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Purpose: Enhancing early help-seeking is important for early intervention in psychosis. However, knowledge is limited about those help-seekers who are not initially found to have psychotic symptoms when assessed in services aiming at psychosis detection and, thus, deemed ineligible for early intervention of psychosis programs. We aimed to examine clinical diagnostic and socioeconomic pathways of help-seekers accessing an early detection of psychosis service with referral-free access. Specific focus was on the help-seekers initially assessed not to have psychotic symptoms, considered the non-cases, and to examine potential differences and similarities between non-cases and cases (i.e., those initially assessed to have psychotic symptoms).

Methods: We followed 450 help-seekers assessed by a free-of-referral early detection of psychosis team in national registers for up to 4 years. We examined clinical diagnoses and status of not in education, employment, or training (NEET) before and after contact with the team.

Results: Of the non-cases, 46% were referred to mental health services by the early detection of psychosis team for evaluation of other mental disorders, and 15% of these were subsequently diagnosed with a non-affective psychotic disorder during follow-up of 12–52 months. Prior to current help-seeking, 39% (n = 174) of the help-seekers had had contact with other mental health services. Nearly a quarter of help-seekers were NEETs at the time of assessment; the number increased during follow-up, both for cases and non-cases. Of the cases, 58% were subsequently clinically diagnosed by mental health services. Those seeking help who had no previous contact with mental health services were more frequently diagnosed with a non-affective psychotic disorder during follow-up (p = 0.05).

Conclusion: Referral-free services to promote early detection of psychosis seem a valuable add-on to established pathways, allowing early intervention in psychosis. Our results point to an unmet mental health service need among non-cases; overall, in our sample, independent of case status, social functioning was markedly affected. Our results have implications for future focus in early detection of psychosis. Offering intervention to non-cases within the service has the potential to be cost effective, e.g., if a timely and targeted intervention reduces repeated contacts in other mental health services and social services.
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INTRODUCTION

Programs that intervene early in psychosis are widely acknowledged to improve treatment response and give greater patient satisfaction with treatment (1). Nevertheless, there is substantial delay in establishing contact with mental health services after the psychotic symptoms emerge (2–4). Several factors contributing to this delay have been identified, for example, not identifying the problems as psychiatric in nature, hoping the problems will resolve by themselves, and embarrassment and fear of stigmatization (5–7). Further complicating early help-seeking is the lack of acknowledgment of the problems, which is an inherent feature of psychosis (8).

Services aiming at early detection of untreated psychosis have been introduced in an attempt to enhance the help-seeking process (4). The services are low threshold, can be accessed easily, and deliver immediate clinical attention and evaluation of psychotic symptoms (9). Different initiatives have been launched through the services in an attempt to promote help-seeking behavior, for example, raising awareness in the general population of the signs and symptoms of psychosis; educating professionals who have contact with adolescents and young adults, such as teachers and social service workers, to recognize psychotic symptoms; and reducing barriers to accessing treatment (4, 10). Societal disconnection among young adults accessing mental health services has been suggested as a risk marker in the trajectory of mental illness (11). Young adults experiencing a first-episode psychosis are often socially disconnected at the time of service access (12, 13), and delay in accessing early intervention has been found among first-episode psychosis individuals being not in education, employment, or training (NEET) (14).

Enhancing help-seeking behavior has the potential to increase early contacts to the specialized intervention services, leading to better outcomes (15–17). However, ethical dilemmas are involved, and to date, these have not been adequately addressed. For example, could an increase in help-seeking lead to healthy young people being pathologized? What happens to the non-cases, that is, the young people who experience difficulties and who often have a low level of social functioning but who are not found psychotic and are, thus, not offered treatment in the specialized intervention of psychosis teams (18)?

In this study, we aimed at examining the clinical diagnostic and socioeconomic pathways of a help-seeking population accessing a free-of-referral service for early detection of psychosis. Specific focus was on the help-seekers not found with psychotic symptoms at the evaluation, here considered the non-cases, and to examine potential differences and similarities between non-cases and those evaluated to have psychotic symptoms, considered the cases.



METHODS


Setting
 
The Early Detection Team

In addition to the nationally implemented early intervention of psychosis program, one region in Denmark has implemented an outreach early detection team TOP (in Danish: TOP, tidlig opsporing af psykose). The service is targeted toward the general population and has free-of-referral access, whereas the early detection team functions alongside established referral pathways, e.g., from GPs or internally after mental hospital admissions, and provides direct access to evaluation in specialized mental health services. In Denmark, the public mental health service is free of charge, and the main part of the diagnostic evaluation and treatment of psychosis is placed in the public service.

The early detection team is located in Roskilde, Denmark. The catchment area is one of five regional health authorities of Denmark, Region Zealand, and is primarily rural or suburban. The region has 834,000 inhabitants.

The team can be contacted directly by all residents of the region, including their relatives, general practitioners, and others in contact with individuals whose symptoms might cause concern regarding psychosis. Telephone screening is used to determine whether the caller is in the target group of the team; if this is the case, the individual is then offered an in-person assessment within one working day. The early detection of psychosis team can be contacted anonymously, but identification is required for face-to-face assessment, which can take place in the neighborhood of the interviewee.

An information campaign was launched in 2012 to raise awareness in the community of the early-detection team and to increase knowledge about early signs of psychosis among the population in the catchment area.

The eligibility criteria for assessment by the early detection team are help-seekers for whom telephone screening have raised the slightest suspicion of symptoms that could cause concern of psychotic symptoms, age between 15 and 65 years, not previously treated in mental health outpatient services for a non-affective psychotic disorder, and those who at the time of contact are not undergoing treatment for any mental disorder in outpatient services.



Assessment by the Team

Nurses with special training in psychopathology conduct face-to-face interviews. If during the subsequent assessment the nurse assesses the help-seeker to have psychotic symptoms, a referral is made for a clinical diagnostic evaluation in the local outpatient mental health service. Thus, the assessment by the team is based on a single in-person contact. In case of the assessment revealing psychotic symptoms, the help-seeker is referred into mental health services and diagnostic evaluation is initiated here within a fortnight.

If the assessment does not raise suspicion of a psychotic disorder, but raises concern of a mental disorder other than a non-affective psychotic disorder, a referral is made to the mental health service section of relevance for diagnostic evaluation.

The assessments take into account sociodemographic information, psychosocial history, and a comprehensive assessment of psychopathology using, among others, the Positive and Negative Symptoms Scale (PANSS) (19). A senior psychiatrist or psychologist supervises evaluation of all interviews conducted and referral to further diagnostic evaluation and treatment in psychiatric services is decided in agreement within the team.



Study Population

Data consisted of administrative data from the early detection team. The study population consisted of help-seekers who were assessed by the early detection team, from February 2012 to June 2015 and who disclosed their personal identification number.

Assessments conducted by the early detection team in the inclusion period had been supervised by a senior psychiatrist with substantial research experience (UHH or JN) (20–23).




Measures
 
Data From the Early Detection Team Assessment

We used systematically collected administrative data based on the registration after the assessment by the clinician in the early detection team. The registrations included sociodemographic information, the source of referral to the team, tentative diagnosis allocated by the team, and information about referrals to mental health services. Individuals were identified via the unique personal identification number through which all citizens in Denmark can be identified (24).

Help-seekers who were assessed as having psychotic symptoms and who were referred to diagnostic evaluation of a non-affective psychotic disorder were considered as cases. Help-seekers who were assessed not to have psychotic symptoms at assessment in the early detection of the psychosis team were considered as the non-cases.



Register Data of Clinical Diagnoses

Data from The Danish Psychiatric Central Research Register (DPCR) (25) were obtained for each person by linkage to the national register via the personal identification number using an encrypted identification key. The register contains information on medical diagnoses classified according to the International Classification of Diseases, Tenth Revision (ICD-10) (26) registered for all inpatient admissions and for all outpatient contacts since January 1995.

Diagnoses were categorized according to the ICD-10 codes as non-affective psychotic disorder with medical codes DF20-29 and other mental disorder with medical codes DF00-19 and DF30-99. Schizophrenia with ICD-10 code DF20 was sub-grouped within the non-affective psychotic disorders. The non-affective disorder category included schizotypal disorder with the medical code DF21.

Prior mental disorder was measured by obtaining data from the DPCR from 1995 and until assessment in the early detection team. Prior mental disorder was categorized as non-affective psychotic disorder, other mental disorder, and no prior mental disorder.

Mental disorder in follow-up was measured by obtaining data from the DPCR from the time of assessment in the early detection team until June 2016 and categorized equivalent to the measure of prior mental disorder.



Register Data of Social Transfer Income

Data from the DREAM database of The Ministry of Employment, a national database collecting data since 1991 on all social transfer income (27), were obtained encrypted via the personal identification number to provide a measure of NEET (28). The database covers the entire population of Denmark. The data are updated weekly and are suitable for analyzing changes in employment status. Database codes registered for each person were obtained on social transfer income of non-medical benefits, medical benefits, and disability pension. The data were derived from the register equaling the week of assessment in the early detection service, i.e., baseline, and subsequently data were derived from the register equaling the same week 1 year preceding the assessment and the same week in the subsequent year after assessment. The measure of NEET was defined as present if a code of social transfer income was registered in the DREAM database and absent if there was no registration.

The measure was divided into NEET status at the time of assessment, 1 year before assessment and 1 year after assessment.




Ethics and Approvals

The study was approved by the Danish Data Protection Agency, journal no. Reg-138-2015.



Statistical Analysis

Initially, a descriptive analysis of the characteristics of the study population was made.

To identify associations between the interview assessment in the early detection team and a later clinical diagnosis of non-affective psychotic disorder, we initially applied a descriptive analysis by subdividing the non-cases in those referred in mental health services by the early detection team for diagnostic evaluation of other non-psychotic disorders and those non-cases not found eligible of referral into mental health services by the early detection of psychosis team. We used chi-square to test for differences between the groups of non-cases referred with symptoms of other mental disorders, non-cases not eligible for referral in mental health services, and the cases.

We tested for associations of the study population characteristics (case status, mental health service use preceding assessment, NEET-status, age, and sex) with a later clinical diagnosis of a non-affective psychotic disorder in follow-up with use of chi-square or t-test, depending on the type of variable.

Additionally, we divided all the individuals who were found to have a psychotic disorder during follow-up into two groups: group 1 for those who were also found to have psychosis by the early detection team (cases), and group 2 for those who were not found to suffer from psychosis by the early detection team (non-cases) but who were later diagnosed with psychosis. Next, we tested for potential differences between the 2 groups in relation to their use of mental health services prior to assessment, NEET-status, age, and sex. Chi-square or t-test were used depending on the variable applied.

We developed a Cox regression model to test for time-dependent differences in the outcome of a clinical diagnosis of non-affective psychotic disorder between the cases and non-cases as being the reference group. The non-cases were subdivided further into two groups of either non-cases referred with symptoms of other mental disorder than non-affective psychotic disorder, or non-cases not eligible for referral in mental health services. The assumptions for Cox regression model were met with proportionality in risk for each group in the model. The model was censored for previously diagnosed non-affective psychotic disorder and evaluated a psychotic disorder-free follow-up, in cases vs. non-cases referred with symptoms of other mental disorder vs. non-cases not found eligible for referral.

All statistical analyses were conducted using SAS (SAS Institute, CA & Cary, NC, USA; Enterprise Guide version 7.11/SAS 9.4). Microsoft Excel was used to create the graphical plots.




RESULTS


Assessment and Referral

The early detection of psychosis team established contact with 527 individuals, of whom 450 fulfilled the inclusion criteria. Figure 1 gives an overview.


[image: Figure 1]
FIGURE 1. Flow-chart of the study population, assessment by the early detection team and referrals.


Of the help-seekers considered as non-cases, i.e., not presenting with psychotic symptoms at assessment in the early detection of psychosis team and therefore not referred for diagnostic evaluation for non-affective psychotic disorder following assessment, 123 (46 %) were found eligible for referral to mental health services for evaluation of other mental disorders. One person refused referral.



Social Service Contact

Contact to the early detection team was initiated by parents or by help-seekers themselves in the majority of cases. Contact to the team was initiated by caseworkers in the social services in 10%. Of help-seekers, 24% were NEET at the time of assessment, with no difference between groups of cases and non-cases (p = 0.35). The prevalence increased from 1 year before assessment to 1 year after assessment, as shown in Table 1.


Table 1. Study population characteristics (n = 450 help-seekers).
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Mental Disorders Prior to Assessment

With a mean age of 21.5 years (SD 6.1) at the time of assessment by the early detection team, 174 help-seekers (39%) had a prior mental disorder, and 28 (6%) had prior non-affective psychotic disorder (see Table 1). In help-seekers with prior non-affective psychotic disorder, the median time since diagnosis was 1.4 years (IQR 0.95–3.30).

Of the 61% with no prior mental disorder, 115 (42%) were found to be cases of first-episode psychosis, and 161 (58%) were considered non-cases.



Mental Disorders in Follow-Up

During follow-up, 317 (70%) help-seekers were subsequently clinically diagnosed by the mental health services, with a maximum follow-up of 4 years and 4 months, and a minimum follow-up of 12 months on an individual level. The majority of those diagnosed were males (59 vs. 41%, p < 0.01). Nearly one-third (n = 146; 32%) of the help-seekers were diagnosed with a non-affective psychotic disorder in follow-up and half of them with schizophrenia (n = 73; 16%).

Help-seekers considered as cases were subsequently diagnosed with a non-affective psychotic disorder during the follow-up in 58% of cases. Of the non-cases, 154 (58%) were diagnosed with a mental disorder in follow-up and 39 (15%) were in follow-up diagnosed with a non-affective psychotic disorder. Among the non-cases referred with symptoms of other mental disorders, 19% had non-affective psychotic disorder in follow-up, and among the non-cases found not eligible for referral, 11% had non-affective psychotic disorder in follow-up. There was significant difference between cases and non-cases in non-affective psychotic disorder in follow-up (see Table 2).


Table 2. Mental disorders during follow-up.
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NEET status was seen in 29% of help-seekers 1 year after the assessment, and there was significant difference between help-seekers with non-affective psychotic disorder in follow-up and help-seekers with no psychotic disorder in follow-up (37.0 vs. 25.7%, p = 0.01). NEET status at the time of assessment, NEET status 1 year before the assessment, mean age, and sex did not significantly differ between help-seekers with a non-affective psychotic disorder in follow-up, and those with no psychotic disorder in follow-up, (see Table 3).


Table 3. Socio-demographic and clinical characteristics of help-seekers diagnosed and not diagnosed with non-affective psychotic disorder in follow-up.
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The help-seekers with non-affective psychotic disorder in follow-up was more frequently first-time help-seekers than those help-seekers with no psychotic disorder in follow-up (67.8 vs. 58.2%, p = 0.05). We found no significant difference between cases and non-cases in mental health service use preceding assessment, NEET-status, age, or sex among help-seekers clinically diagnosed with a non-affective psychotic disorder in follow-up (data not shown).

For cases, the hazard ratio of non-affective psychotic disorder in follow-up was 4.7 (95% CI 3.0 to 7.4, p < 0.0001) compared with non-cases referred with symptoms of other mental disorders. The hazard ratio for cases, compared with non-cases not eligible of referral, was 7.1 (95% CI 4.7–10.9, p < 0.0001). We found no difference in the relative event rate of non-affective psychotic disorder in follow-up between non-cases referred with symptoms of other mental disorders and non-cases not eligible of referral (p = 0.15). The majority of events of non-affective psychotic disorder in follow-up occurred in the first months after assessment, as shown in Figure 2, with non-affective psychotic disorder-free period after assessment by the early detection team.


[image: Figure 2]
FIGURE 2. Non-affective psychotic disorder-free period after assessment by the early detection team.

#Non-cases are divided into non-cases not eliglible for refferal in mental health services and non-cases referred with symptoms of other mental disorder than psychosis.





DISCUSSION

This study is the first to examine the diagnostic trajectories and the socioeconomic position of help-seekers evaluated to be cases and those not evaluated to be cases in a service established for early detection of psychosis. The results showed that a substantial part of the non-cases became cases, i.e., those individuals who were assessed not to have psychotic symptoms at the initial assessment were subsequently diagnosed with a non-affective psychotic disorder during the follow-up of a maximum of 4 years and 4 months and a minimum of 12 months on individual level. Moreover, the prevalence of NEET status was similar for non-cases and cases. The help-seekers identified with psychotic symptoms (i.e., cases) by the early detection of psychosis team were subsequently clinically diagnosed with a non-affective psychotic disorder in the majority of cases. Half of these individuals were diagnosed with schizophrenia.

Overall, 59% of assessed help-seekers in the early detection of psychosis service were found to be non-cases, which is similar to findings by Jordan et al. with a non-case rate of 66% in an early intervention service with a supporting information campaign to promote help-seeking (17). However, the non-case rate was somewhat higher than findings by O'Donoghue et al. who reported a case rate of 53% (15). The self-referral option in our study could explain the higher non-case rate compared with O'Donoghue et al.; when targeting a more unselected population, a higher non-case rate will be expected. Nevertheless, applying the self-referral option has the potential to reduce pathway to care by easing access to care (29).

We found that a considerable proportion of non-cases required referral to mental health services because of symptoms of other mental disorders. Moreover, a significant part of the referred non-cases received a clinical diagnosis of non-affective psychotic disorder during follow-up. The latter finding is in corroboration with findings by Edwards et al. (30), with indication of unmet and ongoing mental health needs in the non-case group.

A possible explanation on why some help-seekers were identified as non-cases at the assessment and were then clinically diagnosed with non-affective psychotic disorder during the follow-up could be that the help-seekers were in a prodromal state at the time of contact with the early detection service (31). It could also reflect that some individuals require more time to feel sufficiently secure to disclose their symptomatology or to view the experiences as abnormal.

The similarity in socioeconomic position between help-seekers found with psychotic symptoms and those not found with psychotic symptoms at service access correspond to the results found by Ferarra et al. when comparing individuals with psychosis with those in a prodromal state (32). Thus, it seems that despite not being found with psychotic symptoms initially, the rate of NEET status of the non-cases differs from that of mentally healthy young people (33).

In addition, NEET status among help-seekers were frequent and increased from 1 year before assessment to 1 year after contact to the early detection service. Help-seekers later diagnosed with non-affective psychotic disorder had the highest rate of NEET status, which is comparable to findings in first-episode psychosis populations (12). Accordingly, this could be indicative of a high disease burden in the help-seekers with impaired social and vocational functioning.

Interestingly, 39% of the help-seekers assessed by the early detection of psychosis team had previously been diagnosed with a mental disorder. In a previous work, we found that 71% of first-episode schizophrenia patients had been in contact with mental health services 1 year preceding clinical diagnosis of schizophrenia (16). The considerable proportion of help-seekers who had already been in contact with mental health services before contact with the early detection team could be a result of a delay in recognizing the psychosis within the mental health services. Several studies have addressed the difficulties mental health staff have in identifying psychotic symptoms, e.g., Kvig et al. demonstrated that initial complaints of neurotic symptoms were associated with delayed identification of a psychotic disorder (34); in another study, poor psychosis detection skills among healthcare professionals were found to lead to delays in the treatment of psychosis (6). Contact with other mental health services before the assessment in the early detection time could as well-reflect a prodromal state presentation at the earlier contact. This proposal is in corroboration with the findings in a recent meta-analysis by Fusar-Poli et al. demonstrating attenuated psychotic symptoms lasting for more than 1 year before their presentation at specialized services (35).

Previous mental health contact could seemingly compromise the achievement of easing the pathway to care of the early detection of psychosis service. However, for 67.8% of those diagnosed with a non-affective psychosis in follow-up, the early detection service was the first contact, and thus the direct path to mental health services. This demonstrates the success of the early detection service.



STRENGTHS AND LIMITATIONS

A strength of our study was the linking to national longitudinal registers providing follow-up data at individual level as well as information of service use prior to assessment. Retrieving data based on the unique personal identification number secures the capture of interactions with the mental health services.

As for limitations, the use of SCI-PANSS in assessments by the early detection team instead of a full diagnostic instrument is not optimal; this occurred because the service is intended to offer only initial screening for psychotic symptoms. Obviously, this presents the possibility of the tentative diagnosis being wrong; however, we believe that the risk is mostly in the direction of underdiagnosing, not overdiagnosing.

The use of register data catchment of the clinical diagnosis rather than an in-person diagnostic interview at follow-up could be a limitation to interpreting the findings as some help-seekers might have disengaged from intervention in mental health services and, accordingly, not received a clinical diagnosis.



CONCLUSION

In conclusion, our findings support the value and importance of early detection services with referral-free access as an add-on to the established pathway in early intervention in psychosis. The findings also point to an unmet mental health service need for non-cases. We did not find any evidence indicating that early detection led to pathologizing of healthy young people, but we did find that a substantial part of help-seekers initially evaluated as non-cases (i.e., no psychotic symptoms) were later diagnosed with a non-affective psychotic disorder. Additionally, the level of social functioning of non-cases was comparable to those initially assessed with psychotic symptoms.

The findings of clinically diagnosed other mental disorders preceding a first-episode psychosis highlight the importance of re-evaluation of the diagnosis in young adults with repeated service needs. Our results have implications for future focus in the early detection of psychosis. Offering intervention to non-cases within the service has the potential to be cost effective, e.g., if a timely and targeted intervention reduces repeated contacts in other mental health services and social services. Future research in interventions and outcomes in non-case groups is needed.
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