
RESEARCH ARTICLE

Key stakeholders’ experiences and

expectations of the care system for

individuals affected by borderline personality

disorder: An interpretative phenomenological

analysis towards co-production of care

Laura FriesenID
1,2*, Graham Gaine1,2,3, Ellen Klaver1,2, Lisa Burback2,3,

Vincent Agyapong2,3

1 Department of Educational Psychology, University of Alberta, Edmonton, Alberta, Canada, 2 Addiction and

Mental Health, Alberta Health Services, Edmonton, Alberta, Canada, 3 Department of Psychiatry, Faculty of

Medicine, University of Alberta, Edmonton, Alberta, Canada

* lsfriese@ualberta.ca

Abstract

Background

The diagnosis of borderline personality disorder (BPD) consists of extreme emotional dysre-

gulation and long-term disability when left untreated. It is associated with ineffective use of

health care systems and mismanaged care in emergency departments, which can result in

a revolving door phenomenon of urgent system usage, poor treatment outcomes, or

patients falling out of care entirely–all of which primarily affect patients with BPD as well as

their caregivers and clinicians. This crisis must be addressed with a comprehensive under-

standing of key stakeholder perspectives on the challenges of the system and potential

solutions.

Objective

This study explored the perspectives of three key stakeholder groups (i.e., patients, clini-

cians, and caregivers) in relation to their experiences with and future expectations of the

care system for those affected by BPD.

Methods

Four patients with BPD, three generalist clinicians with experience treating BPD, and three

caregivers of individuals with BPD participated in individual semi-structured interviews. Par-

ticipants were asked about their experiences with the current healthcare system and their

suggestions for improvement. Responses were analyzed using interpretative phenomeno-

logical analysis.
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Findings

In-depth analysis of the qualitative data revealed twelve shared themes and three

themes that were unique to each key stakeholder group. These themes are discussed

and used to inform recommendations for promising practices, policies, and training in this

area.

Conclusion

Findings support the importance of a comprehensive mental health system approach for

improving the accessibility, effectiveness, and acceptability of the management and treat-

ment of BPD.

Introduction

Borderline personality disorder (BPD) is a condition characterized by extreme emotion dysre-

gulation that is often compounded by other mental and physical comorbidities. The disorder

permeates all aspects of life and, left untreated, individuals with BPD are at greater risk of

unemployment, work-disability, and suicide [1]. Several characteristics of BPD make this dis-

order notoriously difficult to treat, including difficulties committing to and engaging in treat-

ment, and establishing a trusting collaborative relationship [2]. Further, BPD is often

misunderstood, poorly treated, and stigmatized within healthcare systems [3]. Specialized evi-

dence-based treatments have been developed for individuals with BPD [4–6] but they require

such extensive clinician training and financial support that the supply of these intensive psy-

chotherapies may never meet the growing demand [7].

In lieu of specialist psychotherapies, individuals with BPD often receive generalist services

and pharmacotherapy, despite limited evidence supporting the effectiveness of medication in

this population [8, 9]. Alternatively, patients are placed on waitlists for specialized services, but

these lists are typically long, extending suffering and increasing the risk of functional decline

[10]. Waitlisting patients also puts tremendous pressure on caregivers who support loved ones

in need often without receiving any psychoeducation or skills training for managing BPD [11,

12]. Without specialized care, individuals with BPD are forced to rely on family physicians

[13] and urgent care services such as emergency departments and distress lines [14]. Like care-

givers, non-specialist professionals and volunteers are often ill-equipped or unprepared to

work with this population [14, 15].

Patients, caregivers, and clinicians are key stakeholders in the care system for BPD. Their

lived experiences in the care system offer invaluable insight into the depth of the crisis. A

recent meta-synthesis of qualitative research highlights patients’ experience with neglectful

treatment, including extreme prejudice and stigmatization, involuntary hospital admission,

and poor discharge planning [16]. It is also well-documented that patients with BPD often per-

ceive professionals to be unwilling or uninterested in becoming involved in their treatment

[6]. Understandably, patients feel that care and treatment will continue to be unsatisfactory

[17] and unendingly difficult [18]. These qualitative results are corroborated by quantitative

data that show, for example, nearly all survey-respondents with BPD perceived significant

unmet needs in their care [19].

Unfortunately, some mental health providers report negative attitudes toward individuals

with BPD and, as a result, show less empathy to this population [20, 21]. Healthcare providers’
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stigmatization of BPD may partly stem from their own feeling of being unable to treat this pop-

ulation and inadequacies of the healthcare system [22]. The dearth of training and education

contributes to clinicians’ negative attitudes toward this difficult-to-treat population [20, 23].

For example, a lack of specialized training often leads generalists to emotionally distance them-

selves from individuals with BPD [3], which can be especially detrimental for people living

with BPD where interpersonal triggers [24] and therapeutic alliance [18, 25] are believed to

play an especially crucial role in the course of treatment [26, 27].

The duress experienced when working with patients with BPD may explain why healthcare

staff are often relieved to know that a patient has a caregiver to provide support outside of the

healthcare setting [28]. Accordingly, caregivers are burdened with the sole care of the patient

and often feel their loved ones are more likely to be ignored if the provider is aware that the

caregiver is available [29–31]. In addition to feeling ill-equipped to support their loved one,

caregivers also feel left out of the treatment process [30–32]. Even when they play an active

role in the patient’s life, caregivers feel ultimately overlooked in the treatment process [11, 33].

Together, these findings depict the widespread negative impact that the current care system

has on those most closely affected by BPD; leaving patients to fall through the cracks, clinicians

to be ineffective and frustrated, and caregivers to feel alone and overwhelmed.

Fortunately, there are potential solutions that are emerging in the literature. For example, a

stepped care model [34–36] follows the principle of offering short-term interventions as a first

step, even if the disorder has been present for a long time. Long-term, resource-intensive treat-

ments are then reserved for patients who do not benefit from these first-line short-term inter-

ventions. Within a stepped care system, long-term therapy is required for a minority, thereby

freeing up access to treatment for the majority, shortening (or eradicating) waitlists, improving

outcomes, and limiting reliance on emergency departments [36]. Another option to improve

the care system for individuals affected by BPD is Good Psychiatric Management (GPM) [37],

where non-specialist providers are trained in Structured Case Management (SCM) and basic

interpersonal skills for managing the complexity of BPD [23]. Stepped care and GPM hold

great potential in repairing and renewing the care system for individuals affected by BPD;

however, these strategies often rely heavily on system-wide changes that typically take

extended periods of time to achieve.

One promising avenue for designing a healthcare system that is more responsive to the

complex needs of those with BPD is co-production [38–40]. As it relates to healthcare, co-pro-

duction is where “professional services are designed, developed and/or delivered with or by
people instead of for them” to secure positive health outcomes [41]. Co-production is built on

collaboration of multiple stakeholders with a shared goal of developing a strengths-based, con-

sumer-driven system.

Existing studies investigating the experiences of patients, caregivers, and clinicians affected

by BPD have primarily focused on one key stakeholder group at a time. Previous inquiries

have also been limited by a focus on negative experiences with the current care system. While

it is helpful to identify problems to be addressed, effective co-production also requires an

understanding of what is already working and potential solutions [see 42, for review]. Accord-

ingly, our research team sought to explore and compare key stakeholders’ negative and positive

healthcare experiences, along with their perspectives on how the system can be improved.

Method

Qualitative interpretative phenomenological analysis methodology [43] was used to explore

the experiences of having BPD or supporting an individual with BPD, and to learn about stake-

holder perspectives of what is needed to fill gaps in current healthcare systems. For a detailed
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account of the methods, procedures, and evidentiary support for the soundness of this in-

depth study, the reader is directed to the published research protocol: https://www.

researchprotocols.org/2020/8/e14885 [PROTOCOL DOI] [44]. The current study received

ethical clearance from the University of Alberta’s Health Ethics Research Board (Ref. #

Pro00086416). A brief summary of the methodology follows.

Design

IPA is an exploratory research methodology that uses semi-structured interviews and broad

open-ended questions to gain a more sophisticated understanding of the topic of interest [43].

Qualitative methodologies aim to provide insight into what it is like for those with first or sec-

ond-hand experiences to help to answer “why” questions and provide rich, vivid descriptions

of these experiences [45]. Exploratory research also serves to give insight into the experiences,

needs, values, motivations, and preoccupations of stakeholders, which contribute to the devel-

opment of effective and economically-sound programs and services [46]. IPA effectively

explores phenomena with small sample sizes and in-depth, rich interviews. IPA was chosen

given that the aim of this research was to better understand the unique individual experiences,

needs, and perspectives of key stakeholder groups. IPA explores phenomena starting with idio-

graphic experiences, and then allows for aggregation of the data into larger themes. The data

analysis began with idiographic analysis of each individual interview, followed by within-

group analysis, and then finally across-group analysis. The focus of this paper is primarily on

the across-group analysis findings. To help participants prepare for the interviews, participants

completed pre-interview activities (PIAs) in the week prior to their interviews. PIAs have been

found to supplement the interviews, and can include diagrams, lists, or drawings that are com-

pleted in response to guiding questions informed by the research questions [47]. The benefits

of incorporating pre-interview activities include triggering memories and encouraging active

reflection of the topic in more depth. The interviews began with a discussion of the completed

PIAs, and then moved into the semi-structured interview protocol.

Participants

This study took place in Edmonton, Alberta, Canada within the province’s publicly funded

healthcare system within the Addiction and Mental Health program. Individuals with a diag-

nosis of BPD, caregivers of individuals with BPD (i.e., family, partners, closely involved

friends), and clinicians with experience supporting and treating individuals with BPD (i.e.,

mental health therapists) were invited to participate in the study. A total of 10 participants

were recruited: four patients, three caregivers (all mothers), and three clinicians (one psychiat-

ric nurse and two social workers) agreed to share their experiences. None of the participants

were in dyads or triads with each other (i.e., no caregiver-child-therapist relationships existed

amongst participants to the researchers’ knowledge). All participants were 18 years or older

and female. All participants provided verbal and written informed consent to participate in the

study. A sample of 10 participants is in line with IPA research guidelines [43]. Pseudonyms are

used to protect the confidentiality and privacy of the participants.

Data collection and analysis

Interviews ranged from one to two hours and data were analyzed according to the guidelines

developed by Smith and colleagues [43]. The interviews resulted in an enormous amount of

rich data. The data was primarily analyzed by the first author who also conducted all the inter-

views. Analyses followed Smith and colleague’s six steps including 1) reading and re-reading,

2) coding, 3) clustering, 4) iteration, 5) narration, and 6) contextualization [43]. Following
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extensive analyses, starting with ideographic analyses which were then followed by within,

then across-group analyses, the findings were evaluated carefully and rigorously with the sup-

port and review of the research team. Evaluative criteria were followed to increase the findings’

trustworthiness, comprehensiveness, usefulness, persuasiveness, and coherence [48, 49], a pro-

cess that is detailed in the published research protocol [44]. Examples of verification methods

used to enhance the goodness of the qualitative research included member-checking in the

interview and audits by and with the research team.

An important process in the hermeneutic circle is that of researcher reflexivity. The first

author offers a statement in this section to illustrate the process of this co-constructed research

and to locate herself within the research: “Researchers come from different histories and contexts
and hold identities, values, motivations, and preoccupations that inevitably impact the ways in
which they make sense of phenomena. Participants also have unique histories, contexts, and
meaning-making systems that impact the way in which they experience their lives. The PIAs and
semi-structured interviews help the researcher understand more about the individual, their con-
text, and what matters to them. Now, I locate myself as a researcher, a registered provisional psy-
chologist, a graduate student, a woman, and a rural individual. These are but a few of my
various identities. As a rural woman, currently located in an urban setting, much of my research
interests lie in inequity of services and vulnerable populations. I am interested in the uncovering
of truths (i.e., the concept of Alethia), specifically those truths that appear to have been misunder-
stood. While I sat face-to-face with the participants in this study, I felt I was bearing witness to
truths that needed to be better understood. As we (the participants and I) talked together about
the topic at hand, I felt that we were starting to develop a common language. As I worked through
the initial individual analyses, I felt the language begin to refine and over time, by returning
again and again to the data, clear stories begin to emerge. Following multiple interactions with
the stories, I brought what I found to the team and together, we worked to refine the common
language again. We reflected and mused and consulted until we were all fluent in this new beau-
tiful, rich, storied language that the participants themselves taught us. It is the hope of this
research team that the findings presented here will express the truths told by the 10 participants
in a language that everyone can understand” ~ Laura Friesen.

Findings

The in-depth qualitative analysis resulted in shared and unique themes. There were twelve

shared themes and three unique themes for each of the three key stakeholder groups–each of

which are described below, summarized in Fig 1, and supported by participant quotes. Some

of the quotes are in the prose and additional supportive quotes can be found in Tables 1–4.

Themes of shared experiences and expectations

1. Hope, expectations, and disillusionment. Participants described how generally, they

felt hope initially for effective treatment, but this hope was often diminished by the many bar-

riers to obtaining quality care. One patient described her experience:

After I was diagnosed with BPD, interacting with the healthcare system was like finding cell
service in the middle of nowhere. In certain places I could connect right away, have strong sup-
port and access. In other places, I could get some support and access but not regularly.

The following pre-interview activity image, shown in Fig 2, was completed by a caregiver

(Iris), and illustrates the experience of starting with hope and facing disappointment and

sadness:
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The patients, caregivers, and clinicians all described that the healthcare system is making

attempts at improvement, yet their disillusionment with the system remains strong. Partici-

pants referred to ways the healthcare system is attempting to make positive changes for

patients with BPD. For patients and caregivers, initial hope was frequently followed by disap-

pointment—for example, believing a diagnosis will lead to treatment options and receiving

nothing or inadequate options. Idiographic responses included discussions about efforts to

reduce stigma and to increase training, interdisciplinary cooperation, and access (all of which

are better represented by separate themes below). What was common to the interviews was the

tendency to use tentative language such as, “yes, but,” “there is an effort,” and “attempting.”

This suggests that while attempts at system improvement are apparent, the attempts are not

yet meeting the needs of this population.

2. Systematic discrimination and its iatrogenic effects. All participants discussed the

role of stigma and the need to better understand and humanize the diagnosis of BPD.

If you show up at the hospital and you’ve got a label of borderline and you’ve hurt yourself
and you’ve got lacerations on your forearm. . . what do you think really happens? And I’m
just going to be bold and say that I think stigma and healthcare provider bias and/or micro
aggression may come into play. (Clinician)

Patients discussed the need for more knowledge and understanding about BPD. Caregivers

also identified the negative impacts of stigma and need for increased knowledge. Clinicians

identified stigma as a barrier to gaining access to services and discussed the need for system

change. Fig 3 below depicts a clinician’s drawing of the barriers associated with systematic dis-

crimination that prevent support for patients with BPD:

Fig 1. Summary of shared and unique themes of different stakeholder groups.

https://doi.org/10.1371/journal.pone.0274197.g001
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Table 1. Key stakeholders’ shared experiences with and expectations of the healthcare system.

Theme Representative quotes

1. Hope, expectations, and

disillusionment

“I expected after her diagnosis, they would say “okay well this is how we fix
this. Here’s some therapy for her, here’s her group therapy, here’s some stuff”
instead of saying there’s nothing for her.” (Caregiver)
“People with a high level of risk should receive services in a succinct manner.
We all know that wait lists are a huge barrier, the cost of having specialized
programs are a huge barrier, competency is a huge issue, and people that
have high acuity, need competent individuals. So I think that while these are
known factors, barriers. . . Being able to help people to access services, when
they need it in the moment, I don’t know that anybody has figured that out
yet.” (Clinician)

2. Systematic discrimination and its

iatrogenic effects

“All they saw was this horrible human. . . And I’m like, “but I’m not that
person. I’ve never been that person. This is what I meant.” And they’re like,

“no because this is what you did.” I’m like, “but. . . ugh. . .” So that’s really
what BPD’s like is, my path is here and the world sees me doing that. . . it’s
frustrating.” (Patient)
“We need to discern, not judge. . . I very much think about how healthcare
can exclude people and oppress people and invalidate and contribute to
chronic invalidation. And stigma and judgement and othering.” (Clinician)

3. Need for effective urgent services “I just find like it’s a huge waste of time. I don’t mind sitting in the ER for
two days straight if something’s going to come out of it. I don’t care. I will
stay there. . . but when it’s just for nothing and she knows it’s nothing.”
(Caregiver)
“It’s also well-documented that the excuse for that behavior is that we have a
very fast-paced healthcare environment. I’m not going to deny that we are
all working very hard. But I just don’t think it excuses the behavior. And I
don’t think that it should be tolerated.” (Clinician)

4. BPD is complex and overwhelming “It’s misunderstood by so many people. Those that work with it, those that
live with it, those that support us.” (Patient)

5. Early intervention versus waiting

for things to go badly.

“I need some place for. . . early education for emotional dysfunctional kids.
If you do not want to diagnose them early on, give [caregivers]. . . because I
think. . . perhaps, if we had the tools sooner, it wouldn’t get to where we are
now.” (Caregiver)
“She’s got these scars that she’s going to live with for the rest of her life. How
nice would it be to be able to catch that before that happens? I guess they
wouldn’t be red flags, they’d be little, maybe pink flags.” (Caregiver)

6. Make the care pathway known and

accessible

“I know that there’s probably other things out there too, but I don’t know
about them. . .It’s just frustrating to know there’s this thing that can help,

[but] you can’t get it.” (Caregiver)
“There’s such a long wait list. It takes two years to get in! So for people like
this client. . . they can’t wait two years! They’re going to be dead in two
years! So we’re just trying to, you know, keep her bandaged up until then. . .

that’s a system problem. So we know, we know what she needs is full-on
DBT but there’s none available.” (Clinician)

7. Need to feel supported and share

care

“. . .It’s my family and friends that [are] very conditional and my care team
is unconditional. They are with me 100% the way. I’m very lucky. . . I have
this feeling that.. that. . . I am [one of] the lucky few that do get
treatment.” (Patient)
“Individuals who present at multiple points of care are trying to give us
information just as they’re trying to manage the information that their
system and their body is giving them. . . There’s no malice behind showing
up at multiple points of care. They’re genuinely trying to get their needs met.
This is an individual who’s suffering and sometimes I think we have to use
an anti-stigma strategy, where you use empathy or phenomenological
empathy to be able to support [patients] in the way in which [they’re]
viewing information. We need to discern, not judge. . . I very much think
about how healthcare can exclude people and oppress people and invalidate
and contribute to chronic invalidation. And stigma and judgement and
othering.” (Clinician)

(Continued)
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3. Need for effective urgent services. In terms of current urgent service options, all par-

ticipants discussed issues with the overly “medical” focus, stigma, lack of empathy, and per-

ceived judgement when seeking urgent services. While some recognized the strain on

emergency departments and lack of time to provide more care to patients, the issues were

viewed as a major barrier to treatment. Patients and caregivers placed an emphasis on what it

Table 1. (Continued)

Theme Representative quotes

8. Recognizing internal and external

factors

“The only reason I have made permanent capable changes in my life.

Because he followed, he allowed my pace to happen. . . I think that’s what’s
made the difference, is allowing me to dictate the pace. And allowing me the
time I need to make these changes permanent. I’m going to flounder. I’m
going to fail. I can accept that now. But I have the tools to pick it back up
and keep walking forward. Because I’ve had this experience and this
time.” (Patient)

9. Need for skilled and caring

professionals

“I wish there was more time with whoever I was talking to. . . someone who
knows what they’re doing. . . It felt like a lot of therapists I’ve met just
wanted to do therapy but not have like a specific route of therapy.” (Patient)
“. . .it’s good to have [resources] but not if. . . unless they’re going to be
effective. Like spend the money but spend it wisely.” (Caregiver)

10. Therapeutic alliance as a

necessary stable base

“[Clinic] is my foundation, this is my safe zone. . . .Foundations are massive
for me. . . because I cannot go anywhere if I don’t have somewhere to
start. . .” (Patient)
“We really have to work very hard to have a trusting relationship. That’s the
least we can do. And if you’re in this profession, you should care. As a bias.
And I know I use the word should. . . but you should care. You shouldn’t be
in a helping profession if you don’t. And people go through a lot.” (Clinician)
“I think we have to use an anti-stigma strategy, where you use empathy or
phenomenological empathy to be able to support [patients] in the way in
which [they’re] viewing information.” (Clinician)

11. Growing Hope in Uncertainty “I began to be disillusioned that the mentally ill person was in charge of all
the decisions for the care when she’s so sick. . . they don’t have the sight to
sort out their own physical sensations, the observations, the judgements and
what’s in their best care. And a lot of them don’t even want to be alive.

That’s their coping: I just want to disappear and die. So how can we put
someone who is saying, I don’t want to live because all I experience is pain.

How can we put them in charge, to say, you get to make the best decisions
about your care? Because my daughter has actually come out and said, there
maybe are things that would help, and it would just prolong my pain, and so
I don’t want to do them, because I don’t have faith enough that they’ll make
me all the way better, but it’ll just prolong my living, so why would I do
those things?” (Caregiver)

12. Address capacity for

mentalization

“They have to deal with a lot. There’s a lot of sick people out there. . . they
are trying. They are doing the best they can.” (Patient)
“My [daughter]. . . was seeing her oldest sibling just cycling around and
[said] “I’m upset that she’s not making the changes that she needs.” . . .I was
able to help her understand through a neat analogy. She was cold in her
room and we turned on the heater. . .and I say, you’re cold, and you have a
way to warm up. . . but imagine if you didn’t. imagine if you’re just in the
cold, in the dark, and you had no resources. And she just started to cry, and
I said “that’s how your sister feels. She’s in a dark cold place and she doesn’t
have the skills and I wish that she did. . ., but she doesn’t.. I know it’s a
sacrifice, but we can’t leave her there alone, we need to walk this journey
with her.” (Caregiver)
“Individuals who present at multiple points of care are trying to give us
information just as they’re trying to manage the information that their
system and their body is giving them. . . There’s no malice behind showing
up at multiple points of care. They’re genuinely trying to get their needs
met.” (Clinician)

https://doi.org/10.1371/journal.pone.0274197.t001

PLOS ONE Key stakeholder experiences of borderline personality disorder and the health care system

PLOS ONE | https://doi.org/10.1371/journal.pone.0274197 September 22, 2022 8 / 26

https://doi.org/10.1371/journal.pone.0274197.t001
https://doi.org/10.1371/journal.pone.0274197


Table 4. Clinicians’ unique experiences with, and expectations of, healthcare system.

Theme Representative quotes

1. Taking responsibility “I don’t want people like that on my caseload. . . I can’t see her every week. . . and we
don’t have any program to provide the support she needs. . . but she’s on my caseload.

So if she dies. . . then . . . guess whose door they’re gonna come to? Mine.”
“There’s a lot of trying to. . . transfer people out or in to us or whatever just because
people don’t want to work with some of these people.”

2. Benefits of the work “[Working with this population has] been the most rewarding part of my career.. . .I’ve
worked for a really long time. But I think since having the training, not only do I feel
competent, but I feel like. . . the vulnerability that people show me and are willing to sit
in, is the biggest gift I’ve been given in my whole career.”

3. Self-Awareness of the

Clinician

“. . .Countertransference is a big issue with BPD.”

https://doi.org/10.1371/journal.pone.0274197.t004

Table 2. Patients’ unique experiences with, and expectations of, healthcare system.

Theme Representative quotes

1. Need for explanations “When I came here to see [psychiatrist], I told him like, I’m cutting myself, I’m doing
this, I’m doing this. And he knew exactly what to do and what to say to me. . . he
defined the disorder. . . He listened to me. He understood what I was trying to say. He
would ask and clarify things for me. He always booked a follow-up. . . he doesn’t make
me feel like crap for being on meds.”
“So when I’m incapable of doing something they can do with breeze, they’re like what
the [explicit] is wrong with you. Why aren’t you getting this? And it’s like, “because
my brain can’t do that!” And they’re like, “how could your brain not do that?”[. . ..]
We’re the same end of the bridge. Just looking two different directions.”
“It’s. . . the different ways it’s been presented. When the lightbulb goes on it’s like. . ..

Literally everything just goes click and. . . now I understand why. Now I understand
how. Now I can work on fixing that part of it. . . .I find that when I do get the
lightbulb the confusion does sort itself. But there’s still things that I just can’t- like de-
escalation? I know what that means. I have no concept of what it is.”

2. Believe me (hearing the

patient’s truth)

3. “I’d even say to [psychiatrist]. . ., “you’re not helping me, you’re not helping me.”
And I know people with BPD sometimes can be very persistent and angry because of
their symptoms and that was me. She would just take it as me being rude or angry
and I’m just like, “I’m suffering so bad,” like I just didn’t know how to interpret it. . . it
took me to try and kill myself for me to get help. . . .I think that when they hear
someone saying, “I need help or I need this. . .” They’re just taking it kind of lightly. I
know like a lot of people do take mental health. . . seriously but I just feel like when
someone’s like I really need this, or like I don’t feel safe or I’m scared or I don’t know
what’s going on with me, . . . they could be more welcoming.”

Speaking a different

language

“It’s really hard to explain that to somebody how I feel. No one understands unless
they have it. . . [Caregivers] need education and they need to know what it’s like. They
just need to be aware of my triggers and they need to know how to talk to me.”

https://doi.org/10.1371/journal.pone.0274197.t002

Table 3. Caregivers’ unique experiences with, and expectations of, healthcare system.

Theme Representative quotes

1. Impact on family

members

“It’s been a journey that at times I have felt like oh my goodness, I feel so depressed
because. . . how can you not. When someone you absolutely love and adore, and you’re
seeing them not even want to live. . . It’s finding grief in little things.”

2. Dangers of patient-

driven care

“It’s not that we can mandate certain things, because she needs to be involved. . . family
and loved ones [also] want to be respected and listened to and included. . .”

3. Confidence in providers “. . .all of a sudden I find myself in a room with a doctor and three psychiatric nurses
standing there trying to tell her to stop scratching. And I’m thinking oh my goodness.
“Somebody please get me an ice cube right now. Get me an ice cube.” So they’re like,

ok. . . run and get an ice cube. I’m putting an ice cube in my daughter’s hand and
holding it. Going, why are they not doing these skills? Why are they not putting cold
water, a cloth, why are they not tipping the temperature kind of thing? Like what’s going
on? Why do I know this from reading on my drive, more skills, than what they’re doing.”

https://doi.org/10.1371/journal.pone.0274197.t003
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was like to reach out for help in a crisis and face disappointment. Generally, responses

included having to wait and then being sent home without treatment, feeling that nothing

changes, not being able to talk to anyone, feeling abandoned by the system, and receiving

short-term physical treatment (e.g., stitches after self-harm) rather than psychological treat-

ment for the source of the emotional pain. For example, a patient shared her experience:

I expected a doctor to help me, to be honest. There’s oodles and oodles of times where I’ve been
in the hospital with cuts that have to be fixed up and I didn’t get a lot of immediate care there.
Well, no I did get immediate care. They fixed the. . . the cut. . .

While several mentioned occasional positive experiences from an empathic practitioner,

participants tended to focus on describing areas that stood out as negative or even iatrogenic.

4. BPD is complex and overwhelming. Throughout the interviews, complexity as a

theme emerged consistently. The illness itself is complex in that comorbidities are often

Fig 2. Iris’ drawing of the experience of BPD.

https://doi.org/10.1371/journal.pone.0274197.g002

Fig 3. Natalie’s drawing of barriers for BPD patients.

https://doi.org/10.1371/journal.pone.0274197.g003
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present, complicating treatment needs and psychological resources available to patients. The

type of treatment required can depend on the severity and type of symptoms but also on the

capacity or readiness of the patients to engage in various types of treatment. While services

may be available, training and the ability to accept patients who present with severe symptoms

varies tremendously, often excluding some help-seekers who are then left to “fall through the

cracks.” A caregiver shared her overwhelming and complicated experience:

[She] started cutting, stopped eating, lost crazy amounts of weight, the depression, the anxiety,
not being able to keep a friendship with anybody, and so many doctors, therapy, all this stuff,
medications. . . And we still had no idea what was going on with her. Trips to the ER because
of suicide attempts, no idea. You know, they check her out in the ER, the mental health people
come in and talk to you and they send you home with a plan. It was frustrating and so we had
the fights and the escalation. . . it didn’t make sense.

5. Early intervention versus waiting for things to go badly. Participants described how

patients often must wait until symptoms and situations have escalated before receiving treat-

ment and how they wished for earlier intervention. Caregivers discussed how they wished they

had known what to do when “pink flags” came up in their children. They also expressed the

wish that healthcare providers had taken pink flags seriously and offered helpful advice, even if

a diagnosis was not yet determined. Likewise, clinicians also described how they wished their

patients could be seen earlier before symptoms became more severe and more difficult to treat.

A patient’s words describe this succinctly:

If we have support from day one, education from day one, with the understanding there is
nothing bad, you know, nothing that we cannot learn and fix and love. If we can do that. . .

we’re going to save tonnes and tonnes of days and hours and people and time.

6. Make the care pathway known and accessible. Issues related to lack of resources and

access were identified by all participants. Many times, patients, their families, and even clini-

cians were not aware of services available. Even when services are known, participants

described how accessing them was difficult due to problems like siloed care, exclusion criteria,

or waitlists. Patients stated they went to emergency departments because they simply did not

know where else to go and described wishing there were more accessible options available to

them.

It would have helped if I knew what my resources were. Because I didn’t figure them out until
a lot later in the journey. . . all I knew what to do was go to the hospital. (Patient)

7. Need to feel supported and share care. All participants strongly described the need for

different levels and types of support and shared care. A caregiver described a positive

experience:

[The doctor] was validating, she understood my concerns about my daughter going to the
[unit]. She heard, took time to hear what my concerns were, and yeah. . . a few others along
the way that also did the same thing. Or encouraged me to get some good self-care, this is
going to be a long journey. So just offering their insight and their compassion.
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Clinicians described the need to be supported by the system in terms of training and super-

vision so that they could better support their patients. Caregivers wanted to be involved so that

they could support their family member/patient and they also found it helpful when they were

also supported (either by family support groups or by the patient’s clinicians). Participants,

especially the caregivers, described the need to include the family in the treatment process

since families are often providing support and care for the patients at home. The importance

of the family system as support for the patient was especially stressed by caregivers and one

mother drew an image, shown in Fig 4, to depict her perspectives of the importance of family:

Shared care may sometimes refer to multiple clinicians caring for a patient. However, it

may also refer to different points of contact with professionals who have different roles and

responsibilities. Across these different points of care (e.g., police, social worker, emergency

department nurses and psychiatrist, family doctor, outpatient therapist, private psychologist

etc.), there is a responsibility to be accountable, to include family in care when possible, and to

have at least a basic understanding of BPD. While participants acknowledged that symptoms

of the illness made effective engagement difficult at times, they also held that patients were

responsible to reach out and do their part for treatment to be effective. Finally, clinicians also

spoke of the helpfulness of having a team approach. Idiographic references included being sup-

ported by colleagues, consulting, working as a team, learning from colleagues, and having

supervisors who validate clinicians’ experiences.

8. Recognize internal and external factors impacting engagement. Participants

described internal and external factors as impacting treatment engagement. Internal factors

included the effects of the symptoms of BPD, acceptance of the diagnosis, and personal moti-

vation to seek and take part in treatment. One patient stated:

You have to make yourself present for healthcare and want to be well.

Fig 4. Rebecca’s illustration of the importance of the family system based on her faith organization’s

conceptualization.

https://doi.org/10.1371/journal.pone.0274197.g004
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External factors included availability of treatment, waitlists, siloed care, exclusion criteria,

clinician characteristics, investment in the treatment of patients with BPD, and situational fac-

tors. With complex barriers to engagement including symptom severity and patient readiness,

participants described the need for a system with visible services, meet patients at their stage of

readiness (wherever that might be), and if needed, hold patients accountable for their part in

treatment engagement, while also acknowledging need for system accountability and

availability.

9. Need for skilled and caring professionals. Participants voiced their need to match

patients with BPD with practitioners who have the required training and skills to effectively

provide services. Clinicians in the present study were all generalist mental health therapists,

and this was seen as being problematic in the treatment of severe BPD. Specific characteristics

that were reported as being important to all stakeholder groups included: specialized training,

commitment, providing necessary knowledge and skills with patients, having confidence in

providers, insight and self-awareness, and matching need with care. Therefore, while clinician

skill and training were seen as necessary, participants also wanted clinicians who are genuinely

caring and committed to the well-being of patients. A clinician described the impact on

patients when clinicians did not use helpful skills:

If we’re not using all of these skills as clinicians, transference and/or power hierarchy, medical
health system model gets in the way. Contributes to that chronic invalidation and then you
have the service consumer floundering in a system of care.

10. Therapeutic alliance as a necessary stable base. The relational aspects of treatment

were emphasized by participants. In addition to building a caring, trusting therapeutic rela-

tionship, participants, especially patients, also discussed the therapeutic relationship as a stable

base from which patients can do meaningful work. One patient described her experience with-

out a stable base:

[I was] busy and rotating. . . and I kept going around between a bunch of people. . . I just felt
alone and it was kind of annoying to be rotating around all the clinicians. . . I think one thing
I did expect was. . . having the one person I could work with. . . I just really really needed
something solid. . . it felt like I had to start over every time I saw someone new.

Specifically, being caring and using basic micro-skills like active listening, validation, and

reflections were seen to be vital to the therapeutic relationship.

11. Growing hope in uncertainty. The need for hope throughout the rollercoaster of liv-

ing with and/or supporting individuals with BPD emerged repeatedly. This theme was typi-

cally expressed through participants’ stories of disillusionment and diminished hope from past

and/or present experiences. A clinician described her experience of hope and lack of hope

when she no longer knew what to do for her patients with severe BPD:

If they’re more extreme, I don’t know what the hell to do with those people, that is still an
open question for me. Get them to a day hospital for three weeks. And hope that, I don’t
know, hope that they don’t come back to me, to be quite honest. I hope they don’t come back
to me. I can’t do anything for them.

One of the patients in the study drew her BPD experience as a hopeful process shown by

mythical creatures who are known for different characteristics and perceptions (see Fig 5).
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Rising from the ashes like a phoenix, Esme illustrated how hope can remain or be renewed

for individuals with BPD. Hope was said to be installed or reinforced when providers were car-

ing, consistent, competent, and effective. Moreover, having a clear care pathway–somewhere

to go for help based on need–would aid in the growth of hope. Even if recovery would take

time, to be able to see progress or clear options and to meet professionals who truly wanted to

work with patients with BPD, led to increased hope for future recovery.

12. Address capacity for mentalization. The ability to understand the mental state and

perspective of oneself and of others is known as mentalization. While patients recognized the

limits of staff in emergency services, they expressed a desire for staff to “get [my] brain” and go

beyond their appropriate scope of practice, training, and available time in a fast-paced ED

environment. Patients also expressed that their experiences could not be understood by people

without BPD. Patients also expressed their own difficulty understanding the thoughts and feel-

ings of others. One patient stated:

I can never be normal. I can never. . . understand how other people work, think, and under-
stand stuff.

Caregivers and clinicians expressed an understanding of what it might be like for a patient

within the care system. One clinician, taking perspective (thereby mentalizing), stated:

You know, we look at people’s behaviors and we blame them or we think, you know, we don’t
want to work with them or whatever. But if you look back at where this comes from you think,
well, you know, and you think of that little kid. . . Where this person came from, it’s hard not
to have empathy.

Patients’ unique experiences and expectations

1. Need for explanations. Patients often felt like they did not understand what was hap-

pening, thus needing an explanation to better understand the BPD diagnosis and/or treatment

rationale and components. A patient shared her experience:

Fig 5. Esme’s drawing of experience of having BPD.

https://doi.org/10.1371/journal.pone.0274197.g005
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[I] did not feel comfortable around a lot of it because I went for help and then they’re doing
these strange things that aren’t helping and I’m feeling very confused and that makes me
uncomfortable. And then it’s like, why did I come here? And I feel like if it’s just more comfort-
able, it would have been a lot more positive.

Idiographic perceptions included wanting talk interventions over and above the usual treat-

ment plan of medication, physical stabilization, and observation, followed by a typical dis-

charge and return home.

2. Believe me (hearing the patient’s truth). Patients described how getting help for emo-

tion dysregulation can be difficult. In seeking help, they want the professional to understand

and believe that what they are experiencing is real. One patient described wanting to be heard

over and above, addressing the physical injuries:

There was one time I was in the hospital because I wanted to overdose and then after that
they just kind of let me leave. No one talked to me. They just like, unhooked all the IVs and
then I walked out.

3. Speaking a different language. Patients described how their experience with BPD is

like speaking a different language. A patient described this experience:

The biggest issue I have. . . with someone who doesn’t have BPD, is my translator doesn’t
work. . . And I don’t have a way to help them find a translator. So if there’s more access. . . lay-
men terms. If there’s just plain English about BPD, more people without it would be able to
help those of us with it, work within their world.

This theme emerged from many stories about the inability to understand–other people

understanding patients and the diagnosis, and patients understanding themselves and the

treatments they received–and how this contributed to feeling isolated and hopeless.

Caregivers’ unique experiences and expectations

1. Impact on family. While one of the patients acknowledged that lack of effective preven-

tative care for herself might have a ripple effect phenomenon on her family, caregivers more

clearly described what this ripple effect looked like for other family members. Impacts could

include grief and loss and less resources going to other children. One caregiver explained:

My [daughter]. . . was seeing her oldest sibling just cycling around and not thinking she
needed to make any changes. And she said, “mom honestly it just makes me mad, I know I
need to be compassionate, but it makes me mad. Because she has pulled resources. . . away
from the rest of the family. . .when you had to leave every night. . .I was the one. . . putting my
siblings to bed. . . I felt like I had to jump in this emotional role because you were so. . . invol-
ved. . .it was reasonable, and yet at the same time. . . I watched it [take] a toll on my younger
siblings. . . I’m upset that she’s not making the changes that she needs.

2. Dangers of patient-driven care. Caregivers recognized the importance of involving

patients in treatment planning but also expressed their fears associated with letting their loved

one be in complete control of treatment, particularly given the challenges in judgement and

impulsivity associated with BPD. A mother described her worries:
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She definitely needs to be included in this. I just think that when the system says, you’re 18
years old, you’re in the driver’s seat, they don’t understand that BPD interferes with their abil-
ity to make good decisions and to sort through what the observations are versus what they’ll
do. . .they’ll make judgement calls and interpret wrong. That’s part of what the illness does. So
we’re asking them to be responsible for these choices, and doing something that they couldn’t
do, you know, when we have patients that [are] blind, we’re not asking them to drive them-
selves to an appointment. And yet my daughter is in the driver’s seat to her care, knowing that
she can’t see clearly, because that’s what the disorder does. . . .just because they’re 18, does not
mean they don’t need those resources of help. . . The biggest thing is, keep the family in regard-
less of their birthdate. Don’t put someone in the driver’s seat of their care when they’re not in
a position to safely drive.

3. Confidence in providers. Caregivers described wanting consistent, dependable care

from professionals. They wanted professionals who were committed, accountable, and con-

cerned with responsible caring. A mother shared her experience of giving up control as a par-

ent and the weight of having to rely on others:

You know when your kids are little, you can pick them up and put them where you want
them. And you can fix things, you can change stuff for them to make it better. And here you
can’t, and I’m literally relying on her primarily. And then the treatment out there secondary.
So, it’s completely out of my control.

Clinicians’ unique experiences and expectations

1. Heightened risk and siloed responsibility. Clinicians expressed an internal conflict of

wanting to help patients at risk but also fearing being blamed if these patients took their own

lives. One clinician described:

Well it’s hard right, because. . . I’ve checked. . . fairly often on these clients. . . have they died
yet? We don’t know. . . are they back in hospital. . . I don’t like feeling like it’s my
responsibility. . .

2. Benefits of the work. While clinicians in this study discussed challenges involved in

working with patients with BPD, they also described benefits of the work including feeling

what they do is meaningful and being able to see strengths in suffering. They described the

value, meaning, and enjoyment derived from their work with clients diagnosed with BPD. The

ability to identify patient strengths in the midst of suffering appears to be an important part of

meaningful work.

3. The self-aware clinician. Clinicians emphasized the crucial ability to practice self-

awareness in the moment with clients and being aware of their own reactions when treating

patients. A clinician commented on the impact on and responsibility to respond:

Sometimes I have found that when I’m with a client who’s “acting out” and behaving, I start
to act out as well. It’s like ok, this is not how I want to practice. You know? But you just have
to be so strong all the time and learn from your mistakes!
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Discussion

The present study explored key stakeholders’ lived experiences with and expectations of the

care system among those most closely affected by BPD. Individual semi-structured interviews

were conducted with four patients with BPD, three caregivers of individuals with BPD, and

three generalist clinicians with experience treating BPD. IPA was used to identify themes

shared across stakeholders and those that were unique to each group. The following sections

offer an interpretation of our findings in the context of the extant literature and our research

team’s clinical experience. We offer a series of practice implications that represent a step

toward co-production of quality healthcare services for those affected by BPD.

Current challenges

Riding a rollercoaster is a common analogy that patients with BPD and their caregivers use to

describe their experience of living with the illness [50, 51]–the emotional highs and lows are

like the many tight turns, steep slopes, and unpredictable changes characterized by a roller-

coaster [52]. Our findings show that the rollercoaster has much to do with the current care sys-

tem for BPD, characterized by complexity and cycles of hope, mismatched expectations, and

disillusionment. Patients expected to receive specialized and well-established therapies, such as

dialectical behavior therapy (DBT), following diagnosis of BPD, which was also an expectation

conveyed by caregivers. Patients and caregivers also expected urgent care service providers to

be empathetic and knowledgeable. Meanwhile, clinicians hoped patients and caregivers would

understand the limitations of their work, whether it be in urgent services or mental health

clinics.

These expectations and hopes may, in part, be fueled by the assumption that structured and

well-known therapies, such as DBT, are the only way to treat BPD and that these therapies are

readily provided and easily transferable in care systems. Instead, like many other studies [7, 8,

18], participants from the present study experienced a lack of effective and timely available ser-

vices in the health care system. In reality, these specialized, well-established, long-term thera-

pies are, in fact, rarely offered because they require extensive training and resources—both of

which most care systems do not have. The discrepancy between what is expected to be offered

and what is actually offered is discouraging and leaves individuals to be placed on long waitlists

where symptoms often worsen and likely contribute to the widely held misconception that

BPD is incurable.

The combination of mismatched expectations for care, increased symptom severity and

reliance on emergency care centers contribute to the stigma experienced by those affected by

BPD. Other studies report similar findings where lack of options lead patients with BPD to

rely on emergency departments, call centres, and other urgent services that are not prepared

for or trained to provide therapeutic care [10, 23]. Providers of urgent services are not always

neglectful or discriminatory toward patients with BPD. Instead, these professionals are often

caring individuals, but providing treatment for BPD may not be in their scope of practice or

feasible within the setting. Emergency care is intended to be focused on assessment, triage, and

stabilization of acute problems, and therefore, is not a place for long-term psychological inter-

vention. Unfortunately, many services for BPD are limited to attending to acute problems, and

not a means of early intervention or specialized treatment.

Participants from the present study described frustration with the care pathway being

unknown and that resources, when they exist for BPD treatment, are not clearly communi-

cated. Continuing with the rollercoaster analogy, these results suggest that the current health-

care system options for BPD are not only like riding a rollercoaster, but at times, like riding it

blindfolded and with no instructions on what to expect. The complicated nature of the current
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system, its sometimes invalidating environment, and discrimination can at times, have nega-

tive impacts on patients. Iatrogenic effects occur when the care itself causes harmful side effects

and further complicates the original disorder. This dilemma poses the question of whether cur-

rent difficulty in treating BPD is a reflection of the disorder or if it is further complicated by

the system itself [23]. The findings suggest that the challenges experienced by patients, caregiv-

ers, and clinicians are often a combination of complex disorder-related challenges and hurdles

in the system, where barriers to effective treatment (i.e., limits on budgets, time, and resources)

result in patients entering a cycle of trying to manage alone, being held on waitlists, and seek-

ing emergency services in crisis situations [53]. Caregivers and clinicians also often feel iso-

lated and insufficiently supported, along for the rollercoaster ride.

Potential practice implications

The first section of the discussion provided an interpretation of the participants’ views of chal-

lenges in the current system for patients with BPD, their caregivers, and their clinicians.

Below, we outline 10 potential practical implications that align with participants’ responses

(see Fig 6 for alignment of findings and recommendations) and may be used to improve the

future care system.

1. Adopt a flexible stepped care approach. A stepped care model was described earlier as

an emerging option towards improving the care pathway for those affected by BPD. This

model can shorten waitlists, aid in reducing the revolving door phenomenon, and use expen-

sive resources and services wisely to better fit budget constraints [36, 54, 55]. Where some

patients with BPD benefit from long-term, specialized treatment, other patients do not need

this level of care and can benefit from less specialized interventions in shorter term treatment

Fig 6. Alignment of findings on what is needed and recommendations.

https://doi.org/10.1371/journal.pone.0274197.g006
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[55, 56]. The staged nature of this model has the potential to address participants’ need for pre-

vention, early intervention, and accessible services [57, 58].

Stepped care was developed to be a flexible approach aimed at adjusting to patient needs

[55]. Unfortunately, misapplication of stepped care approaches arise when systems become

too inflexible, are unable to respond to changes in patient readiness, or do not incorporate

individual needs. Rigid versions of stepped care run the risk that patients end up in siloed care

or do not meet strict system eligibility requirements for the service needed; examples of this

were described by participants in this study. Stepped care models need to be flexible and take

into account client readiness, variable course of the illness, and clinician scope of practice.

2. Reconsider the definition of treatment and recovery of BPD. Our study suggests that

redefining treatment and recovery of BPD to reflect more realistic outcomes may clarify mis-

perceptions and expectations among key stakeholders as well as the public. The findings in

this study emphasized progress over perfection where there is no “silver bullet”, the impor-

tance of treating “pink flags” rather than requiring a diagnosis to provide treatment, and iden-

tifying the possibility of effective therapeutic interactions at any point in care. Regarding what

constitutes treatment, while not all providers can provide formal psychological treatment, any

point of contact can be iatrogenic and thus can also be therapeutic and supportive (e.g., wel-

coming environments and waiting room interactions with unit clerks, triage or observation in

an emergency department with nurses, sessions with psychiatrists, psychologists, or mental

health therapists, family doctor appointments, police or social work support, etc.).

3. Equip non-specialist providers. Patients with BPD are frequently supported by non-

specialist providers and by those who are not mental health providers (e.g., care aides, group

home workers, etc.). Thus, providing non-specialist providers with support and skills is a prac-

tice recommendation to improve service delivery at various points of contact. For those pro-

viding mental health services, support and skills include ongoing consultation, peer-support,

addressing challenges to working in silos, and supervision on the “how to” of interventions

and approaches with patients with BPD.

One example of formal training to equip providers is using structured case management

(SCM). Good psychiatric management (GPM) is one version of SCM [37, 59]. GPM is a prom-

ising approach that holds that the care pathway for BPD can be improved by educating gener-

alist mental health clinicians about the course, core symptoms, vulnerabilities, and response to

treatments in BPD populations. The intention of GPM is to reinforce the connection between

symptoms and interpersonal stressors as a way to reduce stigma and potentially improve out-

comes for BPD [23]. Importantly, care providers at various points of contact, training, and

scope of practice can be trained in GPM to improve patient experiences [60].

4. Apply principles of trauma-informed care. Although not explicitly raised by partici-

pants in this study, Trauma Informed Care principles may be relevant for addressing partici-

pants’ concerns, including stigma, poor engagement with the care system, and the need to feel

supported and understood [61]. Research indicates the vast majority of those with BPD have

suffered trauma, with a 13-fold greater likelihood of childhood trauma [62], aligning with

research identifying trauma as both a risk factor and predictor BPD onset [63, 64]. While

trauma is neither necessary nor sufficient for BPD development, the effects of trauma can

complicate BPD and its treatment. Worsened emotional dysregulation, altered relationships

with others, and the impacts on receptivity to care, interactions with staff, and engagement

with services [61] may render standard care models ineffective, worsening the narrative that

BPD patients are treatment resistant or “difficult”.

Trauma Informed Care (TIC) is a system wide approach which starts with the paradigm shift

from thinking ‘What is wrong with you?’ to ‘What happened to you?’ [65]. Through this lens,

many symptoms and behaviors are seen as trauma responses or behaviors that were originally
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adaptations to adversity. Basic principles of TIC include seeing through a trauma lens, trustwor-

thiness and transparency, collaboration and mutuality, fostering empowerment, choice and con-

trol, safety (both physical and emotional), and preventing trauma in the mental health system

[65]. For example, in the context of BPD, emotion dysregulation and associated fight/flight/freeze

or help-seeking responses are conceptualized as threat responses. Increased self-harm behavior

after a relationship break-up may be viewed as an adaptation originally developed to manage

intolerable affect related to overwhelming experiences of abandonment in childhood. Following

this paradigm, helping BPD sufferers to understand the function of these behaviors, rather than

withdrawing from or punishing them, can reduce shame and open the door to finding more

adaptive solutions to distress. Viewing BPD through this lens may help providers to become more

phenomenologically empathic towards those suffering BPD, reducing stigma, which was repeat-

edly identified by study participants as a major barrier to care that reinforced a chronic sense of

invalidation and abandonment, and contributed to a sense of hopelessness. TIC’s focus on ensur-

ing emotional and psychological safety and emphasizing patient empowerment as much as possi-

ble is especially relevant for BPD, given the high rate of interpersonal trauma. Becoming trauma

aware also takes into account the impact of traumatic experiences on significant others (e.g., care-

givers), and health care providers (e.g., first responders, emergency department staff, and mental

health care providers), and works to support these stakeholders appropriately.

5. Move towards a model of co-production. The current research methodology is

grounded in hermeneutic principles and emphasizes that knowledge is co-constructed [43].

Co-production in healthcare is a model that is built on collaboration of multiple perspectives

with a shared goal of improving care and empowering its key stakeholders to be agents of

change in improving their care system [66, 67]. Co-production empowers key stakeholders to

take at least partial control of the service agenda while also assuming responsibility [68]. This

model is being increasingly recognized as an essential practice in public services and has been

shown to improve quality of service, produce more effective outcomes, and in turn, allow for

services to be more cost effective in the long run, and reduce staff burn out [69]. The current

study aimed to include patient, caregiver, and clinician perspectives and found that the need

for shared understanding, clear communication, and involvement of each of the stakeholder

groups were important for collaborative and effective services.

6. Personal and shared accountability. It is important to honour patients’ self-determi-

nation, particularly when they feel like they have no control in life. The dilemma of when to

make treatment decisions for persons with BPD was a strong theme for caregivers and to some

degree, clinicians. Patients also saw the need for personal responsibility in treatment but

described their behavior as not “being themselves” when they were dysregulated and making

poor decisions. The ethical principles of beneficence and autonomy are often at odds and, at

times, fitness to drive treatment decisions can shift from hour to hour.

Given the evidence that persons with BPD often experience impaired judgement and other

executive deficits, especially during emotional arousal, and may engage in self-damaging

behavior, it is tempting to delegate decisions to a proxy for the best interests of the patient.

However, given the common experience of invalidation and interpersonal trauma experienced

by patients with BPD, taking over care decisions has many inherent drawbacks including a

reduction in motivation for treatment, reinforcing a sense of incapacity or failure, and poten-

tial for damaging key relationships. Therefore, it may be helpful to train clinicians and caregiv-

ers in evidence-based engagement strategies such as motivational interviewing and decisional

balance, paradoxical strategies, empathic limits from schema therapy, and engagement of

“wise mind” from DBT [70, 71].

7. Accessible and frequent psycho-education. Participants in the present study described

the need for more communication and psychoeducation on the illness as well as the process of
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treatment. Psychoeducation can serve many purposes. Accurate and clear communication

with patients and caregivers may reduce misunderstandings or mismatched expectations.

Grenyer et al. (2019) provide evidence-based information for clinicians looking to prepare psy-

choeducation on prognosis and recovery for patients and caregivers [72]. Psychoeducation on

diagnosis and effective evidence-based treatment methods would also fulfill the need described

by patients and caregivers.

8. Build hope. A theme that emerged consistently was the importance of developing and

maintaining hope throughout treatment and recovery and implications when hope was

reduced. Similarly, Williams and colleagues [73] found that patients with BPD with lower lev-

els of hope tended to drop out of treatment more frequently. In GPM, authors emphasize the

hopefulness that the majority of individuals with BPD get better over time [23]. Hope might be

created through psychoeducation, communication, or therapeutic interventions.

9. Hire providers with the right characteristics: Competency and caring. Adopting

these potential training and practice implications may also require a practice to hire providers

with the right characteristics, namely those who demonstrate competency (e.g. training in

treatment approaches like dialectical behavior therapy, mentalization-based therapy, transfer-

ence-based therapy, schema therapy, etc.) and genuine caring for persons with BPD. While

many non-specialist providers can provide positive experiences for patients with BPD, the par-

ticipants in this study, as in other existing research [5–7], described the need for more special-

ist providers. Given the rate of presentations to emergency settings, hiring trained

professionals (e.g., psychiatrists, psychologists, or social workers) in these settings could also

provide patients coming into care with suspected or confirmed BPD with psychotherapeutic

crisis support (short-term crisis talk therapy, psychoeducation, defining a care pathway, and

referrals with follow-up when possible).

10. Importance of the therapeutic relationship, attachment, and stability for improved

outcomes. A robust theme in the current study was that of foundations, stable bases, and the

need for a strong therapeutic alliance for good therapeutic outcomes. The importance of

attachment theory for the understanding and treatment of BPD is further discussed elsewhere

[see 74]. Using evidence-based treatment models that are founded in or emphasize attachment

theory and focusing on developing a strong therapeutic alliance appear to be key in the treat-

ment of BPD. The opportunity to work with a case manager throughout the course of care for

individuals with severe BPD is also essential to providing a stable base.

Limitations

Several limitations exist in the present study. One limitation to this study is that only female

stakeholders came forward to participate in the study and thus we are missing other key voices

and experiences (e.g. a father who is a primary caregiver of a patient with BPD, a male partner,

a male patient with BPD, gender minorities, etc.). This study intentionally recruited generalist

clinicians who may or may not have specialized training in the treatment of BPD; this is both a

limitation and a strength. One of the three clinicians in this study had taken advanced training

in the treatment of BPD. Given that we were interested in exploring experiences as they hap-

pen (rather than as they would ideally happen), we recruited people who might be able to offer

insight into how experiences most commonly play out in the real world with our public health

care systems and limited budgets to see what can be done within that system.

Strengths

The strengths of this study include having in-depth, lengthy interviews which resulted in rich

data. Exploratory methods work to uncover values, motivations, preoccupations, rationale,
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and meaning and these details in context can then be used to develop more meaningful, effec-

tive, intentional, and economically sound programs and services. This study was designed to

inform the co-production of information to benefit all stakeholders (i.e., patients, caregivers,

clinicians, management, policy-makers, and government) by learning from those most closely

impacted by BPD. Further, inviting a variety of stakeholder perspectives was a major strength

of this study, especially given the tendency for misinterpretations and “speaking different lan-

guages” (as mentioned by a participant in the findings). The stakeholder groups involved often

want the same outcome—a healthy individual living a functional and meaningful life. How-

ever, the different groups may come to the table with different approaches, as evidenced by the

emergence of unique group themes.

Conclusion

The health system makes a very significant impact on those with BPD and on those caring for

them (positive or negative). The current system is trying to make changes but existing research

and the participants in this study hold that the system has a long way to go. There are practical

approaches based on the findings of this study, supported by existing research, that can be

implemented and evaluated to improve outcomes for patients with BPD and support those

who care for patients with BPD.

In the spirit of self-aware and reflexive research, the authors hold that the findings, interpre-

tations, and recommendations that have come out of this study are a positive step forward in

refining our understanding of how to best support patients with BPD, their caregivers, and

their clinicians. The authors of this study offer these findings and recommendations with the

hope that they inform positive change in the current systems and promote promising

practices.
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