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Chapterr  1.1. 

Attitude ss of Patients towards the 
Firstt  Psychotic Episode and the 
Startt  of Treatment 
InIn press Schizophrenia Bulletin 

Lieuwee de Haan, Bart Peters, Peter Dingemans, Luuk Wouters, Don Linszen 
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Summary y 

Objective::  Knowledge of attitudes of patients towards their illness prior to 
psychiatricc treatment and towards the start of treatment is essential for the 
developmentt of interventions for reducing duration of untreated psychosis 
(DUP). . 
Method::  Consecutively admitted patients with recent-onset schizophrenic 
disorderss (n=56) were interviewed about: their awareness of mental disorder 
att first occurrence of psychotic symptoms, their views about the necessity of 
psychiatricc treatment, their perception of the role of others in initiating 
psychiatricc treatment, and suggestions they might have about getting 
treatmentt started at an earlier point. 
Results::  About 57% of the patients had at least some awareness of having a 
mentall  disorder at onset of psychotic symptoms, and 62% of the sample 
believedd psychiatric help was unnecessary prior to the start of psychiatric 
treatment.. A majority of the patients (91%) perceived the role of others as 
essentiall  in initiating treatment. Most patients (82%) think that no change is 
neededd on the part of professional caregivers in order to facilitate early 
treatment.. Some awareness of mental disorder at onset was related to a 
shorterr DUP. 
Conclusion::  Waiting with treatment until patients themselves become aware 
off  the need of treatment may lengthen DUP. 
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1.1.1.. Introductio n 

Thee time between the onset of a first psychotic episode and first psychiatric 
treatmentt can be considerable, and long Duration of Untreated Psychosis (DUP) 
hass been found to be associated with several aspects of outcome (Johnstone et 
al.. 1986, Humphreys et al. 1992, Loebel et al. 1992, Crow et al. 1986, Helgason 
1990).. Some studies found no association between DUP and long-term clinical 
outcomee (Craig et al., 2000, De Haan et al., 2000), and DUP may be associated 
withh prognostic factors like insidious onset (Davidson and McGlashan, 1997). 
However,, shortening the DUP can reduce negative consequences of psychotic 
disorderss and may improve prognosis of psychotic disorders. 
Itt is important therefore to know what factors contribute to treatment delay. 
CausesCauses of this delay may have to do with the patient, the social environment, 
orr professional services. 
Theree are indications that patient delay is an important factor determining 
DUPP (Helgason, 1990). Treatment delay is critically dependent upon illness 
recognitionn and the perceptions that individual consumers have of mental 
healthh services (Lincoln and McGorry, 1999). Family and doctors' delay are 
alsoo important factors and are related to diagnostic difficulties (Weiner 1992) 
andd the tendency of family members and some professionals to avoid 
psychiatricc labels (Fink and Tasman, 1992). This paper focuses on patient 
delay. . 

Lincolnn and McGorry (1995) reviewed factors influencing help-seeking 
behaviorr and concluded that patient delay may be related to: gender, age, 
typee of problem, opinions on mental health professionals, homelessness and 
comorbidityy such as substance abuse, low IQ and personality disorder. Apart 
fromm the factors mentioned above, specific factors related to the psychotic 
disorderr are of importance as well. Patients with psychotic symptoms are 
oftenn not aware of having an illness that needs treatment (Amador et al 
1991).. In particular, patients with paranoid symptoms and those withdrawing 
fromm social contact receive psychiatric treatment only after a considerable 
periodd of time (Gift et al 1981, McGorry et al 1996). Moreover, patients in 
theirr first episode of psychosis are aware that mentally ill persons are 
negativelyy valued and discriminated against (Fink and Tasman, 1992). 
Helgasonn (1990) found in a group of 52 patients with schizophrenia who 
weree advised to enter hospital that 24 refused admission on initial 
presentation.. Males tended to refuse admission more often than females. 
Lincolnn et al. (1998) examined help-seeking behavior of young people during 
aa first psychotic episode. Pathways to care were highly variable. Where an 
individual'ss own efforts to seek early help failed, the role of relatives and 
otherss was subsequently vital. Patients' attribution of their first symptoms is 
nott addressed in this study. Lincoln and McGorry (1999) have given an 
overvieww of clinical and consumer perspectives involved in the pathway to 
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caree in early psychosis. They state that personal narratives of patients are 
necessaryy to understand the barriers to implementing early treatment. 

Recentlyy Moller and Husby (2000) explored the subjective prodromal 
experiencess of 19 first-episode DSM-IV schizophrenia patients. Patients 
reportedd serious difficulties interpreting and talking about prodromal 
experiencess at the time they occurred, causing delayed identification. Moller 
andd Husby proposed two core dimensions of subjective prodromal 
experiences:: "disturbance of perception of self' and "extreme preoccupation 
byy and withdrawal to overvalued ideas." Moller and Husby did not focus on 
thee attitudes of patients towards the first psychotic episode. 

Knowledgee of attitudes of patients towards their illness prior to psychiatric 
treatmentt and towards the start of treatment is essential for the development 
off  interventions for reducing DUP. 
Inn the present study, consecutively admitted patients with recent-onset 
schizophrenicc disorders were interviewed about: their awareness of mental 
disorderr (views about the nature of their symptoms at first occurrence of 
psychoticc symptoms and views about the necessity of psychiatric treatment); 
theirr perception of the role of others in initiating psychiatric treatment; and 
suggestionss they might have about getting treatment started at an earlier 
point.. We also investigated the relation between awareness of mental 
disorderr and DUP. 

1.1.2.. Methods 

Subjects. Subjects. 
Inclusionn criteria for this study were: patients should be able and willin g to 
givee written informed consent, have a diagnosis of recent-onset schizophrenia 
orr a related disorder according to DSM-IV (APA), be between 16 and 26 
yearss of age and be able to understand and speak Dutch. Exclusion criteria 
were:: diagnosis of a primary alcohol- or drug-related psychosis, a 
demonstrablee brain or neurological or endocrine disease, or mental 
retardation.. Clinical discharge diagnoses according to DSM-IV were made 
withh the use of all available diagnostic information (systematic interviews of 
patientss and parents and previous medical records) by two clinical 
psychiatristss and two residents, after which the diagnoses were reviewed by a 
researchh psychologist and a research psychiatrist (LEAD, Spitzer and 
Williams,, 1985). The sample consisted of 63 patients who were 
consecutivelyy admitted to the adolescent clinic of the psychiatric centre of the 
Academicc Medical Centre. Seven of the 63 patients included could not be 
interviewed:: two refused, four withdrew from treatment before they could be 
interviewed,, and one patient could not understand the questions. Patient 
characteristicss are described in Table 1 (page 23 and 24). 
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Tablee 1. Patient characteristics of respondents and non-respondents 

Diagnosis s 
Schizophrenia a 
Schizoaffectivee disorder 
Schizophreniphormm disorder 
Agee at admission 
Att onset psychosis < 18 

>=18 8 
Gender r 
Male e 
Female e 
Drugg abuse before treatment: 
Noo drug use 
Cannabis s 
Cannabiss + hard drugs 
Psychiatricc admissions in the family 
Schizophreniaa in the family 
Compulsoryy admission 
Education::  Highest achieved level: 
Loww professional training 
Highh school 
Middlee professional training 
Bachelor r 
Master r 

Respondents s 
(n=56) ) 

50 0 
5 5 
1 1 

19,866 years 
28 8 
28 8 

48 8 
8 8 

12 2 
18 8 
26 6 
11 1 
14 4 
9 9 

6 6 
24 4 
10 0 
7 7 
8 8 

Education::  Status of highest achieved level 
Droppedd out 
Presentlyy pursuing 
Graduated d 
Education::  Father/mother 
Loww professional training 
Highh school 
Middlee professional training 
Bachelor r 
Master r 

36 6 
11 1 
8 8 

11/14 4 
2/4 4 
8/10 0 

10/15 5 
14// 1 

Non n 
respondents s 
(n=7) ) 

5 5 
--
2* * 
19,444 years 
3 3 
4 4 

6 6 
1 1 

1 1 
3 3 
3 3 
1 1 
--
3 3 

--
5 5 
1 1 
1 1 
--

6 6 
1 1 
--

4/6 6 
--
2/1 1 
--
1/0 0 

p<< 0.05 
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Tablee 1. Continued, Patient characteristics of respondents and non-
respondents s 

Non n 
Respondentss respondents 
(n=56)) (n=7) 

Durationn of untreated psychosis 
<< 6 months 27 3 
>=66 months 29 4 
Psychopathologyy rating at admission 
Meann PANSS total score (SD) 81.8(18.4) 83.3(16.3) 
Meann PANSS positive subscale score (SD) 19.0 (7.1) 19.7 (8.3) 
Meann PANSS negative subscale score (SD) 22.1 (6.9) 21.4 (9.2) 

Mostt patients were diagnosed as having schizophrenia (87%). A majority 
(78%)) had used drugs previous to their first contact with a psychiatric 
caregiver.. 32% had used only cannabis and 46% had used cannabis or other 
streett drugs at some point in their live, the latter mostly on an incidental 
basis;; 3% of the patients used hard drugs more than once a month in the year 
precedingg the first psychiatric treatment. In the year prior to the first 
psychiatricc treatment 24% of the patients used cannabis once a week, 12% 
usedd cannabis more than once a week, and 42% used cannabis only on an 
incidentall  basis. Patients started using street drugs 2.1 years (mean) before 
thee onset of psychotic symptoms. 

Thee time between onset of first psychotic symptoms and administration of 
thee questionnaire was on average two years (SD 1.8). 
Comparisonn of characteristics of the participants (n = 56) and non-
respondentss (n = 7) revealed a difference in diagnosis (p = 0.02): two of the 
non-respondentss had a schizophreniphorm disorder in contrast to one of the 
respondents. . 

Instruments. Instruments. 
Wee asked patients the following 13 questions. Six questions concerned 
awarenesss of mental disorder: 1. What did you think was the matter when 
youu experienced psychotic symptoms for the first time? 2. Did you think you 
neededd psychiatric treatment? 3. When did you think this for the first time? 4. 
Iff  you thought you needed psychiatric help, for what reason did you think 
suchh treatment was necessary? 5. Just prior to your first encounter with a 
psychiatrist:: How did you feel about going to a psychiatrist for the first time? 
6.. Just prior to your first use of antipsychotic medication: How did you feel 
aboutt using antipsychotic medication for the first time? The 
operationalisationn of awareness of mental disorder we used is in accordance 
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withh the PSE insight items into psychotic symptoms (David et al 1995) and 
withh the items of the Scale to Assess Unawareness of Mental Disorder 
(Amadorr et al 1993). Six questions concerned patients' perception of the role 
off  others in initiating psychiatric treatment and patients' help-seeking 
behavior:: 7. Did you tell anyone about these psychotic symptoms or 
experiences?? 8. Whom did you tell first? 9. If you didn't tell anyone about 
thesee symptoms or experiences, why not? 10. Did others contribute to you 
gettingg treatment? 11. How did they contribute to initiating treatment? 12. 
Howw did you feel about the contribution of others to the start of the first 
psychiatricc treatment? One question concerned suggestions patients might 
havee about getting treatment started earlier: 13. Do you have any advice or 
suggestionss for caregivers on how they could facilitate an early start of 
treatment? ? 

Thee DUP was operationalised as the time between the start of psychotic 
symptomss (over a period of at least one week) and the start of treatment with 
antipsychoticc medication. Psychotic symptoms were defined according to the 
operationalisationn in the PANSS. The start of treatment with antipsychotics is 
definedd as the moment from which a minimum of 2 mg haloperidol 
equivalentt was prescribed for a period of at least one month. 
Inn order to determine the DUP, the duration according to the patient and 
accordingg to the parents during the first diagnostic intervention at admission 
weree independently assessed, as well as the duration according to the patient 
att the time the questionnaire was administered. Psychopathology was 
measuredd with the Positive and Negative Syndrome Scale (Kay et al., 1987) 
byy clinically trained raters. 

Procedure. Procedure. 
Sourcess of information concerning demographic variables were patients, 
parentss and medical correspondence. The questionnaire was administered in 
ann interview by a research staff member who was not involved in the 
treatmentt and was not aware of demographic or clinical variables as assessed 
att admission. The patients were interviewed after stabilization of the clinical 
conditionn had occurred. Stabilization is defined as the moment at which the 
typee and dose of the antipsychotic medication had not been changed for a 
periodd of six weeks. 

Data-analysis. Data-analysis. 
First,, the answers to the questions were divided into categories. The 
categoriess were then divided into 2 or 3 main groups (see Tables 2-4). 
Awarenesss of mental disorder, for example, was divided into 3 categories: 
none,, some or full (Amador et al 1993). We used univariate analysis to study 
thee association between attitudes of patients towards the first psychotic 
episodee and the start of treatment, and DUP or occurrence of compulsory 
admission.. We used a survival curve to illustrate time relations. 
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Threee typical cases are presented illustrating the attitudes of patients toward 
theirr first psychotic episode and the start of treatment and how this is related 
too DUP and to the involvement of others in initiating treatment. 

1.1.3.. Results 

AwarenessAwareness of mental disorder 
Frequencyy of answers to the question "What did you think was the matter 
whenn you experienced psychotic symptoms for the first time?" and grouping 
intoo 3 categories of awareness of mental disorder at first occurrence of 
psychoticc symptoms are given in Table 2. 

Tablee 2. Awareness of mental disorder: Patients' views on the nature of 
theirr  symptoms at first occurrence of psychotic symptoms (n=56) 

nn (%) 

NoNo awareness of mental disorder at onset: 
Wass fully convinced that experiences were real 
Thoughtt he/she was entirely in control of the problems 
Deniedd ever having been psychotic 
Thoughtt the symptoms would stop of their own accord 

SomeSome awareness of mental disorder at onset: 
Thoughtt something strange and unknown was affecting 

mentall  functioning 
Thoughtt the only problems were anxiety and gloominess 
Thoughtt the psychosis was solely drug-induced 
Wass convinced that psychotic experiences were real, but 

admittedd there was something wrong with 
his/herr mental functioning 

TotalTotal awareness of mental disorder at onset: 

Whenn asked "Did you think you needed psychiatric care?' and 'When did 
youu think this for the first time?," 61% of the interviewed patients replied that 
theyy did not think psychiatric treatment was necessary when their treatment 
wass actually initiated. In addition, 20% of the patients first acknowledged a 
needd for psychiatric treatment at least one year after the onset of their 
psychosis. . 
Off  the 22 patients (39%) who did realize a need of treatment before their 
actuall  treatment started, 9 reported that their psychosis worsened or lasted too 
long,, 8 thought their depression or anxiety needed treatment, 3 were aware of 

2424 (43) 
17(30) ) 
33 (5) 
33 (5) 
11 (2) 

27(48) 27(48) 

111 (20) 
7(13) ) 
55 (9) 

44 (7) 
55 (9) 
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havingg a psychiatric condition, and 2 sought treatment for somatic 

complaints. . 
Patients'' attitudes towards psychiatric treatment and antipsychotics shortly 
beforee the start of treatment are given in Table 3a and 3b (page 28). On 
average,, it took 8 months after the onset of psychosis before patients were 
willin gg to accept medication. 

Tablee 3a. Patients' attitud e about psychiatric treatment in the week 
priorr  to start of psychiatric treatment 

nn (%) 

OpposedOpposed psychiatric treatment 27 (48) 
Didd not think psychiatric treatment was necessary 13 (23) 
Wass afraid of stigma attached to being under 

psychiatricc treatment 5 (9) 
Wass wary of psychiatric care staff 3 (5) 
Feltt that help had been forced on him/her 2 (4) 
Wass afraid of care staff 2 (4) 
Deemedd psychiatric treatment unnecessary, 

butt admitted needing practical help 2 (4) 
ThoughtThought favorably of psychiatric treatment: 29 (52) 

Thoughtt that psychiatric treatment was a necessary 
andd good thing 16(29) 

Thoughtt favorably about psychiatric treatment, but 
hadd reservations about accepting treatment 9(16) 

Hadd good prior experiences with psychiatric 
treatmentt 3 (5) 

Wantedd to talk about problems with psychiatric 
Professionall  1 (2) 
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Tablee 3b. Patients' attitude about the use of anti-psychotics shortly 
beforee the start of treatment with antipsychotics 

nn (%) 

OpposedOpposed medication prior to treatment 24 (43) 
Deniedd having psychiatric disorder 8 (14) 
Hadd strong reservations about taking medication 7(13) 
Wass afraid of side-effects 4 (7) 
Aversionn to medication caused by psychotic delusions 3 (5) 
Didd not think medication was appropriate treatment 2 (4) 

AcceptedAccepted possibility of medication prior to treatment 29 (52) 
Hopedd there would be a positive effect 18 (32) 
Hadd no qualms about taking medication 8 (14) 
Trustedd psychiatrist's decision about prescribing 

Medicationn 3 (5) 

PatientsPatients 'perception of the role of others in initiating psychiatric treatment. 
Halff  of the patients told their relatives or friends about their psychotic 
symptomss in the first 10 weeks after onset of psychosis. 

Figuree 1. Proportion of patients who did not tell relatives or  friends 
aboutt  psychotic symptoms to time after  onset of psychosis. 

Firstt lime patient told relatives/friends about psychotic symptoms 

ll  I 1 1 1 T— 

500 100 150 200 250 300 

Timee in weeks after onset psychosis 
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Patients'' perceptions of the role of others in initiating psychiatric treatment 
aree shown in Table 4. 

Tablee 4. Patients' perception of the role of others in initiatin g psychiatric 
treatmentt  (n=56) 

nn (%) 

ToldTold relatives or friends about the psychotic symptoms 36 (64) 
Personn whom patient first told about psychotic symptoms: 

Mother/father r 
Girlfriend/boyfriend d 
Sister/brother r 

ConcealedConcealed psychotic symptoms from relatives or friends 
Reasonss for concealing psychotic symptoms from others: 

Shame e 
Thoughtt he/she had to solve problems himself/herself 4 
Wass under psychotic delusion that talking about it 

wass forbidden 
Didd not want to talk about problems 
Didd not expect others would understand anyway 
Wass afraid of the consequences of talking about it 

OthersOthers helped initiate psychiatric treatment 
Personss whose role was most important in initiating treatment: 

Parents s 
Policee officers 
Teachers s 

Howw others helped initiate psychiatric treatment: 
Gavee advice 
Accompaniedd patient to a psychiatric professional 
Arrangedd involuntary hospitalization 

OthersOthers did not help initiate psychiatric treatment 

PatientsPatients ' attitude toward the role that others played in the initiation 
ofof psychiatric treatment 

Feltt resistance to the help given by others 
Assentedd to the help given by others 

SuggestionsSuggestions given by patients about getting treatment started earlier. 
42.9%% Of the patients gave suggestions regarding earlier treatment. Most of 
themm (14 patients, 25.0% of the total group) thought they themselves were 
responsiblee for the treatment delay. Five patients (9%) thought more 
informationn and publicity about prodromes of psychosis and treatment 
optionss would help get treatment started earlier. Five patients (9%) thought 

20/22 (36/4) 
5/55 (9/9) 
2/22 (4/4) 
1919 (34) 

6(11) ) 
Iff  4 (7) 

33 (5) 
33 (5) 
22 (4) 
11 (2) 

5151 (91) 

455 (80) 
44 (7) 
22 (4) 

244 (43) 
222 (39) 
55 (9) 
55 (9) 

277 (48) 
24(43) ) 
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professionalss should ask more in-depth questions and act faster to arrange 
hospitalization. . 

CaseCase 1 (No awareness of mental disorder at onset) 
Att the age of eighteen Steve heard voices for the first time. He thought a sect 
hadd given him the ability to hear the voices of others without them being 
present.. The voices ordered him to keep their presence a secret. He did not 
wantt psychiatric help because he did not think he had a psychiatric problem. 
Hiss parents must have noticed that he avoided contact with others. In 
retrospect,, Steve thinks they probably related this to the fact that he had been 
convictedd of assaulting a girl at the age of sixteen. At that time Steve was not 
psychotic. . 
Inn the course of several months after hearing the voices for the first time, he 
becamee progressively anxious and paranoid and spent most of his time in his 
room.. Three months after first hearing the voices, he no longer trusted his 
father.. When his father criticized him for not wanting to go to school 
anymore,, Steve became aggressive. He broke a door and a television set. His 
parentss then called the family doctor, who came together with the police, 
followedd by a psychiatrist of the crisis service who arranged a compulsory 
admissionn with forced medication. This was a terrible experience for Steve. 
Hee trusted no one anymore, was very frightened that he would be poisoned 
andd thought that the doctors were part of the conspiracy - especially when he 
sufferedd from muscle cramps. The duration of the untreated psychosis was 
threee months. Steve thinks that in his case neither the caregivers nor his 
parentss could have done anything to start treatment earlier. He also does not 
thinkk it would have helped if he had known more about psychotic symptoms. 
Hiss acoustic hallucinations and the delusions were so powerful he did not 
believee anything else. 

CaseCase 2 (Some awareness of mental disorder at onset) 
Att the age of 20 John started to experience difficulties thinking logically. His 
concentrationn was poor, and he often could not understand clearly what 
otherss meant. He thought they were keeping something back from him, and 
becausee this made him tense, he withdrew socially. After he isolated himself, 
hiss problems only grew worse. John became convinced that others 
(roommatess and later on his parents) could influence his capacity to think. 
Thoughh he did not doubt this psychotic conviction, he thought on the other 
handd that something was the matter with the way he was thinking. Two 
monthss after the start of his problems he told a friend he could not think 
straightt anymore, but he did not tell about his conviction that roommates and 
hiss parents were causing these problems. His friend advised him to contact a 
studentt counselor. John did not follow this advice because he did not expect a 
studentt counselor to be able to help him. After four months he dropped out of 
collegee and went abroad to flee from the influence of his roommates and 
parents. . 
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Hee had littl e energy and paid no attention to his appearance. Because his 
moneyy ran out, he returned to his parents. His parents advised him to see a 
psychiatrist,, which he refused to do. His parents gave him money and again 
hee went abroad. He became more and more depressed and anxious and often 
thoughtt of suicide. Partly because his friend insisted that he see a 
psychiatrist,, he considered seeking psychiatric help. Eleven months after 
onsett of his psychosis John went to see his family doctor, who referred him 
too a psychiatrist. John wanted his mental functioning assessed but had no use 
forr talks and did not think medication was a suitable treatment. In John's 
opinion,, a different approach of the caregivers would not in his case have led 
too an earlier start of treatment. He considered seeking help only after a 
considerablee period of time, because the problems did not diminish and he 
becamee progressively depressed. 

CaseCase 3 (Full awareness of mental disorder at onset) 
Whenn Susan was 22 years old she heard voices for the first time. She realized 
thesee were the symptoms of a psychosis. It was very frightening and she 
suspectedd it was because she used cannabis. She was ashamed of it and 
fearedd that others would think she was "crazy." 
Becausee the voices became louder and were present even when she had not 
usedd cannabis, she became worried. Susan was unable to continue her 
educationn because she was distracted by the voices talking about her. She 
avoidedd contact with fellow students, neglected her appearance and spent a 
lott of time lying on her bed. She did not have the energy to seek help and 
althoughh she felt anxious and tense, she cared less about things going wrong. 
Becausee her mother was always very worried and she suspected that her 
parentss would become angry if she told them she had been using cannabis, it 
tookk another month before she told her mother she had been hearing voices 
forr some time and that this was the reason she was failing in her studies. 
Herr mother accompanied her to the family doctor, who advised her to stop 
usingg cannabis. 
Shee stopped using cannabis, but the voices intensified. After two months she 
wass referred to a psychiatrist. Psychotherapy, two years ago, for 
depressivenesss and eating problems had proved helpful for her, and this led 
herr to expect improvement from psychiatric help. 
Shee was afraid to use medication, because she feared becoming drowsy and 
shee already had littl e energy. The duration of the untreated psychosis was 
fivee months. Susan thinks that help might have come about earlier if the 
familyy doctor had persisted more in his questions. 

DurationDuration of untreated psychosis. 
Thee DUP measured in months according to patients at the moment of 
stabilizationn correlated rather poorly with that of the patient and that of the 
parentss at admission: 0.24 and 0.42 (Pearson's correlation) respectively; the 
DUPP according to patients and the DUP according to parents at admission 
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correlatedd well (0.83). 
Thee monthly DUP measure was considered unreliable. We therefore divided 
thee DUP into two categories: less than six months, and six months and 
longer.. For 10 of the 56 patients there was still no correspondence between 
thee three values of the DUP which would allow for scoring in the short or 
longg DUP group. In order to solve this problem two researchers (LH and BP) 
examinedd the admission reports and medical correspondence and used direct 
andd indirect indications to categorize the DUP of these patients into the short 
orr long DUP group. During this procedure the two researchers were blind for 
thee other answers given by the patients. 
Afterr this procedure 48% of the patients were categorized in the short DUP 
groupp and 52% in the long DUP group (see table 5a. and 5b, page 33 and 
pagee 34). 
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Tablee 5a. Duration of untreated psychosis according to different sources 
(inn months) for  patients who were categorized in the group DUP shorter 
thenn 6 months 

DUP P 
according g 

too patients at 
stabilizationn of 

psychosis s 

* * 
* * 
* * 
0 0 
0 0 
0 0 
0 0 

4 4 
4 4 
5 5 
5 5 
7 7 
7 7 
9 9 

14 4 

DUP P 
according g 

to o 
patientss at 
admission n 

* * 
3 3 
4 4 
* * 
1 1 
4 4 
5 5 
* * 
* * 

2 2 
2 2 
5 5 
7 7 
8 8 
2 2 
3 3 
5 5 
5 5 
1 1 
1 1 
1 1 
5 5 

DUP P 
according g 

to o 
parentss at 
admission n 

3 3 
3 3 
4 4 
* * 
* * 
5 5 
5 5 
1 1 
1 1 
* * 
* * 
1 1 
1 1 
1 1 
* * 
3 3 
5 5 
* * 
* * 
4 4 
1 1 
1 1 
4 4 
* * 
1 1 
1 1 
6 6 

missingg value 
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Tablee 5b. Duration of untreated psychosis according to different sources 
(inn months) for  patients who were categorized in the group with DUP 6 
monthss or  longer 

DUP P 
accordingg to 
too patients at 

stabilizationn of 
psychosis s 

0 0 
0 0 
1 1 
1 1 
2 2 
2 2 
3 3 
6 6 
6 6 
7 7 
9 9 
9 9 
9 9 
9 9 

10 0 
10 0 
11 1 
* * 

13 3 
17 7 
18 8 
18 8 
22 2 
36 6 
42 2 
50 0 
55 5 
79 9 
84 4 

DUP P 
according g 

to o 
patients s at t 
admission n 

1 1 
42 2 
4 4 

36 6 
6 6 

10 0 
4 4 

10 0 
36 6 
14 4 
12 2 
* * 
8 8 

16 6 
8 8 
9 9 
6 6 
1 1 

28 8 
* * 
* * 

29 9 
21 1 

* * 
12 2 
* * 

17 7 
* * 
* * 

DUP P 
according g 

to o 
parents s at t 
admission n 

24 4 
* * 

12 2 
* * 

12 2 
8 8 
7 7 
9 9 

48 8 
14 4 
18 8 
6 6 
8 8 

12 2 
* * 
9 9 

10 0 
24 4 
24 4 

* * 
* * 

29 9 
* * 
* * 

23 3 
* * 

19 9 
* * 
* * 

**  missing value 



RelationshipRelationship between attitudes of patients and the duration of untreated 
psychosis psychosis 
Patientss with some awareness of mental disorder more often had a DUP 
shorterr than six months (Pearson's chi square 6.1, df 1, p = 0.013). 
Wee also investigated the relation between awareness of mental disorder at 
onsett and concealing psychotic symptoms from others, compulsory 
admittance,, believing psychiatric treatment was necessary before it was 
started,, and compliance with medication. No significant relationship was 
foundd (see table 6). Awareness of mental disorder at onset of psychosis was 
alsoo not related to sociodemographic characteristics or use of drugs. 

TableTable 6. Number  of patients with no, some or  full awareness of mental 
disorderr  at onset, who had a DUP of 6 months or  longer, concealed 
psychoticc symptoms from others, were compulsorily admitted, believed 
psychiatricc treatment was necessary before the start of it, and were 
compliantt  with medication (%) 

Awarenesss of mental disorder at 
onset: : 

no(n=24)) some(n=27) full (n=5) 

DUPP 6 months or longer 17(70.8) 9(33.3)*  3(60.0) 
Concealedd psychotic symptoms from others: 8(33.3) 9(33.3) 2(40.0) 

Shamee 2(8.3) 3(11.1) 1(20.0) 
Thoughtt he/she had to solve problems 

himself/herselff  1(4.2) 3(11.1) 0 
Wass under psychotic delusion that talking 

aboutt it was forbidden 3(12.4) 0 0 
Didd not want to talk about problems 1(4.2) 1(3.7) 1(20.0) 

Didd not expect others would understand 
anywayy 0 2(7.4) 0 

Wass afraid of the consequences of talking 
aboutt it 1 (4.2) 0 0 

Compulsoryy admission 2(8.3) 6(22.2) 1(20.0) 
Believedd psychiatric treatment was 

necessaryy before the start of it 10(41.6) 10(37.0) 2(40.0) 
Compliantt with medication 19(79.2) 20(74.0) 4(80.0) 

*p=0.013 3 

Beforee the start of psychiatric treatment, 22 patients (39%) came to the 
conclusionn that they needed psychiatric help. These patients first recognized 
thatt they needed psychiatric treatment on average 9 months after onset of 
psychoticc symptoms; consequently these patients significantly (p = .002, chi 
square)) more often had a DUP equal to or longer than six months. 
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Thee patients with no awareness of mental disorder at onset had a lower mean 
PANSSS total score at admission (75.7) than the group with some or total 
awarenesss of mental disorder at onset (86.3) (p<.05). Difference in the mean 
severityy of general psychopathology as measured with the PANSS between 
patientss with no awareness of mental disorder at onset (37.9) and patients 
withh some or full awareness of mental disorder at onset (43.1, p<.06) 
accountedd for this relationship. There was a trend between compulsory 
admissionn and a DUP shorter than six months (see table 7.). 

Tablee 7. Number  of patients voluntaril y admitted and of patients 
compulsorilyy admitted who had a DUP of 6 months or  longer, believed 
psychiatricc treatment was necessary before the start of it, and were 
compliantt  with medication (%) 

Voluntaryy Compulsory 
admittedd admitted 
(n=47)) (n=9) p 

DUPP 6 months or longer 27(57.4) 2(22.2) 0.053 
Believedd psychiatric treatment was necessary 

beforee the start of it 21(44.7) 1(11.1) 0.059 
Compliantt with medication 37 (78.7) 6 (66.6) 

DUPP was not related to the involvement of others in the start of a first 
treatmentt or opinions beforehand on treatment. DUP was not related to 
sociodemographicc characteristics or use of drugs. DUP was not related to 
severityy of positive or negative symptoms at admission as measured with the 
PANSS. . 

Thee correlation between awareness of mental disorder at onset and DUP was 
.33,, p=.006. The correlation between compulsory admission and DUP was 
.25,, p=.03. The proportion of the likelihood of a shorter DUP is for 10.9% 
determinedd by awareness of mental disorder at onset and for 6.7% by 
compulsoryy admission. 

1.1.4.. Discussion 

Manyy patients realize that something is wrong when the psychosis starts, but 
theyy often underestimate the seriousness of the symptoms and are deterred by 
thee widespread negative stereotypes of psychiatric diagnosis and psychiatric 
care.. This ambivalence is in keeping with the conceptualization of insight as 
aa multidimensional construct influenced by social and cultural factors. Lack 
off  insight has been associated with severe psychopathology and delay in 
treatmentt (Amador et al 1991, Loebel et al 1992). We found an indication 
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thatt severity of general psychopathology as measured with the PANSS is 
positivelyy related to greater awareness of mental disorder at onset. This 
suggestss that severity of non-psychotic symptoms plays a part in patients' 
recognitionn of illness. 
Otherss (especially parents) are frequently needed for actually bringing about 
treatment,, according to the patients. This finding is in accordance with what 
Johnstonee et al. (1986) and Helgason (1990) found, and emphasizes that 
familyy members are critical in initiating treatment. 
Thee finding that half the patients were willin g to accept medication eight 
monthss after the onset of psychotic symptoms is remarkable considering the 
greatt resistance in the general population to treatment with psychofarmaca 
(Angermeyerr et al., 1996). The willingness to use medication may be related 
too the seriousness of the symptoms. Other possible explanations for the 
reportedd willingness may be the tendency to give a socially desirable answer 
orr that it is related to later positive experiences with the use of antipsychotics. 
Mostt of the patients who gave suggestions about an earlier start of treatment 
thoughtt that the cause of the treatment delay was within him/herself. This 
findingg could be viewed as a warning against including the possible 
prognosticc influence of DUP in patient education, since it may induce guilt 
feelingss in patients. 
Inn this study half of the patients had a DUP equal to or longer than 6 months. 
Thiss is in line with the results of other studies (Johnstone et al. 1986 Loebel 
ett al. 1992, Helgason 1990, McGorry and Singh, 1995, Haas and Sweeney 
1992)) and is in contrast with an earlier study by our group (Linszen et al. 
1998).. Because of the retrospective nature of the assessment of DUP, this 
assessmentt should be viewed as a rough estimate. The poor correlation 
betweenn the DUP measured at different points in time raises the question of 
thee validity of a detailed assessment of the DUP. 
Havingg some awareness of mental disorder at the onset of symptoms was 
relatedd to shorter DUP, but full awareness was not. Patients who realized at 
onsett of the psychotic disorder that they suffered from a mental disorder 
oftenn did not find psychiatric help necessary. Also, patients became willin g to 
usee antipsychotics only a considerable time after becoming aware of having a 
mentall  disorder. Awareness of mental disorder does not necessarily coincide 
withh awareness of needing psychiatric help. We suppose that if patients are to 
somee extent aware of having a mental disorder, it is easier for others to 
initiateinitiate treatment. Waiting with implementation of treatment until patients are 
themselvess aware of the need of treatment lengthens DUP. Patients with a 
DUPP longer than one year only became aware of the necessity of psychiatric 
treatmentt months after it started. From a consumer perspective, delay seems 
too be a process characterized by ambivalence, contradictions and resistance 
(Lincolnn and McGorry, 1999). 
Wee found a trend between involuntary admission and a shorter DUP. This 
findingg does not coincide with the finding of Johnstone et al. (1986) and 
HumphreysHumphreys et al. (1992) that a longer DUP is related to more compulsory 
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admissions.. A possible factor here is the high density of health care facilities 
inn the Netherlands which allows for a relatively fast response to a potentially 
dangerouss psychotic state. The finding of a relation between some awareness 
off  having a mental disorder at onset and short DUP seems at odds with the 
trendd between involuntary admission and short DUP. An explanation for 
thesee findings may be that there are two different factors influencing DUP in 
differentt subgroups of patients. On the one hand some awareness of mental 
disorderr at onset of psychosis is related to short DUP in a voluntarily 
admittedd group. On the other hand compulsory admission may shorten DUP 
inn a sub-group with dangerous behavior. 
Clearlyy there is an area of tension between patients who tend to avoid 
treatmentt and clinicians who try to start treatment as soon as possible. If 
caregiverss take a wait-and-see approach, treatment delay is likely. Too direct 
ann approach, however, can endanger the possibility of achieving a therapeutic 
relationshipp and thus increase the risk of treatment delay - unless there are 
groundss for compulsory treatment. Compulsory admission, however, is 
experiencedd by patients as a major violation of their autonomy. 
Surprisingly,, others contributing to the start of the first treatment is not 
relatedd to the DUP. This probably has to do with the fact that for almost all 
patientss (91%) others contributed to the start of the first treatment. The 
cruciall  factor is possibly the lapse of time before psychotic symptoms of the 
patientt become clear to others. 
Contraryy to Verdoux et al. (1998) no relation was found between level of 
educationn of the patient or psychiatric family history and the DUP. Also, 
theree was no relation between the DUP and age, gender or drug abuse. This 
lackk of relation might be explained by the small variation in age, gender and 
drugg abuse in this population. 
Thee attitudes of patients towards the first psychotic symptoms and psychiatric 
treatmentt are very diverse. The cases presented here illustrate that these 
attitudess are related to treatment delay and the patients' expectations regarding 
treatment.. The degree to which the treatment corresponds with the expectations 
off  the patient is related to the working alliance and probably to the effectiveness 
off  the treatment (Vervaeke and Vertommen, 1993). This means that 
considerationn of patients' views is necessary for establishing a therapeutic 
relationship. . 
Thiss study has several limitations. First, our study concerns recently 
admitted,, young and for the most part male patients, the majority of whom 
havee used drugs at some point in time. Gender and age are of influence on 
helpp seeking behavior (Boldero and Fallon, 1995) and gender is related to a 
longerr DUP (Larsen et al, 1996) and to age at first admission (Hafner et al, 
1989).. It is also known that drug use can influence the views of patients on 
thee nature of their disorder. However, there are several factors that make the 
influencee of drug use on patients' views of their first psychotic symptoms 
lesss important in our study. Most of the patients had used drugs a 
considerablee time before the onset of the psychotic symptoms. There was no 
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increasee in the use of drugs immediately prior to the onset of the first 
psychoticc symptoms, and only 9% of the patients thought that the psychotic 
symptomss were solely caused by drug use. Yet the above-mentioned 
characteristicss of our study population limit generalization of our findings to 
alll  patients with a first psychotic episode. It is necessary to study the attitudes 
off  women, older patients, non-admitted patients and patients who have never 
receivedd psychiatric treatment. 
Second,, our study focused only on attitudes of patients towards the start of 
psychiatricc treatment and the first psychosis. Factors relating to family delay 
orr doctors delay are not discussed in this article. A description of the 
complexityy of the pathway to care (Goldberg and Huxley, 1980) is also 
beyondd the scope of this study. Further research into the interaction of 
attitudess and behavior of patients, family members and caregivers is 
necessary.. This interaction determines the manner and time-frame in which 
treatmentt of a first psychotic episode comes about. The start of a psychiatric 
treatmentt is often the result of the interventions of different professionals. 
Thiss also appears from the fact that awareness of mental disorder at onset and 
involuntaryy admission explain only for a small part the variance in the DUP. 
Consequentlyy other factors not investigated in this study must play an 
importantt role. 
Third,, we did not investigate the attitudes of patients towards the pre-
psychoticc phase. Attitudes of patients towards the pre-psychotic phase were 
recentlyy described by Moller and Husby (2000). 
Fourth,, the retrospective design introduces the risk that the answers of the 
patientss were influenced by memory disorders, later experiences or current 
psychiatricc condition. Patients were, however, interviewed in a stable phase 
too reduce the latter bias as much as possible. Measuring insight or awareness 
retrospectivelyy is particularly problematic. Therefore we chose to measure 
thosee aspects of insight or awareness which could be laid before the patient in 
aa few, simple questions. Prospective research would not have many of the 
above-mentionedd disadvantages, but there is none available, nor is there 
likelyy to be in the future. 
Inn summary: although a majority of the patients has at least some awareness 
off  having a mental disorder at onset of the psychotic symptoms, this 
awarenesss often does not involve the awareness of needing psychiatric help. 
Becausee of the resistance of many patients to help, family members are 
almostt always needed for initiating treatment. Waiting with implementation 
off  treatment until patients are themselves aware of the need of treatment 
mightt enlarge DUP. 
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