. At the same time, they showed difficulty in retrieving and verbalizing memories. Some narrators explicitly mentioned this difficulty. From the evaluation forms of the interviewers, we learned that these interviews were often experienced as demanding and requiring a more active and structured interview style. An apparently related but distinctive hindering factor was narrators’ doubt and confusion about the “realness” of their traumatic experiences, describing their memories as being “blurred,” “diffuse” “delusional” or even “false.”







	

	
“Before, I was living very much in the past. Um, I had to think very often about my um, early childhood which went rather oddly. But they were partly real memories and partly false memories. And um, yes, I’ve lost that now. I live more in the here and now.”

“Bas” (46 years old).






Helpers were scarce in these stories, however one important and consistent helper across these stories was peer-support. Firstly, because peers offered narrators hopeful perspectives on recovery in psychosis, motivating them to explore new future possibilities. Secondly, examples of how others were dealing with trauma made them begin to reconsider their own strategies. Thus, peer-support seemed particularly helpful in offering role-models.







	

	
“I’m thinking about…maybe taking some kind of course to write a book or something. That would be good thing. I have two classmates who have written a book and they motivate me to do it too. But then I don’t really know how. I really wonder how I can deal with my pain, cause I’m kind of overflowed. When I go out with my friends, I’m always cheerful, and I think more about my future nowadays (…). I don’t look at that pain so much. I know that the pain is there, that it does hurt. But then I wonder: what should I do with that? I find that difficult. Some people may be able to deal with that in their own way. But then I am not so much looking at the pain.”

“Dolores” (38 years old).






As narrators of this story type were not directed toward meaning-making of trauma, barriers and facilitators were harder to identify and interpret in these stories. The data-validation session with experts-by experience played an important role in filling in the gaps of these stories and our understanding of them. They brought forward three important points, based on their own experiences. Firstly, that reluctance to speak about trauma might arise from not being aware of the benefits. Trauma might be perceived as unchangeable life fact that can’t be made “better.” Secondly, they suspected that the fear of trauma memories might consist mainly of losing control over disturbing emotions associated with these memories, such as grief or anger. Thirdly, they suspected that feelings of guilt and loyalty might be involved in the doubt about the realness of traumatic experience. For example, in case of (youth) trauma in which loved-ones are involved, acknowledging the experience as traumatic turns loved-ones into perpetrators. A lack of witnesses to confirm or validate the traumatic experience was brought forward as another factor that can enhance doubt about the realness of it.



3.3.4. Integration of trauma

These self-stories were mostly centered on illness experiences. Traumatic experiences were the gaps in these stories. Narrators mentioned traumatic experiences indirectly and between the lines, referring for example to “bad” situations or experiences without providing further details. Only when they were invited by the interviewer to elaborate, traumatic experiences became somewhat more explicated. These elaborations were minimal and remained low in causal and thematic coherence. These stories were characterized by narrative dissociation of trauma, a form of disintegration in which trauma-memories seem blocked and (unconscious) psychological defense mechanisms were most clearly at work. At the same time narrators’ stories appeared to be overruled by narrative dominance of a stigmatized illness-identity.




3.4. Disclosure as the key to resolving alienation (N = 4)

Narrators of these stories were females within similar care-contexts: They all started with trauma-therapy (preparation), as part of a multi-disciplinary treatment.


3.4.1. Plot

Central to this story type was past friction between the protagonists’ intentions and actions. When mental distress started to interfere with their pursuit of a “normal” life, protagonists believed it was best to hide their distress. They took actions that consisted of fleeing physically (e.g., running away from their family or institution) or mentally (e.g., substance abuse to numb the pain, blocking memories, pretending to be okay).







	

	
“I had seen something on TV, a program about schizophrenia. And I did realize that I had that too. And I was afraid they were going to lock me up. And, so I though, either I have to act totally normal or I have to end my life. I had those two choices. And I decided to go back to normal. And that actually worked out at that time. I called off my psychiatrist, threw away my pills and I just went back to living a normal life. Even finished my studies. And then things actually went really well for quite a while (…). I didn’t even remember having had it [psychosis red.] and hence never told my husband about it. Until I got it again.”

“Bea” (44 years old).






However, on the long term these actions led to a downward spiral of problems (such as divorce, loss of custody, forced admissions) and a sense of alienation of their selves and loved ones. Only when the protagonists stopped hiding their distress and found the courage to disclose traumatic experiences, better care and social support initiated.







	

	
“I didn’t dare to talk openly about what I had gone through (…). I felt ashamed of the things I had been through. I didn’t want to be pitied and that kind of stuff. And [silence] um, yeah, if you don’t share who you are then you don’t have real relationships either. The appearance, the mask you put on, that jams with the others. But a real conversation where you share your heart and where you show who you are, and the other [silence] can respond to that, I just didn’t have that for years. And then you alienate yourself. And I feel now that really um, clarity and light has come to me um, to the things that I was all tucking away.”

“Sarah” (60 years old).








3.4.2. Meaning of trauma within the self-story

Narrators described how the role of trauma in their lives had recently shifted. For a long time, they had seen it as something to be hidden for themselves as much as for others. When this strategy turned out to obstruct, rather than help to live a normal life, their ideas changed. They had come to see trauma as an experience that needs to be disclosed and processed, in order to be able to rebuild their lives. Their wish for a better future became the motivation to address the past.







	

	
“I’ve also experienced trauma in my life…In the sexual area, when I was very young. Now I can talk about it. And talking also means processing. But in the beginning when I just got that first psychosis, I didn’t dare to talk about it. With my psychologist, we are looking now at some form of trauma treatment. We explore what suits me best and how I can get on top of it (…). I especially want to learn how to cope with the thoughts that came after the trauma. And I also um, want to stay stable to be able to take care of my daughter again.”

“Alissa” (25 years old).






Narrators did not articulate particular ideas about the relation between psychosis and trauma but spoke of psychosis and trauma as accumulative problems.



3.4.3. Barriers and facilitators in the meaning-making process

In these stories, next of kin played a particular negative role in the meaning-making process, by expressing stigmatizing ideas on mental distress. Protagonists felt rejected by their family or partners, making them feel ashamed and afraid to disclose their inner world.







	

	
“For a very long time I thought I’m going to be the old one again. And my family also hoped that very much. They were waiting for the day that I became my old self again. But I didn’t, I already knew that. Um, and I really became a new person. And for a very long time I didn’t dare to come out (…). And for a very long time I was ignored and not allowed to be there as a person. During the admission, nobody came to see me either, because I wasn’t the person they wanted to see.”

“Bea” (44 years old).












	

	
“I think psychosis it is a very hard, lonely disease that you are condemned for (…). Um, [silence] yes, you, you can’t imagine that there’s really no one at all who thinks well, let’s go and see her. And that for two and a half years. It feels like you’re already dead, only you’re still breathing.”

“Marlies” (53 years old).






Acceptance of professional help after subsequent losses was an important turning point in these stories. Notably, narrators’ motivation to accept and commit to care was the love and responsibility for another being—a child, God, or even a pet—that gave them the strength to work on recovery and start rebuilding their lives. (Coercive) crisis admissions was described as a hinderer, unless it was embedded in trustful therapeutic relationships and follow-up care. Trauma-sensitive care within a multidisciplinary team was described as a significant helper in the meaning-making of trauma. Unique for this story type was that narrators were actually offered regular trauma-therapies, such as EMDR and imaginary exposure. Narrators felt helped by the involved and cooperative relationship with -and between members of the team, and the integrated manner in which various problems were addressed. Marlies, for example, described how she told the psychologist of her Flexible Assertive Community Treatment (FACT) team that the side-effects of her medication made her too passive to feel motivated for EMDR. Hence her psychologist agreed with her psychiatrist to lower the dose. At the same time, the psychologists involved Marlies’ parents to restore her lost supportive network. Simultaneously, a social worker helped Marlies with daily chores and prevention of eviction by the house cooperative. Thus, the whole team together created the right conditions for effective trauma-therapy.



3.4.4. Integration of trauma

The integration of trauma in these stories is best characterized by their transition. Narrators had moved away from trauma for a long time but were starting to turn toward it. Most of their trauma storylines were not detailed or elaborated yet. However, narrators created thematic coherence by stressing the significant impact of trauma on their lives, and the necessity and intention to process it. Hence, the storylines had begun to be part of the self-stories but were unfinished. One exception was the story of Sara, with a highly integrated and elaborated trauma storyline. In contrast to the other narrators that were beginning trauma-treatment, Sara had already finished trauma-therapy, and experienced the effect of it.







	

	
”I am very happy with the help that I receive now, and the imaginary exposure therapy I got. And that um, [silence] yes, that I just worked through the pain. Because before, I was always tired. A lot of energy went into pushing away that pain. And now I have that energy left and I feel much better than when I was 20, both physically and psychologically. And that is really a wonderful experience.”

“Sarah” (60 years old).






A salient characteristic of these stories was the relatively low causal coherence: narrators struggled to integrate ideas of their present and past self. After long periods of radically hiding mental distress, the creation of a story that was able to restore a sense of continuity took them considerable effort. Disintegration of the self characterized this story type. Narrators articulated discontinuity specifically in terms of the self before and after psychosis. Experienced stigma played an important role in this form of disintegration, as the ill-self could not be accepted as part of the self without losing significant others. Unlike in other story types, mental healthcare professionals played an important and destigmatizing role in the meaning-making of both illness and traumatic experiences.





4. Discussion

The aim of this study was to gain in-depth insight into how people with psychosis make-meaning of trauma. Furthermore, we wanted to understand how adaptive meaning-making, as part of the personal recovery process, can be better supported in mental healthcare.

Meaning-making was studied by performing storyline analysis on 21 narratives of people that experienced psychosis and trauma. We identified four story types within our sample, each entailing a different meaning of trauma in the context of the self-story. Narrators of “Psychiatry as the wrong setting to find meaning” spoke of trauma as both a cause and consequence of psychosis. They articulated their suffering mostly in terms of illness- and treatment related trauma and losses. The acknowledgement, rather than the processing of trauma seemed most important for them. Distinctively, narrators of “The ongoing struggle to get trauma-therapy” had come to see psychosis as a way of coping with the unbearable pain of traumatic experiences. Consequently, confronting trauma became vital for their recovery. By contrast, narrators of “Exposure to trauma as a threat to a stable life” associated psychotic crisis with preoccupation about past trauma. They appeared to get stuck in the present, as avoidance prevented the integration of trauma into the self-story, but simultaneously hindered them in creating future possibilities. Lastly, narrators of “Disclosure as the key to resolving alienation” had concluded that their strategy to radically hide mental distress and its traumatic origins was not viable. They spoke of addressing trauma as a necessary step in the rebuilding of their lives. These outcomes are consistent with previous qualitative studies, indicating that people with psychosis often link experiences of illness to trauma (29, 30) and expand insight into meaning-making differences.

We also found that most narrators either demonstrated or reported (past) difficulty integrating trauma. Both illness and trauma are disruptive experiences that can translate into disintegrated self-stories (41). In this study, we identified stigma as a major additional contributor to narrative disintegration. From the narratives, we learned that stigma was experienced in different contexts, but especially within mental healthcare. In particular, narrators encountered two stigmatizing ideas that hindered them in their meaning-making efforts: The idea that people with psychosis are not able to develop adequate self-insight and meaning, and the idea that they are not able (to learn) to cope with distress. Narrative dominance of these ideas appeared to be related to other experienced barriers in mental healthcare, such as lack of access to trauma-therapy and little attention for the trauma history. The disrupting influence of stigma within mental healthcare was most clearly articulated by narrators of “Psychiatry as the wrong setting to find meaning” and “The ongoing struggle to get trauma-therapy.” Narrators of the latter story type felt that their attempts to make meaning were actively undermined or rejected in mental healthcare, whereas narrators of “Psychiatry as the wrong setting to find meaning” felt that mental healthcare lacked the characteristics and resources to develop meaningful narratives at all. Similar service-user experiences have been conceptualized as ways in which mental health services can undermine autobiographical power of people with psychosis (75). Narrators of the above story types managed to regain autobiographical power, outside and despite mental healthcare. Others however, found support within mental healthcare: In “Disclosure as the key to resolving alienation,” next of kin were the stigmatizing actors, whereas mental health professionals came forward as helpers in the creation of a more viable an empowering meaning of both illness and trauma. Narrators of “Exposure to trauma as a threat to a stable life,” with the least integrated trauma storylines, appeared to suffer most from internalized stigma and social isolation. They had only just begun to discover new perspectives and future possibilities in interaction with peers. These differences stress the significance of supportive networks and discursive resources in the transition from moving away, to moving toward distressful experiences [see (57)].


4.1. Implications for practice and education

To offer meaning-specific entries for personalizing trauma-informed care, we analyzed barriers and facilitators of each story type in detail. Here we will discuss three overarching patterns that offer guidance to improve trauma-informed care for people with psychosis: the importance of better relational preconditions, long-term care and access to psychotherapeutically interventions.

First, we learned that a process of adaptive meaning-making often started with the experience of supportive, non-judgmental relationships with individuals or communities. In accordance with findings from Campodonico et al. (33), feeling respected and safe was often spoken of as a novel experience that motivated people to engage in a process of self-inquiry and growth, including the disclosure and exploration of traumatic experience. We also learned that supportive relationships were often found outside mental healthcare: Partners, peers, spiritual communities and alternative care providers were appointed as important helpers. Clinicians may more actively encourage engagement with such helpers, but can also learn from the healing qualities of these relationships, such as equality. Clinicians can express stigma subtly and unintendedly to people with psychosis (76). Hence, it seems crucial to raise awareness of stigmatizing practices and their consequences as part of their professional education and training in order to create better relational preconditions.

Second and interrelated, our outcomes highlight the importance of long-term care. Building supportive relationships requires an organizational context that allows professionals to be attentive and stay present (77). Instead, the acute care settings where people with psychosis often find themselves are literally characterized by seclusion. In correspondence with previous studies (15, 16, 31), many narrators in our study described psychiatric admissions as traumatic. Such traumatic treatment experiences can damage patients’ trust and hinder engagement with mental health services (16). The way acute care was followed up appeared to be of utterly importance to mitigate negative care experience. People that felt most hindered by mental healthcare often described crisis admissions that were merely followed up by medication controls. By contrast, people that felt supported by mental healthcare reported to receive continuous, integrated care by multidisciplinary teams with familiar professionals. Although the latter is actually in line with quality standards, people with psychosis—especially those from marginalized groups—are at risk to receive only minimal care (78).

Third, the outcomes highlight the importance of better access to psychotherapeutically interventions. Narrators experienced a lack of access to interventions that foster meaning-making in general—such as psycho-educations and psychotherapy–as well as access to specific trauma-focused therapies. Psychosis, by definitions consist of a “breakdown of shared meaning” (79), and may cause clinicians to be reluctant in the provision of psychotherapy. They can, however, play an important role in supporting the process of finding more viable and socially shared meaning. Several therapies, such as Open Dialog (80) and Metacognitive Reflection and Insight Therapy (81) have been developed for this purpose. Additionally, our outcomes stress the importance of creative, body-focused, and emotion-focused approaches to integrate trauma in non-verbal ways.

Education on psychological mechanism- especially that of dissociation-came forward as another helper in creating a more viable and destigmatizing meaning of trauma reactions. The illness-focused psychoeducation that is common in mental healthcare can be helpful in the acceptance of mental distress and professional help. However, in the case of trauma in psychosis, this approach might be problematic, both because of underdiagnosed PTSD and the stigma-related negative effect of “illness insight” in psychosis (82, 83). Additionally, being told that your experiences are unreal can be a very disorienting experience (21). People that are confused about the realness of their experiences might benefit more from psychoeducation on the -often decontextualized- phenomenological similarities between the content of hallucinations and traumatic experiences (84–86). This information may help them to connect the dots between traumatic life events and alienating psychotic experiences.

Post-traumatic stress in people with psychosis has been found to be systematically underdiagnosed and undertreated in mental healthcare. In our study, few participants had experience with trauma-focused therapies, such as EMDR and exposure therapy. As we learned, people that suffer from trauma consequences will not always seek help for it. Clinicians can play an important role in encouraging people to engage in therapies that reduce the avoidant behavior that is part of post-traumatic stress reactions. Unfortunately, research indicates that in the case of people with psychosis, avoidance might actually be sustained by clinicians, as a consequence of their own negative expectations or anxiety (87–89). This pattern is aptly described by Boevink (90) as a dialogical process of not wanting to, and not being allowed to look at the dark sides of the self, informed by the idea that talking about distress will aggravate psychosis. In our study, we found that even people willing to confront trauma, had difficulty finding clinicians and institutions willing to provide trauma-therapy. In this way, risk-averse mental healthcare systems can undermine actions of positive risk-taking that can contribute to recovery (91). Specialized training has been found to effectively decrease clinicians’ negative expectations about trauma-focused therapy in people with psychosis (88). Furthermore, guidelines and practices are changing in accordance with the accumulating evidence that trauma treatment is effective and safe in people with psychosis (92–96). Our results stress the urgency to accelerate implementation of trauma-therapy for people with psychosis.



4.2. Contributions and limitations

Although meaning-making of trauma is an important element of recovery in psychosis (27), studies that offer in-depth insight into this meaning-making process are scarce. In this study, we made use of a qualitative, narrative methodology that allowed us to obtain both a differentiated and contextualized picture of meaning-making efforts of people with psychosis. In the (quantitative) narrative identity literature, meaning-making of people with psychosis has been characterized in terms of deficits. Yet contextualization of these deficits is often lacking. For instance, based on a review, Cowan et al. (53) proposed a developmental model of narrative identity in psychosis, in which confusing psychotic experiences cause people to give up their attempts to make sense of their lives. However, this process is exclusively interpreted in terms of individual, psychological mechanisms. The outcomes of our study highlight the importance of social relationships in determining whether meaning-making attempts fail or flourish and demonstrate the devastating effect of stigma on this process.

Another strength of this study is the use of low-structured interviews, that permitted us to inquire the spontaneous integration of trauma into the self-stories of people with psychosis. In this way, we were able to identify a broad variety of meaning-making repertoires: Previous qualitative research has mostly focused on how people with psychosis make meaning of illness experiences and resulted in distinction between people that seal over illness experiences and people that integrate illness experiences. In relation to trauma, we found more variation and combinations, such as highly integrated and reflexive self-stories with a lack of integration of childhood trauma. Insight in these differences can help mental health professionals to attune to particular challenges in the meaning-making of trauma.

Furthermore, insight in the different perspectives of people with psychosis can inform re-conceptualizations of trauma in psychosis. Research on psychosis has become increasingly guided by theoretical application of trauma models (9). It is important to validate and improve such models in dialog with the “inside perspectives” that qualitative studies illuminate. The perspectives brought forward by our participants are in line with the idea that the interplay between trauma and psychosis is more complex than the most studied link between childhood trauma as a predictor for later psychosis (8). Within our small sample, all three pathways as proposed by Morrison et al. (6) were represented in the different story types. Our findings stress the need for taking into account that illness and treatment experiences are potentially (re)-traumatizing (69). As Stevens et al. (8) argue, a lack of recognition of “psychosis -induced PTSD” may be a powerful maintenance factor for chronicity and relapse of symptoms.

In order for trauma models to be valuable for patients, they also need also to be profoundly grounded in an understanding of what people with psychosis struggle with in their lives. In line with findings from a qualitative study of Vallath et al. (32), our outcomes indicate that some people with psychosis suffer more from the accumulating losses that they experience, than from the consequences of “classical” traumatic events. These losses include relationships with significant others, but also loss of social status and dignity caused by the stigma on psychosis. Such experiences have been elaborated in the social defeat theory of psychosis, which conceptualizes the repeated experience of social failure, or of being put down by powerful others, as both a risk factor and a consequence of psychosis (78, 97). Emerging evidence indicates that experiences of social defeat mediate the link between trauma and psychosis (98). Our study further supports the plea for better inquiry and integration of these “social pathways” in theories of trauma and psychosis [see (9)].

Limitations of our study include issues of representation. The majority of participants were female, middle aged, highly educated and participating in society. Under-represented groups included people with a migration background, that have been found to be at higher risk for psychosis and associated experiences of social defeat (99). Unintendedly, these representations issues may lead to the reproduction of inequalities in narrative power (100). Furthermore, the Psychiatry Storybank is a project that aims to improve psychiatric services, with the help of experiential knowledge. Participants enroll on their own initiative. Possibly, our project is more appealing for service-users with negative care experiences, as satisfied service-users might feel less urgency to participate.

Another limitation concerns trauma-assessment. In this study, we identified traumatic experience on the basis of the content of stories people told about themselves. Previous research indicates that traumatic experience does not necessarily become part of the self-story of people with psychosis (52). Storytellers can have difficulty verbalizing trauma, or feel the need to minimize or silence traumatic experiences to produce “acceptable stories” (101). Thus, it is likely that we excluded interviews of people that have experienced trauma but did not speak about it. Systematic assessment of participants’ trauma exposure could have helped to identify this subgroup. Additionally, a mixed-methods design including PTSD assessment, could be a valuable way of further elaborating meaning-making patterns in relation to post-traumatic stress severity, or different subgroups of trauma in psychosis (8).




5. Conclusion

This study demonstrates various ways in which people with psychosis make meaning of traumatic experience. Stigma in mental healthcare was identified as a major barrier in the meaning-making process, especially the ideas that people with psychosis are not able to develop self-insight and coping. The outcomes highlight the social context of the meaning-making challenges that people with psychosis face. Over the last decades, service-user oriented research has challenged pessimistic views on the possibilities of people with psychosis to recover and has elucidated the self-affirming effect of such ideas. Our results suggest that the same self-fulfilling mechanisms could be at play in the meaning-making of trauma and provides directions to better support this process.
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Footnotes

1     Patient advocates have suggested “Psychosis susceptibility syndrome” as more recovery-oriented alternative.

2     Here we follow the American Psychological Association that puts more emphasis on the experience rather than de severity of the event.
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