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Abstract
Background: Users' views of the process of ECT h3VC not been systematically assessed in prospective
studies.
Aims: (i) To detennine the ability of a questionnaire to quantify user satisfaction with EeT; (ii) to elicit
users' views of the treatment process; and (iii) [0 compare findings across two mental health trusts.
Merhod: A self·report questiormaire was designed by a mental health service user group and sent to all
patients completing a course of bilateral ECT during the study period. Scored items covered
preparation for treatment) information giving, consent and adverse effects. Non-scored items included
questions on compulsion) previous ECT and intention to accept future treatment. Open-ended
comments were invited and analysed qualitatively.
Rcntlrs: The response rate was 41 %. Users having ECT for the first time and those reporting they would
'never hnvc ECT again' had lower care satisfaction scores and higher adverse effect scores than those
who had had ECT before and those who were prepared to have ECT again. Mean care satisfaction
scores differed significandy between the tWO trustS bur reported levels of adverse effects were similar,
and high) in both.
Conclusiom: Prospective research with a user-designed scale may elicit more critical responses than
clinician-designed scales used in previous studies.
Declaran'ons of ImereSl: None
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Introduction

'Doctors who give electroconvulsive therapy (BCT) have shown remarkably little interest in
their patients' views of the procedure and its effects on them' (Abrams, 1997). However, in
more recent years attitudes appear to be changing (Abrams, 2002). Conventional research
studies on this issue have concerned themselves either with the 'attitudes' of users towards
ECT (Baxter, Roy-Byrne, !Jsron, & Fairbanks, 1986; Benbow, 1988; Bernstein, Beale, &
Kellner, (1988); Calev et aI., 1991; Cowley, 1985; Fox, 1993; Goodman, Krahn, Smith,
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United Kingdom Advocacy Network (1996) gives a figure of 18% and MIND (peddler,
2000) a figure of 30%.

This suggests that there is no overlap between clinical and consumer studies on the
question of benefit (although confidence intervals do overlap). A possible reason for this
(Wheeldon et aI., 1999) is that whilst clinical studies used prospective or retrospective
designs, consumers studies have been surveys and it has been suggested that only those
opposed to the treatment would be motivated to complete them. The present study is the
first prospective one to be undertaken in collaboration with users. This indicates that
consumer studies may elicit a different response t~clinical ones even when traditional
sampling methods are used. The present investigation lies closer to the range of consumer
and collaborative work than it does to clinical studies on the question of helpfulness ofECT.

In the review by Rose et al. (2003) several methodological factors were found to predict
satisfaction rates, including who did the interview or survey and in what setting. In many
clinical studies, patients were interviewed on the ward by the treating doctor and this
arrangement was associated with high satisfaction scores. It can therefore be suggested that
since the present questionnaire came with a covering lerrer from the Communicate user
group together with information on other user groups and that the questionnaire was usually
completed in a setting of the user's choice, the lower levels of satisfaction that were found
compared to any other prospective design is due to these factors. This argument is supported
by findings from randomized designs (Clark, Scott, BoydeH, & Goering, 1999; Polowycz,
Bruras, Orvietto, Vidal, & Lipriana, 1992) which found that service users were more critical
about treatments and services when interviewed by a fellow user. Further large scale studies
are needed to elucidate whether the higher rates of dissatisfaction in consumer studies are a
genuine and truer reflection of user views of ECT or simply a reflection of who responds.

Another variable which may determine satisfaction rate \vith EeT is the length of time
that elapsed between treatment and being interviewed or completing a survey, which Rose et
al. (2003) found to be the most significant methodological variable. The longer the interval,
the less likely the user was to want ECT again. The present study had a shorter interval than
either of the other user-led or collaborative studies and this could also be a reason why the
figures are higher. If this is true the interval since treatment is a significant factor in all kinds
of data-clinical attitude studies, user-led and collaborative studies and first-hand accounts.
This finding may have implications beyond that of the specific field of ECT. For example,
most drug trials have a follow-up period of 2 months or less.

There is evidence that adverse effects occur less often in patients receiving unilateral EeT
(Hughes et ai., 1981; Lisanby, Maddox, Prudic, Devanand, & Sackeim, 2000). Our study
was limited to patients receiving bilateral ECT as that treatment methodology was the one
employed for nearly all patients receiving ECT in the hospitals involved at the time of the
study. This might also have accounted for the relatively high adverse effect scores and
proportions of patients with persistent problems. However, it is our experience that users
and many psychiatrists-do not discriminate berween bilateral and unilateral electrode
application as a significant issue and consider ECT to be a uni-modal treatment.

Significantly, there was no association between the perceived helpfulness of ECT and the
side-effect of memory loss or the findings of felt compulsion. These findings are consistent
with other studies (Rose et al., 2003). Authors do, however, differ in how they interpret
these figures. Of particular interest here is the more detailed analysis we were able to make
about felt compulsion. It appears that some users have true faith in their doctors to do what
is best and are quite happy with this. This is supported by the finding that those who have
had ECT before are more willing to have it again. Others put their faith in doctors only to
feel let down, and sometimes quite strongly (c.f. Johnstone, 1999). Yet others feel that they
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have to do what the doctor says despite strong misgivings only to find that the treatment was
not beneficial, had disabling side-effects and led to feelings of stigma. People in this position
often covered their questionnaires with angry comments and they were twice as likely as the
remainder to say that they would never have ECT again.

While this study provides valuable information, a major limitation was the absence of._
demographic details which was required by the local research ethics committee in order to
preserve respondents' anonymity in the light of users' involvement with the study. However,
our impression is that older people were more satisfied (despite perhaps experiencing more
adverse effects) with ECT than younger users, perhaps as a t~~lt of previous beneficial
experience or being more compliant with treatment. This is consistent with previous clinical
surveys of older people treated \vith ECT (Benbow, 1988).

The low response rate to our postal questionnaire was also an issue. Higher participation,
and consequently greater generalizabiliry, might well have been obtained using direct
interview methods (e.g. Wheeldon et aI., 1999) but a larger study is now required to further
examine the properties of the user-designed questionnaire, to determine, for example,
whether it is sensitive to change occasioned by improvements in care. In the light of the
recent imperative set within the UK by national guidance on ECT (National Institute of
Clinical Excellence, 2003) user views will become an integral part of service provision and
future planning.
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Appendix

Communicate Asking Patients about EeT (CAPECn .
Thank you for ngreeing to complete this questionnaire. Please answer each question by circling one of the answers.
There is space after each question for you to make additional comments if you wish (not included ill example).

1. Why did you have ECT? .
score: 2

2. Were other treatments offered to you before you had ECTI
e.g. medication. enlking therapies etc.

3. Did you feel that you had no alternative but to have EeT?
4. Did ward staff explain [0 you what would happen during ECTI
5. Did ward staff explain the possible side effects of ECl?
6. Did you receive any written information about ECT?

e.g. hospital booklet or MIND booklet
1. Did you have enough time to think about ECT and discuss it

with your doctor or nurse before agreeing to the lrt!:atment?
8. Did you discuss your decision with anyone else? e.g. family,

friends or other patientS
9. Do you think you made :I. fully informed decision to have ECTI
10. Did you feel pressurised or forced to have ECT?
11. Do you think EeT helped you?
12. Do you think you were properly cared for :l.fter ECT?

e.g. did :myone spend rime with you if you felt confused
or distressed

yes

yes
yes
yes
yes

yes

yes

yes
yes
yes
yes

................ .
0
no

no __

partly no
partly no

no

partly no

partly no

possibly no
possibly no
partly no
partly no

Care Satisfaction Scale Total
II. Did you have any side-effects soon after the treatment? (Please circle any of the side effects you had).

memory disrurbance
confusion

headaches
drowsiness

muscle pain
weakness

muscle spasm nausea
loss of intelligence

Any othu side effect! ..........•...•.............................•....................
Adverse Events Scale Total (score 1 for each)

(N.B. The remaining items are not scored)
12. Do you still have any side-effects?
13. Did those caring for you t3ke your side-effects taken seriously?
14. Did you have enough time to discuss 3ny concerns you m:lY

have had since you had ECT?
15. What follow-up care have you had since you had ECT?

e.g. in-patient, out-patient, home visits?
16. Do you reel any stigma :l.S :I. result of having had ECTI
17. Was this the first time you had ECL?
18. Would you ever have EeT again?

yes
yes
yes

yes
Yes
yes

partly
partly
panly

possibly

possibly

no
no
no

no
no
no


