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Background

Mental health policies emphasise that caregivers’ views of
involuntary psychiatric treatment should be taken into
account. However, there is little evidence on how caregivers
view such treatment.

Aims

To explore caregivers’ satisfaction with the involuntary
hospital treatment of patients and what factors are
associated with caregivers’ appraisals of treatment.

Method

A multicentre prospective study was carried out in eight
European countries. Involuntarily admitted patients and their
caregivers rated their appraisal of treatment using the Client
Assessment of Treatment Scale 1 month after admission.
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Results

A total of 336 patients and their caregivers participated.
Caregivers' appraisals of treatment were positive (mean
of 85 on a scale from 0 to 10) and moderately correlated
with patients’ views. More positive caregivers' views were
associated with greater patients’ symptom improvement.

conclusions

Caregivers’ appraisals of involuntary in-patient treatment
are rather favourable. Their correlation with patients’
symptom improvement may underline their relevance in
clinical practice.
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Recent mental health policies emphasise the need for psychiatric
services to involve family caregivers in treatment planning, to help
them cope with practical and psychological difficulties related to
their role as caregivers and also to consider their views in the
evaluation of treatment."” Involving caregivers is particularly
relevant in the challenging context of involuntary hospital
treatment, which can lead to high levels of distress among all
parties involved including caregivers, and requires good
collaboration between clinicians and caregivers to optimise
treatment and further care planning.”> Only a small number of
studies have been conducted on caregivers’ views of involuntary
hospital treatment.>* All of them used qualitative methods with
rather small samples. In these studies caregivers expressed high
levels of dissatisfaction and complained they received too little
information and poor guidance from staff and were insufficiently
involved in treatment decisions, particularly discharge planning.”*
Studies using quantitative methods for assessing relatives views on
in-patient care focused on burden, perceived coercion and need
for support and information rather than on appraisals of the
psychiatric treatment received by the patients.”™

A FEuropean multicentre study was conducted as part of
the European Evaluation of Coercion in Psychiatry and
Harmonization of Best Clinical Practice (EUNOMIA) project.
The general aims of the EUNOMIA project were to explore both
practice and outcomes of involuntary hospital treatment across a
range of European countries. The outcomes were assessed using
both observer-rated standardised instruments and patient-
reported measures.'®'* Previous papers reported that 3 months
after admission 63% of patients felt that the admission had been
right,'" that symptom levels showed on average a significant but
limited improvement,”> and that a reduction of positive
symptoms was associated with less perceived coercion of
patients.'* Given the important role of caregivers in the process
of involuntary treatment, the project did not only assess the views
of patients, but also those of caregivers. The findings are reported
in this paper. Specifically, we studied how satisfied caregivers were
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with the treatment that their ill relatives received in the hospital.
Using quantitative methods to assess caregivers’ appraisal of
treatment, we further explored which sociodemographic
characteristics of the caregivers, types of relationships between
patient and  caregiver, sociodemographic and clinical
characteristics of the patients and clinical treatment outcomes
were associated with more or less positive appraisals. The study
was conducted in eight countries: Bulgaria, Czech Republic,
Germany, Greece, Italy, Poland, Slovakia and Sweden.

Method

Design and participants

At study sites in eight countries legally involuntarily admitted
patients and their main caregivers were recruited. Patients were
recruited and interviewed within the first week of admission. Data
on the characteristics of the hospitals and other mental health
services at each site have been described in detail elsewhere.'*'*

Inclusion and exclusion criteria

Inclusion criteria for patients were: involuntary admission to
psychiatric hospital according to the national legislation; age
between 18 and 65 years; written informed consent obtained
before the clinical assessment; not admitted to a special unit for
only forensic patients or patients with substance dependence;
not admitted to a special treatment programme for eating
disorders; no main clinical diagnosis of dementia; not yet included
in the study; not transferred to one of the participating hospitals
from another hospital; currently living in the catchment area of
the participating hospital(s); sufficient knowledge of the national
language; and living with other people in the same household.
Caregivers were included if, among all the people living with the
patient, they were the one spending most of the time with the
patient, and were also able to provide informed consent.
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Measures and procedures

Sociodemographic characteristics of caregivers and patients and
the type of the relationship between the patient and caregiver were
recorded on a structured questionnaire. Data on previous patient
hospital admissions and the clinical discharge diagnosis according
to the diagnostic criteria of ICD-10"° were recorded anonymously
for all patients admitted to the centres participating in the
EUNOMIA study within the study period; these data were
available in an aggregated form from the hospital statistics.

Patients and caregivers rated their appraisal of treatment using
the Client Assessment of Treatment Scale (CAT), which consists of
seven items addressing different aspects of hospital treatment.'®
The patient version of the scale has been widely used in research.
In patients receiving involuntary hospital treatment, a high
internal consistency (Cronbach’s o=0.90)'° and a factorial
validity with an invariant one-factor model have been reported
across samples in different countries (UK, Spain and Bulgaria).'”
To obtain the views of caregivers, the same seven items were used
with modified wording to capture the view of the caregiver instead
of that of the patient (Table 1). All items are rated on 11-point
scales (i.e. 0 to 10) with higher scores indicating more positive
views. The patient’s psychiatric symptoms were assessed on the
24-item version of the Brief Psychiatric Rating Scale (BPRS)."®

Patients were recruited from between one and five hospitals
per country. Patients who were recruited to the study and lived
with a caregiver were asked for permission for the researcher to
contact the caregiver. If the patient consented, caregivers were
contacted and invited to an interview, which usually took place
at the hospital. Researchers who were independent from the
treatment team approached and interviewed patients and
caregivers. Patients’ symptoms were assessed at baseline and 4
weeks after admission. Patients’ and caregivers’ appraisals of
treatment were also obtained at the interview after 4 weeks. All
researchers on the study were trained in the required assessments
and achieved an interrater reliability of Cohen’s kappa (k) =0.90
on the BPRS.

Statistical analysis

Descriptive statistics were used to analyse sociodemographic and
clinical characteristics of patients, sociodemographic characteristics
of caregivers and the treatment appraisals of caregivers and
patients. The internal consistency of the CAT for caregivers and
the CAT for patients was measured by means of Cronbach’s alpha
test. The correlation between the scores from the CAT for
caregivers and that from patients was evaluated using the
Pearson’s test for bivariate correlations. The scores from caregivers
and patients were compared using the #-test for paired samples.
Univariable linear regression models were computed to assess
the univariable associations of the characteristics of caregivers
and patients with caregivers’ appraisal of treatment. As potentially
relevant characteristics we tested age and gender of caregivers; the
type of relationship between patient and caregiver (i.e. being
patients’ parents, spouses/partners, brothers/sisters, sons/daughters
or other type of relation); patients’ age, gender, previous hospital
admission (no, 0; yes, 1), clinical diagnosis (grouped in three
categories: psychotic disorders, mood disorders and other
disorders), symptom levels at baseline and 4-week follow-up
(BPRS total score) of the patients. Variables that were significantly
associated with caregivers’ appraisal (P<0.05) were then entered
in a multivariable linear regression model. In this analysis, the
symptom levels at follow-up were adjusted for baseline symptoms
so that they reflected clinical improvement during the 4-week
treatment period. Multivariable regression also adjusted for the
influence of country. In a sensitivity analysis, the multivariable
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linear regression model produced was tested in a subgroup of
caregivers of patients with schizophrenia and related disorders
(ICD-10: F20-29). Statistical analyses were performed using the
Statistical Package for Social Sciences (SPSS), version 18.0 for
Windows. The level of statistical significance was set at P<0.05
for all analyses.

Results

Characteristics of patients and caregivers

Table 2 shows the recruitment of patients and caregivers for each
country. Out of 3230 patients eligible for the study, 2171 (67.2%)
were contacted and asked to participate, and 1552 (48.0%) were
recruited to the study in the eight participating countries. Out
of this group of recruited patients, 574 patients (36.9%) lived
with a caregiver who represented the sample of potentially eligible
caregivers in this study. In 399 cases (69.5% of all potentially
eligible caregivers), the caregiver was contacted and consented to
participate. Only 336 of them turned out to be the main caregiver,
who spent more time with the patient than other people in the
same household. Thus, 336 patients and their caregivers were
included, which represents 58.5% of all potentially -eligible
caregivers.

The 336 included patients were predominantly male (56.3%),
with a mean age of 38.9 years (s.d. =11.5); 66% of them had been
previously admitted to psychiatric hospital treatment. The clinical
discharge diagnoses were schizophrenia or related disorder
(n=213, 63.4%), mood disorder (n=47, 14%), substance use
disorder (n=40, 11.9%), disorders of adult personality and
behaviour (n=20, 6%), organic brain disorder (n=7; 2.1%),
anxiety disorder (n=5, 1.5%) and other disorders (n=4, 1.2%).
Six (1.8%) of the patients had been discharged at follow-up.

Caregivers were predominantly female (62%) and had a mean
age of 50.9 years (s.d.=17.6). They were the parents (n=156,
46.4%), spouses (n=102, 30.4%), brothers or sisters (1n=36,
10.7%), sons or daughters (n=24, 7.1%) of the patients; 11
(3.3%) were another type of relation (grandfather/grandmother,
uncle/aunt) and 7 (2.1%) reported to be friends of the patients.

Caregivers’ and patients’ appraisals of treatment

The Cronbach’s alpha for the seven items of the CAT was 0.87 for
caregivers and 0.91 for patients. The correlation between the CAT
for caregivers and patients was r=0.530 (P<0.0001). The mean
score of the caregivers on the CAT was 8.5 (s.d.=1.4) and that
of the patients 7.7 (s.d.=2.1). The difference was statistically
significant (#=4.926, P<0.0001). The mean scores for each item
of the CAT for caregivers and patients are reported in Table 1.
The mean scores for caregivers ranged from 7.8 (‘Do you believe
his/her relations with other staff members are pleasant or
unpleasant for him/her?’) to 8.5 (‘Do you believe your relative is
receiving the right medication for him/her?’). For the subgroup
of caregivers of patients with schizophrenia and related disorders
the scores were similar to those of the total sample, with a CAT
mean score of 8.5 (s.d.=1.6), whereas for patients in this
subgroup appraisals of treatment were less positive than those of
the other diagnostic groups (7.4 (s.d.=2.2) v. 8.1 (s.d.=2.6),
F=5.644, P<0.05).

Association of caregivers’ and patients’
characteristics with caregivers’ appraisal
of treatment

Table 3 shows the univariable associations of caregivers’ and
patients’ characteristics with caregivers’ appraisal of treatment.
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Table 1 Mean caregiver and patient scores on the Client Assessment of Treatment Scale (CAT)

CAT items Mean (s.d.)

Caregivers
1. DO you believe your relative is receiving the right treatment/care for him/her at the hospital? 8.1(2.4)
2. Do you believe his/her therapist/case manager/keyworker understands him/her and is engaged in his/her treatment/care? 8.1(2.6)
3. Do you believe his/her relations with other staff members are pleasant or unpleasant for him/her? 7.8 (2.3
4. Do you believe your relative is receiving the right medication for him/her? 8.5 (2.1)
5. Do you believe the other elements of treatment/care (e.g. occupational or group therapy) at the hospital are right for him/her? 8.4 (2.3
6. Do you believe he/she is feeling respected and regarded well at the hospital? 7.9 (2.6)
7. Do you believe that the treatment/care your relative is receiving at the hospital is being helpful for him/her? 8.3 (2.3

Patients
1. Do you believe you are receiving the right treatment/care for you here? 7229
2. Does your therapist/case manager/keyworker understand you and is he/she engaged in your treatment/care? 7.7 (2.8)
3. Are relations with other staff members here pleasant or unpleasant for you? 8.0(2.2
4. Do you believe you are receiving the right medication for you? 7.1 @3.1)
5. Do you believe the other elements of treatment/care here are right for you? 7.5(2.7)
6. Do you feel respected and regarded well here? 7.8 (2.6)
7. Has treatment/care here been being helpful for you? 7.2 (3.0)

Table 2 Recruitment of patients and caregivers

Bulgaria  Czech Republic Germany  Greece Italy Poland  Slovakia ~ Sweden Total

Patients

Eligible patients, n 475 581 466 349 280 334 439 306 3230

Patients invited to participate,

n (% of eligible patients) 372 (78.3) 341 (58.7) 221 (47.4) 248 (71.1) 213 (76.1) 252 (75.5) 311 (70.8) 213 (69.6) 2171 (67.2)

Patients recruited,

n (% of eligible patients) 309 (65.1) 202 (34.8) 145 (31.1) 222 (63.6) 129 (46.1) 152 (45.5) 296 (67.4) 97 (31.7) 1552 (48.0)

Patients living in close contact with

relatives, n (% of recruited patients) 124 (40.1) 84 (41.6) 47 (32.4) 55(24.8) 49 (37.9) 67 (44.1) 119 (40.2) 29 (29.9) 574 (36.9)
Caregivers, n (% of potentially
eligible caregivers)

Caregivers agreeing to participate

in the study 61 (49.1) 48 (57.1) 42 (89.4) 39 (70.9) 48 (98.0) 66(98.5) 84(70.6)  11(37.9) 399 (69.5)

Main caregivers included in

the study 47 (37.9) 36 (42.9) 37 (78.7) 34(61.8) 48(97.8) 57 (85.1) 68 (57.1) 9(31.00 336 (58.5)

Table 3 Univariable models evaluating association between relatives’ and patients’ sociodemographic and clinical characteristics

and the Client Assessment of Treatment Scale for caregivers scores?®

Unvariable models

Variables B-value (95% Cl) P
Patients’ gender, male —0.057 (—0.559 to 0.445) 0.822
Relatives’ gender, male —0.208 (—0.716 to 0.301) 0.421
Patients’ age, years 0.018 (—0.005 to 0.041) 0.130
Relatives’ age, years 0.006 (—0.006 to 0.018) 0.081
Previous in-patient treatments —0.528 (—1.083 to 0.026) 0.062
Relatives’ relationship with the patient
Parent —0.060 (—0.561 t0 0.440) 0.812
Spouse —0.043 (—0.589 to 0.502) 0.875
Sibling —0.468 (—1.436 t0 0.501) 0.341
Son/daughter 0.387 (—0.760 to 1.533) 0.506
Other —0.247 (—0.909 t0 0.416) 0.463
Diagnosis
Psychotic disorder, yes —0.283 (—0.813 t0 0.247) 0.292
Mood disorder, yes 0.605 (—0.136 to 1.345) 0.109
Other disorder, yes —0.032 (—0.657 t0 0.594) 0.920
BPRS total sum score at 1 month —0.021 (—0.038 to —0.003) 0.033
BPRS total sum score at baseline 0.004 (—0.008 to 0.017) 0.468

BPRS, Brief Psychiatric Rating Scale.
a. Dependent variable: score on the Client Assessment of Treatment Scale for caregivers at 1 month after admission.

Sociodemographic characteristics of caregivers and patients,
the type of relationship, previous patient hospital admissions,
diagnosis and baseline symptom levels were not significantly
associated with caregivers’ appraisal of treatment. The only
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variable significantly correlated with caregivers’ appraisal was the
symptom level of patients at the 4-week follow-up. Caregivers of
patients with lower symptom levels at 4 weeks tended to appraise
treatment more positively.
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The multivariable analysis considered symptoms at follow-up
as the only variable with a significant univariable association with
caregivers’ appraisal, and adjusted for symptoms at baseline (to
reflect symptom improvement) and country. In this analysis, the
association between symptoms at follow-up and caregivers’
appraisal was even more marked (B-value= —0.037, 95% CI
—0.057 to —0.017, P<0.001). A more favourable symptom
change for patients during treatment is significantly linked with
more positive treatment appraisals by caregivers. The results held
true in a sensitivity analysis with caregivers of patients with
schizophrenia and related disorders. The association between
patients’ symptom change and caregivers’ appraisals was stronger
than in the total sample (B= —0.048, 95% CI —0.073 to —0.024,
P<0.001).

Discussion

Main findings

Overall, caregivers seem to view the involuntary hospital treat-
ment of patients rather positively, with an average mean score
of 8.5 on a scale of seven items, each of which has a maximum
score 10. Their appraisal is more positive than that of the patients
and moderately associated with it. Out of all variables tested as
potentially influencing the caregivers’ appraisal, only patients’
symptoms after 4 weeks and, in particular, their symptom
improvement were associated with caregivers’ appraisal. When
patients showed a more favourable symptom change after 4 weeks,
caregivers tended to have a more positive view of treatment. This
was found in the total sample as well as in the subgroup of
patients with schizophrenia and related disorders.

Strengths and limitations

To our knowledge, this is the first study assessing caregivers’
appraisal of involuntary hospital treatment in a systematic
manner and using quantitative methods in a relatively large
sample. The study was conducted in eight countries using a
consistent methodology. The instrument used in the study to
measure appraisal of treatment, the CAT, showed a good reliability
in both versions (the patient version and the modified version for
caregivers) despite having only seven items. Its brevity and easy
use are likely to have contributed to the good response rate
among caregivers. Further strengths of the study are that patients
were assessed by trained researchers wusing standardised
instruments and having good interrater reliability on the
symptom ratings.

The study has three major limitations. First, the sample may
be biased. We did not manage to recruit more than 48% of all
eligible patients in the total baseline sample. Once patients were
recruited and reported to have a caregiver, the inclusion rate of
caregivers was better. In 58.5% of cases in which patients reported
to live with a caregiver, the caregiver was interviewed. One can
only speculate as to whether patients and caregivers with difficult
relationships were less likely to participate in the research. It
should be noted that only 36.9% of recruited patients reported
to have a caregiver, and that therefore the patients in the final
sample present only 10.4% of the total sample of eligible patients
at baseline. As compared with the total sample of patients, most of
whom did not live with a relative, the final number of included
patients tended to stay longer in hospital. They also expressed a
more positive appraisal of treatment than is commonly found in
patients in involuntary hospital treatment.'®*® Second, the study
assessed neither extent and type of care provided by caregivers
to patients outside hospital treatment nor the frequency with
which caregivers had visited patients in the hospital to gain a
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personal impression of the quality of the treatment. Third,
caregivers’ views of treatment were assessed only once after 4
weeks. It might be possible that, when hospital treatments last
for a longer period, other factors such as relationships with staff
and availability of rehabilitation programmes become more
important in influencing caregivers’ satisfaction, as it is the case
during out-patient treatment.”'

Comparison with the literature

Caregivers expressed high levels of satisfaction with all aspects of
treatment covered in the questionnaire. Although there are no
studies using similar methods with which to compare these
findings, they appear to contrast with the results of qualitative
studies that documented very negative experiences and substantial
dissatisfaction of caregivers during involuntary hospital treatment
of patients.™® There are three aspects that might explain this
contrast. First, the samples in the qualitative studies were smaller
and possibly more selective with convenience and purposive
sampling.>* Thus, the negative views captured in these studies
might have been influenced by a strong selection bias with a
higher motivation of more discontent caregivers to participate
and air their views in long interviews. Second, the qualitative
studies addressed the experiences of caregivers linked to
involuntary hospital treatment more widely. The interviews were
not restricted to appraisals of how the patient was treated in the
hospital as it is reflected in the CAT. They also covered aspects
such as the admission procedure, the communication between
clinicians and caregivers and discharge planning. Caregivers may
be more dissatisfied with the support and information they receive
from clinical staff during the period of the hospital admission
than with the precise treatment that patients receive in the
hospital.>** Finally, in qualitative studies caregivers were asked
about their experiences in retrospect, i.e. after the discharge of
the patient, whereas in this study they were interviewed when,
in most cases, patients were still being treated in the hospital.
Some previous studies suggest that caregivers tend to be careful
about criticising services when they feel dependent on them.**?*
The appraisals captured in this study appear also more positive
than those in a Swedish study’ that used a single item to assess
the relatives’ view of the quality of psychiatric services in general
and found negative views in 40%. Again, the relatives may have
more positive views of the psychiatric hospital treatment as it
was assessed in our study than on services in general.

Caregivers’ appraisals were also positive in comparison to
those found in studies on caregivers” satisfaction with treatment
in out-patient and non-coercive in-patient settings.”' > Patients
who are involuntarily admitted to hospital treatment commonly
have high symptom levels and challenging behaviour with risks
to themselves or others before admission. In such a context,
caregivers may experience high levels of burden®*?° and,
therefore, appreciate more the treatment provided in a hospital
and perceive the aspects of that treatment as rather positive.

It can be assumed that caregivers often base their judgement of
the treatment on the descriptions and explanations of the patients.
They may also share their own views with patients and influence
how patients perceive treatment. Both processes may explain
why caregivers’ and patients’ views of treatment are correlated.
Yet, their views are not identical and the correlation of the
appraisals is only moderate.

Patients show slightly lower levels of satisfaction with
treatment than their caregivers. Patients can base their appraisal
of treatment on the everyday lived experience of treatment on
the ward. Caregivers do not have that direct experience. They
can assess treatment only through observations during visits and
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reports by patients and clinicians. Also, being treated involuntarily
in a hospital can be stressful for patients, whereas caregivers might
feel relieved from the responsibility of providing care for an
acutely unwell patient.” These factors may explain the discrepancy
between the treatment appraisals of patients and caregivers. The
discrepancy appears greater in the treatment of patients with
schizophrenia whose symptoms in the acute phase can be
particularly burdensome to caregivers.*

The study identified that symptom improvement in patients
was the only factor that was important for the way caregivers
appraise treatment, and the association between more favourable
symptom improvement and more positive treatment appraisal
of caregivers was highly significant. Caregivers may observe
symptom improvement in patients and conclude that treatment
must have been right. Consequently they tend to rate the different
aspects of treatment more positively. Another possible explanation
is that caregivers’ views adequately reflect the quality of the
treatment provided in the hospital. If their views are more
positive, the treatment is more likely to be effective and lead to
symptom improvement. Longitudinal studies with repeated
measures of treatment appraisals and symptoms are required to
disentangle these two processes. The CAT for caregivers may be
a useful tool in such studies. It is brief and simple. The findings
of this study suggest that the psychometric properties, i.e.
reliability measured as internal consistency and concurrent
validity, demonstrated by the association with symptom change,
are acceptable, although the high mean score may indicate a
ceiling effect limiting the variability captured at the positive end
at the scale.

Implications

Caregivers’ generally positive appraisal of treatment in the hospital
may facilitate attempts to involve them in treatment planning and
delivery during or following involuntary hospital treatment. It
should be easier for clinicians to engage with caregivers who have
a positive view of the provided treatment than with discontent and
disappointed caregivers. The contrast with the negative views
expressed by caregivers in qualitative studies on wider aspects of
treatment suggests that such attempts should focus on improving
communication with caregivers’® and the support available to
them rather than the hospital treatment for the patient itself.

The findings might also suggest that caregivers actually have a
‘point’ when appraising the patients’ hospital treatment. Taking
into consideration the views of caregivers about the quality of
the treatment that involuntary patients receive in hospital — and
taking those views seriously — might therefore be not only an
ethical requirement and a move to involve caregivers as requested
by mental health policies,l’z’32 but also reveal relevant
information. Our results suggest that this applies to the treatment
of diagnostically mixed groups as well as specifically to that of
patients with schizophrenia and related disorders.

The importance of symptom improvement for caregivers’
treatment appraisal held true when the influence of country in this
multinational study was adjusted for in the analysis. Thus, the
finding seems not to be setting dependent. Nevertheless, the
findings should be replicated, and services might consider
obtaining caregivers’ views of treatment on a routine basis for
evaluation. More specific research is required for a better under-
standing of the processes linking symptom improvement of
patients and treatment appraisal of caregivers. Further studies
combining quantitative and qualitative methods may explore in
more detail what experiences influence caregivers’ view of
treatment and how patients, caregivers and clinical staff can best
share and negotiate their appraisals.
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poem Blackfriars’ Bridge

Gail Campbell

We were friends, sort-of

Rattling in the nuthouse with Cobain.
If you had a quid would you phone?
Take medicine from me:

You made the world better, somehow.
How to say, take care love?

Hey, sharp star

They found you washed up
On the dirty old river shore.
It's a closed nutcracker thing
See, we're here in pieces.
Farewell, brave star.
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