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Introduction: While the majority of young people who meet the criteria for being considered at increased risk of psychosis do not go on to develop a psychotic disorder, young people are currently being identified and treated in early intervention services. Ethical concerns have been raised concerning the decision about whether or not to provide treatment, and if so, what type of treatment. This study sought to support young people themselves to make these decisions with support from their clinician through a shared decision-making approach, facilitated by an online decision aid.

Methods: This project used the International Patient Decision Aid Standards (IPDAS) to guide the development and piloting of an online decision aid across two phases: (1) qualitative, semi-structured focus groups with young people who were past clients and clinicians from an early psychosis service; and (2) pilot testing of the decision aid with clinicians and young people who were current clients to finalize the development.

Results: Issues discussed by clinicians in the focus group were grouped into three main areas: (1) engagement phase; (2) assessment and priorities for treatment; and (3) initial and ongoing decision making. Clients focused on the context in which the decisions were made, including as they experienced initial feelings of resistance, and then acceptance of efforts made to describe and treat their mental health challenges. Clients highlighted the need for collaboration between themselves and their clinician, and the need to be equipped with the knowledge and tools to take care of themselves. These focus group data were used to refine the online decision aid. Pilot testing revealed that while it was overall useful and relevant, important limitations were noted by both clients and clinicians.

Discussion: The use of a decision aid to facilitate shared decision making (SDM) in this area is feasible and has utility for both clients and clinicians. Use of such a tool can help to address the need to uphold the rights of young people as decision makers about their own care. Future efforts should embed decision aids within complex SDM interventions, and research to understand issues relating to implementation of these interventions.
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INTRODUCTION

Approximately three in every 1,000 Australians will experience a first episode of psychosis (FEP) in any given year (1). Despite this relative low incidence, psychotic disorders can be highly debilitating, with a recent systematic review and meta-analysis suggesting those with a diagnosis of schizophrenia experience an average of 14.5 years of potential life lost (2). Psychotic disorders are also associated with an increased risk of homelessness (3), decreased social functioning (4), and higher rates of suicide (5) and unemployment (6, 7). Given the potential impact of psychosis, efforts have been made to identify individuals most at risk in order to intervene early in the hope of delaying, ameliorating, or even preventing the onset of a disorder (8).

The main way in which risk has been operationalized is through the development of the Ultra High Risk (UHR) criteria (9). To meet the UHR criteria, a young person must have experienced either (1) a 30% or greater drop in functioning sustained for 1 month within the past 12 months, or (2) chronically low functioning for the past 12 months or longer, and also fall into one of the following risk groups: (1) Vulnerability Group (those with either a family history of psychosis or a diagnosis of Schizotypal Personality Disorder); (2) Attenuated Psychosis Group [sub-threshold positive psychotic symptoms in the past year as assessed using the Comprehensive Assessment of At-Risk Mental States (10)]; and (3) Brief Limited Intermittent Psychosis Syndrome (BLIPS) Group (experienced episodes of psychotic symptoms within the past year that have not lasted longer than a week and have resolved without treatment).

For young people meeting the UHR criteria, the cumulative risk of transitioning to a psychotic disorder is estimated to be approximately 19% at 2 year follow-up, and 36.5% at 10–11 year follow-up (11). Other longitudinal research indicates that individuals who met UHR criteria but did not go on to develop psychosis still experienced significant, persistent negative symptoms, mood and anxiety concerns, low rates of employment, and high suicide rates in comparison to those with first episode psychosis and their peers who do not meet UHR criteria (12). Together, these findings highlight that young people who meet the UHR criteria require early intervention for mental health challenges, regardless of whether they experience a psychotic episode.

Randomized controlled trials have investigated cognitive behavior therapy (CBT), anti-psychotic medications, and Omega-3 fatty acids as interventions for those who meet UHR criteria aiming to reduce the risk of transition to psychosis (13). Recent systematic reviews and meta-analyses have demonstrated CBT as the most effective intervention in comparison to controls at reducing transition to psychosis, however, a network meta-analysis comparing multiple interventions (CBT, integrated psychological therapy, omega-3, family therapy, ziprasidone, needs-based interventions, risperidone plus CBT, and olanzapine), showed no intervention was more effective than another (14–16). However, systematic review evidence indicates that interventions in this population are cost-effective, and can lead to cost-savings (17), however the results were limited by the heterogeneity of services and a lack of consensus on the best practice for intervention in the UHR population.

Current Australian clinical guidelines (18) recommend CBT as the preferred intervention for young people meeting UHR criteria, but note antipsychotic medications may be provided if a person is considered to have experienced a psychotic episode (i.e., more than 1 week of frank positive psychotic symptoms have been sustained) or if milder positive symptoms associated with risk of self-harm or aggression are present. Psychoeducation about psychosis, their risk of developing psychosis, and what evidence-based treatment options are available, with consideration of client preference, is also recommended (19). The guidelines also indicate Omega-3 fatty acids may delay or prevent transition to psychosis, however the finding underpinning this recommendation has not been replicated in a larger trial (20). It should be noted, there has been considerable debate in the field over the last decade on the ethics of labeling and intervening on young people at UHR (21–25). A major focus of the debate is on whether treatment should involve a focus on the clients presenting problems or their psychosis-risk symptoms (24, 25). One approach which has been argued for as imperative to ensuring that treatment decisions are evidence-based and preference-sensitive for young people at UHR is shared decision making (SDM) (19).

Shared decision making is a collaborative approach to treatment decision making with roots in both evidence-based medicine and client-centered care (26). Decision aids are the most common way to facilitate SDM; decision aids describe the different treatment options relevant to the decision and present evidence-based information about the potential harms and benefits of each option, and the likelihood of these outcomes. They also elicit personal preferences and values so that the person faced with the decision can work together with their treating clinician or team and any caregivers involved in their care. Decision aids have demonstrated effectiveness in increasing client knowledge, reducing decisional conflict (both in terms of feeling uninformed or feeling unclear about personal values), reducing the proportion of clients who are passive in the decision-making process, and reducing the proportion of clients who remain undecided about what treatment option to choose (27).

Systematic reviews within the mental health field have led to recommendations for decision aids, along with other approaches to facilitate SDM, to be used within mental health treatment settings, although most of the research to date has focused on adult populations (28–30). A systematic review of SDM specifically with psychiatric patients found that SDM interventions were associated with a small overall increase in indices of empowerment such as patients' subjective sense of involvement in treatment, self-efficacy, and autonomy (31), with a trend toward reducing the likelihood of compulsory inpatient treatment over 15–18 months. However, authors acknowledge the data were heterogeneous and imprecise, highlighting a need for high quality studies in this area (31). A more recent clinical review found SDM to be particularly important when considering drug treatments for patients with schizophrenia, although research to date lacks data on the stability and maintenance of positive effects over time (32). Despite the increasing focus in this area, there is still a paucity of research focused on youth populations.

Incorporating SDM in youth mental health settings, with young people aged 15–24 years, may be beneficial in managing complexities arising from agreeing treatment plans between young people, caregivers, and clinicians, especially considering the ethical and legal issues associated with treatment consent (33). Service providers are already beginning to introduce SDM practices with young people (34) however, the effectiveness of these approaches have limited empirical evidence. One study found that an intervention that combined peer work led to an increased sense of involvement in their assessment and lower decisional conflict, both of which are important components of client satisfaction (35). Another study in young people with depression trialed a collaborative care intervention which included aspects of SDM, and demonstrated greater improvements in depressive symptoms 12 months later (36). One study developed an Encounter Decision Aid and piloted it with patients with first-episode psychosis and long-term psychosis, family members, and clinicians (37). The decision aid was found to be valuable and acceptable, however the research did not exclusively focus on young people and excluded any patients under the age of 18. Of interest, a recent protocol has been published that aims to evaluate the feasibility of a decision aid to promote SDM among young adults with first-episode psychosis, but results are yet to be published (38). To date, there have been no studies specifically focused on SDM approaches with young people, inclusive of those under the age of 18, who are accessing UHR services, despite the clinical guidelines recommending clinicians utilize SDM (18).

The current study focuses on empowering young people meeting UHR criteria to become active participants in their own care by involving them in the treatment decision-making process. We describe the development of an online decision aid that presents the evidence for treatment options according to the Australian Clinical Guidelines for Early Psychosis and is designed to be used with young people and their treating clinician. This study reports on the development and piloting of this decision aid. We sought to answer the following research question: do clients and clinicians find the decision aid relevant and useful, and does it result in clients feeling satisfied with the decision and have low decisional conflict?



METHODS

This study used the International Patient Decision Aid Standards (IPDAS) (39) to guide the development of the decision aid across two phases. Phase one involved using the IPDAS to generate a prototype decision aid, which was then used as a prompt in qualitative focus groups both with young people who had previously accessed early psychosis services and clinicians working at such a service. The results of these data then informed phase two, which involved refining the content and design of the online decision aid and piloting it with a small number of clinicians and clients to finalize the development process (example screen shot of the final version presented in Supplementary Material 1 and study timeline presented in Supplementary Material 2). This study was approved by the Melbourne Health Human Research Ethics Committee (reference 2014.155).


Setting

This study was conducted at the Early Psychosis Prevention and Intervention Center (EPPIC) and the Personal Assessment and Crisis Evaluation (PACE) Clinic, both of which are part of Orygen Specialist Program (OSP). Orygen Specialist Program is a tertiary mental health service that provides mental health care to young people aged 15–24 in the north-western metropolitan area of Melbourne in the state of Victoria, Australia. It runs a range of clinics for young people with emerging and established mental disorders (including EPPIC and PACE) and provides both outpatient and inpatient care. Orygen Specialist Program has a consumer reference group called Platform; Platform members are young people who have been discharged from OSP and engage in activities to contribute to the ongoing improvement of the service, improve mental health literacy and help seeking in young people, and reduce stigma around mental illness (40, 41).



Phase One: Qualitative Focus Groups With Stakeholders to Refine the Decision Aid

The development of the content and design of the initial version of the decision aid was conducted in accordance with the International Patient Decision Aids Standards (IPDAS) (39). The IPDAS are a set of theory-driven and empirically-informed standards that provide guidance on how to develop decision aids to maximize the chances of providing effective decision-making support and reduce the risk of introducing biases to the process. Two key decisions were identified to be supported by the decision aid, namely whether or not to seek help for meeting the UHR criteria and choice of intervention for those deciding to engage in treatment. The treatment options were based on the clinical practice guidelines (42), which at the time recommended omega-3 fatty acids (fish oil), cognitive behavioral therapy, supporting counseling, and support for mental health challenges in general. This early prototype was used as a prompt in two focus groups: the first with members from a consumer reference group (Platform), and the second with healthcare professionals working in the PACE Clinic. The focus groups lasted 67 and 55 min, respectively, and were co-facilitated by MS and AM using a semi-structured focus group schedule (see Supplementary Material 3 for example probes). Focus groups were audio recorded and transcribed verbatim. Data were analyzed using inductive thematic analysis (43), whereby thematic interpretations of the transcripts were derived directly from the text (44). Both AM and MS initially analyzed the data separately and then collaboratively, addressing any discrepancies through revisiting the data and discussion with the broader team, to support the validity of the analysis. Coding continued until no new themes were identified in the data (data saturation), and all responses could be explained in terms of the thematic structure.



Phase Two: Pilot Testing

In order to complete the development process, pilot testing of the decision aid was conducted at the PACE Clinic with both clinicians and clients as participants. The clinician focus group in phase one was conducted with current clinicians, making it possible for clinician participants to participate in both phase one and two (which was the case for three clinicians), but not for clients, as phase one involved past clients and phase two involved current clients. Clinicians were recruited using convenience sampling through staff meetings and invited to nominate new clients of the service who were facing a decision about treatment options at the time. Clinicians were able to refer more than one client, and once a referral was made the research assistant contacted the client to provide more information and obtain informed consent if the client was willing to participate. Once this occurred, the decision aid was made available on a tablet device for use in the clinical appointment where treatment options were due to be discussed. After using the decision aid, both client and clinician were asked what decision was reached and why, and were invited to provide open-ended feedback about the usefulness, relevance, and appearance of each decision aid section and were asked for suggested changes.

Clients also completed the following measures to identify any extreme scores that could indicate the lack of utility of the decision aid:

1) Decisional conflict was measured with the Decisional Conflict Scale (DCS) (45). The DCS is a 16-item measure that uses a 0–4 Likert scale. It has a total score range of 0–100, where higher scores indicate higher decisional conflict (undesired outcome).

2) How satisfied participants were with the decision was measured with the Satisfaction With Decision (SWD) scale (46), a six-item 1–5 Likert scale self-report questionnaire with a maximum score of 30 where higher scores indicate higher satisfaction with the decision.




RESULTS


Phase One: Qualitative Focus Groups With Stakeholders

In total, eight clinicians participated in the focus group, including allied health professionals (n = 6) and psychiatrists (n = 2). There were three males and five females, and age was not recorded. The Platform group (n = 6) included two young people who had been clients of PACE only (i.e., met the UHR criteria but not experienced a FEP); two young people who had been PACE clients and then transitioned to FEP and subsequently became EPPIC clients; and two young people who had been clients at EPPIC but who had not received treatment from PACE before experiencing FEP. There were two males and four females, with ages ranging from 18 to 29 years (mean = 25.5; SD = 3.94).


Clinicians' Experiences and Beliefs About Treatment Decision Making

When describing their experiences and beliefs about treatment decision making for young people meeting the UHR criteria, clinicians spoke about issues common to treatment decision making in youth mental health in general (e.g., tenuous clinical engagement). However, clinicians reported that these issues were heightened in this clinical population due to the lack of a formal diagnostic framework. Issues discussed by clinicians fell into three main areas: (1) engagement phase; (2) assessment and priorities for treatment; and (3) initial and ongoing decision making (see Figure 1).
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FIGURE 1. Thematic map of clinician reported experiences and beliefs about treatment decision making for young people who meet the “Ultra High Risk” (UHR) criteria.




Engagement Phase

Clinicians felt that deciding whether or not to engage in the service at all was the first decision faced by clients. Having information about the service was seen as a necessity at this stage, including what was “on offer” in terms of ways in which the client could be helped. The PACE Clinic was perceived differently to other youth mental health clinics, in that clients were referred with a “somewhat more subtle and ambiguous” rationale for treatment. This was seen as a factor that increased ambivalence of clients deciding whether or not to engage in treatment. Related to this was the concern that clients did not remember what was described about the service, psychoeducation about mental health, and information about treatment options.

“Often, it's interesting, after you have your first one session, maybe two sessions, (and then you ask) ‘So why are you here? What do you know about PACE?' Despite having done a spiel and them seeming to engage, they very rarely retain any of that information.”

Perceived reasons for this included clients facing “information overload”; having been through multiple services in their referral pathway to the PACE Clinic (“they have often bounced around a bit”); and the complexities and “subtleties” in understanding the concepts of being at risk for a mental disorder rather than being diagnosed with one. Clinicians also suggested that clients might focus more on the clinician-client “fit” rather than on retaining information.

“And they are sussing you out and getting a feeling for whether I want to talk to this person, getting a sense of the process, the atmosphere, rather than the content. You could be talking about anything, it's just a matter of ‘What's the rapport like? What's engagement like?'”

To facilitate this engagement process, clinicians felt it was important to be “on the same page” as clients in terms of what clients wanted help with and what the service could offer. Addressing the concept of risk within this context was seen as something that could impair engagement and that timing was an important consideration to minimize this. There was general agreement, however, that providing information about risk was ethically correct.

Psychiatrist participants drew analogies between PACE clients and risk assessments for physical health conditions, for example saying that they would not consider withholding information about the reasons for, and potential outcomes resulting from a pap smear. There was a concern that withholding information was therefore potentially stigmatizing. Psychologists agreed that in order to make an informed decision, information about risk must be provided. However, they also felt that the rapport between client and clinician was more important than in physical health, and often part of treatment itself in mental health settings. Therefore, addressing risks and discussions about the potential for developing psychotic disorders must be done in considered ways. Clinicians didn't always feel like they achieved this balancing act, and after discussion about each of these issues, one clinical psychologist reported how this tension played out in his own work:

“Well, there's a tension and it's an obvious one, to say that the psychoeducation or discussion about psychosis and transition, when we deliver that and how we deliver it, and sometimes it feels a bit inappropriately like playing God if we think we can only give it in this way to these people at this time. Whereas, if it was for a physical illness, we would generally have… very little reservation about giving the most comprehensive information… for some reason… there can be a kind of squeamishness, in case we cause some stigma or trauma (or) we increase the vulnerability by the discussion somehow, or by talking about something by naming it, we may make it happen or make it more likely to happen, which I guess rationally that's ludicrous. (But) I can act in that way I think. I can enact that in my practice at times. So I do think that for some people, there is a… timing issue, but sometimes we can put kid gloves on a little bit about transition, when perhaps we shouldn't. We should think about it in the same measured way we think of all psychoeducation.”

Language was one important related consideration, and some clinicians described their practice of avoiding the term “ultra high risk.”

“I think one of the questions with the language, like, while I talk to people about potential risk and so forth, I never use the term ‘ultra high risk.' For me, that is something that's read in journals and professions kind of communicate around but it is not the language that I would use in the room… ‘ultra high risk' sounds so imminent.”

Alternatives to this phrase included “risk,” “chance,” and “symptoms worsening.” At the same time, although clinicians wanted to acknowledge that they were trying to prevent symptoms from worsening, they were also careful not to frame the event of transitioning to psychosis as “terrible.” One participant compared discussion about transition to that of relapse prevention in first episode psychosis, where clinicians aim to “balance that message with the client, so that relapse, when it comes, is not catastrophic.”



Assessment Phase, Including Establishing Priorities for Treatment

When discussing the assessment and treatment decision making phases, clinicians raised a number of factors that made it necessary for them to take a flexible and individualized approach with each client. Firstly, although clients all met the UHR criteria in order to be referred to the PACE Clinic, there was great diversity reported in both the different groups in the criteria (i.e., vulnerability group, attenuated psychotic symptoms groups, and the BLIPS group) and the individuals meeting criteria for each group or combinations of groups. This included differences in experiences and reasons for referral. Most notable was the differentiation between whether or not a client was experiencing attenuated positive psychotic symptoms.

“Yeah, it's kind of like the UHR stuff is ‘why you are here' but what we do when you are here, it can be anything. we don't always focus on attenuated (positive psychotic) symptoms or sometimes there aren't any attenuated symptoms. When people come in on a family history, you don't work on psychotic symptoms. So the focus of care is often not attenuated symptoms.”

The different ways in which clients accounted for their experience also contributed to this need to personalize care, and sometimes created challenges for clinicians when trying to work in a client-centered way.

“Each and every person comes with a different explanatory model of their… symptoms, the cause and their prognosis and the treatment options. So sometimes I find it very difficult to incorporate their model and our model and make a common model for the treatment…”

Language was seen as an important consideration when reconciling different understandings or “frameworks” for understanding the experiences of clients. “…trying to get a shared language” was valued in this phase of assessment and treatment decision making because, as one clinician noted, “you can't even negotiate a decision if you are not speaking the same language.” Some clinicians were willing to relinquish their own way of describing mental health issues.

“I try and sometimes distance myself from the (professional) language, so that I can open up the idea that I am very happy to have their understanding… it's really important for us to have a shared way of talking about things.”

Another issue that shaped the nature of assessment and treatment decision making was the fact that treatment didn't focus on one thing, which meant that a structured approach was not well-regarded by clinicians. However, one caveat to this flexible and personalized approach was that there was a possible disadvantage in focusing solely on the presenting problem of each client and not addressing the risk of psychosis. In doing so, clinicians were concerned that clients would not be able to make a fully informed decision about treatment: “In order for it to be informed decision making, you need to have information (about risk).” It was also noted that although the treatment might focus on other symptoms or life stressors, that this in itself can reduce the risk of psychosis and should be framed in such a way.

“These symptoms might have a complex and subtle relationship with each other. So although we are not working directly on attenuated (psychotic symptoms), they might improve anyway as we gain, say, on depression or something like that. That is a message that can be communicated too.”

Overall, addressing risk was seen as necessary but inherently complex.



Initial and Ongoing Treatment Decision Making

When it came to making decisions about treatment, aside from the heterogeneous nature of the individuals meeting the UHR criteria, additional issues included any past experiences of symptoms and treatment clients had. This included either directly (i.e., personal experiences) or indirectly (e.g., observing the experiences of a family member). This was seen as most notable in relation to medication,1 where both direct and indirect past experiences as well as expectations were seen to play a role.

“And there is a very perhaps undue influence or undue emphasis on what the medication should be able to achieve in a short period of time. If it is not (working), then it's ‘junk' and ‘you're a fraud.' So it's difficult sometimes.”

In response to this, clinicians were generally supportive of the idea that clients should be routinely informed about “stats around effectiveness, efficacy, but also how long they are likely to be on it.” This was seen as particularly important when multiple clinicians are involved in the care of clients and where information provision needs to be consistent. However, clinicians were also aware of both inadvertent and strategic “underselling” of the length of time clients may need to take medication for. One message that was seen as important, however, was the limitations of the emerging evidence base for the area.

“I think the other thing, in particular (with) UHR and psychosis, (is) there's still a hell of a lot that we don't know. So whatever education we give, we have to include that… I think in this particular area, that we need to be quite clear about… where we are (at) with our evidence base.”

In line with the provision of evidence-based information, clinicians also reported favoring a collaborative approach to making decisions with clients. They saw it as essential for clients to be “on board,” and felt that this was necessary for treatment to work.

“It is also tricky, isn't it? Because treatment is only going to work if you have got the young person on board. You see the young person for an hour in that week (but) treatment needs to occur outside of that 1 h, otherwise it's not going to be effective. At the end of the day if you don't have the young person on board… you can't do anything. You think about graded exposure, you think about [Cognitive Behavioral Therapy], you think about [Cognitive Analytical Therapy]—all these therapies rely on young people—and medication—rely on them doing things outside that 1 h.”

Although limitations to achieving this were noted, including the basic structure of treatment at the PACE Clinic (i.e., in general, weekly appointments with a case manager and medical reviews as necessary) and the ability of clients to participate in decision-making processes.

“I strongly encourage it to be a collaborative experience and try to lay out lots of the options at the start (saying) ‘the best way I can help you is if I can see you weekly because then I can get a good sense of things, I can monitor things and we can maximize the time that you have got available (in the service)' but for some people it's very difficult for them to make a decision and understand what the implications of the decision are.”




Clients' Experiences and Beliefs About Treatment Decision Making

In contrast to the clinician participants who focused on the decision-making processes in relation to a linear progression through assessment then initial and ongoing decisions, client participants more strongly referenced the context in which the decisions were made. This was particularly so in relation to feelings of initial resistance and then acceptance, be it acceptance of symptoms, of diagnoses (where relevant) or of different types of treatment. Throughout this journey, clients highlighted the need to be involved, for their clinicians to be involved and for clients themselves to be equipped with the knowledge and tools to take care of themselves (see Figure 2). Other people potentially involved in decision-making processes (family members, nominated persons, and peer workers) were seen as peripheral by most clients and are discussed below. In general, clients focused on their roles and the roles of the clinician.
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FIGURE 2. Thematic map of client reported experiences and beliefs about treatment decision making for young people who meet the “Ultra High Risk” (UHR) criteria.



Involvement in Decision Making

In line with the clinician data, clients acknowledged the importance of their contribution to the decision-making processes.

“I think the client should sort of be at the forefront of the decision making, so when clinicians come to the client with the treatment plan, I think the patient should be consulted and their decision or their input should be taken very highly and should be understood as much as possible.”

Client involvement was seen as important for engagement, particularly in relation to accepting the proposed treatment plan.

“I think as well with the client, if they're more involved with (deciding about) their treatment I think they'll be more accepting of it as well. So, they won't be as hesitant as they are… when the clinician tells them exactly what to do. If they get consulted more they might be more willing to get better.”

In terms of how to achieve this, “being told about alternative pathways” and being able to visualize the possible outcomes were suggested. Although this was seen as important, clients stressed that this needed to be in the context of a recovery framework in that it had to focus on the individual needs of the person and how they perceived “getting better.” Encouraging the client to accept their situation, including symptoms and treatment, was seen as a key part of this process that could be facilitated by involvement and the sharing of information, thereby building trust in the clinician.

“I think it's important to let the person know that if they want to get better they can get better. That they can come in with their symptoms wanting to recover… you can tell them all the treatments, all the risks and benefits, but in the end if the person is not capable of accepting themselves and saying ‘okay yeah I can deal with this' it becomes confusing and harder. Saying ‘do you want to get better?' and from there onwards working on therapy that works for them and seeing what works for them.”



Information Provision

Alongside the perceived responsibility of the client to work toward getting better, was the responsibility of the clinician to provide information about being at risk for psychosis, potential harms, and benefits of treatment options (including medication), psychological therapies (e.g., what type they were engaging in), alternative therapeutic options, hospitalization, and how clients could take care of themselves both outside of sessions during their time at the service, and also beyond their time at the service. In terms of information about risk, clients wanted to know why they were at the PACE Clinic, that they met one of the groups from the UHR criteria and why they met criteria. There were mixed experiences of what information was provided to clients about risk. For example, one client reported that they were told “immediately,” another said that they probably were told but could not remember, and a third was told that they were at the “right clinic” because they had a family history. Another client reported that they didn't know the name of the clinic, just where to go.

Client 1: “There were a lot of words that we were never told”

Facilitator: “That's what I'm interested in”

Client 2: “Because (when) we came to Orygen we don't really get to know…”

Facilitator: “Did you know what clinic you were in?”

Client 1: “I just knew that I turned right at the corridor”

[Group laughter]

For those clients who were told about their risk of developing psychosis, this information could be reassuring.

“I have siblings that have psychosis. I have parents that have psychosis, and my mum has other mental health issues as well so, and I was also experiencing some delusions and symptoms of psychosis I guess. So, I understood why I was in the clinic. It was scary for me as I… I didn't want to be in there. I didn't want to have psychosis. But after understanding and knowing what was happening, and where I was in the service, I did feel better about it. Now, it's not that scary.”

Clients showed a desire to have information provided to them unfiltered. This was particularly the case in relation to medication. Clients didn't want clinicians to “beat around the bush,” which they felt would lead them to “find out down the track the hard way.” Clients also resented experiences where they perceived clinicians to be withholding information, which affected their ability to trust them.

“And sometimes I find that, you know, the psychologist, or the psychiatrist, sometimes I question them. Are they lying to me? Because everybody, my relatives, my friends who haven't seen me for a couple of months will be like, ‘how much weight did you stack on?' and I'm thinking my doctor never told me that. Are they lying to me? […] then I start resenting my doctors, and thinking are you lying to me because you only want me to keep taking these pills?”

Most clients had experienced side effects (e.g., feeling “slummed out,” restlessness), with the most commonly reported side effect being weight gain. Several clients reported information about the risk of weight gain being withheld from them to encourage adherence. There were variations in the degree to which clients felt this was justified. Although most clients felt that the benefits of the medication outweighed the risks (e.g., “I'd rather have side effects than be how I was before”), there was a general desire for more information to be provided from the outset, and a strong desire for a holistic approach that included being told about alternative treatments and ways to live with both side effects and ongoing symptoms.

Clients also wanted information to be ongoing, interactive and meaningful. They valued instances when clinicians had facilitated self-monitoring, as “you see (treatment's) working or whatever you're doing is working, the medication's working, everything's working.” This tied in with client's perceived need to be able to take care of themselves outside of sessions and beyond their time at the service. This was achieved in a number of ways, for example with subjective scores.

“We did have goals every 6 months, we would check on those goals and see how they were progressing. I think a good thing we did was um they gave me like a scale, I don't know if you guys did this as well, but they would just they would ask me how I was feeling on a scale from one to ten, compared to 6 months ago… I thought that was really helpful and a big thing they did was focus on things that we could achieve.”



The Role of Clinicians, Family Members, and Peer Workers in Decision Making

In terms of knowing how to be involved in making decisions, clients described clinician practices that they felt involved them (e.g., tailored goal setting), and formal mechanisms provided by the service (e.g., the use of advance statements and nominated persons forms). However, clients had experienced both benefits and challenges of such approaches. Where there was trust, the use of nominated persons was perceived to have the potential to facilitate person-centered care:

“I've nominated at the moment. I'm planning to have my old psychologist from Orygen to be my nominated person because I have full trust in him being off the relationship that we built in the past and he was upfront into medication and stuff. He sat me down and walked me through medication and decided all that kind of thing. So, to have him as a nominated person and to trust him in terms of what my treatment should be I think that really will definitely help with my treatment in (the) future and puts me at the forefront of my decisions and a psychologist created plan.”

However, barriers existed for others, including a lack of people to nominate, and the suitability of these mechanisms for early intervention settings.

“The problem with the advanced statement and the nomination thing is that with Orygen Youth Health, a lot of us are just, we just, that's the first time that we have become unwell. It's hard to choose a nominee sometimes, or to have an existing nominee and to have an advanced statement.”

The challenges related to the use of advance statements and nominated persons processes were not the only caveats to the importance of involving clients in making decisions about their own treatment. Clients noted that there were times when they were unable to be involved (e.g., when experiencing psychotic symptoms) and that if decisions were left entirely to them then they would sometimes choose to let themselves get “worse,” which they wanted to be taken into consideration. In relation to this, clients were keen to stress the importance of the clinician's role in making decisions about treatment.

“Well, at the end of the day, the clinician is the person who treats people all the time, has the qualifications, they know the most about the subject. I mean while, while the person's own personal problems should come into it obviously because you know, everyone's mind is different, I think at the same time, trying to, if people have too much if a person has too much input in treatment they could, actually make themselves worse as opposed to better.”

Although clients felt that it was useful to have clinicians taking an active role in making decisions together with clients, the role that family should play was more contingent on certain factors. One client did not have any family who lived locally, and another said that it was difficult for her parent to be involved due to language barriers. There was also a concern that not all families were understanding and supportive.

“I don't think it should be left up to the family, because my family, lots of families don't understand it. They don't see it, they think becoming unwell is being physically ill.”

At times of crisis, some clients found a coordinated effort between families and clinicians useful for keeping them safe and making decisions they felt unable to participate in (e.g., hospital admissions).

Regardless of who was involved in the decision-making processes, clients wanted the opportunity to feel hopeful about the prospects of recovery. They described an interplay between information provision, framing of information, and fluctuating stages of engagement with the service and treatment. Ultimately, they felt a tailored approach according to the needs and experiences of the client was necessary to promote meaningful engagement and recovery.

Clients wanted to have something more than just being told that they could get better—they wanted to believe it too, and they suggested that visualizations (e.g., mapping out possible trajectories) and meeting with peer workers as some examples that could bring to life the possibility of recovery.

“I think that people should be told they can get better. I mean it was told to me but I didn't believe it. I guess that's why we have peer support workers and people who have been there but yeah someone telling them that they can get better because it does feel like you're going to die and your life's over.”




Phase Two: Pilot Testing of the Decision Aid

In total, n = 10 client participants and n = 6 clinician participants were involved in the piloting of the decision aid; however, client-rated data are only available for n = 9 client participants as one participant chose not to complete the questionnaires but gave permission for their clinician to provide the clinician-rated data. Clients were aged between 16 and 23 years (mean = 19.7; SD = 2.3) and 6 (60.0%) were female and 4 (40.0%) were male. Clinicians were aged between 30 and 42 years (mean = 34.5; SD = 4.2) and were all female. Clinicians had been working in their respective disciplines for between 4 and 10 years (mean = 6.3; SD = 2.5). Five of the clinicians were clinical psychologists and one was an occupational therapist; three were in senior roles.


Decision Related Outcomes

Scores on the SWD scale ranged from 12 to 29, with a mean score of 23.1 (SD = 5.3), indicating variability within the sample, but on average relatively high levels of satisfaction. These scores include participants who were unable to decide and one participant who was an outlier, as their scores indicated they had high decisional conflict and were not satisfied with the decision. This same participant provided minimal responses to the open-ended feedback questions (e.g., “no” and “boring”). Overall, all but two client participants reported being able to decide on a treatment option; one client participant reported still feeling undecided and another said they were unsure if they were decided. All treatment choices involved either CBT, supportive therapy or both, plus eight of the nine clients chose to treat their mental health challenges in general and two clients chose to take Omega 3 tablets. Both client and clinician participants unanimously reported that the treatment choice was in line with the client's preferences. At follow-up (approximately 6 weeks post decision), there were clinician-rated data for seven client participants. All but one participant continued with their treatment as intended; one client experienced first episode psychosis and their care changed accordingly. All but one client had failed to attend sessions, which is not unusual for the service. Several additional treatments and related options were noted, including inpatient admission, different psychological therapies (e.g., schema therapy, cognitive analytical therapy), medications, peer support, alcohol and other drug counseling, and “systems work” (liaising with the school, family, and social services).



Feedback on the Decision Aid

Client and clinician participants were invited to provide feedback on each section of the decision aid, including how useful they found it, whether the information was relevant to them; the appearance; and what they would change about the section. Results are summarized in Table 1. Clients and clinicians were generally positive about each section of the decision aid. One exception to this was clinician feedback on the “Treatment Options” page, which raised some concerns about its content and practical use. Clinician participants highlighted a mismatch between the options presented and what was offered at the service.


Table 1. Feedback from client and clinician participants on each section of the decision aid.
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DISCUSSION

This project sought to develop an online decision aid for young people at increased risk of developing a psychotic disorder. To date, the majority of decision support tools for young people have been designed for parents to make decisions for their children (47); this study focused on the young people (adolescents and young adults) as the decision makers themselves. This project contributes to a growing number of studies that demonstrate young people in this age group can be supported as the primary decision makers (35, 37, 48). This decision aid was developed in the context of significant academic and clinical debate about the ethical merit of identifying young people who meet the criteria for being at increased risk for developing a psychotic disorder, informing them of this risk, and delivering interventions to delay, prevent, or otherwise ameliorate the impact of first episode and/or recurrent psychotic episodes [e.g., (22, 23)]. We have previously proposed SDM as a practical way in which to address these ethical issues (19), and the current study sought to provide decision support to clients to allow them to be active participants in deciding whether or not to access treatment, and if so, collaboratively choose their preferred treatment.

This project was conducted across two phases: phase one involved qualitative focus groups with past clients and current clinicians at an early intervention service; and phase two pilot tested a decision aid at an early intervention service. Phase one highlighted the similarities and differences between the perspectives and frames of reference that clients and clinicians had about treatment decision making in this area. For clinicians, this was focused on entry to the service, time with the service, and discharge from the service, whereas for clients these decisions were described more in relation to the context of the time at the service in their overall lives. Phase two highlighted that although the decision aid was well-received overall, it had some limitations in terms of utility and relevance.

A consistent theme for client participants across both phases was the desire for the possibility of recovery to be brought to life through peer support (phase one) and personal stories (phase two). This highlights the value that young people placed on lived experience and the contribution to both decision-making processes and treatment itself. Although this pilot trial was focused on decision making as a collaboration between clinicians and clients, it is possible for youth peer workers to be involved in supporting young people to make decisions about mental health care (49). Exploring this model for young people at increased risk of developing psychosis may not only reduce decisional conflict, but also enhance the degree to which young people feel involved in decision making with clinical staff (35).

Pilot testing of the decision aid showed mixed results for which sections client and clinician participants found useful and relevant. A number of clinicians felt that certain sections of the decision aid (e.g., treatment options) were limited in their utility and relevance given that one treatment option (Omega 3) was perceived to be unavailable at the service. We note that some clients were listed as having chosen this treatment option, but reasons for this discrepancy were unclear. It is possible that clinicians were aware of the specific composition used in clinical trials [e.g., (50)] and how that was not available at pharmacies at the time, whereas others considered readily available fish oil tablets to be sufficient to recommend to clients. There was also concern raised that more recent, at the time unpublished, results of a trial that involved the PACE clinic failed to replicate the effectiveness of that treatment option (51).

When young people present to services for psychosis prevention, their priority for treatment may not be reduction of attenuated psychotic symptoms (52, 53). Although interventions for this cohort have been shown to reduce psychotic symptoms and rates of developing a psychotic disorder, they have not been effective in other important outcomes such as symptoms of depression or functioning (13). The findings of phase two highlight the limitation of support tools for specific decisions, in that they don't account for the specific decision in the context of all of the related decisions the user is facing. Comments made by clinicians on the usefulness and relevance of the decision aid highlighted how complex the overall treatment decisions were for many clients. The types of treatment options that client participants ended up receiving included options beyond the scope of the decision aid (e.g., referral to alcohol and other drug services, specialized psychological therapy for personality disorders). Although they could be collectively labeled as “treatment for other mental health issues,” which is a recommendation of the clinical practice guidelines and therefore an option presented in the decision aid, it was not possible to include all possible referral options for related decisions. This highlights the need to consider how a decision aid for a specific decision (or in this case, two decisions) might be embedded in an overall collaborative approach to decision making. Clinical trials often test interventions for narrowly defined conditions, resulting in a lack of evidence about what works for comorbid presentations, affecting translational resources such as clinical practice guidelines and decision aids (54). In mental health, and especially in youth mental health, there is a lack of data to inform decisions for people experiencing any combination of emerging or established mental disorders, personality disorders, and/or substance use disorders. This limits the degree to which complex decisions can be supported by these types of decisions aids, and emphasizes the importance of general decision support interventions, such as generic decision aids (to support any decision) [e.g., (35)], training in SDM for clinicians with well-defined core competencies (55), and interventions designed to increase mental health literacy, empowerment, and decision making skills for clients and their families [e.g., (56)].

Other approaches involving clients were discussed by client participants in phase one, namely the use of advance statements and nominated person forms. These forms represent legal mechanisms designed to uphold the rights of people to make decisions about their own mental health care (57). However, participants felt that the utility of these were limited in early intervention services where young people may experience being acutely unwell for the first time, so aren't able to express their preferences in advance or make informed experience-based choices. A qualitative study of clients, caregivers and clinicians from the first episode psychosis service at OSPs (EPPIC) showed that these tools were not commonly used in the clinic, and a number of barriers to use were described by all three participants groups (58). Nevertheless, participants were equally enthusiastic about the potential of these tools and about collaborative decision-making approaches in general.

These findings have direct and indirect implications for early psychosis services. Ensuring that young people have positive experiences with mental health services requires strong, positive relationships with clinicians that are genuinely collaborative and prioritize the needs and wants of clients (59). This is important not just at entry to the service, but is critical for meaningful engagement across the duration of care (60). Collaborative approaches, such as SDM, are likely to enhance the strength and quality of relationships, but need to be embedded in the overall culture and policies and practices of youth mental health services; one approach alone will be insufficient (61).

A strength of the current study is that it contributes to the neglected area of how to involve young people in making decisions about their own mental health care. A limitation is that we did not include caregivers (e.g., family members) as participants. Future research should incorporate these perspectives, as there are likely to be unique contributions to understanding how decisions are made within and beyond clinical sessions. Another limitation is that this was a pilot trial and not designed to test the effectiveness of the decision aid. Given that across healthcare settings decision aids consistently demonstrate effectiveness in reducing decisional conflict (27), such an effectiveness trial may not be the most important research question to pursue. It may be more fruitful to focus on how decision aids can be part of a larger, more complex intervention designed to embed SDM across a service or service system. This will require the use of implementation science to fully understand the barriers and enablers to creating sustainable change. Finally, this study is limited by the small number of participants and the lack of the proper co-design methodologies we would now use and which may prevent and/or address some of the critical feedback from participants more rapidly.

Overall, this study highlights the importance of incorporating SDM practices into youth mental health settings when working with young people at UHR of psychosis. The decision aid that was piloted demonstrated utility within this population and while some limitations were highlighted by both clinicians and client participants, in general it was found to be both useful and relevant in supporting young people to make decisions about their treatment options.
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FOOTNOTES

1Although antipsychotic medication is not prescribed outside of research studies at the PACE Clinic, some clients may be on other medications for non-psychotic mental disorders (e.g., antidepressants).



REFERENCES

 1. Morgan VA, Waterreus A, Jablensky A, Mackinnon A, McGrath JJ, Carr V, et al. People living with psychotic illness in 2010: the second Australian national survey of psychosis. Aust N Z J Psychiatry. (2012) 46:735–52. doi: 10.1177/0004867412449877

 2. Hjorthøj C, Stürup AE, McGrath JJ, Nordentoft M. Years of potential life lost and life expectancy in schizophrenia: a systematic review and meta-analysis. Lancet Psychiatry. (2017) 4:295–301. doi: 10.1016/S2215-0366(17)30078-0

 3. Foster A, Gable J, Buckley J. Homelessness in schizophrenia. Psychiatr Clin North Am. (2012) 35:717–34. doi: 10.1016/j.psc.2012.06.010

 4. Velthorst E, Fett A-KJ, Reichenberg A, Perlman G, van Os J, Bromet EJ, et al. The 20-year longitudinal trajectories of social functioning in individuals with psychotic disorders. Am J Psychiatry. (2016) 174:1075–85. doi: 10.1176/appi.ajp.2016.15111419

 5. Palmer BA, Shane Pankratz V, Bostwick JM. The lifetime risk of suicide in schizophrenia: a reexamination. Arch Gen Psychiatry. (2005) 62:247–53. doi: 10.1001/archpsyc.62.3.247

 6. Ramsay CE, Stewart T, Compton MT. Unemployment among patients with newly diagnosed first-episode psychosis: prevalence and clinical correlates in a US sample. Soc Psychiatry Psychiatr Epidemiol. (2012) 47:797–803. doi: 10.1007/s00127-011-0386-4

 7. Rinaldi M, Killackey E, Smith J, Shepherd G, Singh SP, Craig T. First episode psychosis and employment: a review. Int Rev Psychiatry. (2010) 22:148–62. doi: 10.3109/09540261003661825

 8. Yung AR. Commentary: The schizophrenia prodrome: a high-risk concept. Schizophr Bull. (2003) 29:859–65. doi: 10.1093/oxfordjournals.schbul.a007052

 9. Yung AR, Nelson B. The ultra-high risk concept-a review. Can J Psychiatry. (2013) 58:5–12. doi: 10.1177/070674371305800103

 10. Yung AR, Yuen HP, McGorry PD, Phillips LJ, Kelly D, Dell'Olio M, et al. Mapping the onset of psychosis: the comprehensive assessment of at-risk mental states. Aust N Z J Psychiatry. (2005) 39:964–71. doi: 10.1080/j.1440-1614.2005.01714.x

 11. Fusar-Poli P, De Micheli A, Signorini L, Baldwin H, de Pablo GS, McGuire P. Real-world long-term outcomes in individuals at clinical risk for psychosis: the case for extending duration of care. EClinicalMedicine. (2020). 28:100578. doi: 10.1016/j.eclinm.2020.100578

 12. Yung AR, Nelson B, McGorry PD, Wood SJ, Lin A. Persistent negative symptoms in individuals at Ultra High Risk for psychosis. Schizophr Res. (2019) 206:355–61. doi: 10.1016/j.schres.2018.10.019

 13. Mei C, van der Gaag M, Nelson B, Smit F, Yuen HP, Berger M, et al. (2021). Preventive interventions for individuals at ultra high risk for psychosis: an updated and extended meta-analysis. Clin Psychol Rev. 86:102005. doi: 10.1016/j.cpr.2021.102005

 14. Devoe DJ, Farris MS, Townes P, Addington J. Interventions and transition in youth at risk of psychosis: a systematic review and meta-analyses. J Clin Psychiatry. (2020) 81:17r12053. doi: 10.4088/JCP.17r12053

 15. Devoe DJ, Farris MS, Townes P, Addington J. Attenuated psychotic symptom interventions in youth at risk of psychosis: a systematic review and meta-analysis. Early Interv Psychiatry. (2019) 13:3–17. doi: 10.1111/eip.12677

 16. Fusar-Poli P, Salazar de Pablo G, Correll CU, Meyer-Lindenberg A, Millan MJ, Borgwardt S, et al. Prevention of psychosis: advances in detection, prognosis, and intervention. JAMA Psychiatry. (2020) 77:755–65. doi: 10.1001/jamapsychiatry.2019.4779

 17. Ologundudu OM, Lau T, Palaniyappan L, Ali S, Anderson KK. Interventions for people at ultra-high risk for psychosis: a systematic review of economic evaluations. Early Interv Psychiatry. (2020). doi: 10.1111/eip.13061

 18. Early Psychosis Guidelines Writing Group and EPPIC National Support Program. Australian Clinical Guidelines for Early Psychosis, 2nd Edition Update. Melbourne, VIC: Orygen, The National Center of Excellence in Youth Mental Health (2016).

 19. Simmons MB, Hetrick SE. 'Prodromal' research and clinical services: the imperative for shared decision-making. Aust N Z J Psychiatry. (2012) 46:66. doi: 10.1177/0004867411427813

 20. McGorry PD, Nelson B, Markulev C, Yuen HP, Schäfer MR, Mossaheb N, et al. Effect of ω-3 polyunsaturated fatty acids in young people at ultrahigh risk for psychotic disorders: the NEURAPRO Randomized Clinical Trial. JAMA Psychiatry. (2017) 74:19–27. doi: 10.1001/jamapsychiatry.2016.2902

 21. Corcoran CM. Ethical and epidemiological dimensions of labeling psychosis risk. AMA J Ethics. (2016) 18:633–42. doi: 10.1001/journalofethics.2016.18.6.msoc2-1606

 22. Jorm AF. 'Prodromal diagnosis' of psychosis: an impartial commentary Aust N Z J Psychiatry. (2011) 45:520–3. doi: 10.3109/00048674.2011.585132

 23. van Os J, Guloksuz S. A critique of the “ultra-high risk” and “transition” paradigm. World Psychiatry. (2017) 16:200–6. doi: 10.1002/wps.20423

 24. McGorry PD. Pre-emptive intervention in psychosis: agnostic rather than diagnostic. Aust N Z J Psychiatry. (2011) 45:515–9. doi: 10.3109/00048674.2011.581648

 25. Rosenman S, Anderson P. Does prodromal diagnosis delay early intervention?. Aust N Z J Psychiatry. (2011) 45:509–14. doi: 10.3109/00048674.2011.566549

 26. Hoffmann TC, Légaré F, Simmons MB, McNamara K, McCaffery K, Trevena LJ, et al. Shared decision making: what do clinicians need to know and why should they bother? Med J Aust. (2014) 201:35–9. doi: 10.5694/mja14.00002

 27. Stacey D, Legare F, Lewis K, Barry MJ, Bennett CL, Eden KB, et al. Decision aids for people facing health treatment or screening decisions. Cochrane Database Syst Rev. (2017) 4:CD001431. doi: 10.1002/14651858.CD001431.pub5

 28. Duncan E, Best C, Hagen S. Shared decision making interventions for people with mental health conditions. Cochrane Database Syst Rev. (2010). 2010:CD007297. doi: 10.1002/14651858.CD007297.pub2

 29. Hamann J, Leucht S, Kissling W. Shared decision making in psychiatry. Acta Psychiatr Scand. (2003) 107:403–9. doi: 10.1034/j.1600-0447.2003.00130.x

 30. Zisman-Ilani Y, Barnett E, Harik J, Pavlo A, O'Connell M. Expanding the concept of shared decision making for mental health: systematic search and coping review of interventions. Ment Health Rev J. (2017) 22:191–213. doi: 10.1108/MHRJ-01-2017-0002

 31. Stovell D, Morrison AP, Panayiotou M, Hutton P. Shared treatment decision-making and empowerment-related outcomes in psychosis: systematic review and meta-analysis. Br J Psychiatry. (2016) 209:23–8. doi: 10.1192/bjp.bp.114.158931

 32. Fiorillo A, Barlati S, Bellomo A, Corrivetti G, Nicolo G, Sampogna G, et al. The role of shared decision-making in improving adherence to pharmacological treatments in patients with schizophrenia: a clinical review. Ann Gen Psychiatry. (2020) 19:43. doi: 10.1186/s12991-020-00293-4

 33. Langer DA, Jensen-Doss A. Shared decision-making in youth mental health care: using the evidence to plan treatments collaboratively. J Clin Child Adolesc Psycho. (2018) 47:821–31. doi: 10.1080/15374416.2016.1247358

 34. Guinaudie C, Mireault C, Tan J, Pelling Y, Jalali S, Malla A, et al. Shared decision making in a youth mental health service design and research project: insights from the Pan-Canadian ACCESS Open Minds Network. Patient. (2020) 13:653–66. doi: 10.1007/s40271-020-00444-5

 35. Simmons MB, Batchelor S, Dimopoulos-Bick T, Howe D. The choice project: peer workers promoting shared decision making at a youth mental health service. Psychiatr Serv. (2017) 68:764–70. doi: 10.1176/appi.ps.201600388

 36. Richardson LP, Ludman E, McCauley E, Lindenbaum J, Larison C, Zhou C, et al. Collaborative care for adolescents with depression in primary care: a randomized clinical trial. JAMA. (2014) 312:809–16. doi: 10.1001/jama.2014.9259

 37. Zisman-Ilani Y, Shern D, Deegan P, Kreyenbuhl J, Dixon L, Drake R, et al. Continue, adjust, or stop antipsychotic medication: developing and user testing an encounter decision aid for people with first-episode and long-term psychosis. BMC Psychiatry. (2018) 18:142. doi: 10.1186/s12888-018-1707-x

 38. Zisman-Ilani Y, Hurford I, Bowen A, Salzer M, Thomas EC. Evaluating the feasibility of a decision aid to promote shared decision making among young adults with first-episode psychosis: protocol for a pilot study. Pilot Feasibility Stud. (2021) 7:22. doi: 10.1186/s40814-020-00757-0

 39. Elwyn G, O'Connor A, Stacy D, Volk R, Edwards A, Coulter A, et al. Developing a quality criteria framework for patient decision aids: online international Delphi consensus process. Br Med J. (2006) 333:417–22. doi: 10.1136/bmj.38926.629329.AE

 40. Monson K, Thurley M. Consumer participation in a youth mental health service. Early Interv Psychiatry. (2011) 5:381–8. doi: 10.1111/j.1751-7893.2011.00309.x

 41. Thurley M, Monson K, Simpson R. Youth Participation in an Early Psychosis Service. Melbourne, VIC: Orygen, The National Center of Excellence in Youth Mental Health (2014).

 42. Early Psychosis Guidelines Writing Group. Australian Clinical Guidelines for Early Psychosis, 2nd Edn. Melbourne, VIC: Orygen Youth Health (2010).

 43. Braun V, Clarke V. Using thematic analysis in psychology. Qual Res Psychol. (2006) 3:77–101. doi: 10.1191/1478088706qp063oa

 44. Patton M. Qualitative Research and Evaluation Methods. Sage: London. (2014).

 45. O'Connor AM. Validation of a decisional conflict scale. Med Decis Making. (1995) 15:25–30. doi: 10.1177/0272989X9501500105

 46. Wills CE, Holmes-Rovner M. Preliminary validation of the Satisfaction With Decision scale with depressed primary care patients. Health Expect. (2003) 6:149–59. doi: 10.1046/j.1369-6513.2003.00220.x

 47. Boland L, Graham ID, Legare F, Lewis K, Jull J, Shephard A, et al. Barriers and facilitators of pediatric shared decision-making: a systematic review. Implement Sci. (2019) 14:7. doi: 10.1186/s13012-018-0851-5

 48. Simmons MB, Elmes A, McKenzie JE, Trevena L, Hetrick SE. Right choice, right time: evaluation of an online decision aid for youth depression. Health Expect. (2017) 20:714–23. doi: 10.1111/hex.12510

 49. Simmons MB, Coates D, Batchelor S, Dimopoulos-Bick T, Howe D. The CHOICE pilot project: challenges of implementing a combined peer work and shared decision-making programme in an early intervention service. Early Interv Psychiatry. (2018) 12:964–71. doi: 10.1111/eip.12527

 50. Amminger GP, Schafer MR, Papageorgiou K, Klier CM, Cotton SM, Harrigan SM, et al. Long-chain omega-3 fatty acids for indicated prevention of psychotic disorders: a randomized, placebo-controlled trial. Arch Gen Psychiatry. (2010) 67:146–54. doi: 10.1001/archgenpsychiatry.2009.192

 51. Nelson B, Amminger GP, Yuen HP, Markulev C, Lavoie S, Schafer MR, et al. NEURAPRO: a multi-centre RCT of omega-3 polyunsaturated fatty acids versus placebo in young people at ultra-high risk of psychotic disorders-medium-term follow-up and clinical course. NPJ Schizophr. (2018) 4:11. doi: 10.1038/s41537-018-0052-x

 52. Falkenberg I, Valmaggia L, Byrnes M, Frascarelli M, Jones C, Rocchetti M, et al. Why are help-seeking subjects at ultra-high risk for psychosis help-seeking? Psychiatry Res. (2015) 228:808–15. doi: 10.1016/j.psychres.2015.05.018

 53. Rice S, Polari A, Thompson A, Hartmann J, McGorry P, Nelson B. Does reason for referral to an ultra-high risk clinic predict transition to psychosis?. Early Interv Psychiatry. (2019) 13:318–21. doi: 10.1111/eip.12679

 54. Lugtenberg M, Burgers JS, Clancy C, Westert GP, Schneider EC. Current guidelines have limited applicability to patients with comorbid conditions: a systematic analysis of evidence-based guidelines. PLoS ONE. (2011) 6:e25987. doi: 10.1371/journal.pone.0025987

 55. Legare F, Moumjid-Ferdjaoui N, Drolet R, Stacey D, Harter M, Bastian H, et al. Core competencies for shared decision making training programs: insights from an international, interdisciplinary working group. J Contin Educ Health Prof. (2013) 33:267–73. doi: 10.1002/chp.21197

 56. Shepherd HL, Barratt A, Jones A, Bateson D, Carey K, Trevena LJ, et al. Can consumers learn to ask three questions to improve shared decision making? A feasibility study of the ASK (AskShareKnow) Patient-Clinician Communication Model((R)) intervention in a primary health-care setting. Health Expect. (2016) 19:1160–8. doi: 10.1111/hex.12409

 57. James R, Maude P, McGrath I. Advance statements within the victorian mental health setting: a contextual and legislative global comparison. Issues Ment Health Nurs. (2020) 41:355–65. doi: 10.1080/01612840.2019.1652871

 58. Valentine L, Grace D, Pryor I, Buccilli K, Sellars M, Francey S, et al. “When I'm thinking straight, I can put things in place for when I'm not.” Exploring the use of advance statements in first-episode psychosis treatment: young people, clinician, and carer perspectives. Community Ment Health J. (2020) 57:18–28. doi: 10.1007/s10597-020-00721-5

 59. Loughlin M, Bucci S, Brooks J, Berry K. Service users' and carers' experiences of engaging with early intervention services: a meta-synthesis review. Early Interv Psychiatry. (2020) 14:26–36. doi: 10.1111/eip.12803

 60. Tindall RM, Simmons MB, Allott K, Hamilton BE. Essential ingredients of engagement when working alongside people after their first episode of psychosis: a qualitative meta-synthesis. Early Interv Psychiatry. (2018) 12:784–95. doi: 10.1111/eip.12566

 61. Simmons MB, Gooding PM. Spot the difference: shared decision-making and supported decision-making in mental health. Ir J Psychol Med. (2017) 34:275–86. doi: 10.1017/ipm.2017.59

Conflict of Interest: The authors declare that the research was conducted in the absence of any commercial or financial relationships that could be construed as a potential conflict of interest.

Publisher's Note: All claims expressed in this article are solely those of the authors and do not necessarily represent those of their affiliated organizations, or those of the publisher, the editors and the reviewers. Any product that may be evaluated in this article, or claim that may be made by its manufacturer, is not guaranteed or endorsed by the publisher.

Copyright © 2021 Simmons, Brushe, Elmes, Polari, Nelson and Montague. This is an open-access article distributed under the terms of the Creative Commons Attribution License (CC BY). The use, distribution or reproduction in other forums is permitted, provided the original author(s) and the copyright owner(s) are credited and that the original publication in this journal is cited, in accordance with accepted academic practice. No use, distribution or reproduction is permitted which does not comply with these terms.



OPS/images/fpsyt-12-683775-t001.jpg
“Information, factsheets, and
resources” page

Client Feedback

Usefulness

Relevance

Suggestions

Clini
Usefulness

Relevance

Suggestions

« 1 neutral response

« 1 negative response (not useful)

« 7 positive responses, including
ease of navigation, amount and
type of information, practical
application

9. “Itis a useful starting point for a

conversation”

e.g., “Itlets the people know how |

want to be treated”

« Al positive responses, including
noting that the diagrams and facts
were useful, as were the personal
stories

©.g., "It was good hearing people’s

personal experiences and

seeing stats”

* More interviews
Larger font size

Additional links to resources
Additional interactive components

ian Feedback

« Al positive, including that it looked
good, was engaging, easy to
navigate

e.g., “range of topics and different

mediums useful”

.. "lots of info in one place, easy

access, videos were good option”

Al positive apart from one
participant who said “mostly” but
didn't elaborate

9., *helpful when providing

psychoed to young person”

9. "yes emphasized drop in

functioning yet hopeful

about recovery”

* 4 said no changes required

« Additional information reqired for
some clients

Too much information to cover in
one session

Balance provision of information
with engagement

Include fact sheet on role of general
practitioner

Preference for videos over “boring”
fact sheets

“What matters to me” page

« 1didnot use

* 2didn'tfind it useful

e.g., “made me feel like getting
over these things was really easy,
when in reality it's the hardest
thing I've ever done”

« 6found it useful

©.g., “You can express what you
like and don't ke”

* 1 negative: *| icin't agree with
some things and | found that
most of it was already what |
thought”

8 positive, including that the
content related to their
personal ciroumstances.

.., “lliked being able to find

out what is important to me”

* Boring

Clearly displayed

Easy to navigate

More options and categories

Al positive apart from one who
replied “somewhat” but did
not elaborate; two could not

remember section
.. “very engaging”
.., *Like videos and

consumer testimony”

* All positive except one
negative “dicin’t seem as
relevant as first section” and
one who could not remermber
the section

e.g., “Ivery] helpful to explain

stress-vuinerability model in a fun

way”

©.g., “animations and visual

interactions are most useful”

* Make it less simplistic for
some lients

* Being able to print out section

* Interactive version for client to
use at home or handout to
accompany online decision aid
used in session

“Am | at risk?” page

* 1 negative
8 positive

e.g., “was quite detailed in what an at
tisk mental state is”

e.g., "because t's a question |

ask myself”

* Al positive responses, including
that it was reassuring, told them
“what | need to know about what
could potentially happen,” and they
found it useful to read about
“people with my condition”

« Additional information
« More interactive features

* All positive but one clinician noted
they were unsure the client
understood the risk concept

.., “Useful to have visual ways of

presenting this concept”

e.g., “Diagram was good [at) showing

increased risk without being scary”

* Al positive, including “ARMS focus
good"” and “relevant to PACE
cohort, visuals helpful to explain
concepts”

« Three caveats, including that “less
textis more engaging,” that it was.
a “difficult concept to convey and
needed more explanation,” and
that *young people still find the
‘longitudinal paradigm less of
‘relevance’ than the here and now”

o Try and emphasize how here and
now affects the “at risk” concept

« Include audio to explain each graph

« Risk communication graphs were
t00 big—suggestion to reduce
them to be out of 10 people
instead of 100

“Treatment options” page

* 2didn'tfind it useful

e.g., “left with doubts”

« 1 appreciated finding out about
treatment options they weren't
aware of (e.g., Omega-3 fatty acids)

« All clients found it relevant

eg. *I wil be going through these

treatments at some point and it

explains what they are,”

e.g., ‘it really helped me understand

there’s more help than just

counseling.”

« One client found it reassuring to be
provided with information, saying *I
have been terrified of institutions
since opening up about my
condition. It's nice to know what's
actually going on.”

« Additional information

e.g., “personal experiences of success

stories for each treatment”

« More information about side effects
of medication

 More interactive components

 More color: “a tad bland”

« 2 positive
.., “Yes, able to talk about different
options”

« 6 condiional responses (e.g.,
“somewhat,” “didn’t find it as
usefu) and related  caveats

about mismatch between options
presented in the decision aid and
what the service can offer

e.g., “need to be careful that it

doesn't set expectations in [service]

there is a standard package of care

g don't offer omega’”

* 2 positive

eg. “Yes, given | had discussed

‘some of these options alreadly with the

young person”

« 6 noted caveats around including
Omega-3 fatty acids as a treatment
option when it wasn't avallable at
the service

« 1 noted that more recent evidence
(not incorporated into the clinical
prectice  guidelines) was not
reflected in the decision aid

« 1 noted the limitations of the
decision aid for young people with
other mental health challenges

€.g., “Mostly, I'm unsure how to talk

about use of fish oil and unclear what
current recommendations should be.

Also one client had BPD too so also

talked about CAT"

e.g., “We don't usually present fish oil

as an option and the diagram

presents it as very effective whereas
neurapro didn't show this so it feels
very prominent in the choices given,
and at the point that the dedision aid
was used it a litle hard to describe
therapy s a choice between
supportive and CBT and to
differentiate that from treating mental
health in general s often these

are combined”

 Additional details about different
therapies

 Have a function so that clinicians
can tailor it to the young person
and/or what is available at the
service

 Additional details about options
beyond the ciinical practice
guideiines (e.g., psychosocial
recovery groups, vocational
support, medication, family work)





OPS/xhtml/Nav.xhtml




Contents





		Cover



		Shared Decision Making With Young People at Ultra High Risk of Psychotic Disorder



		Introduction



		Methods



		Setting



		Phase One: Qualitative Focus Groups With Stakeholders to Refine the Decision Aid



		Phase Two: Pilot Testing







		Results



		Phase One: Qualitative Focus Groups With Stakeholders



		Clinicians' Experiences and Beliefs About Treatment Decision Making



		Engagement Phase



		Assessment Phase, Including Establishing Priorities for Treatment



		Initial and Ongoing Treatment Decision Making









		Clients' Experiences and Beliefs About Treatment Decision Making



		Involvement in Decision Making



		Information Provision



		The Role of Clinicians, Family Members, and Peer Workers in Decision Making









		Phase Two: Pilot Testing of the Decision Aid



		Decision Related Outcomes



		Feedback on the Decision Aid













		Discussion



		Data Availability Statement



		Ethics Statement



		Author Contributions



		Funding



		Acknowledgments



		Supplementary Material



		Footnotes



		References

















OPS/images/cover.jpg
’ frontiers
in Psychiatry

Shared Decision Making With Young
People at Ultra High Risk of
Psychotic Disorder





OPS/images/fpsyt-12-683775-g001.gif





OPS/images/fpsyt-12-683775-g002.gif
Clients
+ Koot dcioa g
iamimes o s

e s emers

rdvonisedpenons)
" Someimes gt
s e

Engagement

Treatment

Ongoing sel-are

A Acceptance

Trust

¥ Fear

|

L3

Information
+ Avou 5k ol s, g
Uk group 08wy
* tedaton 5. e s
* voicore o ergtom)










OPS/images/crossmark.jpg
©

2

i

|





OPS/images/logo.jpg
, frontiers
in Psychiatry





