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Chapterr 1.2. 

Preferencess for treatment during a 
firstt psychotic episode 
EuropeanEuropean Psychiatry, 2001, 16: 83-89 

Lieuwee de Haan, Bas van Raaij, Ronald van den Berg, 
Moniquee Jager, Peter Houweling, Milou Stockmann, Peter Delsing, 
Donn Linszen, Bart Peters, Luuk Wouters 
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Summary y 

Objective:: Psychiatric services providing care for patients and their families 
confrontedd with a first psychotic episode, need to be sensitive towards 
patients'' and families' preferences. 
Method:: Ten patients ten family members and ten professional caregivers 
composedd a list of 42 preferences in the treatment for a first psychotic 
episode.. In total 99 patients, 100 family members and 263 professional 
caregiverss evaluated these preferences, thus producing an order of priorities. 
Results:: There appears to be considerable agreement among the groups of 
respondentss regarding their top ten priorities, especially concerning 
informationn on diagnosis and medication. However, we found important 
differencess between groups of respondents. 
Conclusion:: The results suggest that in psychiatric services great attention 
shouldd be given to psycho-education and early outpatient intervention. 
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1.2.1.. Introduction 

Psychiatricc services providing care for patients and their families confronted 
withh a first psychotic episode need to be sensitive towards patients' and 
families'' wishes. 
Researchh in this area first focused on satisfaction with care for patients with 
long-standingg illness. Several authors report that these patients were satisfied 
withh the care provided (1). However, only aspects of care selected by 
professionall  caregivers were evaluated. Elbeck and Facteau (2) questioned 
thee validity of such studies, and initiated research using items generated by 
patients,, and evaluated by another group of patients on importance. Freedom 
off  movement and supportive care were found to be the most important (3). In 
comparablee studies a relation between satisfaction and diagnosis was found 
(4,5,6).. Patients with schizophrenia were less satisfied. The lowest 
satisfactionn was found with the provision of information (7). 
Onlyy one study focused on satisfaction in 93 patients and their family 
memberss after treatment for a first psychotic episode (8). In total 76% of the 
patientss and 74% of the family members were satisfied with the respect, and 
kindnesss of nurses and physicians. Nevertheless, patients and family 
memberss were very dissatisfied with information provided concerning the 
illnesss (12 % and 4% respectively were satisfied). With regard to duration of 
encounterss with nurses and physicians, only about 25% of the patients and 
thee family members were satisfied. 

Thee importance for mental health services to not only assess satisfaction but 
alsoo accurately assess the needs of individual patients has been stressed (9). 
Theree has not been a strong tradition within psychiatry of patient 
involvementt in assessing need (10). In some instruments, developed to assess 
needs,, views of patients, carers and clinicians are integrated (for instance the 
Cardinall  Needs Schedule, (11)). However integrating views of patients, 
carerss and professionals may lose valuable information. The Camberwell 
Assessmentt of Need has been developed in consultation with clinicians and 
servicee users (12). Ratings of clinicians and patients can be explicitly 
compared.. With this instrument domains of needs can be assessed though 
differencess in priorities of needs cannot be assessed. 
Researchh has so far mainly focussed on the needs of chronic patients (13). 
Thee Camberwell Assessment of Need focuses also on the needs of patients 
withh established severe psychiatric disorders. We found no instrument 
specificallyy focussing on the needs and priorities for care of patients, family 
memberss and professionals in case of a first psychotic episode. 
Fromm the literature presented here one can tentatively conclude that clients of 
treatmentt for psychosis might have different priorities than professional 
caregivers;; that patients with chronic schizophrenia are less satisfied with the 
helpp offered than patients with other psychiatric problems; and that patients 
andd their families confronted with a first psychotic episode are dissatisfied 
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withh information provided. Research focused on patients', families' and 
professionall  caregivers' preferences for treatment concerning the first 
psychoticc episode is lacking. 
Differencess in priorities between the aforementioned groups can be important 
inn the development of services. Therefore, we conducted an exploratory study 
too examine what kind of help patients find important when confronted with a 
firstt psychosis, and what differences there are between the priorities of 
patients,, family members and professional caregivers. 

1.2.2.. Methods 

Instrument Instrument 
Ass a first step, a panel of patients, family members and professionals were 
usedd to generate a list of preferences in the care for a first psychotic episode. 
Thee panel included ten patients (six males, mean age 22 years), ten family 
memberss (four males, mean age 51 years), and ten professional caregivers 
(fivee males, mean age 36 years). Patients and family members had been 
recentlyy (not more than a year ago) confronted with a first psychotic episode. 
Patientss in the panel were in a stable phase. The professionals were as 
follows:: three psychiatrists, one social worker, and six case-managers. Three 
professionalss worked in residential setting, seven worked in outpatient 
settings,, and all were specialized in treating patients with recent-onset 
psychoticc disorders. We asked these patients, family members and 
professionall  caregivers to compose a list of preferences they found important 
thatt covered all dimensions of the treatment for a first psychotic episode. We 
stressedd that only services concerning the first psychotic episode were at 
issue.. The first psychotic episode was defined as the first period lasting more 
thann one week in which psychotic symptoms were present most of the time. 
Psychoticc symptoms were defined as 1) delusions: strange individual 
convictionss which are not concordant with reality, for example thought 
readingg or paranoid delusions; 2) hallucinations: sensory experiences 
(hearing,, sight, smell etc.) without real noise, picture or odour; 3) 
disorganization:: the verbal expressions of patients are strange or incompre-
hensible,, and the behaviour is strange or chaotic. 
Inn the second step the panel were asked to reach consensus about statements 
thatt were very similar in content, and two authors (LH and BR) reformulated 
fivefive statements to ensure that the categories were well defined and mutually 
exclusive.. The list that remained comprised 42 preferences. This instrument 
wass pretested in a group of six patients, six family members and four 
professionall  caregivers. A few linguistic adjustments were made to ensure 
clarity. . 
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ProcedureProcedure and respondents 
Respondentss were asked to give a priority ranking of the list with 42 
preferences.. They were asked to value each statement with a mark. The 
higherr the mark, the more important the respondent thought the statement 
was.. Respondents could value ten statements with the mark 5, eight 
statementss with the mark 4, eight statements with the mark 3, eight 
statementss with the mark 2 and eight statements with the lowest mark of 1. 
Admittedd patients completed the list in the presence of a professional 
caregiverr who clarified the instructions, and statements if necessary. 
Characteristicss of respondents are shown in table 1. 

Tablee 1. Characteristics of respondents 

n n 

Agee (SD) years 

Genderr (%) male 

Diagnosiss DSM-IV (n) 
Schizophrenia a 

Schizoaffectivee d. 

Schizophreniformm d. 

Professionn (n) 
Psychiatricc nurse 

Psyy chiatri st/res ident 

Occupational l 
therapist t 

Sociall  worker 

Patients Patients 

First-onset t 
patients s 

45 5 

20.22 (2.5) 

75% % 

34 4 

4 4 

7 7 

Consumer r 
Groups s 

54 4 

32.7(3.9) ) 

63% % 

Family y 

100 0 

53.11 (4.3) 

26% % 

Professionals s 

263 3 

34.22 (7.3) 

38% % 

139 9 

57 7 

34 4 

33 3 

Patientss with a first psychotic episode were consecutively admitted to two 
caree facilities specialized in treating patients with a first psychotic episode. 
Twoo patients were excluded because they appeared not to understand the 
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instructions.. The diagnosis according to DSM-IV was made with use of all 
possiblee information: medical records and interviews with patients and 
parents.. All patients were unmarried. 
Memberss of patient consumer groups who had experienced a psychotic 
episodee were included in this study. Most of them had experienced more than 
onee psychotic episode. 
Familyy members and professional caregivers who attended a symposium on 
schizophreniaa were asked about their preferences for treatment. 

Statistics Statistics 
Thee Kruskal-Wallis test was used to test for differences in rank order 
betweenn groups. Since we made multiple comparisons we used a significance 
levell  of p< .001. Data analyses were carried out with the Statistical Package 
Sociall  Sciences, version 7.5 (14). 

1.2.3.. Results 

AgreementAgreement among patients, family members and professionals 
Patients,, family members and professionals agree on the importance of the 
followingg statements (in order of importance): information on diagnosis, 
advicee on how to cope with psychosis, information on medication, low-
thresholdd admission, listening and being clear by professionals, medication 
prescribedd sufficiently long, information on the help offered, taking reported 
signalss seriously, help with discerning possibilities and limitations of 
patients,, calm and patient attitude of professionals. 
Sevenn top ten priorities of professionals occur in the top ten priorities of 
patients;; eight top ten priorities of professionals are in the top ten priorities of 
familyy members. 

DifferencesDifferences between groups of respondents 
Thee following statements are ranked higher by patients than by professionals: 
creatingaa quiet, safe environment, short waiting period before admission, 
earlyy help in own environment by a psychiatrist, individual encounters with 
professionalss and early help in own environment by a general practitioner. 
Thesee are among the top ten priorities of patients and are given a below 
averagee priority by professionals. Professional caregivers find a guarantee of 
privacyy and preference for a low-dose medication less important than 
patients. . 

Familyy members rated the following statements as more important than 
professionals:: short waiting period before admission, early help in own 
environmentt by a psychiatrist or general practitioner, compulsory medication 
andd admission when necessary, advice on coping with aggression. 
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Patientss attach more value to the following statements than family members: 
individuall  encounters with professionals, guarantee of privacy, creating a 
quiett safe environment, preference for low-dose medication and taking 
seriouslyy alternative explanations for the cause of psychosis. 
Onn the other hand, family members find the following statements more 
importantt than patients: early help in own environment by an ambulant team, 
takingg the expertise of family and patient seriously, compulsory medication 
andd admission when necessary, advice on coping with aggression, support for 
patientt and family and continuity of caregiver. 
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Tablee 2. Rank order, significant differences (p<.001) concerning 42 
preferencess per group respondents. 

Patientt Family Profes. . 

Creatingg a quiet, safe environment 

Qualityy information (diagnosis) 

Shortt waiting period before admission 

Advicee on coping with psychosis 

Qualityy information (medication) 

EarlyEarly help in own environment (by psychiatrist) 

Individuall  encounters with professional 

Low-threshold,, quiet admission 

Earlyy help in own environment (by general pract.) 

Supportivee counseling patient and family 

Helpp with regaining day-night rhythm 

Continuityy of caregiver 

Guaranteee of privacy 

Listeningg and being clear (by professional careg.) 

EarlyEarly help in own environment (by ambulant team) 

Medicationn prescribed sufficiently long 

Qualityy information (help offer) 

Takingg reported signals seriously 

Preferencee low-dose medication 

Takingg own explanations for psychosis seriously 

Informingg others early to restore confidence in patient 

11 *FC 

2 2 

3*C C 

4 4 

5 5 

6*C C 

7*FC C 

8 8 

9*C C 

10 0 

11 1 

12 2 

13*FC C 

14 4 

15 5 

16 6 

17 7 

18 8 

19*FC C 

200 *F 

21 1 

8 8 

2 2 

5*C C 

6 6 

7 7 

111 *C 

22 2 

13 3 

144 *C 

11 *P 

19 9 

3*P P 

27 7 

18 8 

4*P P 

16 6 

17 7 

15 5 

29 9 

31 1 

26 6 

5 5 

3 3 

9 9 

4 4 

6 6 

23 3 

22 2 

8 8 

26 6 

2*P P 

100 *F 

7*P P 

200 *F 

15 5 

11 *P 

16 6 

12 2 

17 7 

35 5 

27 7 

133 *PF 

rr = Rank order of preferences by groups 
Boldd numbers are top 10 priorities of groups 
Profes.== professional caregiver 
**  — significantly higher valuation as opposed to other group of respondents 
(PP = patients, F = family, C = professional caregiver), p < .001 
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Tablee 2. continued 

Patientt Family Profes. 
M_III M_II n„i t 

rr r r 

Takingg the expertise of family and patient seriously 

Helpp with discerning possibilities and limitations 

Directt attention to maintaining education and work 

Practicall  help with resocialization 

Calmm and patient attitude of professional 

Mutuall  support through contact with other patients 

Compulsoryy medication when necessary 

Advicee on coping with withdrawal behavior 

Possibilityy of compulsory admission 

Goodd physical examination 

Specificc attention to mourning 

Informationn for and by other patients 

Promotionn of consumers' interests 

Advicee on coping with aggression 

Practicall  help with housing 

Attentionn to physical exercise 

Service-mindedd attitude of professional 

Sufficientt home visits after being discharged 

Practicall  help with finances 

Practicall  help with housekeeping 

Informationn on healthy food 

rr = Rank order of preferences by groups 
Boldd numbers are top 10 priorities of groups 
Profes.== professional caregiver 
*== significantly higher valuation as opposed to other group of respondents 
(PP = patients, F = family, C = professional caregiver), p < .001 

51 1 

22 2 

23 3 

244 *F 

25 5 

26 6 

277 *C 

28 8 

29 9 

30 0 

31 1 

32 2 

33 3 

344 *C 

35 5 

36 6 

37*FC C 

38 8 

39 9 

40 0 

41 1 

42 2 

12*P P 

21 1 

35 5 

28 8 

23 3 

32 2 

9*PC C 

255 *C 

10*PC C 

33 3 

34 4 

38 8 

377 *C 

20*PC C 

36 6 

41 1 

300 *P 

244 *P 

39 9 

40 0 

42 2 

111 *P 

21 1 

288 *F 

25 5 

19 9 

36 6 

144 *P 

30 0 

188 *P 

34 4 

29 9 

39 9 

40 0 

31 1 

32 2 

41 1 

244 *P 

33 3 

38 8 

36 6 
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DifferencesDifferences between subgroups. 
Firstt episode patients (n=45) attach more value to "practical help with 
resocialisation""  than patients who experienced more than one psychotic 
episodee (n=54). There were no other significant differences in priorities for 
caree between first episode patients and multiple episode patients. 
Wee also found no significant differences in priorities for care between nurses, 
sociall  workers, psychiatrists and occupational therapists. 

1.2.4.. Discussion 

Wee found a high level of agreement on preferences for treatment during a 
firstt psychotic episode between patients, family members and professionals. 
Al ll  groups of respondents attach great value to information on diagnosis and 
medication.. The rating of all groups of respondents of the statement 'advice 
onn coping with psychotic symptoms' corresponds with the mutual priority 
concerningg the provision of information. From the severe dissatisfaction of 
patientss and family members with the provision of information (7, 13), it 
appearss that it is uncertain whether this important need is being adequately 
fulfilled.. A number of psycho-educational programs recently became 
available.. The question is, however, whether these programs contain the 
informationn which patients, family members and caregivers find so 
important.. Considering the great value patients give to individual encounters, 
theyy probably particularly appreciate information that is focused on their own 
individuall  problems. Poor or inaccurate information can have a negative 
impactt on the confidence patients and family members have in the future. 
Besidee the agreement that was found, patients, family members and 
caregiverss distinctly emphasize different priorities. These differences might 
bee important for suggestions for improvement of the help provided. Patients 
andd family members attach great value to early help in their own environment 
byy a psychiatrist or a general practitioner. Patients in particular emphasize the 
importancee of a 'quiet safe environment', 'short waiting period before 
admission'' (just like family members) and 'privacy'. The access to first-line 
andd clinical services might be a partly unrecognized priority of patients and 
theirr families. Professional caregivers value low-dose medication less than 
patients.. Research in the field of effectiveness, side effects and compliance 
(15)) supports the emphasis patients put here. 
Sladee et al. (16) also found moderate or substantial agreement on the 
presencee of need for most domains assessed with the Camberwell 
Assessmentt of Need in chronic patients and their carers. However, they 
foundd only slight agreement on presence of need in the domains "welfare 
benefits",, "sexual expression", "safety to others" and information". The most 
importantt disagreement was found concerning information: 40% of the 
patientss identified the presence of the need for information and only 10% of 
thee staff identified this need, resulting in a kappa coefficient of 0.04. Thus, in 
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aa group of patients with longstanding illness the need for information is still 
extensivee and goes largely unrecognised by staff. In a study comparing the 
assessmentt of needs by patients with schizophrenia versus the assessment of 
thosee needs by rehabilitation practitioners differences were found especially 
inn the areas of work, studies and independent living (17). The focus of this 
studyy was merely on rehabilitation than on help in case of a psychotic 
episode.. Wiersma et al. (18) evaluated the stability and change in needs of 
patientss with schizophrenic disorders 17 years from first onset of psychosis. 
Basedd on professional assessment there was an unfavourable trend in the 
coursee of 17 years: 28% suffered from new unmet needs, while only 12% had 
improvedd their status to no needs. At follow-up the problems patients 
reportedd most commonly were in the areas of day-time activities, social 
relationshipss and again information on their condition and treatment, for all 
whichh they needed more help than they received. The need for information 
onn the disorder and the treatment is present from the onset of psychosis and 
stayss urgent in the long term if sufficient information is not given. 
Sincee in our study first-episode patients and patients who experienced more 
thann one psychotic episode only differed in their priority for "practical help 
withh resocialisation" it seems that retrospective assessment of preferences for 
caree during a first psychotic episode is not much influenced by the duration 
off  the illness. 
Inn our study family members stress the necessity of compulsory treatment 
andd admission. These priorities and the need for 'advice on coping with 
aggression'' might be related to experiences with the adverse course of the 
illnesss of their family member (19). From our study it emerges that the views 
onn compulsory treatment are far apart and that consultation between interest 
groupss and professional caregivers is necessary. 
Needss of family caregivers in chronic schizophrenia are comparable with the 
prioritiess for help we identified for family caregivers confronted with a first 
psychoticc episode. Winefield and Harvey (20) found that family caregivers of 
patientss with longstanding schizophrenia needed earlier professional 
interventionn in episodes of illness and information about schizophrenia, 
besidess information how to lobby politicians for resources. The need for 
informationn and the need for early intervention in episodes of illness does not 
seemm to diminish in the course of the disorder. 

Inn interpreting the results of our study it is essential to consider the following 
limitations.. Our research has been confined to determining priorities in the 
needd for help during a first psychosis. Preferences pertaining to other phases 
off  psychotic disorders may be different. 
Thee fact that respondents valued certain items higher than others does not 
meann that they find the items with a lower priority unimportant. From the 
resultss of this study it is possible to get an impression of what respondents 
emphasize,, but one cannot conclude from it which helps are not found 
necessary. . 
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Respondentss retrospectively identified preferences associated with their first 
psychoticc episode. These views may be biased by later, more recent 
experiences.. Another limitation pertains to the selection of the respondents. 
Respondentss belong to active groups (members of patient consumer 
organizations,, members of a family consumer associations and professional 
caregiverss who visited a symposium on schizophrenia). Members of family 
associationss have on average been confronted with a more serious course of 
thee psychotic disorder (19). However, respondents who were admitted can be 
seenn as representative for young patients with some awareness of illness. 

Inn further research it would be desirable to focus attention on the following 
groups:: patients who refuse help or who are so dissatisfied with their 
experiencess of earlier help that they do not wish to have further contact with 
professionall  caregivers, and family members who are not organized. 
Differencess that have been found between groups of respondents are of great 
importancee given the tendency to agreement of studied groups of 
respondents. . 

Thee main findings of this study are that all groups of respondents give 
priorityy to information on the illness and that patients and family members 
givee priority to early help in their own environment by a psychiatrist or 
generall  practitioner. Considering the recently found dissatisfaction of first-
episodee psychosis patients and their family members with the provision of 
informationn and the continuity of this need in the long-term, it would be 
desirablee to reach agreement on the criteria that this information should fulfil . 
Thiss will enable us to adapt services more to the needs of the patients and 
theirr families. 
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