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Abstract

Research shows that a longer duration of untreated psychosis (DUP) is associated with worse psychiatric outcomes,

with average length of DUP of 73 weeks in the U.S. The aim study was to examine the DUP period for first episode
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11 psychosis in Oregon, with a focus on the processes between the first positive symptoms and first treatment. To

13 investigate the course of DUP, researchers used methods consistent with grounded theory design to collect data

15 about the process between onset of psychotic symptoms and entrance into treatment. 15 semi-structured interviews
17 of both participants and parents occurred resulting in a composite sample of the experiences of 9 participants.

19 Results suggest that the DUP period in our sample was impacted by the presence of parents which acted as an

21 intermediary between recognition and first treatment. The second theme was recognition of psychosis which varied
23 by type of positive symptom. The presence of family eventually resulted in movement towards treatment. First

25 treatment was also initiated secondary to the presence of physical deterioration and arrest. Implications indicate a
27 need for in-depth research on individual and family recognition of symptoms, and interpretation of mental health

29 issues by both individuals and families.

33 Keywords: duration of untreated psychosis, first episode, early intervention, family, young adult, hallucinations,

35 delusions.
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Introduction

Evidence indicates that a longer duration of untreated psychosis (DUP) during the first-episode period
(FEP) is associated with worse psychiatric and social functioning. A prolonged DUP is associated with negative
symptoms (Franz, et al., 2010; Jansen, Wgldike, Haahr, & Simonsen, 2015 1,2), altered neurochemistry (Del
Vecchio, Luciano, Sampogna, De Rosa, Giacco, Tarricone, Catapano & Fiorillo, 2015) and social withdrawal
(Franz, et al., 2010; Jansen, et al., 2015; Del Vecchio, et. Al., 2015; Drake, Haley, Akhtar & Lewis, 2000). It has
also been found to have an impact on family and societal factors (Franz, et al., 2010; Drake et, al., 2000). Research
on early psychosis underscores the “critical period” which “extends out to a maximum of 5 years from onset of
illness” and emphasize the importance of intervention during this time window (Del Vecchio, et. Al., 2015).

Assessment of DUP is complex due to barriers to accessing care at the community level and by the
variation in help-seeking among individuals and their family members. In addition, psychosis is usually identified
after the emergence of positive symptoms, while prodromal symptoms tend to go unnoticed (Judge, Estroff, Perkins,
& Penn, 2008). In addition to focusing on reducing DUP, a further issue is that of treatment retention for people
with psychosis. Although DUP can at times be reduced, many people with severe mental illness disengage from
care. Even when psychosis is correctly identified and treatment initiated it does not always result in treatment
maintenance. This can result in the catastrophic cycle of psychiatric decline and associated social and economic
losses. The aim of this study was to explore the DUP experiences of young adults between the first positive
symptom of psychosis and first psychiatric treatment and to propose a pilot model of these DUP processes for
Oregonians experiencing first episode psychosis.

Background
This study seeks to explore the DUP period for those young adults participating in the local early-

intervention program. The Early Assessment and Support Alliance (EASA) is a coordinated specialty care early
psychosis program and is the longest running early psychosis program in the United States (Melton, Roush, Sale,
Wolf, Usher, Rodriguez, & McGorry, 2013). EASA has 28 programs in Oregon, resulting in all Oregon residents
with access to an early psychosis program. EASA serves individuals aged 15-25, who are experiencing first episode

psychosis or psychosis risk syndrome (McGlashan, Walsh, & Woods, 2010). Each EASA program follows practice
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guidelines consistent with best practices in early psychosis, including assertive community outreach, supportive
counseling, family psychoeducation, medication interventions, supported employment and education.
Characterizing the DUP period: from first symptom to first treatment.

The pathway to care during the DUP period has been characterized by help-seeking and system contact or
alternately, supply-side and demand-side factors (Srihari, et al, 2014). Studies have found mental health system
contact delays contribute to longer DUP when compared with help-seeking delays (Birchwood, et al, 2013) or that
DUP is evenly impacted by both types of delays (O’Callaghan, et al, 2010). In addition to system-related delays, the
help-seeking phase has been characterized by variation in symptom presentation with primary negative or affective
symptoms being associated with a longer DUP than positive symptoms (Bechard-Evans, et al, 2007; Compton, et al,
2011; Drake, et al, 2000). Residing with family prior to first hospitalization has been found to prolong a DUP
(Compton, et al, 2011) while many more studies found associations between family involvement and a shortened
DUP (Compton, et al, 2008; Morgan, et al, 2006; O’Callaghan, et al, 2010). Qualitative aspects of family
involvement associated with DUP are beliefs and knowledge about mental illness, fear of stigma and coping
mechanisms (Compton, et al, 2009; Ferrari, 2015; Franz, et al, 2010; Jackson, et al, 2002; Jansen, et al, 20XX;
Tanskanen, et al, 2011) as well as explanations of behavior (Bhikha, et al, 2015; Compton, 2004; Del Vecchio et al,
2015; Tanskanen, 2011). All of these variables are subject to the unique cultural aspects of individual countries and
regions.

This study seeks to examine the experiences of a sample of young adults from the EASA program to obtain
pilot data about the DUP process in Oregon, defined here as the elapsed time between first symptom and first
psychiatric treatment. At the time of this study, EASA had limited data on the DUP period therefore this study

proposed using qualitative methods to learn more about the DUP process.

Method

Researchers framed this study through the social constructivist lens, which posits that meaning is created
through the interaction of people with their environment (Witkin, 2012) Grounded theory was used to “develop an
explanatory theory of basic social processes, studied in the environments in which they take place” (Glaser &
Strauss, 1967 as cited in Starks & Trinidad, 2007). Researchers sought out the experiences of clients with FEP

served by EASA and their family members. The research team consisted of a clinical consultant to early intervention
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programs around the country, a researcher with interest and experience with the population, and an EASA graduate
involved with community education about the early intervention program. All three researchers had existing
knowledge about the program, early psychosis, and the DUP phenomenon.

Sample

After receiving IRB approval from Portland State University, the research team used purposive sampling to
recruit both young adults who had experienced psychosis and their parents or guardians into the study in order to
gain depth into the DUP experience. A convenience sample was recruited from the urban population of greater
Portland and an area, representing a smaller community just southwest of the Portland area. Flyers were posted at
the respective early intervention programs and in most cases clients and/or their family members directly contacted
the researchers, with a few exceptions where an early intervention program clinician made a connection between the
client and the research team. Inclusion criteria were having a diagnosis of early psychosis (e.g. psychosis, NOS;
schizophrenia; schizoaffective disorder), age 18-30, and involved in the early intervention program for at least 6
months at the time of the interview. Family members were either a parent or legal guardian during the period
preceding admission to the early intervention program and were interviewed in dyads in one case. All clients were
interviewed separately from their parents. Each party interviewed received $30 cash as compensation for their time.

Data Collection and Analysis

All three researchers also served as interviewers. Interview questions were developed to be representative
of the DUP period which was defined as beginning with first identified symptom of psychosis and ending with first
psychiatric treatment. Semi-structured interviews began with asking about the period when the clients or family
member realized there was a mental change, followed by asking questions about the process of searching for help,
and ended by asking about the process of beginning to work with the early intervention program. Interviews lasted
from 30 minutes to one hour and were audiotaped. Confidentiality was explained thoroughly at the time of consent
and all participants were assured that the actual early intervention program clinical site would not have access to
their interview. Pseudonyms were used to de-identify names and identifying information was deleted during the
transcription process. The de-identified interview transcripts were uploaded into Dedoose software program, version
6.1.18 for analysis (2015).

Grounded theory method suggests that a study “fits the empirical world when you have constructed codes

and developed them into categories that crystallize participants’ experience” (Charmaz, 2006, p. 54). Interview
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transcripts were coded independently and each individual researcher began with an unmarked copy. Researchers
independently coded themes across all transcripts using an open coding process. After each successive open coding
series, the research team met and discussed core theme areas, using an iterative process to reach the core categories.
The research team then used individual memo writing to move theme generation from initial to intermediate coding
and resolved any discrepancies through discussion. Theoretical sufficiency was reached through the process of
“finding the negative case,” which resulted in the addition of a new category when a case did not “fit” within the
original core categories (Charmaz, 2006). Later, researchers used advanced coding to develop the final, more
detailed model, which enhanced the relationships between variables and overall social processes of the clients and
their family members.

The research was approved by Portland State University’s Human Subjects Research Review Committee,
proposal #142945. The authors have no conflicts of interest to disclose related to this study and certify their
responsibility for the manuscript. The authors certify (a) that they accept responsibility for the conduct of the study
and for the analysis and interpretation of the data, (b) that they helped write the manuscript and agree with the
decisions about it, (c) that they meet the definition of an author as stated by the International Committee of Medical
Journal Editors, and (d) that they have seen and approved the final manuscript.

Results

A total of 15 interviews occurred, representing the experiences of ten clients (mean age=24) who had
experienced a first episode of psychosis before entering the early intervention program in Oregon. One client
interviewed had clearly described a manic episode and later bipolar diagnosis so this case was removed from the
final analysis for a total sample size of nine clients.

Two core categories had the most influence on DUP across all interviews: recognition of symptoms and the
presence or absence of supportive others. Recognition of symptoms was influenced by a subtheme of symptoms and
signs such as whether hallucinations or delusions were present and visible physical deterioration. In most cases,
presence of supportive others (e.g., family or professional) combined with recognition of symptoms ultimately
impelled taking action to seek treatment. When supportive others were not present, recognition was delayed and
arrest ultimately ended DUP. As arrest was found to influence DUP independent of recognition and presence of

supportive others, it is considered an additional theme. Finally, some young adults were resistant to their family
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member bringing the early intervention program staff into the home which complicated the engagement needed to
treat and end DUP.
Core Categories: Recognition of Symptoms and Presence or Absence of Supportive Others

Two interacting core categories, recognition of psychosis symptoms and presence or absence of supportive
others, ultimately influenced the help-seeking process. Recognition of symptoms occurred either by the individual
with psychosis or a by a close family member. The next sections describe how symptoms and signs interacted with
the presence or absence of supportive others. In contrast, absence of supportive others in the individual’s life
prolonged the DUP, as illustrated in the excerpt below:

“Well yeah, before [arrest] it was like a year. Things were like happening, and people could have noticed—

or maybe half a year—and actually people did notice. My friend said to my mom, He’s not acting the same.

Anyway, I dropped out of college, and maybe that could have been taken as a hint, like something’s not

right.”

This case was compelling in that it illustrated how lack of regular contact with supportive others prolonged DUP in
contrast with all other cases. The next section describes how the presence of supportive others interacts with
symptom type to facilitate or hinder recognition and help-seeking.

Symptoms and signs.

The core categories of recognition of symptoms and presence of supportive others were found to be
influenced by symptom-type and signs of physical deterioration. Across cases, it was the emergence of first positive
symptom (e.g., hallucinations, delusions) which prompted recognition by the individual or supportive others.
However, we noticed a different trajectory of recognition when delusions were present in comparison to those who
experienced auditory hallucinations-only. These different trajectories of recognition by symptom-type are explained
below.

Hallucinations-only facilitated recognition.

When an individual recounted hallucinations-only as the first positive symptom, they reported recognizing
this as “something wrong” and usually told a parent or existing counseling professional (n=3). This quote is from a

participant who called his mother while away and told her about hearing voices:
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“I’d already spent a couple days on the phone with my mom, not really knowing what to do, ...she’s the
one who mentioned, look, if it gets bad enough, you need to just check yourself into the hospital. So |
went.”
In this example, the young adult was hearing voices, recognized the change and called a parent, which led toward
help-seeking. Two additional participants confided in their existing professional helpers (e.g. counselors) that they
were hearing voices, which prompted the professional helpers to make a referral to EASA. In these cases, there
were few if any barriers between symptom recognition and beginning the help-seeking process.

Presence of delusions complicated recognition.

In most cases where delusions were present either alone (n=2) or mixed with hallucinations (n=4) as the
first positive symptoms, individual recognition of a psychotic symptom was absent, and thus an external person was
the first to come to recognize the delusion as psychosis. In one example, a client explains, retrospectively, how he
may have recognized a new pattern of thoughts (i.e. delusions) but at the time failed to interpret them as psychosis.

“I didn’t think about it reasonably, like scientifically or even like objectively or straightforward. I wasn’t

questioning why | was thinking that way because | was just thinking that way. It was more like | was

believing in this certain way, I wasn’t thinking in a certain way.”
Here, the participant did not individually recognize his changes in thoughts as symptoms of psychosis.

In addition to delusions complicating individual recognition, family members in our study misinterpreted
delusional symptoms as behaviors or symptoms of a mood disorder rather than psychosis. This misinterpretation of
psychosis resulted in a delay in taking action. In one case, reasoning occurred in response to delusional thinking
rather than seeking professional help.

“I remember having conversations with him, and trying to reason with him, and then there were points

when, you know | never saw him cry very much, but one time he was crying because it was very frustrating

thinking that people were out to get him or whatever”.
This family member dealt with the psychosis at home for 2-3 months before an escalation in symptoms resulted in a
deterioration of physical health, and only then took action. This phenomenon is described in the next section.

Different symptom-type, defined here as the emergence of hallucinations and/or delusional thoughts, led to

very different recognition and help-seeking processes in our sample, with hallucinations-only facilitating individual
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recognition and delusions complicating recognition in general. The process of recognition here was also influenced
by the presence of significant others.
Physical deterioration prompts action by family.
In two cases where delusions were present and family delayed taking action, “visibility” of a physical
deterioration in their child ultimately impelled help-seeking.
“I knew it wasn’t...something...why was he doing this? I didn’t understand why...it just didn’t seem like,
if you want to call it normal behavior. About a few nights later again we couldn’t find him and it was
extremely cold...he’s in the garage buck naked, sitting on the cement doing some sort of prayer. I mean it
was really cold, it was December, no clothes on, praying...that’s when we knew something was really,
really getting...and at that time of course I noticed he was extremely thin.”
In this case, the family member describes her own confusion about the young person’s behavior, which escalated
into taking immediate action when she observed his deteriorating physical condition as a result of having stopped
eating in response to delusional thoughts. Up until this point, the family member reported a period of uncertainty
about the behavioral changes. The next excerpt illustrates a similar scenario for a parent:
“...it was very frustrating because first of all I had never experienced this before, second of all I didn’t
know what in the world to do because I think he was over 18 at the time, and it’s like unless we were
suggesting that he needed help...and he thought everything was perfectly normal, he thought this was...that
there wasn’t anything wrong with his behavior, and around the same time period he got [infection in
wound], and then he had just decided in his mind he didn’t want to go see his doctor, and he thought his
doctor was out to get him and...I feel like it was even a miracle that we got him to the hospital. Somehow
we got him into our van and drove him to the emergency room.”
This parent describes a time period of unsuccessful reasoning to seek treatment until a serious infection prompted an
immediate emergency room visit. Both of these family members dealt with the psychosis at home for 2-3 months
before an escalation in symptoms resulted in a deterioration of physical health, and only then took action.
Arrest facilitates action.
A theme of arrest emerged from our interview transcripts, with (n=2) participants arrested while acting on
either command hallucinations or delusional thoughts. Arrest in these cases happened before recognition of

symptoms and ended the DUP through direct psychiatric treatment.
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Resistance to family-initiated early intervention outreach.
A final theme in our study was resisting treatment when family initiated contact and then received outreach
from the early intervention program (n=2).
“It was never my choice, it was my family’s choice. I started having a lot of delusional thinking and my
family contacted {early-intervention program], without my permission or understanding. I just came into
the living room and she was here, and talked to me....I was upset with my family and the counselor
because they didn’t believe me about what I was seeing and experiencing. They thought that I was
hallucinating but I said that it was real, that | could just see it, and so | was really upset with my family. |

resisted a lot of my treatment and everything for a long time.”

This participant outlines their feelings of frustration with the family decision to bring mental health professionals
into the home. This case also illustrates non-recognition of delusional symptoms, which in combination with
outreach to the home, created more resistance. Another young adult describes the family involvement in early

intervention outreach as a negative experience:

“I hated it at first because like, I didn’t want to come here. Like, I did, but I didn’t like that my family
would be involved in my treatment, because...um...so I...actually after my first meeting with (staff) —
with my mom being there—I ended up running away after it. And then | got sent to the hospital
again...well it made me really upset, and like all the problems they had with me, that’s why I ran away.

And the voices wanted me to run away, t0o.”

In both of these cases, the young adult’s interpretation of family involvement in treatment was the impetus for more
resistance to receiving treatment, indicating that while the presence of a supportive person did facilitate the end of
DUP in most cases, this may be particularly difficult without individual recognition of psychosis. This has

implications for the engagement protocols of early intervention teams. See Figure 1.

Discussion
In summary, our study aims were to explore the DUP experiences of local young adults between the first
positive symptom of psychosis and first psychiatric treatment. Our study revealed core themes of recognition of

psychosis and presence or absence of significant others which interacted together to influence help-seeking. Help-
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seeking and arrest immediately ended DUP as they were the entry to psychiatric treatment except in two cases where
the young adult was resistant to family and early intervention outreach. The following discussion contains a review

of previous studies across these themes.

Intersection between Symptom Recognition and Presence of Supportive Persons.

Recognition of psychosis in this study was greatly affected by the type of positive symptom experienced,
with hallucinations-only leading to earlier recognition and subsequent help-seeking by the individual. In contrast,
the presence of delusions led to complications in the help-seeking pathway, both by the young person and the family
member. In addition to recognition, regular contact with a supportive person such as family or professional

counselor facilitated the help-seeking process whereas absence of this supportive person prolonged the DUP.

Many DUP studies have focused on the explanatory process of recognizing psychosis, all indicating that
the appearance of positive symptoms is generally the catalyst for recognition (De Haan, et.al., 2002; Bay,
Bjgrnestad, Johannessen, Larsen, & Joa, 2014; Compton Potts, Wan, & lonescu, 2012; Compton, et, al., 2012;
Bergner, Leiner, Carter, Franz, Thompson & Compton, 2008; Judge et. al., 2008) while the prodromal period is not
recognized. Other studies have found recognition to be a major aspect of DUP, both in terms of no, partial, or full
awareness (De Haan & et., al., 2002) and a complete failure to recognize symptoms except auditory hallucinations
(Bay, et. al., 2014). One study found that simultaneous hallucinations/delusions led to a shorter DUP than either one
preceding the other (duration-1 month) or either alone and that the delusion-only group had a shorter DUP than the
combined delusion-hallucination group (Compton, et, al., 2012) On the other hand, (Okasha, et al, 2016) found that
more acute psychotic episodes were associated with a shorter DUP than delusional disorder, which had a longer
DUP. Indeed, in cases where delusions were vivid and severe in our study, they became more visible and prompted
immediate intervention (e.g. arrest) however, their presence still delayed recognition and action in the majority of
cases. If positive symptoms are the catalyst for detection, with auditory hallucinations linked with a faster initiation

of help-seeking, this has important implications for reducing DUP in its early stages.

Contact with supportive persons — usually a parent/guardian, but also professionals, facilitated the help-
seeking process. This core category interacted with individual recognition in that young adults told supportive

others about their hallucinations while those with delusions depended on contact with supportive others to facilitate
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help-seeking. Parents of those young adults with delusional ideation struggled to make sense of the symptoms and
this prolonged the DUP process. Multiple studies in a global context describe different reasoning processes among
family members, including creating explanatory models (Sin, Moone, & Harris, 2008; Larsen, Johannessen &
Opjordsmoen, 1998; Ahari, Nikpou, Molavi, Abdi, Amani & Shirinzadeh, 2014) and attributing behavior changes to
traditional ideas such as demons (Monteiro, dos Santos, & Martin, 2006). Another common finding is the
misattribution of symptoms of psychosis to negative behavior such as drug use or teenage “acting out” (Bergner, et,
al., 2008; Corcoran, Gerson, Sills-Shahar, Nickou, McGlashan, Malaspina, & Davidson, 2003; Skubby, Bonfine,
Tracy, Knepp, & Munetz, 2015). While family involvement is likely a crucial factor in identification of psychosis
symptoms and pursuing a path to treatment, this interpretive process is subject to cultural and societal influences
(Hernandez, Barrio, & Yamada, 2013; Doyle, Turner, Fanning, Brennan, Renwick, Lawlor & Clarke 2014). Finally,
one individual with both delusional thoughts and no contact with supportive others, had the longest DUP period in
our study. This could indicate that presence of delusions coupled with lack of contact with others could be “double

trouble” in prolonging DUP.

“Visibility” of Deterioration.

In two cases where delusions-only were the positive symptom and family did not act, a medical emergency
was the catalyst to prompt an emergency room visit, leading to subsequent psychiatric hospitalization and treatment.
Other studies have characterized this as “the breaking point” (Corcoran, Davidson, Sills-Shahar, Nickou, Malaspina,
Miller & McGlashan, 2003). As physical changes are more apt to be visible and therefore more obvious than mental
changes, this phenomenon seems fairly straightforward. On the other hand, this phenomenon could be
representative of a Western-influenced culture that tends to socially accept physical illness but use behavioral
explanations for mental illness. Many studies have found stigma to be a barrier to accessing early intervention
(Boydell, et. al., 2010; Tanskanen, Morant, Johnson, 2011; Franz, Carter, Leiner, Bergner, Thompson, Compton,
2010; Gladstone, Volpe, & Boydell, 2007; Jansen, Waldike, Haahr & Simonsen, 2015; Ahari, Nikpou, Molavi,
Abdi, Amani & Shirinzadeh, 2014; Lloyd-Evans, Sweeney, Hinton, Morant, Pilling, Leibowitz, Killaspy,
Tanskanen, Totman, Armstrong & Johnson, 2015; Jansen, Woldike, Haahr, & Simonsen, 2015) but data tends to be

vague regarding whether the issue is stigma or lack of awareness about mental illness. As the visible health vs.
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invisible (mental) health issue was unique to this data, we recommend a further phenomenological study of parents’

understanding of mental health issues.

Arrest Ends DUP

Severity of psychosis in our study led to arrest in two cases, in one case the client was arrested after acting
upon command hallucinations while the other reported delusions-only and had a relatively long DUP before arrest

(Gerson, Davidson, Booty, McGlashan, Malespina, Pincus & Corcoran, 2009).

Limitations and Implications for Practice

Given our small sample size and very limited local context of EASA within Oregon, this study can only be
seen as representational of those experiences. We only interviewed parents or guardians in addition to young adults
which limits the scope of all DUP experiences, such as those described by inpatient psychiatric treatment providers.
We did not include those clients who are not under care of the early intervention program and/or not in formal care.
However, despite these limitations a small sample size did allow us to focus in on the social processes and personal
experiences of psychosis recognition and search for help, highlighting unique experiences with interpreting first
positive symptom and function of intermediary support. These results indicate a need for further study of individual

experiences and social processes during the first-episode period.
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Figure 1. Help-Seeking Process
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