3

V.

For the best experience, open this PDF portfolio in
Acrobat 9 or Adobe Reader 9, or later.

Get Adobe Reader Now!



http://www.adobe.com/go/reader


DRAFT FOR CONSULTATION

APPENDIX 10: LIST OF EXCLUDED STUDIES

Reference

Notes

Eligibility

van Servellen et al. (2006) Continuity
of care and quality care outcomes for
people experiencing chronic
conditions: a literature review.
Nursing and Health Sciences, 8, 185-
195.

Review of the clinical trial literature
to see what extent informational,
management and relational
continuity of care are associated
with quality care indicators

Exclude - aim of
review was not to
evaluate the effect of
continuity
interventions

Rowe et al. (2001) Improving
communication between health

professionals and women in maternity

care: a structured review. Health
Expectations, 5, 63-83.

Review of the effectiveness of
interventions aimed at improving
communication between health
professionals and women in
antenatal care. Interventions that
provided information or gave
women control were beneficial.

Exclude - topic
covered by a more
recent general review
of communication
(PARRY2008)

Mistiaen P, Poot E. Telephone follow-
up, initiated by a hospital-based
health professional, for postdischarge
problems in patients discharged from
hospital to home. Cochrane Database
of Systematic Reviews 2006, Issue 4.

Cochrane review that assessed the
effects of follow-up telephone calls
in the first month post discharge,
initiated by hospital-based health
professionals, to patients
discharged from hospital to home.

Exclude - not
relevant

Gaston & Mitchell (2005) Information
giving and decision-making in
patients with advanced cancer: a
systematic review. Social Science &
Medicine, 61, 2252-2264.

Review performed on decision-
making and information provision
in patients with advanced cancer.
Findings showed that almost all
patients expressed a desire for full
information, but only about two-
thirds wished to participate actively
in decision-making. Active
decision-making was more
common in patients with certain
cancers (e.g. breast) than others
(e.g. prostate). A number of simple
interventions including question
prompt sheets, audio-taping of
consultations and patient decision
aids were shown to facilitate such
involvement.

Exclude - not
relevant

Mujezinovic F, Prosnik A, Alfirevic Z.

Different communication strategies for

disclosing results of diagnostic

prenatal testing. Cochrane Database of

Systematic Reviews 2010, Issue 11.

Cochrane review that assessed
whether different methods of
communication (telephone, fax,
email, face to face) have any impact
on the parents' satisfaction and
anxiety levels.

Exclude - GDG
considered that
participant outcomes
could not be
generalised to people
with mental health
problems.
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Coulter, A (2007) Evidence on the
effectiveness of strategies to improve
patients” experience of cancer care.
London: Macmillan Cancer Support

Summarised evidence from Coulter
& Ellins (2006) that was particularly
relevant to people with cancer.

Exclude - reviewed
subset of evidence
included in the
review by Coulter &
Ellins (2006)

Andershed (2006) Relatives in end-of-
life care - part 1: a systematic review
of the literature in the last five years,
January 1999-February 2004. Journal
of Clinical Nursing, 15, 1158-1169.

Review of the relatives’ situation in
the care of the dying. Findings
showed that the family’s feelings of
security and trust in the
professional were of great
importance. In turn the relative’s
satisfaction could be viewed as a
prerequisite to get to know the
family and prevent conflicts.

Exclude - concerned
with family
experience

Mowat (2008) The Potential for
Efficacy of Healthcare Chaplaincy and
Spiritual Care Provision in the NHS.
Aberdeen: Mowat Research.

Review of the research on the
efficacy of healthcare chaplaincy
and spiritual care in the UK.
Literature is categorised into
different themes reflecting common
current concerns in the area (e.g.
multi-faith issues). The authors
then discuss the relation of themes
to the stages of the
patient/family/carer ‘journey’
through the healthcare service
(admission, assessment, treatment,
protecting health/improvement,
discharge/death, and community
links/aftercare).

Exclude - not HP or
service intervention

Fallowfield et al. (2002) Truth may
hurt but deceit hurts more:
communication in palliative care.
Palliative Medicine, 16, 297-303.

Review of the literature on the
concealment of truth in palliative
care. Findings show terminally ill
patients and their families like to be
given honest information about
their prognosis.

Exclude - concerned
with palliative care

Bauman et al. (2003) Getting it right:
why bother with patient-centred care?
MJA, 179, 253-256.

Review of patient-centred care
approaches in primary care, mostly
focusing on chronic illness.
Findings showed that patient-
centred care results in increased
adherence to management
protocols, reduced morbidity and
improved quality of life for
patients.

Exclude - primary
care specific

Harding & Higginson (2003) What is
the best way to help caregivers in
cancer and palliative care? A
systematic literature review of
intervention and their effectiveness.
Palliative Medicine, 17, 63-74.

Review of interventions for carers
of patients using home cancer and
palliative care services.
Interventions comprised home
nursing care, respite services, social
networks and activity
enhancement, problem solving and
education, and group work.

Exclude -
interventions for
carers
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Authors concluded that the current
evidence contributes more to what
a carer needs in an intervention
(accessible, targeted to their needs)
than to effectiveness.

Shields et al. (2006) Family centred
care: a review of qualitative studies.
Journal of Clinical Nursing, 15, 1317-
1323.

Review of qualitative studies of the
use of family centred care in
children’s hospitals. Findings
showed that parents wanted to be
more involved in discussions about
children’s care.

Exclude -
interventions for
children

Corlett & Twycross (2006) Negotiation
of parental roles within family-centred
care: a review of the research. Journal
of Clinical Nursing, 15, 1308-1316.

Review of children’s nurses’
negotiations with parents in
relation to family-centred care.
Findings showed conflict around
the negotiation of care. Parents
wanted to be involved in their
child’s care but found that nurses’
lack of communication and limited
negotiation meant that this did not
always occur. Nurses appeared to
have clear ideas about what
nursing care parents could be
involved with and did not
routinely negotiate with parents in
this context.

Exclude -
interventions for
children

Staricoff (2004) Arts in Health: A
review of the literature. London: Arts
Council England.

Review exploring the relationship
of the arts and humanities to
healthcare and the influence and
effects of the arts on health.
Findings showed that attention to
visual art and music in the health
care environment can be beneficial
for patient outcomes in both
inpatient and outpatient
departments.

Exclude - not a
review of
interventions

Légaré F, Ratté S, Stacey D,
Kryworuchko J, Gravel K, Graham ID,
Turcotte S. Interventions for

To determine the effectiveness of
interventions to improve healthcare
professionals” adoption of Shared

Exclude - A similar
review relating to
mental health is

improving the adoption of shared decision making. included
decision making by healthcare (DUNCAN2010)
professionals. Cochrane Database of

Systematic Reviews 2010, Issue 5.
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APPENDIX 11: SURVEY RESULTS

NON-ACUTE CARE

For non-acute care (access, assessment and community care), the results from the 2010 community mental health survey* with national
benchmark data shown on the horizontal axis are presented below.

The lightest grey section (left hand end) shows the scores for the 20% of trusts with the lowest scores, the darkest grey section (right
hand end) shows the scores for the 20% of trusts with the highest scores, and the middle section represents the range of scores for the
remaining 60% of trusts.?

L http:/ /www.cqc.org.uk/aboutcqc/ howwedoit/involvingpeoplewhouseservices/ patientsurveys/communitymentalhealthservices.cfm

2 Benchmark results are based on ‘standardised” data (that is, data that have been adjusted for differences between trusts in terms of participant age and sex).
To calculate the data, “for each question in the survey, the individual responses were converted into scores on a scale of 0 to 100. A score of 100 represents the
best possible response. Therefore, the higher the score for each question, the better the trust is performing’
(www.cqc.org.uk/_db/_documents/Guide_to_benchmark_reports_amb.pdf).
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Access

Fast access to reliable health

advice 20 21 22 23 24 25 26 27 28 29 30 31 32 33 34 35 36 37 38 39 40 41 42 43 44 45 46 47 48 49 50 51 52 53 54 55 56 57 58 59 60 61 ¢

Q21 Can you contact your Care Co-
ordinator (or lead professional) if you have
a problem?

Q43 Do you have the number of someone
from your local NHS Mental Health Service
that you can phone out of office hours?

Q45 The last time you called the number,
how long did it take you to get through to
someone?

Q46 The last time you called the number,
did you get the help you wanted?

44% No; 56% Yes

18% NoO; 32% Yes, to some exte
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Assessment

Involvement in decisions & respect
for preferences

20 21 22 23 24 25 26 27 28 29 30 31 32 33 34 35 36 37 38 39 40 41 42 43 44 45 46 47 48 49 50 51 52 53 54 55 56 57 58 59 60

Q25 Do you think your views were taken
into account when deciding what was in
your care plan?

Q31 Before the review meeting, were you
given a chance to talk to your care co-
ordinator about what would happen?

Q32 Were you given a chance to express
your views at the meeting?

Q34 Did you discuss whether you needed
to continue using mental health services?

26%0 No; °

18% N

Clear, comprehensible information &
support for self-care

20 21 22 23 24 25 26 27 28 29 30 31 32 33 34 35 36 37 38 39 40 41 42 43 44 45 46 47 48 49 50 51 52 53 54 55 56 57 58 59 60 6

Q23 Have you been given (or offered) a
written or printed copy of your care plan?

Q24 Do you understand what is in your
care plan?

Q28 Does your care plan cover what you
should do if you have a crisis (e.g. if you
may need to be admitted to a MH ward)?

44% No; 14% Yes, more than one year ago; 42% Yes, in the

15% Not sure; ¢

30% No; 25% Yes, to some

Service user experience: Appendix 11 (September 2011) 3
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Community care
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Involvement in decisions & respect
for preferences 20 21 22 23 24 25 26 27 28 29 30 31 32 33 34 35 36 37 38 39 40 41 42 43 44 45 46 47 48 49 50 51 52 53 54 55 56 57 58 59 60
Q4 Did this person (HP) listen carefully to

you?

Q5 Did this person take your views into
account?

Q8 Were you given enough time to discuss
your condition and treatment?

Q10 Do you think your views were taken
into account in deciding which medicines
to take?

Clear, comprehensible information &
support for self-care

20 21 22 23 24 25 26 27 28 29 30 31 32 33 34 35 36 37 38 39 40 41 42 43 44 45 46 47 48 49 50 51 52 53 54 55 56 57 58 59 60

Q12 Were the purposes of the medications
explained to you?

Q13 Were you told about possible side
effects of the medications?

29% No; 28% Yes, to some extent

Q14 Were you given information about the
medication in a way that was easy to
understand? 15% No: 32% Yes,
Q20 Do you know who your Care Co-

ordinator (or lead professional) is?

Q26 Does your care plan set out your
goals?

20%0 No; 38% Yes, to some extent

Q33 Did you find the care review helpful?

Emotional support, empathy&respect 20 21 22 23 24 25 26 27 28 29 30 31 32 33 34 35 36 37 38 39 40 41 42 43 44 45 46 47 48 49 50 51 52 53 54 55 56 57 58 59 60

SR TN glfig(%o&;)gﬂc)e trg?)tﬁle%dwtﬁ September 2011) 5
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ACUTE CARE

For acute care (hospital care, and discharge and transfer of care), the results from the 2009 mental health acute inpatient services
survey® with national benchmark data shown on the horizontal axis are presented below.

The lightest grey section (left hand end) shows the scores for the 20% of trusts with the lowest scores, the darkest grey section (right
hand end) shows the scores for the 20% of trusts with the highest scores, and the middle section represents the range of scores for the
remaining 60% of trusts.*

Hospital care

3 http:/ /www.cqc.org.uk/aboutcqc/ howwedoit/involvingpeoplewhouseservices/ patientsurveys/ mentalhealthservices.cfm

4 Benchmark results are based on ‘standardised” data (that is, data that have been adjusted for differences between trusts in terms of participant age and sex).
To calculate the data, “for each question in the survey, the individual responses were converted into scores on a scale of 0 to 100. A score of 100 represents the
best possible response. Therefore, the higher the score for each question, the better the trust is performing’
(www.cqc.org.uk/_db/_documents/Guide_to_benchmark_reports_amb.pdf).

Service user experience: Appendix 11 (September 2011) 7





DRAFT

Involvement in decisions & respect for
preferences
Q15 Did the psychiatrist(s) listen carefully to you?

Q16 Were you given enough time to discuss your
condition and treatment with the psychiatrist(s)?

Q19 Did the nurses listen carefully to you?

Q27 Were you involved as much as you wanted to
be in decisions about your care and treatment?

20 21 22 23 24 25 26 27 28 29 30 31 32 33 34 35 36 37 38 39 40 41 42 43 44 45 46 47 48 49 50 51 52 53 54 55 56 57 58

13%

19% No; 30% Yes, sometil

12% No; 40% Yes, som

27% No; 40% Yes, to some extent; 34% Yes, definitely

Clear, comprehensible information & support
for self-care

Q3 When you arrived on the ward, or soon
afterwards, did a member of staff tell you about the
dally routine of the ward, such as times of meals

Q24 Did the hospltal staff explain the purpose of
this medication in a way you could understand?

Q25 Did the hospital staff explain the possible side
effects of this medication in a way you could
understand?

Q37 During your most recent stay, were you made
aware of how you could make a complaint if you
had one?

20 21 22 23 24 25 26 27 28 29 30 31 32 33 34 35 36 37 38 39 40 41 42 43 44 45 46 47 48 49 50 51 52 53 54 55 56 57 58

30% No; 35% Yes, to some extent; 36% Yes, completely

24% No; 36% Yes, to some extent; 40% Yes, Cc

48% No; 26% Yes, to some extent; 26% Yes, completely

52% No; 48% Yes

Emotional support, empathy & respect
Q1 When you arrived on the ward, did staff make
you feel welcome?

Q18 Did the psychiatrist(s) treat you with respect
and dignity?

Q22 Did the nurses treat you with respect and
dignity?

20 21 22 23 24 25 26 27 28 29 30 31 32 33 34 35 36 37 38 39 40 41 42 43 44 45 46 47 48 49 50 51 52 53 54 55 56 57 58

10% NO;
26 Were ive ugh r|v \]\ILI‘:
mber 2011 ¢
sgussmggyour ceo | n opﬁreatmxen xgﬁp‘he ber 20° ) 3
hospital staff? 13%
Q38 During your most recent stay, do you feel that
/A1 wiare troatad 1infairvriyvs fAar anyvs roaecnn?
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Discharge and transfer of care

Involvement in decisions & respect for
preferences 20 21 22 23 24 25 26 27 28 29 30 31 32 33 34 35 36 37 38 39 40 41 42 43 44 45 46 47 48 49 50 51 52 53 54
Q15 Did the psychiatrist(s) listen carefully to you?

Q16 Were you given enough time to discuss your
condition and treatment with the psychiatrist(s)?

192 No; 30%

Q19 Did the nurses listen carefully to you?

12%0 No; 40

Q27 Were you involved as much as you wanted to
be in decisions about your care and treatment?

27%0 NoO; 40%0 Yes, to some extent; 34%0 Yes,

Clear, comprehensible information & support
for self-care 20 21 22 23 24 25 26 27 28 29 30 31 32 33 34 35 36 37 38 39 40 41 42 43 44 45 46 47 48 49 50 51 52 53 54
Q3 When you arrived on the ward, or soon
afterwards, did a member of staff tell you about the
daily routine of the ward, such as times of meals

302%0 No; 352 Yes, to some extent; 3626 Yes, comp

Q24 Dld the Hospi:cal staff explain the purpose of
this medication in a way you could understand?

24%0 No; 36%0 Yes, to some extent;

Q25 Did the hospital staff explain the possible side
effects of this medication in a way you could
understand?

48% NoO; 26%b6 Yes, to some extent; 262 Yes, completely

Q37 During your most recent stay, were you made
aware of how you could make a complaint if you

had one? 52906 NoO; 48%0 Yes

Emotional support, empathy & respect 20 21 22 23 24 25 26 27 28 29 30 31 32 33 34 35 36 37 38 39 40 41 42 43 44 45 46 47 48 49 50 51 52 53 54
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APPENDIX 12: KEY PROBLEMS - QUALITATIVE REVIEW MATRIX FOR EACH GUIDELINE

Alcohol dependence and RATMIUL AICONOL USE ..................coociiiiiiiiiiiiiiiiiiii ettt 2
A matrix of service user experience (not under the Mental Health ACE) ......cccooiiriiiiiiii et 2
Antisocial PerSONality) DISOTART ............ccocviiiiiiiiiiiiii i 9
A matrix of service user experience (not under the Mental Health ACE) ......cccooiiriiiiiiiii ettt 9
A matrix of service user experience (under the Mental Health ACE) .......c.coiiiiiiiiiii ettt 14
BIPOLAT DISOTACT ...ttt L L Lt 15
A matrix of service user experience (not under the Mental Health ACE) ......cccooiiiiiiiniii e 15
Borderline personalityy DISOTAET .............cc.coueiiiiiiiiiiiiiciee ettt 20
A matrix of service user experience (not under the Mental Health ACE) ......cccooiiiiiiiiniini et 20
DEPTESSION UPAALE ...ttt h Lt 32
A matrix of service user experience (not under the Mental Health ACE) ......ccccooiiiiiiiniini e 32
Drug misuse: PSYCHOSOCIAL THECYTEIIEIONS ........c..ouviuiiiiiiiiiiiiieiieiieie ettt b bbb h e bbb bbbt 36
A matrix of service user experience (not under the Mental Health ACE) ......cccooiiiiiiiiniini et 36
P5YCh05iS And SUBDSEANCE IIISUSE ..........ccuveuiiiiiiiiiiiiieiiiieee ettt L bbb 40
A matrix of service user experience (not under the Mental Health ACE) ......ccccoiiiiiiiniiieeee et 40
SOUFMATTI ... 45
A matrix of service user experience (not under the Mental Health ACE) ......cccoooiiiiiiiniiniie et 45
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ALCOHOL DEPENDENCE AND HARMFUL ALCOHOL USE

A matrix of service user experience (not under the Mental Health Act)

Dimensions of Key points on the pathway of care Themes that
person- Access Assessment Community care Assessment and Hospital care Discharge/ transfer al?ply toall
centred care referral in crisis of care points on the
pathway

Involvement in

information &
support for self-
care

decisions &

respect for

preferences

Clear, Facilitators to
comprehensible community care,

information: The
majority of service
users in one study
expressed that they
had inadequate
information about
the medication they
were taking and the
potential side
effects.1

experience of women
when accessing
services and found
that when they

quarter of service
users in one study
expressed the
therapeutic

Service users wanted
professionals treating
their alcohol problem
to be supportive and

Emotional Barriers to access, Facilitators to Facilitators to Facilitators in inpatient
support, empathy | professionals: Two assessment, community care, care, professionals: The
& respect studies described the | professionals: A professionals: most important aspect

of inpatient treatment
noted by service users
was the therapeutic

relations in particular

1 “Nearly all participants were apprehensive about the transmission of information about medication between the staff and themselves; they felt they had inadequate

information about what medication they were taking, why they were taking it and the effects it may have on them: I didn’t know what they were, what they were going to do to me
... they didn’t tell me why I was taking them.”

Service user experience: Appendix 12 (June 2011) 2
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sought help from
professionals they
were denied access,
treated poorly or
silenced.?

relationship to be the
most important
factor in assessment.
These factors
included the

to treat them with
dignity, respect and
genuine concern.5

staff attitude (non-
judgemental and
empathetic) and
support.6

professional to
‘genuinely care” and
have an
understanding of the
individual.?3

Barriers to
assessment, time:
some service users in
one study criticised
the assessment
process for not
having enough
feedback and time to
talk.4

2 “Once the women sought help from a healthcare professional, several felt angry and frustrated after repeated clinic visits resulted in being turned away, treated poorly, or
silenced by comments from healthcare professionals. Some women would go in needing to be treated for a physical health problem, and the practitioner would address the
alcohol problem while ignoring the primary physical complaint.”

3 “Hyams and colleagues (1996) interviewed service users about their experience and satisfaction with the assessment interview prior to engagement in alcohol treatment. The
study had both a quantitative and qualitative aspect to it. The qualitative component assessed the best and worst aspects of the assessment interview. Thirty-three of the 131
participants said that the therapeutic relationship with the interviewer was most beneficial (as assessed by ‘The interviewer’s understanding of the real me’, ‘Friendliness of
the interviewer” and ‘A feeling of genuine care about my problems’). Twenty participants appreciated the ability to talk generally and therapeutically to the interviewer about
their problems.”

4 “Hyams and colleagues (1996) interviewed service users about their experience and satisfaction with the assessment interview prior to engagement in alcohol treatment.
...Although participants identified few drawbacks regarding the interview, they did cite general nervousness particularly about starting the interview. Some criticised the
interviewer for not giving enough feedback or not having enough time to talk. Several participants felt that it was distressing to have to reveal so much information about
their drinking problems and to come to a state of painful awareness about their problem.”

5 “Nelson-Zlupko and colleagues (1996) found that individual counselling might be important in determining whether a woman is retained or drops out of treatment. Many
women felt that what they wanted from treatment was someone to ‘be there for them’ and lend support. A therapist’s ability to treat their patients with dignity, respect and
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genuine concern was evaluated as more important than individual therapist characteristics (such as ethnicity or age). Some women mentioned that good counsellors were
those who: ...view you as a person and a woman, not just an addict. They see you have a lot of needs and they try to come up with some kind of a plan.”

6 “Bacchus (1999) carried out a study about opinions of inpatient treatment for drug and alcohol dependence...One of the most positive aspects of treatment noted by
participants was the quality of the therapeutic relationships. Staff attitudes, support, and being non-judgemental and empathetic were all mentioned as crucial components of
a positive experience in treatment.”

Service user experience: Appendix 12 (June 2011) 4
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Fast access to Preferred access to Improvements to
reliable health services: GPs Service referral, waiting
advice users in one study times: Over one third
identified GPs as the of service users with
preferred alcohol problems
professional to access reported that they
services and discuss wanted quicker
alcohol-related referral to treatment
problems (and to in order to maintain
deliver brief treatment motivation
interventions) but and to receive
referral to a specialist medical care.8
when the problem
could not be treated
in primary care.”
Effective Improvement: Barriers to effective
treatment holistic approach treatment, cultural:
delivered by Service users with
trusted substance misuse
professionals problems (including
alcohol) from
minority groups in
one study found it
difficult to discuss
their emotional
problems with

7 “Lock (2004) conducted a focus group study with patients registered with general practices in England. Participants were classified as ‘sensible” or ‘heavy/binge drinkers’.
Participants responded positively to advice delivered in an appropriate context and by a healthcare professional with whom they had developed a rapport. Overall, the GP
was deemed to be the preferred healthcare professional with whom to discuss alcohol issues and deliver brief alcohol interventions. Practice nurses were also preferred due
to the perception that they were more understanding and more approachable than other healthcare workers. Most said they would rather go straight to their GP with any
concern about alcohol, either because the GP had a sense of the patient’s history, had known them for a long time or because they were traditionally who the person would go

to see. It was assumed that the GP would have the training and experience to deal with the problem, and refer to a specialist if necessary.”

8 “Bacchus (1999) carried out a study about opinions of inpatient treatment for drug and alcohol dependence. Over one third of participants reported that they would have

preferred to enter treatment sooner because there was an urgent need to maintain treatment motivation and receive acute medical care:

When you make that decision to ask for help, you need it straight away. If you have to wait a long time to get in you just lose your motivation and you might just give up.”
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professionals due to
cultural factors,
such as cultural
honour and respect.
The lack of ethno-
cultural peers in
treatment made it
difficult for service
users to complete
treatment.®

Attention to

physical &

environmental

needs

Involvement of, & Improvement to
support for, community care,

childcare services:
Women service users
with alcohol problems
expressed in two
studies that they want
outpatient services to be
flexible to their needs
by providing childcare
and be available in the
evening or weekends
for treatment. 10

family & carers

Improvement:
involvement of family,
carers and peer
support: Service users
in one study noted the

9 “Vandevelde and colleagues’ (2003) study of treatment for substance misuse looked at cultural responsiveness from professionals and clients” perspectives in Belgium.
People from minority groups found it difficult to openly discuss their emotional problems due to cultural factors, such as cultural honour and respect. Participants stressed
the absence of ethno-cultural peers in substance misuse treatment facilities, and how this made it hard to maintain the motivation to complete treatment.”

10 Both Nelson-Zlupko and colleagues (1996), and Copeland (1997), highlighted that childcare was a particular need for women as it was not widely available in treatment.
When childcare was available, this was perceived to be among one of the most helpful services in improving attendance and use of treatment and drug/alcohol services. In
addition, women felt strongly about the availability and structure of outpatient services offered and felt there should be more flexible outpatient programmes taking place in,
for example in the evenings or at weekends.
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influence of family and
friends in helping
promoting change in
alcohol consumption. In
particular, the support
from peers in treatment
programmes such as
AA and the 12-step
programme.!!

Continuity of care Facilitators in inpatient
& smooth care, information on
transitions continued care: In

general service users in
inpatient care were
positive about the
arrangements received
about their aftercare
treatment, however,
patients wanted more
information about the
next phase in their
continuity of care.12

Stigma Barriers to access, stigma
of services: Service users in
one study expressed that
there is a stigma associated
with receiving treatment
by specialists as it was

11 Orford and colleagues (2005) also found that the influence of family and friends helped in promoting change in alcohol consumption. Treatment seemed to assist
participants in finding non-drink related activities and friends, and seeking out more support from their social networks to deal with problematic situations involving
alcohol. Supportive networks provided by AA and the 12-step programme facilitated recovery for participants in the Dyson (2007) study as well, because they were able to be
with others who genuinely understood their experiences and fostered a sense of acceptance: ‘Here was a bunch of people who really understood where I was coming from’.

12 “Bacchus (1999) carried out a study about opinions of inpatient treatment for drug and alcohol dependence...Sixty-two per cent of patients had made prior arrangements
with staff for aftercare treatment and expressed satisfaction with the arrangements. The only exception was that patients wished for more detailed information about the next
phase of their treatment.”
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perceived that you had a
severe alcohol problem.13

Barriers to access, stigma
of diagnosis: Two studies
described how the majority
of service users viewed
alcohol disorder to be
stigmatising. As a result
service users mask their
dependence and women in
particular feel that they are
judged, which impacts on
their willingness to seek
treatment.14

13 Lock (2004) conducted a focus group study with patients registered with general practices in England. Participants were classified as ‘sensible’ or “heavy/binge drinkers’...
Alcohol workers were perceived by many as the person to go to with more severe alcohol misuse because they were experts, but this also carried the stigma of being
perceived to have a severe alcohol problem. Seeing a counsellor was also perceived as negative in some ways, as there would be a stigma surrounding mental health
problems and going to therapy.”

14 “Dyson (2007) found that all participants used strategies to hide their alcohol dependence, including covering up the extent of their alcohol consumption. This was
primarily due to the fear of being judged or stigmatised: ‘I knew that I was ill but was too worried about how other people would react. I felt I would be judged’.” “Copeland’s (1997)
Australian study was of women who self-managed change in their alcohol dependence and the barriers that they faced in accessing treatment. One of the central themes of
the study was the social stigma that women felt as being drug or alcohol dependent. Seventy-eight per cent of participants felt that women were more ‘looked down upon’ as
a result of their drinking, and the additional burden of an alcohol or drug problem only increased the stigma. Some women reported that the feeling of being stigmatised
impacted on their willingness to seek treatment: There is the whole societal thing that women shouldn’t show themselves to be so out of control ... that stigma thing was part of the reason
for not seeking treatment.”
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ANTISOCIAL PERSONALITY DISORDER

A matrix of service user experience (not under the Mental Health Act)

Dimensions Guidelines Themes that apply to all
of person- Access Assessment Community care Assessment and Hospital care Discharge/ points on the pathway
centred care referral in crisis transfer of care
Involvement in Barriers in Facilitators to
decisions & assessment, community care,
respect for transparency: more choice: Two
preferences People diagnosed studies found that
with personality service users with
disorder, 16% found | personality disorder

out about their
diagnosis from their
records (half found
out from a
psychiatrist) which
increased their
feelings of stigma
associated with the
diagnosis.15

wanted more choice
in treatment with
less reliance on
pharmacological
medication and
more ‘talking
therapies’.16

Facilitators to

15 “In a study by Castillo (2000) people diagnosed with personality disorder interviewed others to ascertain what it felt like to have the diagnosis, the problems people
experience, and what they have found helpful in dealing with these problems. When asked about the diagnosis, of the 50 people in the sample (14 of whom —11 men and 3
women—had dissocial personality disorder), 22% said that it was “a label you get when “they” don’t know what else to do’, and 10% regarded having personality disorder as
something ‘bad’ or ‘evil” and a ‘life sentence — untreatable — no hope’ (Castillo, 2000). Over 50% were told their diagnosis by their psychiatrist, but 16% found out accidentally
from their records, which may have exacerbated their feelings of stigma, shame and exclusion: ‘After I was discharged I opened a letter from my psychiatrist to the GP. It said it
there. I was a bit stumped — shocked. I'd heard about people that had been diagnosed with personality disorder being the black sheep of the community. It made me feel I didn’t belong
anywhere’ (Castillo, 2000).”
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community care,
service user
involvement in
decisions: service
users in one study
emphasised that
they had important
views on treatment
on what was worked
or not worked for
them in the past
which professionals
should listen to
when deciding on
treatment options.1”

Clear, Facilitators to community
comprehensible care, more information: Two
information & studies found that service
support for self- users with personality

care disorder expressed wanting

more high quality information.
In one study this was
information specifically about
personality disorder and in the
other study, the type of
information was not specified
but was expressed that it
would improve services.18

16 “In the Castillo survey (2000), 34% said that they wanted improved services. The themes that emerged included: being listened to; being treated with respect; healthcare
professionals having a greater understanding of the condition; being given more information; being offered less medication and more “talking therapies’.” “The participants
in the Haigh (2002) study felt that being offered options for treatment was helpful, and that there was an over-reliance on drug treatment.”

17 They emphasised that they had important views on treatment (that is, what helped them and did not help them) and that staff should listen to them when deciding on
interventions (Haigh,2002).”

18 “[(Haigh, 2002)] It was strongly stated by the participants that they required high-quality printed information about personality disorders, and that they should not be
actively discouraged from seeking information by professionals”

In the Castillo survey (2000), 34% said that they wanted improved services. The themes that emerged included: being listened to; being treated with respect; healthcare
professionals having a greater understanding of the condition; being given more information...”
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Emotional
support,
empathy &
respect

Barriers in services,
professionals: Men with
personality disorder from one
study found professionals
rude and dismissive.19

Facilitators to community
care, professional training;
Across three studies, service
users with personality
disorder suggested the need
for training professionals. The
areas of training highlighted
were in understanding their
condition in order to improve
services and to help build
upon their empathy. The need
for staff’s attention o
interpersonal interactions was
also highlighted?20

Facilitators to community
care, professionals: A third of
service users with personality
disorder found in one study
wanted to improve services
and identified being listened
to and being treated with

19 “Sometimes the staff were ‘rude’ and ‘dismissive’, and participants suggested that training and attention to interpersonal interactions were required [(Links

et al., 2007)].”

20 “It was suggested that service users should help train healthcare professionals in managing people with personality disorder, particularly in terms of developing empathy

and understanding (Haigh, 2002).”

“In the Castillo survey (2000), 34% said that they wanted improved services. The themes that emerged included: being listened to; being treated with respect; healthcare

professionals having a greater understanding of the condition...”

“Sometimes the staff were ‘rude’ and ‘dismissive’, and participants suggested that training and attention to interpersonal interactions were required [(Links

et al., 2007)].”
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respect by professionals as a
means to this.2!

Fast access to

Improvements to

reliable health access: physical:
advice Male service users

from one qualitative

study expressed that

access to A&E

would be improved

if there was a

separate psychiatric

emergency service.?2
Effective Validity of Barriers to effective
treatment diagnosis: one study | treatment, stigma
delivered by found that service by professionals:
trusted users questioned the | Service users from
professionals legitimacy of the one study felt that a

diagnosis of
personality disorder
as they suffered
from other primary,
co-morbid problems.
However, one
participant in
another study found
it to accurately
describe his
condition.?

diagnosis of
personality disorder
was viewed by
professionals as
being untreatable.24

21 “In the Castillo survey (2000), 34% said that they wanted improved services. The themes that emerged included: being listened to; being treated with respect”

22 Jt was also suggested that one way of improving access to emergency psychiatric treatment would be having separate psychiatric emergency services or triage points
[(Links et al., 2007).

2 “In a study by Stalker and colleagues (2005), which elicited the views of ten people with a diagnosis of personality disorder, half felt that the term “personality disorder” was
disparaging. However one male participant thought that it accurately described his problems: ‘It doesn’t particularly disturb me. I don’t see any problem because that is exactly what
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Attention to
physical &
environmental
needs

Involvement of,
& support for,
family & carers

Continuity of
care & smooth
transitions

I suffer from — a disorder of the personality’ (Stalker et al., 2005).” “The participants in Castillo (2000) questioned the category of “personality disorder” when they said that they
thought their primary problems were depression, abuse, stress or not coping, and substance misuse.

24 “The participants of a focus group convened by Haigh (2002) thought that the term “personality disorder” was associated with stigma and that healthcare professionals
viewed people with the condition as untreatable.”
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A matrix of service user experience (under the Mental Health Act)

Dimensions of
person-centred
care

Key points on the pathway of care

Assessment/ admission under the MH Act

Receiving compulsory treatment

Themes that
apply to all
points on the
pathway

Involvement in
decisions & respect
for preferences

Clear,
comprehensible
information &
support for self-care

Emotional support,
empathy & respect

Fast access to reliable
health advice

Effective treatment
delivered by trusted
professionals

Attention to physical
& environmental
needs

Involvement of, &
support for, family &
carers

Continuity of care &
smooth transitions

Other themes

Service user experience: Appendix 12 (June 2011)
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BIPOLAR DISORDER

A matrix of service user experience (not under the Mental Health Act)

Dimensions of Guideli Themes that
uidelines

person-centred apply to all

care Access Assessment Community care Assessment & Inpatient care Discharge/ transfer points on the
referral to inpatient of care pathway
care

Involvement in Facilitators to

decisions & community care,

respect for service user

preferences involvement:

Service users want
their preferences to
be taken into
account in treatment
and to be treated as
equal partners to
their professionals.25
Barriers to
community care,
lack of treatment
options: Service
users described a
lack of treatment

25 The testimonies and surveys (Morselli & Elgie, 2003) also emphasise the importance of a trusting, open and respectful working relationship between themselves and the
professional. What is valued in a professional is someone who will ... clearly explain the treatment options and the risks and benefits. Patients nowadays expect to be treated
as an equal partner, no longer the passive recipients of treatment, but as experts in their own condition (Morselli & Elgie, 2003), unlike the individual who felt that ‘my
psychiatrist and other professionals tend to decide what is best for me, rather than listening to my thoughts and feelings’. (MDF The BiPolar Organisation survey). This will necessitate
that patients are fully involved in decisions about their treatment and care, and that their preferences for a particular treatment, or their decision not to have an intervention,
is taken into consideration by the professional when the treatment plan is prepared.
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options whereby
mainly medication
was offered.26

Clear, Facilitators to
comprehensible community care,
information & information: Service
support for self- users stated that
care there is a need for

full discussion about
dose and side effects
of treatment which
is not being
provided.2” They
also want
information about
their condition and
preferred this to be
provided in
booklets,
newsletters, videos
that are sensitive to
social, cultural and
educational
backgrounds.28

Emotional Facilitators to
support, assessment,
empathy & professionals:
respect Service users want
professionals that
provide thorough

26 “Highet and colleagues (2004) report that patients experience a restricted range of treatment, both in primary and secondary care, mostly limited to medication. MDF
The BiPolar Organisation also report that ‘a very high number of people still do not have access to a psychologist’ (MDF The BiPolar Organisation survey, 2004).”

27 (MDF The BiPolar Organisation survey, 2004). Regarding medication, patients highlight the need for full discussion about dose and side effects. Sally (aged 51), a university
lecturer, says that her psychiatrist ‘listens to me and takes my view into account. I told him how my last psychiatrist put me on 20 mg olanzapine and turned me into a zombie.”

28 “The testimonies and surveys (Morselli & Elgie, 2003) demonstrate that people with bipolar disorder require healthcare professionals to provide full and clear information
about the condition and about the treatment options, ideally in written form (for example, booklets or newsletters) or video (Kupfer et al., 2002). In providing this
information, the social, cultural and educational background of the patient (and carer) need to be taken into consideration.”
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assessment and
listen attentively.2

Fast access to
reliable health
advice

Barriers to
assessment,
diagnostic delays.
Service users
described their
experience of severe
diagnostic and
treatment delay for
their bipolar
disorder.30

Improvements to
community care,
access:

One study
suggested that
prompt and
improved access to
crisis care in early
phases of acute
relapse is needed in

the community to
avoid admission to
hospital. One service
user benefited from
intensive CPN home
support and a
relapse prevention
plan.3!

2 “The testimonies and surveys (Morselli & Elgie, 2003) also emphasise the importance of a trusting, open and respectful working relationship between themselves and the
professional. What is valued in a professional is someone who will undertake a thorough assessment, listen attentively to the patient’s description of his or her symptoms,
and to their carers, and who will clearly explain the treatment options and the risks and benefits.”

30 People with bipolar disorder have reported that it has taken them years, sometimes decades to get a formal diagnosis of bipolar disorder and consequently to receive
appropriate care (occurs in both primary care and specialist mental health services). This problem is one that occurs in both primary care and specialist mental health services
(Highet et al., 2004). It may be the case that symptoms of depression - for which patients are much more likely to seek treatment - will be recognised, but symptoms of
hypomania may be missed or not initially detected by healthcare professionals when taking a patient’s history. “Over the next 27 years, they all treated me for depression,
prescribing me more than a dozen different antidepressants. As far as I can tell they did nothing to stabilise my mood swings. None of the GPs ever recognised that my high moods in between
the lows were symptomatic of bipolar disorder.”

“The cyclical nature of the illness illness, whereby symptoms - and consequently the patient’s judgement - changes from day to day, week to week and month to month,
makes diagnosis much more difficult. For example, a patient who makes an appointment to see a psychiatrist when depressed and desperate for treatment may feel very
different when attending the appointment several weeks later. People with bipolar disorder can labour under the illusion that they are ‘just moody’ for years.”
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Barriers to
community care,
access to
professionals: Very
high number of
service users
reported that they
had little access to
psychologists.32

Effective

treatment

delivered by

trusted

professionals

Attention to

physical &

environmental

needs

Involvement of,

& support for,

family & carers

Continuity of

care & smooth

transitions

Stigma Barrier to access,

stigma of diagnosis:
Service users
described how the

31 “Highet and colleagues (2004) reported that ‘current crisis management practices were considered to contribute to negative perceptions and stigma’ and they identified
a need for “prompt and improved access to crisis care during the early phases of acute relapse’. Sally has a crisis team but on one occasion could not access anybody to
come out and assess her: “the result was that I left home in my car in a manic state and had a fortunately minor accident some hours later, 100 miles away’ (extract from

testimony). On another occasion she made four telephone calls to her team but was nevertheless sectioned the next day. She feels that ‘everything should be done to avoid
hospital: the staff there are generally not interested and offer virtually no psychological support. The experience is traumatic and one’s stay tends to be prolonged.”

32 “The BiPolar Organisation also report that very high number of people still do not have access to a psychologist’. After a psychotic episode, Linda (aged 34) “pushed for some

7

counselling but was made to feel like I was asking for a pot of gold by the hospital psychiatrist’.
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stigma associated
with mental illness
was a barrier to
them accessing
services and
ultimately receiving
a diagnosis and
treatment for their
condition.3?

33 “(Highet et al., 2004). For some people, getting a diagnosis and treatment can be made more difficult by the stigma associated with mental illness. It took Eileen, now aged
50, more than 20 years to get a diagnosis of bipolar disorder: ‘I was 42 before I was diagnosed. I first became aware I was suffering severe mood swings as a young child. I can only ever
remember being either very happy Service user and carer experience of bipolar disorder or very sad. When low I wished I'd never been born. My dad had also always suffered severe mood
swings throughout my childhood and spent long spells in hospital, but I was told it was for treatment for a "heart attack’. My parents felt such shame about his mental illness they never told
me about it, and they never told me their suspicions about my illness. It was only when I broke the news about my diagnosis more than 20 years later that they said they "had always known’. I
felt quite angry really that they’d never said something earlier. If I had been diagnosed earlier I would have got the right treatment earlier’. (Interview)”
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BORDERLINE PERSONALITY DISORDER

A matrix of service user experience (not under the Mental Health Act)

Dimensions of Guidelines: Borderline Personality Disorder The.mes that apply to all
person-centred points on the pathway
care Access Assessment Community care Assessment & Inpatient care Discharge/ Transfer
referral to inpatient of care
care

Involvement in Facilitators to community
decisions & care, service user

respect for involvement: Service users
preferences described wanting to make

their own choices regarding
services to increase
engagement34and to be
involved in clinicians’
training.35

Facilitators to community
care, more treatment
options: Service users stated
that they would benefit from
information on treatment
options and deciding for

3¢ Haigh (2002) Service users preferred to make their own choice about services and treatments as this was felt to increase cooperation and engagement. It was stated that
where there was a lack of choice and the service user opted not to engage with the treatment, this led to service users being labelled ‘non-compliant’

35 Haigh (2002) Service users also valued input from staff who had experienced mental health difficulties, as it was felt they had more insight. All service users thought it was
important to have respect from staff, to be perceived as an individual and with intelligence, to be accepting but also challenging, and to view the therapeutic relationship as a
collaboration. Problems arose for service users, however, when boundaries broke down and the staff began to share their own problems with service users, and when staff
failed to show respect or were disinterested in the client. It was also felt that service users could provide a useful input to clinicians’ training.
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themselves what would best
meet their need36; others
expressed wanting more
choice as the only treatment
offered to them was DBT.37

Clear,
comprehensible
information &
support for self-

Barriers to
assessment,
information: Some
service users felt

Facilitators to
community care:
information:
Coping with rules

Facilitators to community
care, information: Service
users in specialist
community care valued

care they had little and boundaries in a clear, written information,
information, community-based particularly where it differed
negative service for people from mainstream services.41
information, unclear | with personality
information or in disorder was easier
some instances, when they were
were not disclosed made explicit and
the diagnosis3; or transparent, and
did not know what were able to be
the term BPD negotiated.40
meant.39

36 Haigh (2002) Service users preferred to make their own choice about services and treatments as this was felt to increase cooperation and engagement. It was stated that
where there was a lack of choice and the service user opted not to engage with the treatment, this led to service users being labelled ‘non-compliant’

%7 In a study by Hodgetts and colleagues (2007) of five people (3 women and 2 men) with borderline personality disorder being treated in an NHS DBT service in the south
west of England, the participants reported that DBT was presented to them as the only treatment for personality disorder, which may raise anxieties about what is expected of
them. While some valued the sense of structure to the treatment, others would have preferred a more tailored and flexible approach.

38 for others, who had been given little information or explanation about the diagnosis (and what information they were given tended to be negative), the diagnosis
represented knowledge withheld and the viewing of others as experts. Haigh (2002), There was a feeling that many professionals did not really understand the diagnosis,
instead equating it with untreatability. Other professionals did not disclose the diagnosis to the service user.

3 Ramon and colleagues (2001) The majority felt that they did not really know what the term meant (26%) where as 22% described it as ‘a label you get when they don’t know
what else to do” and 18% referred to the meaning ‘as being labelled as bad’.

40 (Crawford et al., 2007) Rules and boundaries were a contentious issue in many of the pilot sites. People coped with these better when they were made explicit and
transparent, and were able to be negotiated, rather than being implicit and/or forced upon them.
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Emotional Facilitators to Barriers to self-care, Facilitators to community
support, assessment, support: A barrier care, professionals: Service
empathy & professionals: to self-care was not users expressed that the
respect Assessment was having the support most productive relationship

often considered
difficult because of
the focus on painful
past experiences.
Support and

needed; in times of
crisis service users
want support and
not to be pushed
towards self-care.43

with professionals was when
it was collaborative, when
staff were non-judgmental,
caring, respectful, amongst
other characteristics44 45.

information by staff
made the process
easier.42
Professionals can

41 (Crawford et al., 2007) Service users valued receiving clear, written information about the service, particularly where it differed from mainstream services.

42 (Crawford et al., 2007) Those interviewed tended to find assessment difficult, traumatic and upsetting, due largely to the focus on painful past experiences and the emotions
these raised. Some service users felt that this process was over-long as they had to undertake tests and questionnaires over several weeks. The availability of staff to answer
questions and offer support made the process easier, especially as support was often not felt to be available outside the service.

Explanation about the process, clear, written information about a service, and the opportunity to ask questions were all welcomed and valued.

4 Nehls (1999) When in crisis, a dialogue with someone who cares was desired by service users. The push by some services towards ‘self-care” and ‘helping yourself’ was felt
to divert attention away from what matters to people with borderline personality disorder, that is a caring response.

44 For some these relationships led to a position where they felt able to question the diagnosis. They want - respect from staff, to be perceived as a person with intelligence, to
be accepting but challenging, and to view the relationship as a collaboration. Dialogue with someone who ‘cares” was desired in crisis situations.

It was felt that the most productive relationships were with staff who were non-judgmental, helpful, supportive, caring, genuine and ‘real’, positive, flexible, accessible,
responsive, skilled, and knowledgeable. Other valuable attributes were treating service users as whole people rather than as a collection of symptoms, being unshockable,
being honest about themselves to some degree while maintaining boundaries, treating the service user as an equal, believing in the service user’s capacity for change and
consequently encouraging and supporting them to achieve their goals. It was also reported that services improved service users’ relationships and interactions with others,
particularly as a result of improved communication skills.

45 Haigh (2002) Service users also valued input from staff who had experienced mental health difficulties, as it was felt they had more insight. All service users thought it was
important to have respect from staff, to be perceived as an individual and with intelligence, to be accepting but also challenging, and to view the therapeutic relationship as a
collaboration. Problems arose for service users, however, when boundaries broke down and the staff began to share their own problems with service users, and when staff
failed to show respect or were disinterested in the client. It was also felt that service users could provide a useful input to clinicians’ training.
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facilitate this
process through
having a more
positive attitude
towards the
diagnosis and as
such the people who
have the diagnosis -
this was something
that was picked out
in a number of the
qualitative studies

included in the BPD
guideline - (Haigh,
2002; Horn et al,
2007; Nehls, 2009;
etc
Fast access to Improvements to Barriers to Improvements to
reliable health access, phone or assessment, time: community care,
advice crisis teams: Some service users alternatives: Service users
Immediate support | felt that the described improvements to
best provided by assessment process services as an out-of-hours
telephone service or | was too long (often service and a safe house and
(ideally) 24-hour several weeks).48 an advocate service and
crisis intervention helpline.4
teams focused on
personality

disorders). The
ability to self-refer
was seen as a big
plus. 46

46 Service users interviewed by Haigh (2002) believed that self-referral may prevent further negative and unhelpful experiences. It was also felt that immediate support, which
is often needed, could be provided by a telephone service, but ideally 24-hour crisis intervention teams who had knowledge of and training in personality disorders should
be available as this would reduce the need for inpatient care.

48 (Crawford et al., 2007) Those interviewed tended to find assessment difficult, traumatic and upsetting, due largely to the focus on painful past experiences and the emotions
these raised. Some service users felt that this process was over-long as they had to undertake tests and questionnaires over several weeks. The availability of staff to answer
questions and offer support made the process easier, especially as support was often not felt to be available outside the service.
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Improvements to
access, phone or
crisis teams: Service
users also valued
having a range of
options to choose
from and access at
different times such
as one-to-one
sessions, out-of-
hours support, crisis
beds and an open
clinic.4”

Barrier:

Long waiting lists
and being passed
from one service to
another before

getting the right
intervention (Nehls,
1999).
Effective Barriers to Barriers to Barriers to care, [Reasons for non-
treatment assessment, validity | Facilitators to assessment, validity | access to adherence®’]
delivered by of the diagnosis: community care, of the diagnosis: professionals:
trusted Some received choice of modality: | Some received Service users found
professionals many diagnoses in | For those users many diagnoses in | services
the past and were undergoing group the past and were intentionally
therefore sceptical psychotherapy, the | therefore sceptical limiting with little
about the treatment was about the access to mental
diagnosis®; others considered a good diagnosis®!; others health professionals.

Explanation about the process, clear, written information about a service, and the opportunity to ask questions were all welcomed and valued.

4 In the study by Ramon and colleagues (2001) based on semi-structured interviews and a questionnaire,... Service users felt that the ideal services should be those that
advocated a more humane, caring response, an out-of-hours service and a safe house, an advocate service and helpline.

47 (Crawford et al., 2007) The need for out-of-hours support was a common theme raised by service users. Crises usually happened outside the hours of 9am-5pm, and if
people did have to access a service during a crisis outside of this time the staff often responded inappropriately. Service users felt that they needed a person-centred and
responsive out-of-hours service.
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were unsure opportunity to share | were unsure Lack of access to
whether they were | experiences and whether they were inpatient care is a
ill or they valued the peer | ill or problem -
troublemakers.5! support. This troublemakers. 62 psychiatrists not
Barriers to care, sentiment was not wishing to admit
stigma by shared by those who | Barriers to care, people with BPD as
professionals: preferred individual | stigma by not viewed as
Service users therapy.56 professionals: mental illness and
expressed how Service users seen as not being
being told that their | Facilitators to expressed how the right

diagnosis was community care, being told that their | environment for
untreatable by therapeutic diagnosis was treatment - but it
professionals, which | relationship: untreatable by can be useful and at
led to a loss of Service users professionals, which | times a well needed
hope.52 described led to a loss of

50 Crawford and colleagues (2007) Others felt quite skeptical about the diagnosis having received a number of different diagnoses during their history of accessing services.

61 Crawford and colleagues (2007) Others felt quite skeptical about the diagnosis having received a number of different diagnoses during their history of accessing services.

67 Hummelen and colleagues (2007) interviewed eight people with borderline personality disorder who dropped out of long-term group psychotherapy following intensive
day treatment. The main reasons for dropping out were finding: the transition too difficult from day treatment to outpatient group therapy and bad experiences of the
previous day treatment; that group therapy was too distressing — service users reported having strong negative feelings evoked in therapy and feeling that these could not be
adequately contained in an outpatient setting; that outpatient group therapy was not sufficient as too much time elapsed between sessions; that service users were unable to
make use of the group or were unsure of how the group was meant to work; that service users experienced a complicated relationship with the group and felt that they did
not belong; and that there were various aspects of the patient-therapist relationship that were negative (such as therapists not explaining adequately how the group worked,
not dealing effectively with criticism and acknowledging the patients” distress). Other service users found it too difficult combining work, study, or parenting responsibilities
with therapy. Other reasons stated included a desire to escape from therapy and no interest in further long-term group therapy.

51 Horn and colleagues (2007) for others it was not useful and too simplistic. It did not appear to match their understanding of their difficulties, and service users were left
feeling unsure whether they were ill or just a troublemaker.

52 Inevitably if they were told that they were untreatable this led to a loss of hope and a negative outlook.
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[Barriers to
assessment,
experience of
receiving a
diagnosis. The
qualitative review
evidence seems to
suggest overall that
if the diagnosis is
handled in a
positive way (often
by a specialist
service) and in a
correctly informed
way then people can
make better use of
the diagnosis - it is
when it is used
inappropriately or
used in conjunction
with stigma or as a
barrier to accessing
interventions then it
is viewed more
negatively - it’s the
stigma that causes
the main difficulties
with receiving the
label..53 54 55]

facilitators to the
therapeutic
relationship as
building a
relationship with
the therapist who
was viewed as non-
judgmental, where
they were
considered an equal
and where the
therapist pushed
and challenged
them.57 58
Facilitators to
community care,
support: For those
undergoing DBT
therapy, 24-hour
telephone skills
coaching was
valuable.5
Facilitators to care,
therapeutic
relationship:
Service users
described specialist
services as building
a sense of belonging
due to sharing

hope.63

safe place.64

Facilitators to care,
specialist services:
Access to specialists
improved users’
perceptions of
service provision.65
Facilitators to care,
therapeutic
relationship:
Service users
described specialist
services as building
a sense of belonging
due to sharing
experiences with
other users and
building
relationships with
professionals.66

5 Crawford and colleagues (2007): group psychotherapy was experienced by some service users as a good opportunity to share experiences with others and they valued the
peer support. However, others, who would have preferred individual therapy, struggled where group therapy was the only option, particularly in understanding the way the
group operated and its ‘rules’.

62 Horn and colleagues (2007) for others it was not useful and too simplistic. It did not appear to match their understanding of their difficulties, and service users were left
feeling unsure whether they were ill or just a troublemaker.

53 Horn and colleagues (2007) Knowledge of the diagnosis and professional opinions was experienced as power, both for the service user and for others. For some the
diagnosis provided a focus and sense of control, for example the ‘label” could provide some clarity and organisation of the ‘chaos’ experienced by the service user.
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54 receiving the label was a useful experience, giving some legitimacy to their experience and helping them begin to understand themselves.
People have reported that being diagnosed with borderline personality disorder can be both a positive and negative experience. For some it can provide a focus, a sense of
control, a feeling of relief, and a degree of legitimacy to their experience.

55 Haigh (2002), receiving the label was a useful experience, giving some legitimacy to their experience and helping them begin to understand themselves.

57 (Cunningham et al., 2004). Participants reported that DBT allowed them to see the disorder as a controllable part of themselves rather than something that controlled them,
providing them with tools to help them deal with the illness. They reported that the individual therapy played an important part, particularly when the relationship with the
therapist was viewed as nonjudgemental and validating and the therapist pushed and challenged them. However, where the client felt that the therapist did not push
enough or too much, the therapy seemed to become less effective. Another key component in the relationship is equality, with the client feeling that they were operating on
the same level as the therapists and working towards the same goal. This equality seems to empower people to take more responsibility in their own therapy.

5 (Cunningham et al., 2004). DBT therapy. The skills trainers needed to have a strong understanding of the skills themselves rather than just use the manual — the latter
proved to be less effective for service users . Service users found some skills more helpful than others. ‘Self-soothe’, “distract’ and “one mindfulness” were the skills reported as
useful most commonly. The skills most used also corresponded to the skills most easily understood. The support that service users received in the skills group also proved to
be valuable.

59 The 24-hour telephone skills coaching were valued by the service users as a means of supporting them through their crises (Cunningham et al., 2004).

63 Inevitably if they were told that they were untreatable this led to a loss of hope and a negative outlook.

64 People interviewed by Nehls (1999) experienced services as intentionally limited, in that some of them were on a programme that only allowed them to use hospital for 2
days a month, and that the opportunities for a dialogue with mental health professionals was also limited. provide a reliable time commitment to a service and the people
they were treating.

65 | have also been one of the lucky few who was in the first instant referred to my local hospital, which has very good specialist services such as dual diagnosis, an eating
disorders unit, a crisis unit and specialist psychotherapy services for borderline personality disorder. But I was plagued by long waiting lists and being passed from one
health professional to another until I was given the right treatment.

Specialist services (and long-term treatment) were viewed by the service users interviewed by Haigh (2002) as the most effective way of treating personality disorders.

66 An evaluation of 11 community-based pilot sites with dedicated services for people with a personality disorder (Crawford et al., 2007)...Specialist services for personality
disorder can lead to a strong sense of belonging for many service users due to sharing experiences with other service users and building relationships with staff. Service users
also reported that these services tended to have a more positive focus, with staff having more optimistic beliefs about an individual’s capacity for change and more
discussions with service users about recovery.
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experiences with
other users and
building
relationships with
professionals and
more discussions
with service users
around recovery.50

Attention to

physical &

environmental

needs

Involvement of,

& support for,

family & carers

Continuity of Barriers to being

care & smooth discharged, change

transitions in structure: Most
service users in one
study felt that
leaving a
therapeutic
community was
difficult.
Particularly

adjusting from a 24-
hour structure to
independent living
or being required to
leave before being
ready. The
conclusion of the
qualitative review
also makes an

0 An evaluation of 11 community-based pilot sites with dedicated services for people with a personality disorder (Crawford et al., 2007)...Specialist services for personality
disorder can lead to a strong sense of belonging for many service users due to sharing experiences with other service users and building relationships with staff. Service users
also reported that these services tended to have a more positive focus, with staff having more optimistic beliefs about an individual’s capacity for change and more
discussions with service users about recovery.
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important point
about endings (of
any kind including
transfers)...."Leavin
g a treatment or
service is often
difficult for people
with BPD and can
evoke strong
emotions as they
may feel rejected. It
has recognized that
a more structured
approach to
‘endings’ is needed.
People also felt they
would like
reassurance that
they could access
the service again in
a crisis.” This
conclusion came
from the recognition
that abrupt,
unmanaged
endings/transfers a
really problematic
and work better if
they planned in
advance, structured
and have
opportunities for
follow and easier re-

entry if needed.8 69
70 71

6 Morant and King (2003) Some service users returned to dysfunctional patterns of behaviour, struggled to manage relationships with family and friends, and had difficulties
in managing the practical issues such as housing and contact with mental health services. Problems reported included depression and anxiety, feelings of isolation and
loneliness, and lack of structure - this is from people leaving thereputic care. Service users felt that a more structured approach to ‘endings” was needed, and that there should
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Stigma Improvements to Barriers in Barriers in Barriers to access,
access, education: | assessment, assessment, stigma of
It was felt by stigma of stigma of diagnosis: Some
service users that diagnosis: Many diagnosis: Many service users felt
more education users felt stigma users felt stigma diagnosis as a

about mental was attached to was attached to way for services
health difficulties | the diagnosis in the diagnosis in to reject them or,
should be the form of the form of in other cases, a
provided in stereotyping and stereotyping and way to fix them

schools to reduce
stigma, to educate

negative judgment
by services and
society. 73

negative judgment
by services and
society. 74

into categories or
labels. 75 76 77

be some way of retaining a link with the service and/or service users. It was also felt that reassurance was needed that they had the opportunity to restart in a service if a
crisis developed. Most service users felt strongly that abrupt endings were unhelpful as they gave little opportunity to prepare and to work through any issues that arose out
of it.

6 Morant and King (2003) Those interviewed also struggled making the move back to a CMHT due to the passive and dependent role CMHTs encourage, in contrast with the
responsibility people take for their own care in the therapeutic communities.

70 Morant and King (2003) Three people were admitted as inpatients during the period covered by the study. However, service users also reported a gradual structuring of
daily life and establishing a network of resources. They also reported that the outpatient service helped them to make the transition to independent living.

71 Hummelen and colleagues (2007) interviewed eight people with borderline personality disorder who dropped out of long-term group psychotherapy following intensive
day treatment. The main reasons for dropping out were finding: the transition too difficult from day treatment to outpatient group therapy and bad experiences of the
previous day treatment; that group therapy was too distressing — service users reported having strong negative feelings evoked in therapy and feeling that these could not be
adequately contained in an outpatient setting; that outpatient group therapy was not sufficient as too much time elapsed between sessions; that service users were unable to
make use of the group or were unsure of how the group was meant to work; that service users experienced a complicated relationship with the group and felt that they did
not belong; and that there were various aspects of the patient-therapist relationship that were negative (such as therapists not explaining adequately how the group worked,
not dealing effectively with criticism and acknowledging the patients” distress). Other service users found it too difficult combining work, study, or parenting responsibilities
with therapy. Other reasons stated included a desire to escape from therapy and no interest in further long-term group therapy.

73 Crawford and colleagues (2007) Some felt that the terminology used was negative (having a ‘disordered personality’), that stigma was attached to the diagnosis, and that
they were stereotyped and judged by doctors. A proportion of service users also felt it would be helpful if the terminology ‘borderline personality disorder’ were changed.
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about vulnerability
and to teach
students how to
seek appropriate

However, one
participant in a
study said the
terminology was

help if they are an accurate
experiencing description of his
difficulties problems.”8

themselves.”2

74 Crawford and colleagues (2007) Some felt that the terminology used was negative (having a ‘disordered personality’), that stigma was attached to the diagnosis, and that
they were stereotyped and judged by doctors. A proportion of service users also felt it would be helpful if the terminology ‘borderline personality disorder’ were changed.

75 This judgement was accepted and internalised by some service users, which led to service users in turn rejecting services if they were offered at a later stage. Labels of
diagnosis was considered a ‘dustbin-label” . Once the diagnosis was recorded, service users felt that the ‘label’ remained indefinitely and often felt excluded from services as a

result. Felt they were being labeled rather than diagnosed.

76 Service users preferred not to use the term personality disorder and found that the diagnosis led to negative attitudes by staff across a range of agencies and a refusal of
treatment.

77 Crawford and colleagues (2007) Many service users reported being denied services due to the diagnosis.

72 [t was felt by service users that more education about mental health difficulties should be provided in schools to reduce stigma, to educate about vulnerability and to teach
students how to seek appropriate help if they are experiencing difficulties themselves.

78 ‘It doesn’t particularly disturb me. I don’t see any problem because that is exactly what I suffer from —a disorder of the personality
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DEPRESSION UPDATE

A matrix of service user experience (not under the Mental Health Act)

Dimensions
of person-
centred care

Guidelines

Access

Assessment

Community care

Assessment &
referral to
inpatient care

Inpatient care

Discharge/
Transfer of care

Themes that
apply to all
points on the
pathway

Involvement in
decisions &
respect for
preferences

Barriers to access,
information: One
primary study found a
mismatch between how
information is offered
and how people with
depression prefered to
seek information. 79

Service improvement, more
treatment options: One
systematic review found that
the majority of service users
did not receive information
about psychological
interventions and different
treatment options. One
participant commented that
the only option given was
pharmacology® and wanting

7 “Saver and colleagues (2007) described four barriers to accessing help by people with depression. These were characterised as: (1) a lack of motivation
because of their depression; (2) stigma associated with depression and/or denial of their diagnosis; (3) healthcare professionals seeming unresponsive; and
(4) a mismatch between how information is offered and how people with depression prefer to seek information, for example: “I would never sit down and read

something about medicine. It has never interested me. I learned more from watching that commercial on television.”

80 “Saver and colleagues (2007) found that less than half of the people with depression reported receiving information about psychological interventions. One
participant commented that the only ‘option” was a pharmacological treatment: They just handed me a drug and said go on it right now . . . I felt rushed along,
given a prescription, told this will fix it.”
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more psychological
interventions. 8!

Clear,
comprehensible
information &
support for self-

care
Emotional Barriers to access,
support, professionals: One
empathy & study found that
respect professionals were a

barrier to accessing
help as they were
perceived as
unresponsive. 82

Fast access to

reliable health

advice

Effective Effective treatment, people
treatment needed to understand a
delivered by language and framework of
trusted longer-term recovery to tell
professionals their own story of

improvement; that getting
better meant different things

81 “Ridge and Ziebland (2006) in their analysis of interview transcripts collected by Health talkonline found that people with deep-seated and complex
problems needed longer-term psychological therapy... The main findings of the study were that people needed to understand a language and framework of
longer-term recovery to tell their own story of improvement; that getting better meant different things to different people; and that people needed to assume
responsibility for their own recovery. The majority of the interviewees had used and valued talking therapies as a means of gaining insight into their
thoughts and feelings.”

82 “Saver and colleagues (2007) described four barriers to accessing help by people with depression. These were characterised as: (1) a lack of motivation
because of their depression; (2) stigma associated with depression and/or denial of their diagnosis; (3)healthcare professionals seeming unresponsive; and (4)
a mismatch between how information is offered and how people with depression prefer to seek information”
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to different people; and that
people needed to assume
responsibility for their own
recovery!3
Attention to
physical &
environmental
needs
Involvement of,
& support for,
family & carers
Continuity of
care & smooth
transitions
Stigma Barriers to access, Barriers to effective
stigma of diagnosis: treatment, stigma of
One systematic review medication: One systematic
and one primary study review found that service
found that the stigma users had mixed feelings about
of their diagnosis was taking medication which
perceived by service included a sense of relief
users as a barrier to because it helped them cope
accessing help.83 better but they also felt a lack
of control and that there was
stigma associated with taking
medication.84

8 “Saver and colleagues (2007) described four barriers to accessing help by people with depression. These were characterised as: (1) a lack of motivation
because of their depression; (2) stigma associated with depression and/or denial of their diagnosis; (3) healthcare professionals seeming unresponsive; and
(4) a mismatch between how information is offered and how people with depression prefer to seek information”

“Because of feelings of shame and ‘lack of legitimacy’, people may not have presented their problems in an open manner. There was a possibility that seeking
help would ‘threaten an already weakened sense of self'”

8¢ “Khan and colleagues (2007) found that taking medication could lead to ambivalent feelings: on the one hand, people felt relief because medication helped
them cope with difficulties in their day-to-day life; on the other hand, they felt a lack of control. There was also a moral component regarding personal
responsibility and the fear of not being able to function in daily life. When the GP or others (family or friends) offered advice to relieve this ambiguity, people
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Other Barriers to access,
themes attitudes: A lack of
motivation

characteristic of the
depression itself was
perceived by service
users to be a barrier to
accessing help.85

were more willing to accept medication as a possible treatment, but only on the understanding that it would be for short-term use. People were cautious
about telling other people that they were taking medication because of perceived stigma. There was a feeling among the people in the studies that they were
in some way “deficient’ because they needed to take antidepressants”

85 “Saver and colleagues (2007) described four barriers to accessing help by people with depression. These were characterised as: (1) a lack of motivation
because of their depression; (2) stigma associated with depression and/or denial of their diagnosis; (3)healthcare professionals seeming unresponsive; and (4)
a mismatch between how information is offered and how people with depression prefer to seek information”
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DRUG MISUSE: PSYCHOSOCIAL INTERVENTIONS

A matrix of service user experience (not under the Mental Health Act)

Dimensions of Guidelines

person-centred
care

Access

Assessment

Community care

Assessment & referral
to inpatient care

Inpatient care

Discharge/
Transfer of care

Themes that
apply to all
points on the
pathway

Involvement in
decisions & respect
for preferences

Clear,
comprehensible
information &
support for self-
care

Emotional support,
empathy & respect

Facilitators to
inpatient care,
professionals: Service
users in inpatient
treatment reported
that building a
rapport with key
workers motivated
them to remain
abstinent.86

Fast access to

Improvements to

86 (Bacchus et al.,1999): Most were able to develop a rapport with their keyworker, which motivated service users to achieve or maintain abstinence for fear of
letting him or her down. Befriending and supporting other new service users was also conducive to abstinence maintenance and increased self-esteem, and
the independent thinking involved in this role often operated as a marker of self-improvement.”
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reliable health referral, waiting times:
advice Service users in one
study reported that the

long waiting time to
receive inpatient
treatment was a barrier
to accessing treatment
because their
motivation to change
decreased over time.87
However, in some
cases, users were aware
of the high demand in
services and were
satisfied with the
waiting times.88

Effective treatment
delivered by
trusted
professionals

Attention to

87 “Through semi-structured interviews with 42 people who misuse drugs in receipt of inpatient treatment, Bacchus and colleagues (1999) found that service
users acknowledged the high demand for the service and were therefore generally satisfied with pre-admittance waiting times. However, some reported that,
during the waiting period, their motivation to cease drug misuse decreased, and continued exposure to drug-misusing friends increased social pressure to
maintain use.”

88 (Bacchus et al.,1999): “Through semi-structured interviews with 42 people who misuse drugs in receipt of inpatient treatment, Bacchus and colleagues
(1999) found that service users acknowledged the high demand for the service and were therefore generally satisfied with pre-admittance waiting times.
However, participants perceived the long waiting times to be an obstacle in accessing treatment: ‘I'd go with all the intentions to get off it...but the longer you have
to wait, the more and more trouble you get in. Eight months is a long time; you don’t know what is going to happen to you.”’
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physical &
environmental
needs

Involvement of, &
support for, family
& carers

Service
improvement,
involvement of

families and carers:

A quarter of service
users felt that
professionals did
not offer families
and carers enough
support.8?

Barriers to family
support in inpatient
care, physical:
Service users with
drug misuse
problems expressed
wanting more
support and visits
from family,
especially for those
drug users who were
parents. However, in
some cases there was
an acknowledgement
that the inpatient
environment was not
appropriate for
young children.%

Continuity of care
& smooth
transitions

89 “There is an increasing recognition that drug misuse affects the entire family and the communities in which these families live. The NTA user satisfaction

survey found that 25% of respondents felt that staff did not offer families and carers enough support (Best et al., 2006).”

% (Bacchus et al.,1999): "Service users - and especially parents who misuse drugs - wished to receive more support and visits from family, though some felt

the treatment environment was not appropriate for their young children.”
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Other themes Barriers to effective Barriers to effective Facilitators to inpatient
treatment, attitudes: treatment, process care, support from
Some individuals were issues: Service users peers: Befriending and
aware that they needed described methadone supporting other service
to be ready and scripts to be time- users was viewed by
motivated to access consuming (must be service users ho misuse
treatment and services collected daily). This drugs to be conducive to
for treatment to be restricted their job achieving and
effective.9! opportunities.9? maintaining abstinence.

It also increased self-
esteem. %

91 “Some individuals were aware that they needed to be ready and motivated to access treatment in order for it to be effective: “You have to actually seek
treatment. It's up to them if they want to start...If a person’s not ready, they’re not ready.” "My true feeling is that you have to do it for yourself.
Salter and colleagues (2005): “You have to actually seek treatment. It's up to them if they want to start...If a person’s not ready, they're not ready.”; "My true feeling is that
you have to do it for yourself.”

12

92 Neal, 1998: “ Another common criticism was that being on methadone scripts is very time-consuming, as the script must be collected on a daily basis. For
many, this restricts the opportunity to perform a regular job.”

9 Salter and colleagues (2005): “Most were able to develop a rapport with their keyworker, which motivated service users to achieve or maintain abstinence
for fear of letting him or her down. Befriending and supporting other new service users was also conducive to abstinence maintenance and increased self-
esteem, and the independent thinking involved in this role often operated as a marker of self-improvement.”
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PSYCHOSIS AND SUBSTANCE MISUSE

A matrix of service user experience (not under the Mental Health Act)

Dimensions Guidelines Themes that
of person- Access Assessment Community care Assessment & Inpatient care Discharge/ Transfer al?ply toall
centred care referral to inpatient of care points on the
care pathway
Involvement in Service
decisions & improvement, more
respect for treatment options:
preferences Service users
described the lack of
individual talking
therapies in
treatment to deal
with their multiple
problems. %
Clear,
comprehensible

information &
support for self-
care

Emotional
support, empathy
& respect

Facilitators in
services,
professionals:
Female service users
with co-existing
mental health
problems and

94 “Once service users were in treatment, many were frustrated at the lack of individual “talk’ therapy to help discuss and heal the trauma incurred from
having a mental illness, having a substance problem, and living on the streets.”
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substance misuse
described the traits
of empathy,
honesty,
encouraging and
direct as important
aspects for effective
treatment. %>

Fast access to

reliable health

advice

Effective Barriers to access, Experience of peer Facilitators to the Barriers to

treatment physical: Female support: Service transfer of care, effective

delivered by service users with users in two studies physical: Service treatment,

trusted co-existing mental described the users in one study cultural: Service

professionals health problems and importance of peer described their users from
substance misuse support in effective reasons for minority groups
problems described treatment; to have adherence to expressed that
reduced access to someone who can aftercare professionals did

services when there
was no available
child care.%

understand them.%7
Facilitators to
effective treatment,
key workers:

programmes owing
to flexible timing of
services and the

facilitation of social

not take into
account the
cultural context of
their substance

% “Penn and colleagues (2002) examined treatment concerns for women with coexisting mental illness and substance misuse. The women interviewed
emphasised how a person-centred approach facilitates treatment, especially when the clinician embodies traits such as empathy, honesty, and being
encouraging and direct. All participants identified that negative staff attitudes”

% “Penn and colleagues (2002) examined treatment concerns for women with coexisting mental illness and substance misuse...Childcare services were

mentioned as necessary for women accessing treatment, as was support that specifically accounted for women’s needs.”

97 “Other participants highlighted the need for support and having contact with others who have experienced similar mental health and substance problems

(Turton et al., 2009): “most of the counsellors there were ex-addicts themselves and I could relate to them, and the things they said because theyve been through it’.

7

“Many participants interviewed by Vogel and colleagues (1998) mentioned that a mutual support programme was extremely beneficial in enabling people
with psychosis and coexisting substance misuse to share similar experiences and providing a non-judgemental atmosphere in which they could discuss
problems. The support group increased participants” optimism, brought them comfort and changed their attitudes towards taking their mediation (Vogel et

al., 1998). “
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Service users in one activities.% use and that there
study described was an

their key worker as inconsistent

an important part of cultural

effective treatment awareness among
as they allowed professionals.100

access to local
counselling services
or alternative
treatment options.”8

Attention to
physical &
environmental
needs

Involvement of, &
support for,
family & carers

Continuity of care Barriers to effective
& smooth treatment, service

9 “When participants were asked about their most positive experience of services in the UK, they highlighted having a key worker (for example, a social
worker) with whom they have a good relationship, in addition to accessing local counselling services or alternative treatment options (for example, spiritual
services or specific cultural support groups) (Warfa et al., 2006). These services and options were seen as integral to their progress in treatment.”

9 Pollack and colleagues (1998) interviewed inpatients with psychosis and coexisting substance misuse about the factors that affected their attendance in an
aftercare programme. Self-help meetings (for example, Alcoholics Anonymous [AA]) were easier to attend because of the flexible timing and the fact that
they facilitated social activities: ‘Just being around the other people, you know, I've pretty much alienated everyone due to my drug addiction and alcohol...so it provides
me the opportunity to...generate a new relationship’. I found that it was a joy to go and share my daily achievements with a group of people that knew my condition because
their own condition was so similar’.

100 “One UK study (Warfa ef al., 2006) looked at drug use (specifically cannabis and khat!'%) in black and minority ethnic (BME) groups. Whereas East African
communities showed that use of khat was linked to their culture, cannabis was seen as entangled with religious uses for black Caribbean populations.
Participants in the study stated that the cultural context of their substance use was not taken into account by healthcare professionals. Some participants in
the study mentioned that their clinics or clinicians exhibited cultural awareness, while others felt that there needed to be increased cultural and religious
sensitivity within services in the UK (Warfa et al., 2006).”
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transitions

organisation: Staff
turnover and a lack
of co-ordination
between services
was judged to be a
barrier to effective
treatment
progress.101

Stigma

Barriers to access,
stigma of diagnosis:
People with
psychosis and
substance misuse

Barriers to effective
treatment, stigma of
medication: Three
studies described
reasons for service-

problems described users’ non-
the stigma adherence to
associated with their medication which

problems which
hindered their

included service
users expressing

recovery and was a that they did not
barrier to access and need medication in
engagement. A the first place or that

minority expressed
the positive aspects
of their diagnosis.102

they did not have a
mental illness, the
side effects of

101 “Penn and colleagues (2002) examined treatment concerns for women with coexisting mental illness and substance misuse. The women interviewed
emphasised how a person-centred approach facilitates treatment, especially when the clinician embodies traits such as empathy, honesty, and being
encouraging and direct. All participants identified that negative staff attitudes or changes in the service significantly hindered their treatment progress (for
example high staff turnover, lack of coordination between services, feeling judged).”

102 “Dinos and colleagues (2004) interviewed service users in community and day mental health services in London in an attempt to describe the relationship
of stigma to mental illness and the consequences of stigma for the individual. One significant theme that emerged for participants with a psychosis and
coexisting substance misuse was anxiety surrounding managing information regarding both their illnesses, and issues of disclosure (whether to disclose to
friends, family and prospective employers). Overt discrimination from others was experienced by most of the participants in this study, typically in the form
of verbal or physical harassment, or through actions such as damage to property. Those with a coexisting mental illness and substance misuse reported
having been verbally abused and patronised more frequently than those with other diagnoses. People with psychotic disorders experienced physical
violence, as well as reduced contact with others. They also felt that they had been discriminated against in that they had not been selected by educational
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medication, the
stigma associated
with medication
and the concern that
the medication
would not allow
them to have control
over their
symptoms. 103

institutions or employers due to their diagnosis. As a result, most participants felt fearful, anxious, angry, and depressed, as well as isolated, guilty and
embarrassed. These feelings resulting from stigma were a significant hindrance to recovery and a barrier to seeking help: ‘It makes you feel bad.. it makes you feel
even worse. .. when people don’t trust you and think you're going to do something to someone.” On the other hand, many participants reported positive aspects to
having a mental illness, expressing relief that they had a proper diagnosis and appreciating their treatment: ‘I feel that if I survive it I've been through a very
privileged experience and that I can actually make something of it...””

105 “Service users in the study by Warfa and colleagues (2006) found that medication for their psychosis works for them and generally improved their mental
health. However, antipsychotic medication typically is associated with negative perceptions and, consistent with this view, the Wagstaff (2007) study found
that the most common reason for participants to cease taking their psychotropic medication was that they did not perceive themselves as requiring
medication in the first place. Costain (2008) found that many participants had side effects from their antipsychotic medication, and when participants also
had anxiety symptoms, they stopped taking their medication and increased their cannabis use. The reasons for non-adherence to medication were varied.
Many felt that adherence to medication would not enable them to have control over their symptoms (for example, delusions). Others did not perceive they
had a mental illness and therefore the medications were irrelevant (Costain, 2008). “

“Pollack and colleagues (1998) found that participants cited symptom improvement as the bigger driver for adhering to their medication, however the side
effects and potential to be stigmatised because of the need for medication were a concern.”
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SELF-HARM

A matrix of service user experience (not under the Mental Health Act)

Dimensions of Guidelines Themes that
person-centred apply to all
care Access Assessment Community care Assessment and Hospital care Discharge/ Transfer points on the
referral in crisis of care pathway
Involvement in Barriers to Service Facilitators to the
decisions & assessment, time & | improvement, transfer of care,
respect for involvement: service user service user
preferences Service users involvement: involvement:
expressed their Service users said Service users
disappointment they were not able to acknowledged that
when the assessor play an active role in it was important
did not give them treatment. Some felt that they were
sufficient time to treatments were included in the
talk during the forced upon them planning of their
assessment and and were not aftercare.107
involve them in the | listened to when
process.104 they expressed that
certain treatments
were not helpful for
them. Service users
want more

104 Whitehead, 2002: “assessment was experienced negatively when the participant felt devalued by the assessor, was treated in a judgemental manner or they
felt they were not understood. Similarly, patients who reported being disappointed with their psychosocial management found fault primarily with their lack
of involvement in decisions or when the assessor did not give them sulfficient time to talk during the assessment (Whitehead, 2002).

‘O.K. The first interview was just “so tell us what happened” and he wrote it up and said “um hm, um hm” and wrote notes and he didn’t look at me but he was nodding and
looking at the other guy. And they looked at each other and exchanged nods. It was very factual like “So what did you take?” and “What happened at the house?” Um, you
know I felt like saying “I can understand English, doctor”. It was just very factual. They filled out their little form and that was it (p.8).””
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responsibility to
manage their care.105
This hindered the
relationship between
them and the
professional.106
Clear, Facilitators to Barriers to Barriers to
comprehensible assessment, community care, services,
information & information: Service | information: Service information:
support for self- users expressed that | users wished they Service users
care having information | knew about types of viewed
led to a more support services inadequate
positive view of before they self- sharing of
assessment for harmed.10® Users information by
many.108 recommend professionals with

107 “However, not all participants welcomed the opportunity. Similar to adults, the need for their inclusion in planning their treatment was highlighted as an
important issue for aftercare (Bolger et al., 2004). Over half of the participants could think of other types of help they would like to have received but had not.

These included admission to hospital, individual rather than family appointments and specific help with school problems.”

105 Harris and colleagues (2000): “. Many said they were not given the opportunity to play an active role in their treatment. In particular, patients perceived

that treatments had often been given or forced upon them without any information as to why this was being done.”

“ Huband & Tantam (2007) the women reported ‘being taught relaxation techniques” was experienced as the least helpful. Indeed, many reported that

relaxation actually had the potential to make their self-injury worse, but they had been unable to convince staff that this was so.”

“Patients said they wanted staff to give them more responsibility for themselves and their management (Bywaters & Rolfe, 2002; Whitehead, 2002).”

106 Fish and Duperouzel, 2008: “Clients also identified a lack of control over their treatment as a negative aspect of the relationship.

“...lwanted to go to a meeting that’s discussing my future or what possibly could happen in my future. And they said no., clients are not allowed. I think that’s badly
wrong...” (Fish and Duperouzel, 2008, p. 14) Conversely, service users reported that when staff spent time with them one-to-one and they demonstrated a

caring attitude and most importantly recognised their individuality, this has a positive effect.”

108 “Participants had a more positive experience of assessment when they were given information about it beforehand (Crockwell & Burford, 1995).”
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information be
available on self-
harm.110

them as a
significant
problem. 111
Barriers to self-
care, support:
Service users were
often provided
with contact
numbers for
organisations in
place of, or in
addition to, a
referral. Service
users felt
uncomfortable
initiating their
own self-care.112

109 For instance, many study participants were unaware of local services that provide support to individuals who self-harm (Bywaters & Rolfe, 2002).
Adolescents wished that prior to taking the overdose they had access to the type of professional help that they had subsequently received (Burgess et al.,

1998).

110 Common suggestions for service improvement included enhanced continuity of care and specialised training and education on self-harm, along with the
provision of better information about self harm for service users and carers (Arnold, 1995; Bywaters & Rolfe, 2002; Carrigan et al., 1994; Dower et al., 2000;

Horrocks et al., 2005; Whitehead, 2002).

11 Carrigan and colleagues (1994): “Carrigan and colleagues (1994) revealed many problematic issues with regard to communication with professionals.

Specifically, inadequate sharing of information by medical staff with patients was perceived as an important problem.”

112 “Tn another study (Hume & Platt, 2007) participants were often provided with contact numbers to helping organisations in place of, or in addition to, a

referral. Although the majority of participants made use of these numbers, some explained they felt uncomfortable initiating their own aftercare by dialling
these organizations. Although the majority of participants made use of these numbers, some explained they felt uncomfortable initiating their own aftercare
by dialling these organizations. Moreover, several patients from this study were anxious to impress on their friends, family and, in some cases, professionals

the importance of managing self-harm rather than its prevention.”
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did not self help described Mental health staff.124 In some in two studies that
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led to feelings of

but how they would | when it involved service users’ abandonment.126
not ask strangers for | restoration of problems. 117

help or support hope/circumstance. | Professionals who

including 115 see beyond

professionals!3. Barriers to diagnostic labels

Barriers to access, assessment, were specifically

stigma: Service
users in one study
described a barrier
to seeking help is
disclosing to others
about self-harm;
there is a fear that

professionals: This
was experienced
when participants
felt devalued by the
assessor, was treated
in a judgemental
manner, felt they

valued by some
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Barriers to services,
professional:
Service users
reported on barriers

others would not were not that hindered their
understand and for | understood, were relationship with the
fear of being not involved in the | professional

labelled.114

process.116

including: when

113 “Confidence and trust are also important conditions for seeking and accepting help (Schoppmann ef al., 2007). The participants described that they would
not ask strangers for help or support, for example, an unknown nurse during a night/weekend shift, because for them strangers are an equivalent to
someone who cannot do anything, someone from whom help is not to be expected.” “In a German study (Schoppmann et al., 2007) participants conveyed the
importance of personal relationships and confidence in the intervening person, especially if physical contact is involved: ‘If there would be someone with whom I
have no trusting relation I would of course not allow a touch, I would not say a word, I would not show a feeling. Nothing! Only someone I trust.” (Schoppmann et al.,
2007, p. 594)”

114 “Stigma also emerged as an important barrier to seeking help and disclosing to others about their self-harm (Ray, 2007). While all women reported trying
to hide the fact of their self-injury, some alluded to the hidden wish that others would acknowledge their distress and care enough to reach out to them in a
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supportive and accepting manner. The women appeared quite inhibited in their ability to reach out to others for fear that others would not understand and
for fear that they would be labelled as attention seekers.”

115 “Participants experienced assessment positively when it involved a beneficial, hopeful engagement with the staff member and when it involved the
restoration of hope or the possibility of change in the individual’s circumstances (Hunter & Cooper, unpublished; Whitehead, 2002).”

116 Whitehead, 2002: ‘O.K. The first interview was just “so tell us what happened” and he wrote it up and said “um hm, um hm” and wrote notes and he didn’t look at me
but he was nodding and looking at the other quy. And they looked at each other and exchanged nods. It was very factual like “So what did you take?” and “What happened at
the house?” Um, you know I felt like saying “I can understand English, doctor”. It was just very factual. They filled out their little form and that was it (p.8).” Similarly,
Hunter and colleagues (unpublished) found that another negative aspect of assessment seemed to be the experience of not being understood, or when staff
did not seem interested or genuinely engaged in trying to understand the individual reasons behind their self-harm. . Hunter and colleagues (unpublished):
ssessment as invalidating and when assessment seemed to lead nowhere and offer no hope for change, it was experienced negatively and could compound
the participant’s initial feelings of hopelessness, powerlessness and low self-worth. “Whitehead, 2002: “assessment was experienced negatively when the
participant felt devalued by the assessor, was treated in a judgemental manner or they felt they were not understood. Similarly, patients who reported being
disappointed with their psychosocial management found fault primarily with their lack of involvement in decisions or when the assessor did not give them
sufficient time to talk during the assessment (Whitehead, 2002).

117 Baker and Fortune (2008): “In a study carried out by Baker and Fortune (2008), family, friends and wider society, including medical and mental health
services, were often explicitly characterised as judgmental and lacking understanding.”

118 Shaw, 2006: “In a US study conducted on female college students (Shaw, 2006), core aspects of treatment women described as helpful in their passage
toward stopping self-injury include an empathic relationship with a professional who sees strengths beyond diagnostic labels and provides an opportunity to
discuss self-injuring behaviour.”

124 Arnold, 1995. One participant described a psychiatrist as ‘cold, clinical, [and] impersonal’ (Arnold, 1995 p.18). In as study carried out by Taylor (2003) several
of the male participants had experienced negative incidences with psychiatrists. Comments included ‘I don’t see them unless I absolutely have to” and ‘I made a
firm decision not to ever see him again’. The only positive assessment of support from a psychiatrist I encountered was a man who said of his second
psychiatrist:

125 “Patients also explained that, while on a psychiatric ward, they sometimes felt the need to act in exaggerated ways, and even self-harm, in order to get the
attention of staff (Bywaters & Rolfe, 2002).”

126 “Harris and colleagues (2000)... Finally, some people felt that their need for help was not acknowledged, particularly after no aftercare was arranged.”
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professionals could
make them feel that
they did not care
about their distress;
were slow to
respond; were
dismissive of
personal problems
or were perceived;
as uncaring119 120

Facilitators to
community care,
professional:
Service users
reported that they
wanted
professionals that
spent time with
them one to one;
demonstrated a
caring attitude; and

“Horrocks and colleagues (2005) found that many service users experienced long delays before receiving any aftercare treatment and this led to many feeling
disoriented or abandoned”

119 Fish and Duperouzel (2008) examined the experiences of people with mild-moderate learning disabilities who self-harm. The key theme throughout the
interviews was staff-client relationships (both negative and positive aspects), and the way they affect individual ability to cope with stress, emotion and urges
to self-harm. Clients reported that staff could make them feel that they did not care about their distress when they were slow to respond to their distress,
were dismissive of their personal problems or were perceived to be uncaring. ‘I feel that nobody cares, and when you talk to them, it’s “Oh, wait a minute”. And
when the minute comes it’s, like, “I've not got a minute now, I'm doing this now” or “I'm doing that now”. In the end you just go in your room and do [self-injure], instead
of saying I feel like doing it...” (Fish and Duperouzel, 2008, p. 13)

“Patients often felt a lack of rapport between themselves and staff members and a general lack of continual support (Horrocks et al., 2005).”

120 “The importance of staff tact and respect for patient’s individuality was another aspect of care that patients expressed as necessary for service
improvement (Carrigan et al., 1994; Whitehead, 2002).”
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recognised their
individuality!2;
were direct,
proactive, and
genuine!22 and did
not focus on the
physical
disfigurements as a
result of the self-
harm.123

Fast access to Improvements to
reliable health access, accessibility :

121 Fish and Duperouzel, 2008; Many of the participants noted that simply talking during sessions was helpful - (Craigen and Foster, 2009). Craigen and
Foster, 2009: most of the women emphasised that it was important for the counsellor to be nonjudgmental. Where people felt positive and satisfied with
services, this was usually due to the compassionate support offered by individuals (Arnold, 1995). Likewise, Bywaters & Rolfe, (2002) found that overall,
service users were more satisfied with their treatment when they felt that the professional was genuinely concerned about them, respected them and did not
try to belittle them. Similar to women, many men prioritized the opportunity to talk about their self-harm and to feel understood by staff (Taylor, 2003). In
contrast, some service users explained that the lack of opportunity to become involved in discussions about their care made them feel disrespected.
Furthermore, respect for the young person and the opportunity to build trusting relationships with professionals were important aspects identified as a major
factor in their receptiveness of an intervention (Crockwell & Burford, 1995; Sinclair & Green, 2005

122 Ray, 2007: Similar to women, many men prioritized the opportunity to talk about their self-harm and to feel understood by staff (Taylor, 2003). In contrast,
some service users explained that the lack of opportunity to become involved in discussions about their care made them feel disrespected. One man in
particular, commented that his team worker had: ‘never asked questions like you ve asked me...[s/he] never asks me about self-harm, even after times I've done it’. This
had left him feeling that his self-harm was ‘not taken seriously’, which increased his anger and propensity to self-harm again (Taylor, 2003).

In a study carried out by Ray (2007) the importance of professionals taking self-injury seriously and acknowledging the depths of the self-injurer’s pain was
highlighted. In particular, the women expressed a preference for practitioners who were direct, proactive, and genuine. For most women, negative
experiences with therapy appeared to stem from perceptions of therapists as judgmental, unable to relate, and lacking in knowledge about self-injury (Ray,
2007).

123 ‘Look at the individual, not the harm. Look at the person beyond the scars. Scars aren’t important. It’s the person that did them that’s important’ (Bywaters & Rolfe,
2002, p. 41)
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failed to
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reduction of risk)134
Service users in the
study felt they were
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harm and in how
to deal with
patients who had
self- harmed.136
[Experience of

127 “Several participants felt it was essential that services be as accessible as possible by being staffed 24 hours a day, providing walk-in services and minimal
waiting times for appointments (Bywaters & Rolfe, 2002).”” Adolescents, in particular, had a variety of suggestions about how services could be made more
accessible for young self harmers. It was suggested that services be centrally located. Walk-in services and telephone access as well as decreased wait time for

appointments were recommended.”

128 “Four studies investigated the views of service users with regard to psychosocial assessment (Crockwell & Burford, 1995; Horrocks et al., 2005; Hunter &
Cooper, unpublished; Whitehead, 2002). From these four studies, it was clear that not all patients received a psychosocial assessment while in hospital. And
for those service users that did receive an assessment after a self harm episode their experience varied across studies.”
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understanding. 130

134 “Only two studies looked at the experience of constant observation whilst on a psychiatric ward, both from the US and both in adult populations (Cardell
& Pitula, 1999; Pitula et al., 1996). In the study carried out by Pitula and colleagues (1996) on suicidal inpatients, service users’ initial responses to constant
observation ranged from discomfort to surprise or anger. On the other hand, study participants reported feeling safe because of the physical presence of
observers who could prevent them from responding to self-destructive impulses. Participants reported that the lack of personal privacy was the most
distressing aspect of constant observation. In fact, patients said that constant observation became almost intolerable after 30 - 36 hours.”

“Cardell & Pitula, (1999) Moreover, a significant proportion of patients reported that their dysphoria, anxiety, and suicidal thoughts were decreased by
observers who were optimistic, who provided distraction with activities and conversation, and who gave emotional support.”

136 “Common suggestions for service improvement included enhanced continuity of care and specialised training and education on self-harm, along with the
provision of better information about self harm for service users and carers (Arnold, 1995; Bywaters & Rolfe, 2002; Carrigan et al., 1994; Dower et al., 2000;
Horrocks et al., 2005; Whitehead, 2002).”

“Several service users felt that hospital staff failed to address the underlying issues and did not have sufficient knowledge about DSH, or training in how to
deal with patients who had self- harmed (Arnold, 1995).”

129 “Craigen and Foster (2009) examined the counselling experiences of 10 young adult women with a history of self-injurious behaviour. For those
interviewed, the most helpful counsellor behaviours were respectful listening, understanding, and acting as a friend. Furthermore, the women also discussed
behaviours that they viewed to be unhelpful which included such things as counsellors who failed to demonstrate understanding and counsellors who forced
uninvited ideas upon them.”
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Barriers to effective
treatment, undue
focus on self-harm:
No-harm contracts
and the rigid focus
of some therapies on
stopping self harm
were viewed by
service users as
ineffective. Rather
than focusing on
harm, they valued
treatment that
targeted underlying
issues.131

130 Craigen and Foster (2009); Hood, 2006, p. 89 - Other participants explained that their relationship with their therapist made them feel ‘acknowledged’,
‘heard’, 'cared for’, ‘reassured’, ‘supported’ and ‘understood’ . A positive relationship between patient and therapist was often associated with perceived positive
outcomes by the patient. Reece (2005) expressed a need to be accepted and to be listened to. In particular, they articulated a desire for staff to ‘reach out’ to
them as individuals and give them an opportunity to express their ‘inner torment” and pain.

135 Bywaters & Rolfe, 2002

137 Baker & Fortune, 2008. - Interacting with fellow users was reported as a preferable alternative to self-harming and suicidal behaviours. Participants also
wrote about the sites as contributing to their recovery. One reported that the sites had facilitated change ‘better than any therapy.’

“In a US study (Adler & Adler, 2007) the majority of people who had self-injured for a long period had no intention of ever stopping. Others wanted to quit,
but recognised its benefits as a coping mechanism and a means of self-expression. Yet, for a small minority their self-harm subsided after many years, either
through therapy or with the help of online peer support and education. Many of these people remained in online communications, helping others, as a way
of maintaining their abstinence.”

131 “ Almost without exception, the participants considered no-harm contracts ineffective (Craigen and Foster, 2009). ‘I won’t make a promise unless I can keep it.
Or, I try not to. I need to feel a deep sense of obligation to that person and that particular cause to make that promise. So that wouldn’t have worked for me.” (Craigen and
Foster, 2009, p. 84). Another alluded to the potential dangers of using no-harm contracts. She suggested that counsellors need to provide their clients with
new improved coping skills before making them stop using their old coping skills. In terms of the focus of treatment, participants did not like counsellors
putting too much emphasis on the self-injurious behaviour. Rather, they reflected about the value of counselling that targeted the underlying issues. Asked
what they would tell counsellors working with college-aged women who self-injure, most of the women emphasised that it was important for the counsellor
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Facilitators to
effective treatment,
consistent key
workers: Having a
long-term
relationship with
one key worker was
seen as a facilitator
for effective
treatment. 132

Barriers to effective
treatment, attitude
towards medication:
Service users in four
studies reported
their views n
medication and
found medication to
be helpful to cope
with their
underlying
problems. 132

to be nonjudgmental. One said, ‘I think the bottom line is to just try not to alienate them further. Because there is already the knowledge that what you are doing is very
bizarre and not normal, and you need to be careful of inadvertently stigmatizing them further.” p. 87” “Shaw (2006) on female college students in the US, opinions of
psychological treatment varied dramatically with respect to the level of structure they found helpful. Some favoured more directive treatment programmes
such as DBT as it provided structure and support, whilst others favoured more client-centred approaches which were unstructured and did not put excessive
pressure on individuals to stop self-harming.”

132 Huband & Tantam (2007): “Similarly, in a study carried out by Huband & Tantam (2007) the women reported on a number of management strategies and
their helpfulness. ‘Having a long-term relationship with one key worker” and ‘expressing feelings about the past’ were rated overall as the most helpful
methods of managing their self-wounding.”

133 Four studies examined service user experience of medication (Hood, 2006; Kool et al., 2009; Shaw, 2006; Smith, 2002). Hood (2006) examined the
perspective of several adolescents recruited from community mental health centres in New Zealand with regard to their feelings regarding medication and
established that views were mixed. The majority (n =6; 60%) of adolescents interviewed were prescribed antidepressants as part of their management. On the
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Barriers to services,
lack of privacy:
Some service users
felt that the lack of
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rooms, particularly
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treatment. 138 experiences of being
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wards.139
Involvement of,
& support for,
family & carers
Continuity of Service
care & smooth improvement,
transitions continuity of care:

Six studies discussed
service users

one hand, service users reported that medication helped them cope with their underlying problems; however, not all participants had a positive attitude
towards medication especially at the beginning. ‘I absolutely hated taking my medication when I first started a couple of years ago. Then it became part of my life and a
part of being able to live so I just don’t get all down about things... I don’t know how it works but I mean I know the medication’s always an option for me now so if things
start to get bad and stay bad then it’s here. (p.98)” Some adolescents felt that the medication did not work for them and had many undesirable side effects. ‘[BJeing
on medication I didn’t deal with things or just had trouble with my memory for a while. I didn’t know what day of the week it was...I just had no idea where I was or what
was happening... (Hood, 2006, p.99)'. In another study carried out on adults (Smith, 2002) in the UK a more negative view of medication was observed with
service users reporting that they felt that medication was seen as a means of shutting them up. Similarly, in a study carried out in the Netherlands (Kool et al.,
2009), many participants felt that their emotions were subdued by the medication and as a result they lost their sense of connection with themselves and
others. On the other hand, some participants found medications effective in addressing symptoms such as anxiety (Kool et al., 2009; Shaw, 2006).

138 “Other important barriers to treatment were highlighted by a study conducted by Harris and colleagues (2000). Firstly, some service users said treatment
rooms did not provide privacy, either due to the location of treatment, for example in a waiting room, or lack of respect given by medical staff, for example

showing patient off to other members of staff.”

139 Hood, 2006: However, this was a very small sample size of only ten participants of which only five were female.
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wanting more
enhanced continued
care and the lack of
currently available
continued care. The
lack of continuity of
care impacted
negatively on their
attitudes towards
future help-seeking
and towards
themselves. 140

Stigma

Barriers to access,
attitudes: Two studies
described service
users’ views on
seeking help which
acted as a barrier to
accessing services.
Seeking help was
viewed by a minority
in one study as
unacceptable; service
users viewed
themselves as strong
enough to handle the
problem on their
own; that the
problem would

Barriers to effective
treatment, stigma
of psychological
therapy: Stigma
associated with
psychological
therapy caused
some service users
to miss
appointments.142

140 “Other adolescents reported that psychiatrists were often unavailable for continued care because they were too busy, or had left the service during the
adolescent’s treatment period (Hood, 2006).”“Hunter and colleagues (unpublished), participants lack of continuity of aftercare impacted negatively on their
attitudes towards future help-seeking and towards themselves.” “Common suggestions for service improvement included enhanced continuity of care and
specialised training and education on self-harm, along with the provision of better information about self harm for service users and carers (Arnold, 1995;
Bywaters & Rolfe, 2002; Carrigan et al., 1994; Dower et al., 2000; Horrocks et al., 2005; Whitehead, 2002).”
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resolve itself; that no
one could help.141

Other themes [Experience of peer
support: Peer
support was valued
by service users as
it put them in touch
with other people
like them.43 The
sharing of
experiences
emerged as a
valued aspect of
group-membership
by service users.144]

142 °T hated it. Couldn’t stand the psychiatrist... Just thought “I must be crazy” that’s all that came into my head. That’s what I thought “if you see one of them, you're
crazy”. (p.10)" Crockwell & Burford (1995)

141 “Chowdhury, 1973; Nada-Raja et al., 2003; Ray, 2007; Schoppmann et al., 2007). Kreitman & Chowdhury (1973) recruited individuals attending hospital for
the first time after a suicide attempt in Edinburgh and carried out individual semi-structured, face-to-face interviews to investigate attitudes to help seeking
after completion of formal psychiatric examination. Most of the participants were in favour of seeking help with the most ‘acceptable’ form of help being
specialized services followed by anyone available, no-one and lastly relatives. However, a quarter maintained that seeking help for personal problems was
not an acceptable form of behaviour. It must be noted however, that as this study was carried out in the 1970’s and therefore the attitudes towards help
seeking and services may have changed substantially since, placing limitations on the generalisability of the findings reported.”

“...for those who did not seek help attitudinal barriers such as thinking they should be strong enough to handle the problem on their own; thinking the
problem would resolve itself; thinking that no-one could help or being too embarrassed to discuss it with anyone (Schoppmann et al., 2007).”

143 “The fact that you talk to other people and there were other people who felt exactly the same as you, no matter what state they were in, no matter what part of life they came
from, there were people that felt like you. It felt good to feel that you weren’t on your own (Bywaters et al., 2002, p. 33)’

144 Corcoran et al.(2007): involved a sense of ‘genuine empathy” derived from all participants having self-injury in common. Participants often realised that,
contrary to previously held beliefs, their experiences were shared by many others, which increased feelings of self-acceptance, thereby reducing feelings of
isolation and subsequent desire to self-injure arising from such feelings. Despite this, many participants felt that the depth of sharing could be compromised
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[Experience of
Dialectic behaviour
therapy (DBT):
Positive experiences
of DBT were
reported by service
users in two studies
including the
cognitive and
behavioural skills
learned. Others
favoured more
client-centred
approaches that
were less
unstructured. 145]
Preference for
community care:
Service users
expressed a
preference for
specialist
community-based

by the low frequency and time restraints of meetings, sometimes preventing deeper exploration of issues. ‘Autonomy” emerged as important, primarily in the
group being ‘led and run by the participants themselves’. Positive feeling” emerged as a common experience and led to improved mood and light-
heartedness, particularly in relation to their self-injury.

145 “Two studies in particular (Perseius ef al., 2003; Shaw, 2006) examined people’s satisfaction with dialectical behaviour therapy (DBT). Specifically, it was
revealed that the majority of participants reported positive experiences of DBT. The patients believed the cognitive and behavioural skills they learned in the
therapy to be crucial tools in conquering suicidal and self-harm impulses (Perseius et al., 2003). When asked about the effective components of the therapy a
number of elements were found useful such as the confirmation and respect received, the level of focus on specific problems, responsibility, challenge and
group therapy among others. Many participants expressed that DBT gave them the opportunity to take responsibility for their behaviour and be involved in
their treatment (Perseius et al., 2003). In the second study carried out by Shaw (2006) on female college students in the US, opinions of psychological treatment
varied dramatically with respect to the level of structure they found helpful. Some favoured more directive treatment programmes such as DBT as it
provided structure and support, whilst others favoured more client-centred approaches which were unstructured and did not put excessive pressure on
individuals to stop self-harming.”
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intervention that
had immediate
aftercare and
acknowledged that
self-harm may not
necessarily involve
its prevention.146

146 “Hume and Platt (2007) found that patient’s experiences of therapeutic interventions were strikingly diverse. There was a clear preference for specialist

community based interventions, which focus on the provision of immediate aftercare and an acknowledgement that the management of self-harm may not

necessarily involve its prevention.”“Several adolescents who presented at hospital after a self harm episode (Hood, 2006) said they experienced a sense of
relief upon being provided with aftercare at a community mental health service.”
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		Alcohol dependence and harmful alcohol use

		A matrix of service user experience (not under the Mental Health Act)
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		A matrix of service user experience (not under the Mental Health Act)

		A matrix of service user experience (under the Mental Health Act)



		Bipolar Disorder

		A matrix of service user experience (not under the Mental Health Act)



		Borderline personality Disorder
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DEPRESSION UPDATE

A matrix of service user experience (not under the Mental Health Act)

Dimensions of
person-centred
care

Key points on the pathway of care

Access

Assessment

Community care

Assessment &
referral to
inpatient care

Inpatient care

Discharge/
transfer of care

Themes that
apply to all
points on the
pathway

Involvement
in decisions
& respect for
preferences

Clear,
comprehensi
ble
information
& support
for self-care

Emotional
support,
empathy &
respect

The relationship between individual
service users & professionals

Service user experience: Appendix 13 (June 2011)






DRAFT FOR CONSULTATION

Fast access to | Issues regarding
reliable referral, waiting
health advice | lists and getting
into NHS services
were raised. Some
people said that
that they waited
too long to be
referred to a
psychiatrist or
receive
psychotherapy.
One person said
that while she was
on a waiting list
she was unable to
cope with her
depression.

[I was referred to
the psychiatric
hospital for
assessment.
Although I think it
probably took about
two months 1
believe between the
initial sort of GP’s
referring letter and
getting an
appointment. Which
again in retrospect
was, was way, way
too long, way too
long. I was really,
really ill and barely

The way that services and systems work
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coping.]

Another person
described how she
felt that she had to
be violent in her
GP’s surgery in
order to be
referred to NHS
services.

[It’s very difficult to
get a hospital bed
for quite severe
mental illness.
You've got to be
suicidal . . . I was
feeling suicidal. I
was also quite
violent at times. I
mean in my own
doctor’s surgery, I
swept all the things
off his desk you
know . . . there was
a part of me, kind of
watching what 1
was doing . . .
saying, ‘Right, well
make it really
dramatic.” I wasn't
pretending exactly,
but I knew I had to
make a song and
dance to get heard.]

Service user experience: Appendix 13 (June 2011)
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Effective
treatment
delivered by
trusted
professionals

Nurses

People said that
they did not feel
that nurses
understood the
sensitive nature of
their depression,
that nurses in the
NHS were too
busy to talk to
their patients and
that their attitudes
may be because of
inadequate
training.

[There’s an awful
lot there who . . .
you felt as though it
was people saying to
you, ‘Oh, for
goodness sake pull
yourself out of it’,
and, ‘Get yourself
together’, which you
don’t want, it's the
last thing at the end
of the day. I just
don’t think that
there is enough, in
regards to, against
private and NHS,
there is just not
enough funding to
beable to ... Idon't
know, train the

People also had
negative
experiences of
mental health
services provided
by the NHS,
including not
feeling cared for.
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nurses in a certain

way.]

Psychiatrists
People had mixed
experience of
psychiatrists.
Some did not like
how psychiatrists
tried to illicit
information about
their childhood
experiences,
describing the
method as a “text
book” approach
that instantly
created a barrier.
Others did not
like to discuss
feelings in
general.

[I felt my
psychiatrist was a
very ....oh... wet
individual. Again, 1
think because I'd
been quite a
numerate, factual,
organised person, to
have someone to
talking about
feelings and what
about this and what
about that? And it

Service user experience: Appendix 13 (June 2011)
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was . . . nothing
could ever be pin-
pointed or . . . I just
found it annoying.]

People also had
mixed opinions
about how their
psychiatrist dealt
with their
medication. The
majority had
positive
experiences.

Some people were
concerned about
taking tablets;
they did not think
pills solved the
problem or they
had a cynical view
of drug
companies. Others
who tried
medication who
did not have
positive
experiences said
they felt that it
‘robbed’ them of
feelings. [Note.
Many people
described positive
experiences with

Service user experience: Appendix 13 (June 2011)
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medication]

[I"ve been prescribed
antidepressants in
the past but I've
always felt reluctant
and apprehensive
about taking it,
largely because a) I
feel that the effects
are probably short-
term, they’re not
going to actually
resolve the
depression, b)
because they do
have side-effects
and, c) I didn't feel
comfortable, myself,
with taking some
tablets.]

Many people with
depression
reported side
effects from
taking
medication,
notably dry
mouth, hair loss,
increased
sweating, weight
gain and
problems
ejaculating. A
minority also
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reported
experiencing
suicidal thoughts
as a consequence
of their
medication. [Note.
Some people with
depression said
that the benefits of
medication
outweighed the
potential side
effects]

[For many years 1
hadn’t had any
suicide thoughts at
all, and I had
certainly never
thought of cutting
myself, but while I
was on Seroxat, 1
did start to get
sudden images in
my head of you
know, cutting long
gashes in myself.]

Four service users
recounted their
experience of
ECT; the majority
had negative
experiences
because of the

Service user experience: Appendix 13 (June 2011)
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frightening nature
of the intervention
and loss of
memory post-
treatment.

Service user experience: Appendix 13 (June 2011)
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Attention to

physical &

environment

al needs

Involvement People with
of, & support depression
for, family & described the
carers impact that

their condition
had on
families and
carers. Some
stated that it
was harder for
the family and
carers than it
was for the
person who
had
depression.
Others
described the
impact that it
had on the
partner, often
resulting in a

change in
roles.
Continuity of
care &
smooth
transitions
Service user experience: Appendix 13 (June 2011) 11
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Other themes

Stigma around
receiving
treatment for
depression for
both
psychological and
pharmacological
interventions.

[It took a hell of a
lot for me to go to
therapy. You know
A: nutters go to
therapy, B: therapy
makes you a nutter.
These were the kind
of things that I grew
up with. And it
doesn’t help. You
know, so hostile
kind of lower middle
class sort of feeling
about that sort of
thing.]

Once in mental
health services,
people described
a mixture of
positive and
negative
experiences. One
person said that a
psychiatric
intensive care unit
was “a place of
safety’. Others
described a
mental health
service as a place
where they had
no
responsibilities,
where they could
‘hand yourself
over’ to the care of
the service.

Accompanying
this, however,
was the feeling of
being
institutionalised.

[In eight weeks, I
very quickly became
institutionalised
myself. I was scared
to come out because
I was in this

Service user experience: Appendix 13 (June 2011)
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enclosed world
where I knew what
was going to
happen. There were
routines, mealtimes,
getting up times,
medication times,
OT [occupational
therapy] times.
There were routines
and I had no
responsibilities . . . I
was in a place where
I didn’t have to
think about
anything, and
nobody could touch
me.]

Service user experience: Appendix 13 (June 2011)
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DRUG MISUSE: PSYCHOSOCIAL INTERVENTIONS

A matrix of service user experience (not under the Mental Health Act)

Dimensions of person-

centred care

Key points on the pathway of care

Access

Assessment

Community
care

Assessment
& referral
to inpatient
care

Inpatient
care

Discharge/
transfer of
care

Themes that
apply to all
points on
the pathway

The relationship between
individual service users &

professionals

Involvement in
decisions &
respect for
preferences

Clear,
comprehensible
information &
support for self-
care

It was not uncommon for service
users to report being unaware of
treatment facilities open to them.

Emotional
support,
empathy &
respect

Service user experience: Appendix 13 (June 2011)
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The way that services and systems work

Fast access to

Due to the strain on resources

reliable health and limited spaces available in

advice different treatment settings, some
patients experienced being
turned away from services.
['I really thought I was going to get
off it, but 1 was told that I was going
to have to wait a month for an
appointment. When I went for that
appointment they said I wasn’t on it
too badly so there wasn’t a rush for
me to be seen; it was going to take
over 6 months’.]
Service users expressed concern
over the delay in accessing
treatment and how this can lead
to criminal behaviour, return to
drug misuse and can have a
negative impact on seeking
further treatment.

Effective

treatment

delivered by

trusted

professionals

Attention to

physical &

environmental

needs

Involvement of,

& support for,

family & carers

Service user experience: Appendix 13 (June 2011)
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Continuity of
care & smooth
transitions

Other themes

For some service users the
obstacle to accessing treatment
was fear of involving social
services with regard to their
children.

['T used to work around the children
so that I could pick them up from
school and make dinner and things
like that . . . I was worried what
would happen to the children if I
went to get help . . . so I just stayed
on it, so I could get up in the
morning and get the kids to school’.]

Some service users reported that
they did not receive adequate
help when trying to access
services.

['I went to every doctor’s . . .
everywhere. But we're smack heads,
“See the door, close it on the way
out, f***off”. That’s all we got . . .
them days . . .  was asking for
methadone, that was all. I wasn’t
asking for valies [valium] or temazies
[temazepam] or anything. . . You get
sick of asking for help and not
getting any’.]

Service user experience: Appendix 13 (June 2011)
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PSYCHOSIS AND SUBSTANCE MISUSE

A matrix of service user experience (not under the Mental Health Act)

Dimensions of

Key points on the pathway of care

Themes that

person-centred care Access Assessment Community care Assessment & Inpatient Discharge/ apply toall
referral to inpatient care transfer of points on the
care care pathway

Involvement in There was a feeling
decisions & among service users of
respect for having to conceal

, | preferences certain issues or

";“ disclose specific aspects

2 of their illness in order

8 to comply with their

a healthcare professional.

3

g ['....make it clear that you

g believe what they say,

& very clearly that you

% believe what they say

o because if you show or

_'é hint that you don't

S believe what they say then

;g that's, then you've

e undermined your own

g authority in their eyes

% and therefore that makes

'; the repair process a lot, a

= lot more difficult and a lot

= more long term.’]

"_5 Clear,

5 comprehensible

£ | information &
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support for
self-care

Emotional
support,
empathy &
respect

Fast access to
reliable health
advice

The way

that

Service user experience: Appendix 13 (June 2011)
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Effective
treatment
delivered by
trusted
professionals

There were many
reports within the
online accounts of
interactions with
healthcare
professionals. Some
service users lacked
confidence and trust in
their healthcare
professional.

['I would get very
frustrated with what I felt
was incompetence and
ineptitude by my doctors.
I did not feel that they
were listening to me nor
were they willing to make
medication changes when
my current mix of
medications did not seem

to be stopping my cycling.

I had three doctors within
that year, until I found
my current doctor, who I
am finally comfortable
with.” |

['I've seen different
psychiatrists but to me
they always feel, they, it's
always felt like they're
sitting on a pedestal...
and 1'm just there as part
of their job really’.]

Many felt that
they were or
would be treated
differently by
mental health
professionals as a
result of their
ethnicity or
cultural
background.

['...it wasn't so
much racist it was
more
institutionalised
racist. It's
embedded within
the system.’]

Service user experience: Appendix 13 (June 2011)
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One of the most
prominent themes that
emerged from all the
online accounts was a
strong opinion about
medication regimes for
psychosis. Feelings
towards medication
were typically
ambivalent, and side
effects often
outweighed the
positive aspects of
medication in
managing symptoms.
In some cases,
medication had a
debilitating effect and
was not allowing the
service user to engage
in other activities in
their daily life (for
example, holding down
a job, staying awake).

Some online accounts
highlighted the
problematic nature of
increasing and
changing doses, and
how this resulted in
them stopping their
medication altogether,
or relapsing:

Service user experience: Appendix 13 (June 2011)
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['I was seeing a
psychiatrist once a week
and slowly I felt like my
life was getting better.
However the medication
did not continue to work.
So my doctors just put
the dose up each time they
saw me. I was incredibly
frustrated with this and
decided that I would take
myself off all the
medication and do it my
own way.’]

Others were concerned
about the side effects of
their medication.

['Well, lithium turned me
into an emotionless
zombie. I think they just
had me on too high of a
dose, but I wasn't about
to live my life that way, so
I stopped taking it. Of
course, I went back on a
manic high right away. ‘]

Attention to
physical &

Service user experience: Appendix 13 (June 2011)
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environmental
needs

Involvement of,
& support for,
family & carers

Continuity of
care & smooth
transitions

Another theme which
emerged from the
online accounts was the
link between mental
health services and the
criminal justice system
and the police. Several
accounts compared
how, in the UK, there
needs to be more
coordination between
the police and mental
health services in order
to make the most
effective referrals for
people with psychosis
and coexisting
substance misuse. In
addition, information
regarding mental
illness was mentioned
as necessary to
circulate to the police.

[...if you're struggling
with a substance misuse
problem you'd be better
off in, in the criminal
justice system. People say
that their lives have been

Service user experience: Appendix 13 (June 2011)
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saved by being put in the
criminal justice system
being forced to come off
the drugs and then given
help to stay off. And I
have to tell you that at the
moment there's no, no
plan to, to give that kind
of care to, to people in my
trust [NHS].” |

Service user experience: Appendix 13 (June 2011)

23






DRAFT FOR CONSULTATION

Other themes

Many online
accounts, from
both service
users and carers,
highlighted the
experience of
interacting with
others in the
community and
the stigma that
their dual
diagnoses
carried. The
experience of
stigma often
elicited feelings
of shame,
embarrassment,
and frustration.

['When we go out
there in the
community people
might know you
have got a mental
health problem,
you might not look
different to the, but
they know you
have got that.
There is a stigma
against it and a
discrimination
taboo..because of
the label, and

Participants also
described how
they would hide
their symptoms
from others.

["You can't lump
everybody in
together, you
know, to say oh
this is, these people
are manic
depressives, so
their behaviour
would be blah,
blah, blah.
Everybody is
different...I might
act different to the
next manic
depressive or
whatever and, you
know, perhaps I
might not show my
symptoms because
there's one thing
about manic
depression,
depressives you
really are clever at
hiding your
symptoms and
very good at
manipulating
people.’]

Service user experience:
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because of what it
stands for. Which
is people don't
understand.’]

One theme that
emerged in
several
testimonies was
that access to care
was more
difficult for those
coming from a
BME group or a
different cultural
background.
Factors that
affected access to
care for BME
groups were a
fear of accessing
treatment due to
the
conceptualisation
of mental illness
in their home
country or native
culture, or fear of
stigma.

['Well people look
at you differently if
you say you've got
a mental health
problem back home.

Service user experience:
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They don't treat
you the same. 1
think now it's
changed but that,
when I was there it
was different...’]

A significant
number of factors
affected
accessing
services,
including fear of
contacting a
healthcare
professional
about substance
misuse, and
uncertainty about
how to begin
accessing
treatment or who
to contact.

['And I did ask
somebody from my
mental health team
if it was possible to
have like a social
worker and she
said no, she didn't
know how I would
access that. I asked
my doctor the same
thing she didn't
know how I would

Service user experience:

Appendix 13 (June 2011)
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access anything
like that so it just
leaves you
vulnerable.” |

Many
participants
described how
their social
networks
facilitated or
impinged on
accessing care or
treatment.

Service user experience: Appendix 13 (June 2011)
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HEALTHTALKONLINE - EXPERIENCES OF PSYCHOSIS

A matrix of service user experience (not under the Mental Health Act)

Dimensions of person-centred care 1 qs
p Guidelines

Access Assessment Community care | Assessment and
referral in crisis

Hospital care

Discharge/
Transfer of care

Themes that
apply to all
points on the
pathway

Involvement in decisions
& respect for preferences

Clear, comprehensible
information & support
for self-care

Emotional support,
empathy & respect

The relationship between
individual service users &

professionals

Fast access to reliable
health advice

Effective treatment
delivered by trusted
professionals

Attention to physical &
environmental needs

Involvement of, &
support for, family &
carers

Continuity of care &
smooth transitions

The way that services and

systems work

Stigma

Other themes
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A matrix of service user experience (under the Mental Health Act)

Dimensions of person- Key points on the pathway of care Themes that apply
centred care Assessment/ admission under the MH Act Receiving compulsory treatment to all points on the
pathway
3 Involvement in
g - decisions & respect
E 3 for preferences
w

o B Clear,

"; ,§ comprehensible

2 2 information &

0w Vv @

& o | support for self-care

£ 7'; & | Emotional support,

-ﬁ; "g '% empathy & respect

[TRE=I

o T 9

==

Fast access to reliable
health advice

2 Effective treatment

s delivered by trusted

o professionals

IS Attention to physical

o & environmental

w4 needs

o O

=l Involvement of, &

= g support for, family &

5 carers

v = ° z

< 2 | Continuity of care &

Bi= smooth transitions
Other themes
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APPENDIX 14: HIGH PRIORITY RESEARCH
RECOMMENDATIONS

RESEARCH RECOMMENDATIONS

The Guideline Development Group has made the following recommendations for
research, based on its review of evidence, to improve NICE guidance and patient
care in the future.

1. TRAINING IN THE USE OF THE NATIONAL
QUALITY STANDARD AND GUIDANCE ON
SERVICE-USER EXPERIENCE OF CARE

For people using adult mental health services, what is the effect of training
community mental health teams (CMHTs) and inpatient ward staff in the use of the
national quality standard and underpinning guidance on service user experience,
when compared to no training, on service users’ experience of care?

Why this is important

The primary purpose of NICE quality standards is to make it clear what quality care
is by providing patients and the public, health and social care professionals,
commissioners and service providers with definitions of high-quality health and
social carel. However, little is known about the impact of training health and social
care professionals in the use of quality standards.
This question should be answered using a cluster randomised trial of community
mental health teams (CMHTSs) and inpatient ward staff to evaluate the impact of
training them in the use of the national quality standard and underpinning guidance
on service service-user experience of care. Three types of intervention should be
included in the design:
e CMHTs and wards with no training
e CMHTs and wards where training is delivered by a professional
trainer
e CMHTs and wards where training is delivered by a professional
trainer and service user(s).
Service user experience should be surveyed with some qualitative interviews
selected randomly from each arm of the trial.

L http:/ /www.nice.org.uk/ guidance/ qualitystandards/moreinfoaboutnicequalitystandards.jsp
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2. LATE ACCESS TO SERVICES AND COMPULSORY
AND INTENSIVE TREATMENT

For people using adult mental health services, what are the personal and
demographic factors associated with late access to services and an increased
likelihood of compulsory and intensive treatment, and what are the key themes that
are associated with poor engagement?

Why this is important

Qualitative research and experience surveys suggest that service users experience
many problems relating to compulsory treatment. However, little is known about
the factors associated with accessing services late and the need for compulsory and
intensive treatment.

This question should be answered by a cohort study to identify service users from
different ethnic groups who use inpatient and intensive treatment services in order
to identify the personal and demographic factors associated with late access to
services and an increased likelihood of compulsory and intensive treatment. In-
depth interviews with service users should be undertaken to identify key themes
that are associated with poor engagement. Interviews should be conducted by
people from similar ethnic groups to the interviewees, including those who have
experience of using mental health services.

3. SHARED DECISION MAKING

For people using adult mental health services, what are the key aspects of “shared
decision making’ that they prefer, and does a training programme for health and
social care professionals designed around these key aspects, when compared to no
training, improve service users’ experience of care?

Why this is important

In healthcare, “shared decision making’ is the sharing of preferences and decisions
by both the professional and the service user to reach a consensus regarding the
preferred treatment options. However, the key aspects of shared decision making
are unknown, although the principle of shared decision making is an important
element of a person-centred care approach.

This question should be answered by a pilot qualitative study of shared decision
making to determine what, if any, key aspects of shared decision making are
preferred by service users. The pilot should be followed by a cluster randomised
controlled trial on shared decision making in community mental health teams
(CMHTs) compared with standard decision making, which would be carefully
characterised by in-depth qualitative interview. Teams allocated to the shared
decision making intervention would be formally trained in the approach. Evaluation
would quantify the impact on service-user knowledge, the experience of care, rates
of side effects and perceived benefits from treatment. Randomly-selected service
users would undertake in-depth interviews to identify themes related to an

Service User Experience: Appendix 14 DRAFT (June 2011) 2
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improved experience of care associated with the shared decision making and the
standard approach.

4. ACTIVITIES AND OCCUPATIONS ON INPATIENT
WARDS

For people receiving adult mental health hospital care, what activities and
occupations do service users want when staying on inpatient wards?

Why this is important

Qualitative research and experience surveys suggest that many service users find
there are insufficient activities and occupations available to them when staying on an
inpatient ward. However, little is known about what service users want and how to
improve the experience of care.

This question should be answered by a qualitative study akin to market research to
identify what activities and occupations service users want on inpatient wards. This
would include service users currently on inpatient wards as well as those who have
left. This would allow a future cluster randomised trial evaluating the inclusion of
occupations and activities preferred by the service users compared with standard
care.

5. COMPULSION, CONTROL AND RESTRAINT

For people using adult mental health services, how is compulsory treatment and
‘control and restraint’ used in different settings and what is the impact on the service
user?

Why this is important

Qualitative research and experience surveys suggest that service users experience
many problems relating to compulsory treatment and the use of control and
restraint. However, information is needed about current practice, which can then be
used to help improve the experience of care.
This question should be answered by a quantitative audit and an ethnographic study
of the use of compulsion and control and restraint and its impact on the service user
in a variety of locations. The audit would aim to quantify the:

e frequency of compulsion, control and restraint

e frequency of de-escalation

e record- keeping

e debriefing (individual, staff, and witnesses)

e writing own account in notes
The ethnographic study, undertaken on the same wards, would be partly by
participant observation and partly by in in-depth interview, both after compulsory
treatment or restraint has been used, and after discharge and at 1 1-year follow-up.

Service User Experience: Appendix 14 DRAFT (June 2011) 3
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The ethnographic study would aim to capture the impact of compulsory treatment
and restraint on service service-user experience, and its longer longer-term impact.

Service User Experience: Appendix 14 DRAFT (June 2011) 4
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APPENDIX 7: SEARCH STRATEGIES FOR THE IDENTIFICATION
OF STUDIES

The search strategies should be referred to in conjunction with information set out in
Section #.

Evidence resulting from searches of: (i) existing NICE mental health guidelines for
qualitative research and surveys of service user experience; and (ii) survey literature
published by the Care Quality Commission informed the evidence base of each
review question. Additional searching was undertaken for evidence of interventions
as is outlined below.

7.1 The search process for questions concerning interventions

Reviews cited by Goodrich & Cornwell (2008) or included in the Cochrane
Consumers and Communication Group or the Cochrane Effective Practice and
Organisation of Care Group list of reviews were assessed for eligibility for the
review. Additionally, the following websites were checked for eligible reviews:

e Health Issues Centre

e The Studer Group

e DPlanetree

e The Picker Institute

e The Commonwealth Fund
e The Schwartz Center

e Implementation Science

e Canadian Agency for Drugs and Technologies in Health

The search strategy used by the most general review of service user focused
interventions (Coulter & Ellins, 2006), was updated to identify recent evidence of
interventions to improve the experience of care. The search process undertaken for
updating the systematic review follows.

7.1.1 Systematic review update: electronic searches

To aid retrieval of relevant studes, search terms reported by Coulter & Ellins (2006)
were combined with a general search for mental health services/problems. In
addition, all the searches were limited to RCTs and observational studies, and
further restricted to English language studies only.

A summary of the electronic searches used in the identification of evidence is
provided in Figure #. The full set of search terms is documented in sections 7.1.2 to
7.1.4.
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Review Search Database Interface Search terms Filters Dates searched
Question Strategy
2.1 (includes sub Update of AMED OVID [(experience of care terms) AND | RCT/OS | 01.01.2006 to April
questions 2.2 and Coulter & (general mental health terms)] 2011
2.3) Ellins, 2006,
review
2.1 (includes sub Update of Embase OVID [(experience of care terms) AND | RCT/OS | 01.01.2006 to 2011
questions 2.2 and o Coulter & (general mental health terms)] Week 14
2.3) = | Ellins, 2006,
§ review
2.1 (includes sub > Update of Medline OVID [(experience of care terms) AND | RCT/OS | 01.01.2006 to 2011
questions 2.2 and .°;-’ Coulter & (general mental health terms)] Week 13
2.3) o | Ellins, 2006,
:é review
2.1 (includes sub | @ | Update of Medline in | OVID [(experience of care terms) AND | RCT/OS | 08.04.2011
questions 2.2 and % Coulter & process (general mental health terms)]
2.3) < | Ellins, 2006,
@ review
2.1 (includes sub ;})3 Update of PsycINFO OVID [(experience of care terms) AND | RCT/OS | 01.01.2006 to April
questions 2.2 and Coulter & (general mental health terms)] Week 2 2011
2.3) Ellins, 2006,
review
2.1 (includes sub Update of CINAHL Ebsco Host | [(experience of care terms) AND | RCT/OS | 01.01.2006 to
questions 2.2 and Coulter & (general mental health terms)] 08.04.2011
2.3) Ellins, 2006,
review
2.1 (includes sub Update of CENTRAL | Wiley [(experience of care terms) AND | N/A Issue 5, 2011
questions 2.2 and Coulter & (general mental health terms)]
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2.3) Ellins, 2006,
review
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7.1.2 Systematic review update: population search terms

a) Care experience of people with mental disorders/conditions - search terms:

Embase, Medline, Medline in Process, PsycINFO, AMED - Interface: OVID SP

consumer advocacy/ or patient advocacy/ or patient assessment/ or
1 patient satisfaction/ or total quality management/ or (exp physician/ and
(choos$ or choice$).ti,ab.)

2 1 use emez

choice behavior/ or client satisfaction/ or consumer advocacy/ or exp
consumer satisfaction/ or patient advocacy/ or quality improvement/ or
total quality management/ or (exp physicians/ and (choos$ or
choice).ti,ab.)

4 3 use mesz, prem

advocacy/ or choice behavior/ or client satisfaction/ or consumer
5 satisfaction/ or consumer surveys/ or (exp physicians/ and (choos$ or
choice).ti,ab.)

6 5 use psyh

choice behavior/ or consumer satisfaction/ or patient advocacy/ or patient
7 assessment/ or patient satisfaction/ or (physicians/ and (choos$ or
choice).ti,ab.)

8 7 use amed

(((consumer$ or patient$) adj choice$) or ((doctor$ or physician$ or plan or
provider$) and (choos$ or choice$))).ti,ab.

(((choice$ or choos$ or (public adj5 disclos$) or (quality adj5 improve$))
10 and (performance adj (data or indicator$ or information or measure$ or
report))) or report card).ti,ab.

(((consumer$ or patient$ or user$) adj satisfaction) or ((consumer$ or
patient$ or user$) adj5 survey$) or (patient$ adj (assessment or complaint$
or evaluation or feedback or report)) or ((health or patient$) adj advocacy)
or pals or complaints system).ti,ab.

12 or/2,4,6,8-11

(exp alcohol abuse/ or exp drug abuse/ or exp mental disease/ or
substance abuse/) or (community mental health center/ or community
13 mental health/ or exp mental health care/ or mental health center/ or
mental health/ or mental patient/ or psychiatric department/ or exp
psychiatry/ or exp psychology/ or psychosocial rehabilitation/)

14 13 use emez

(affective symptoms/ or delusions/ or depression/ or exp mental
15 disorders/ or paranoid behavior/ or exp self-injurious behavior/ or exp
substance-related disorders/) or (exp community mental health centers/ or
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hospitals, psychiatric/ or mental health/ or exp mental health services/ or
mentally ill persons/ or psychiatric department, hospital/ or exp
psychiatry/ or exp psychology/ or psychology, social/)

16 15 use mesz, prem

(exp addiction/ or delusions/ or "depression (emotion)"/ or exp drug
abuse/ or exp mental disorders/ or paranoia/ or exp self destructive
behavior/ or exp somatoform disorders/) or (community mental health
centers/ or community psychiatry/ or community psychology/ or exp
mental health programs/ or exp mental health services/ or exp mental
health/ or exp psychiatric hospitalization/ or exp psychiatry/ or exp
psychology/ or exp psychosocial rehabilitation/ or psychiatric clinics/ or
psychiatric hospitals/ or psychiatric patients/ or psychiatric units/)

18 17 use psyh

(affective symptoms/or alcoholism/or delusions/or depression/or exp
mental disorders/or exp self injurious behavior/) or (community mental

19 health centers/ or mental health/ or exp mental health services/ or
psychiatry/ or exp psychology/ or psychology social/ or rehabilitation
psychosocial /)

20 19 use amed

21 (cmhs or mental$ or psychiatric$ or psychologic$).ti,ab.

22 or/14,16,18,20-21

2312 and 22

CENTRAL - Wiley interface

id search

#1 mesh descriptor choice behavior, this term only

#2 mesh descriptor consumer satisfaction explode all trees
#3 mesh descriptor consumer advocacy, this term only

#4 mesh descriptor total quality management, this term only
#5 mesh descriptor patient advocacy, this term only

#6 mesh descriptor quality improvement, this term only

#7 mesh descriptor physicians explode all trees

#8 (choos* or choice):ti or (choos* or choice):ab

#9 #7 and #8

*11 *11

("consumer® choice*" or "patient* choice
#10 plan or provider*) and (choos* or choice*))) :ti or ("consumer choice
"patient choice*" or ((doctor* or physician* or plan or provider*) and

or ((doctor* or physician* or
*11 or

Service user experience: Appendices (May 2011) 5
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(choos* or choice*))) :ab

(choice* or choos* or (public near/5 disclos*) or (quality near/5
improve*)) and ("performance data" or "performance indicator*" or
"performance information" or "performance measure**" or "performance

#11 report" or "report card"):ti or (choice* or choos* or (public near/5 disclos*)
or (quality near/5 improve*)) and ("performance data" or "performance
indicator*" or "performance information" or "performance measure**" or
"performance report" or "report card"):ab

("consumer® satisfaction" or "patient* satisfaction" or "user* satisfaction"
or ((consumer* or patient* or user*) near/5 survey?*) or "patient
assessment" or "patient* complaint*" or "patient* evaluation" or "patient*
feedback" or "patient* report" or "health advocacy" or "patient* advocacy"

#12 or "complaints system") :ti or ("consumer* satisfaction" or "patient*
satisfaction" or "user* satisfaction" or ((consumer* or patient* or user*)
near/5 survey®) or "patient assessment" or "patient* complaint*" or
"patient* evaluation" or "patient* feedback" or "patient* report" or "health
advocacy" or "patient* advocacy" or "complaints system") :ab

#13 (#1 or #2 or #3 or #4 or #5 or #6 or #9 or #10 or #11 or #12)
#14 mesh descriptor mental disorders explode all trees

#15 mesh descriptor affective symptoms, this term only

#16 mesh descriptor delusions, this term only

#17 mesh descriptor depression, this term only

#18 mesh descriptor paranoid behavior, this term only

#19 mesh descriptor self-injurious behavior explode all trees

#20 mesh descriptor community mental health centers explode all trees
#21 mesh descriptor community mental health services, this term only
#22 mesh descriptor community psychiatry explode all trees

#23 mesh descriptor hospitals, psychiatric, this term only

#24 mesh descriptor mental health services explode all trees

#25 mesh descriptor mental health, this term only

#26 mesh descriptor mentally ill persons, this term only

#27 mesh descriptor psychiatric department, hospital, this term only
#28 mesh descriptor psychiatry explode all trees

#29 mesh descriptor psychology explode all trees

#30 mesh descriptor psychology, social, this term only

(cmhs or mental* or psychiatric* or psychologic*):ti or (cmhs or mental*

#31 or psychiatric* or psychologic*):ab
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430 (#14 or #15 or #16 or #17 or #18 or #19 or #20 or #21 or #22 or #23 or #24
or #25 or #26 or #27 or #28 or #29 or #30 or #31)

#33 #13 and #32

CINAHL - Interface: Ebsco Host

s12 (s8 and s11

s11|s9 or s10

s10 [tx cmhs or mental* or psychiatric* or psychologic*

(mh "affective symptoms") or (mh "depression") or (mh "delusions") or
(mh "mental disorders+") or (mh "self-injurious behavior") or (mh
"substance abuse+") or (mh "suicide") or (mh "suicidal ideation") or (mh
"suicide, attempted") or (mh "hospitals, psychiatric") or (mh "mental

s9 |health care (saba ccc)+") or (mh "mental health services+") or (mh
"psychiatric nursing") or (mh "mental health") or (mh "psychiatric
patients+") or (mh "psychiatric units") or (mh "psychiatry+") or (mh
"psychology+") or (mh "psychology, social") or (mh "rehabilitation,
psychosocial+")

s8 [s3 or s4 or s5 or s6 or s7

tx (“consumer* satisfaction” or “patient* satisfaction” or “user*
satisfaction” or “patient* assessment” or “patient* complaint*” or

s7 |“patient* evaluation” or “patient* feedback” or “patient* report” or
“health advocacy” or “patient *advocacy” or pals or “complaints system”
or consumer* n5 survey* or patient* n5 survey* or user* n5 survey®)

tx (choice or choos* or public n5 disclos* or quality n5 improve* ) and
(“performance data” or “performance indicator” or “performance

s6 |. .
information” or “performance measure*” or “performance report” or
“report card”)

o5 & “consumer* choice*” or “patient* choice*” or ((doctor* or physician* or

plan or provider*) and (choos* or choice*))

mh "consumer advocacy") or (mh "consumer satisfaction+") or (mh
y

s4 |"patient advocacy") or (mh "patient assessment") or (mh "quality

improvement")

s3 |sl and s2

s2 |tx choos* or choice

sl |(mh "physicians+")
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7.1.3 Systematic review update: search filters

a)

RCT search filter - adapted from a filter designed by the Health Information

Research Unit of the McMaster University, Ontario.

Embase, Medline, Medline in Process, PsycINFO, AMED - Interface: OVID SP

8
9

exp clinical trials/ or (crossover procedure or double blind procedure or
placebo or randomization or random sample or single blind procedure).sh.

1 use emez

exp clinical trial/ or randomized controlled trials as topic/or (cross-over
studies or double-blind method or placebos or random allocation or
randomization or single-blind method).sh.

3 use mesz, prem

exp clinical trials/ or (placebo or random sampling).sh,id.

5 use psyh

exp clinical trials/ or (double blind method or placebos or random
allocation or single blind method).sh.

7 use amed

(clinical adj2 trial$).ti,ab.

10 (crossover or cross over).ti,ab.
1 (((single$ or doubl$ or trebl$ or tripl$) adj2 blind$) or mask$ or dummy or

singleblind$ or doubleblind$ or trebleblind$ or tripleblind$).ti,ab.

12 (placebo$ or randoms$).ti,ab.

(clinical trial$ or controlled clinical trial$ or random$).pt. or treatment
outcome$.md.

14 animal$.sh,po. not human$.sh,po,mp.
15 (or/2,4,6,8-13) not 14

CINAHL - Interface: Ebsco Host

s10 (s9 not s8

s9 |sl or s2 or s3 or s4 or sb or s6 or s7
s8 [(mh "animals") not (mh "human")
s7 |(pt "clinical trial") or (pt "randomized controlled trial")
s6 |ti ( placebo* or random* ) or ab ( placebo* or random*)
ti ( single blind* or double blind* or treble blind* or mask* or dummy* or
s5 |[singleblind* or doubleblind* or trebleblind* ) or ab ( single blind* or

double blind* or treble blind* or mask* or dummy* or singleblind* or
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doubleblind* or trebleblind*)

s4 |ti ( crossover or cross over ) or ab ( crossover or cross over )

s3 [ti clinical n2 trial* or ab clinical n2 trial*

(mh "crossover design") or (mh "placebos") or (mh "random assignment")

52 or (mh "random sample")

sl |(mh "clinical trials+")

b) Observational study filter - developed in-house.

Embase, Medline, Medline in Process, PsycINFO, AMED - Interface: OVID SP

(case control study or cohort analysis or cross-sectional study or follow up
or hospital based case control study or longitudinal study or observational
study or population based case control study or prospective study or
retrospective study).sh.

2 1 use emez

(case-control studies or cohort studies or cross-sectional studies or
3 epidemiologic studies or follow-up studies or longitudinal studies or
prospective studies or retrospective studies).sh.

4 3 use mesz,prem

(cohort analysis or followup studies or longitudinal studies or prospective
studies or retrospective studies).sh.

6 5 use psyh

(case control studies or cohort studies or follow up studies or longitudinal
studies or prospective studies or retrospective studies).sh.

7 use amed

O 0

((epidemiologic$ or observational) adj (study or studies)).ti,ab.

(cohort$ or cross section$ or crosssection$ or followup$ or follow up$ or
followed or longitudinal$ or prospective$ or retrospective$).ti,ab.

11 (case adj2 (control$ or series)).ti,ab.
12 or/2,4,6,8-11

CINAHL - Interface: Ebsco Host

s5 (sl or s2 or s3

ti ( “case control” or “case series” or cohort* or “cross sectional” or
s3 |followup* or “follow up*” or followed or longitudinal or prospective* or
retrospective* ) or ab ( “case control” or “case series” or cohort* or “cross
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sectional” or followup* or “follow up*” or followed or longitudinal or
prospective* or retrospective* )

ti (“cross sectional” n2 study or “cross sectional” n2 studies or
epidemiologic* n2 study or epidemiologic* n2 studies or observational* n2
s2 |study or observational* n2 studies ) or ab ( “cross sectional” n2 study or
“cross sectional” n2 studies or epidemiologic* n2 study or epidemiologic*
n2 studies or observational* n2 study or observational* n2 studies )

(mh "case control studies+") or (mh "cross sectional studies") or (mh

1 . .
> "prospective studies+")

7.1.4 Systematic review update: web-based searching

Additionally, the following websites were checked for eligible studies:

e Acgency for Healthcare and Social Research
e National Health Service Research Register
e NHS Evidence

e World Health Organisation
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APPENDIX 8: INCLUDED STUDY CHARACTERISTICS TABLES

Template for study characteristics tables.......coccovuveerverruinecnecsenninsecnecnnenane 3
Characteristics of included guidelines — qualitative YeVIEWS...............cccoecvviiiiiiiiiiiiiiiiiiiii, 3
Characteristics of included guidelines — qualitative analyses..................cccccocvvviviiniiiiiiiiiiiiiiinnnn, 4
Characteristics of included SUTTCYS.............coccvviiiiiiiiiiiiiiiciiic 5
Characteristics of included T€UIEWS...............c.ccoccvviviiiiiiiiiiiiiiic 6
Characteristics of included randomised controlled trials ................cccoovvvviviiiiiiiiiiniiiiiiiiii, 7

Key problems associated with service user experience..........ceceeueeeereciuennncns 8
Characteristics of included guidelines — qualitative YeVIEWS...............cccoecvviiviiiiiiiiiiiiiiiiiii, 8

Alcohol dependence and harmful alcohol use............coceoieniiniiiiniiniiniiiiene 8
Antisocial personality disorder...........c.ccooiiiiiiiiiiiiiiiiiiiii 9
Bipolar diSOTAer........couiiiiiiiiiieieeiee e 10
Borderline personality disorder ............c.ccccoooiiiiiiniiiiiiiiiii 11
Depression UPdate...........cooeiiiiiiiiniineeeeeee e 12
Drug misuse: psychosocial interventions.............c.cceceeoieviininininciinicncnieiciee. 13
Psychosis with substance abuse.............cccceciiiiiiniiiiiiiie 14
Self-harm - longer term management..............ccccoeeeiriiiiinininiinieieccceecee 15
Characteristics of included guidelines — qualitative analyses..................cccccocvvviniininiiiiiiinnnnne, 16
Depression UPdate...........cooeeiiiiiiinienieeeeeee e 16
Drug misuse: psychosocial interventions.............cccceceeoieviinininiiiinicncnicicicnee, 17
Psychosis with substance misuse.............ccccecueciiiiiiiiiiiiiiiiiiie 18
SETVICE USET EXPEIIEIICE ....c.uvviurieirieiieeite ettt ettt ettt e et et esaeesaeeeneesaneens 19
Characteristics of included SUTTCYS.............coccvviviiiiiiiiiiiiiiiiiii 20
Characteristics of included SUTTCYS............ccccvviiiiiiiiiiiiiiiiiii 20
People First SUIVeY .......ccccooiiiiiiiiiiiiiiiiiicicccceeeee e 20
Community Mental Health Survey............ccccocoiiiiiiiiiiiniicccs 20
Inpatient Service USer SUIVEY .........ccccceiviiiiiiiiiiiiiiiiiiiicc 21

Interventions to improve service user eXperience ..........c.eeeerrvereessensaesnennns 22

Characteristics of included T€UIEWS................cccvviviiiiiiiiiiiiiic 22
CHAUDHURY2005........coiiiiiiiiiiiiiiiiiiciciciceicec e 22
COULTER2006..........cooiiiiiiiiiiiiiiiiiieieeiccccc st 23
DEVLIN2003 ...ttt 24
DUNCANZ0T0 ..ottt 25
HAMANN2Z2003.......cooiiiiiiiiiiiii e 26
KINNERSLEY2007 ...cooiiiiiiiiiiiiiiiiiiiiiicicctccei e 27
LEWIINZ200T .....c.ooiiiiiiiiiiiiiii s 28
INICOLSONZ2009 .....cooiiiiiiiiiiiiiiiiee e 29
MURRAY2005 ...t 30
OCONNORZ2009 .....ooiiiiiiiiiiiiiiii e 31
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| W N 4010 T 33
REEVES2008..... oottt e e e e e e e e e e e e e e e e e e eeeeeeeeneeneeneenns 34
SAULTZ2004 ... et e e e e et e e e e e e e e e e e e e e e e e e e e e eeeeeeeeeeeeeeeeeeennns 35
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WETZELS2007 ... 37
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TEMPLATES FOR STUDY CHARACTERISTICS TABLES

Characteristics of included guidelines - qualitative reviews

Guideline

Review search
parameters

Databases and
websites searched

Years searched

Inclusion criteria Population:
Outcome:
Study design:

Included studies

Number of included
studies

Total number of
participants

Study design

Country and setting

Method of analysis

Brief description of
method and process
of analysis

Limitations

Brief description of
limitations
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Characteristics of included guidelines - qualitative analyses

Guideline

Source of personal
accounts

Websites searched

Year conducted

Inclusion criteria

Participants

Total number of
participants

Country (setting)

Method of analysis

Brief description of
method and process
of analysis

Limitations

Brief description of
limitations
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Characteristics of included surveys

Guidance

Source of personal
accounts

Website/publication

Year conducted

Inclusion criteria

Participants

Total number of
participants

Country and setting

Method of analysis

Brief description of
method and process
of analysis

Limitations

Brief description of
limitations
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Characteristics of included reviews

Study ID

Bibliographic
reference

Pathway

Domain

Method used
to synthesise
evidence

Design of
included
studies

Dates searched

No. of
included
studies

Participant
characteristics

Intervention

Comparison

Outcome(s)

Risk of bias

Pooled effect
sizes or
summary of
findings

Note.
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Characteristics of included randomised controlled trials

Study ID

k (total N)

Participants

Intervention

Length of
intervention

Length of
follow-up

Setting

Study design

Outcome

Note.
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KEY PROBLEMS ASSOCIATED WITH SERVICE USER
EXPERIENCE

Characteristics of included guidelines - qualitative reviews

Guideline

Alcohol dependence and harmful alcohol use

Review search
parameters

Databases and
websites searched

Medline, EMBASE, PsycINFO, CINAHL

Years searched

Database inception to March 2010

Inclusion criteria

Population: People who are alcohol dependent or harmful drinkers,
families and carers, staff who work in alcohol services

Outcome: Any narrative description of service user/carer experience of
alcohol misuse.

Study design: Systematic reviews and narratives of qualitative studies,
qualitative studies.

Included studies

Number of included | N =33

studies

Total number of Not reported

participants

Study design Qualitative primary studies
Country and setting | Not reported

Method of analysis

Brief description of
method and process
of analysis

Thematic analysis of qualitative studies (not explicitly stated).

Limitations

Brief description of
limitations

Detail of the reviews” method of analysis was limited.
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Guideline

Antisocial personality disorder

Review search
parameters

Databases and
websites searched

Medline, EMBASE, PsycINFO, CINAHL, HMIC

Years searched

Database inception to May 2008

Inclusion criteria

Population: People with antisocial personality disorder, psychopathy or
personaity disorder.

Outcome: Qualitiative data on the experience of care.

Study design: Any quantiative or qualitative primary study.

Included studies

Number of included | N =15

studies

Total number of Not reported

participants

Study design Quantiative or qualitative primary studies
Country and setting | Not reported

Method of analysis

Brief description of
method and process
of analysis

Thematic analysis of qualitative studies (not explicitly stated).

Limitations

Brief description of
limitations

Not clear how many participants were included in the studies and the
review overall.
Detail of the reviews” method of analysis was limited.
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Guideline

Bipolar disorder

Review search
parameters

Databases and Not reported
websites searched

Years searched Not reported
Inclusion criteria Not reported
Included studies

Number of included | N=2

studies

Total number of Not reported
participants

Study design Qualitative primary studies
Country and setting | UK

Method of analysis

Brief description of
method and process
of analysis

Thematic analysis of qualitative studies (not explicitly stated).

Limitations

Brief description of
limitations

The guideline does not specificy the methods used for qualiative
searching of the literature.

It is not certain whether the two studies identified were from a systematic
search.

The details such as the number of participants and method of qualitative
data analysis of the studies was not provided.
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Guideline

Borderline personality disorder

Review search
parameters

Databases and
websites searched

HMIC, Medline, EMBASE, PsycINFO, CINAHL

Years searched

Database inception to January 2007 for HMIC; other databases till Aug
2007. Update searches: March 2008/May 2008.

Inclusion criteria

Population: People with a diagnosis of personality disorder.
Outcome: qualitiative data on the experience of care.
Study design: qualitative studies, surverys or observational studies.

Included studies

Number of included | N=10

studies

Total number of N=341

participants

Study design Qualitative primary studies.

Country and setting

Not reported

Method of analysis

Brief description of
method and process
of analysis

Thematic analysis of qualitative studies (not explicitly stated).

Limitations

Brief description of
limitations

The authors noted that the qualitative evidence was limited with regards
to the treatments reviewed, with an emphasis on dialectical behaviour
therapy (DBT), and very little on therapeutic communities to support the
positive statements made in the personal accounts above. The literature
on self-harm was not reviewed for this guideline.

Detail of the reviews” method of analysis was limited.
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Guideline

Depression update

Review search
parameters

Databases and
websites searched

CINAHL, EMBASE, Medline, PsychInfo, HMIC, PsycEXTRA,
PsycBOOKS.

Years searched

Database inception to February 2009.

Inclusion criteria

Population: people with depression and families/carers.

Outcome: qualitiative data on the experience of care.

Study design: systematic reviews of qualitative studies, surverys or
observational studies.

Included studies

Number of included
studies

Total: N =3
Systematic review: N =1
Primary qualitative studies (not included in the systematic review): N =2

Total number of

Not reported

participants

Study design Qualitative primary studies and systematic reviews.
Country and setting | Not reported

Method of analysis

Brief description of
method and process
of analysis

Thematic analysis of qualitative studies (not explicitly stated).

Limitations

Brief description of
limitations

The review included primary qualitative sudies but only searched for
systematic reviews. This limits the confidence that all relevant primary
qualitiative studies were identidied.

Detail of the reviews’ method of analysis was limited.
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Guideline

Drug misuse: psychosocial interventions

Review search
parameters

Databases and Not reported
websites searched

Years searched Not reported
Inclusion criteria Not reported
Included studies

Number of included | N=11

studies

Total number of Not reported
participants

Study design Qualitative and quantitative studies.
Country and setting | Not reported
Method of analysis

Brief description of
method and process
of analysis

Thematic analysis of studies (not explicitly stated).

Limitations

Brief description of
limitations

The methods used in the review were not reported including how the
studies were identified and the method of analysis.
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DRAFT

Guideline

Psychosis with substance abuse

Review search
parameters

Databases and
websites searched

CINAHL, EMBASE, Medline, PsycINFO, HMIC, PsychEXTRA,
PsycBOOKS.

Years searched

Database inception to 2010

Inclusion criteria

Population: People with psychosis and co-existing substance misuse.
Outcome: Qualitiative data on the experience of psychosis and co-existing
substance misuse.

Study design: Systematic reviews of qualitative studies, qualitative
studies.

Included studies

Number of included | N=21

studies

Total number of Not reported
participants

Study design Qualitative studies.
Country and setting | Not reported
Method of analysis

Brief description of
method and process
of analysis

Thematic analysis of qualitative studies (not explicitly stated).

Limitations

Brief description of
limitations

The author of the review noted several of the included studies had limited
description of the methodlogy and data analysis procedures.

In addition, a variety of approaches were used and the population varied
across studies. This limited the synthesis of the studies due to the
heterogeniety among the included studies.

It was not always clear which populaion the extracted themes was
relevant to, making it difficult to assess the generalisability of the finding.
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DRAFT

Guideline

Self-harm - longer term management

Review search
parameters

Databases and
websites searched

CINAHL, EMBASE, Medline, PsycINFO, HMIC, PsychEXTRA,
PsycBOOKS.

Years searched

From 2006

Inclusion criteria

Population: People Individuals who self harm by any method in longer
term management.

Outcome: any narrative description service user experience with self
harm.

Study design: Systematic reviews of qualitative studies, qualitative
studies, observational studies and quantitative studies.

Included studies

Number of included
studies

Systematic review: N=1
Primary studies: N=33

Total number of Not reported

participants

Study design Qualitative and quantitative studies.
Country and setting | Not reported

Method of analysis

Brief description of
method and process
of analysis

Thematic analysis of qualitative studies (not explicitly stated).

Limitations

Brief description of
limitations

Detail of the reviews” method of analysis was limited.
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DRAFT

Characteristics of included guidelines - qualitative analyses

Guideline

Depression update

Source of personal
accounts

Websites searched

Healthtalkonline (http:/ /www.healthtalkonline.org)

Year conducted

2008

Inclusion criteria

Personal accounts from people with depression

Participants

Total number of 38

participants

Country (setting) UK (any setting)
Method of analysis

Brief description of
method and process
of analysis

The review team for this guideline used a thematic analysis of interview
transcripts to identify emergent themes relevant to the experience of
people with depression. From the interviews, the review team identified
emergent themes relevant to the experience of people with depression
that could inform the guideline. Each transcript was read and re-read, and
sections of the text were collected under different headings using a
qualitative software program (NVivo). Two reviewers independently
coded the data and all themes were discussed to generate a list of the
main themes. The anticipated headings included: ‘the experience of
depression, ‘psychosocial interventions’, ‘pharmacological interventions’
and ‘healthcare professionals’. The headings that emerged from the data
were: ‘coping mechanisms’, “accessing help and getting a diagnosis of
depression’, ‘stigma and telling people about depression” and
‘electroconvulsive therapy’.

The methods adopted by Healthtalkonline to collect interviews were two-
fold. First, the participants were asked to describe everything that had
happened to them since they first suspected a problem. The researchers
tried not to interrupt the interviewees in order to have a relatively
unstructured, narrative dataset. The second part was a semi-structured
interview in which the researcher asked about particular issues that were
not mentioned in the unstructured narrative but were of interest to the
research team.

Limitations

Brief description of
limitations

The guideline review team reported that as they relied on transcripts
collected by other researchers with their own aims and purposes,
information on issues that are particularly pertinent for people with
depression that could be used to inform recommendations may not have
been collected. Moreover, the review team did not have access to the full
interview transcripts and therefore had a selective snapshot of people’s
experience.
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DRAFT

Guideline

Drug misuse: psychosocial interventions

Source of personal
accounts

Websites searched

WIRED website (http:/ /www.wiredinitiative.com/research-

addiction.htm)
Year conducted 2006
Inclusion criteria Not reported
Participants
Total number of Not reported
participants
Country and setting | UK (any setting)
Method of analysis

Brief description of
method and process
of analysis

The guideline review team took extracts from peronal stories on the
WIRED website.

Limitations

Brief description of
limitations

Little information about the method used to extract themes and the
number of personal stories used.
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DRAFT

Guideline

Psychosis with substance misuse

Source of personal
accounts

Websites searched

Healthtalkonline (http://www.healthtalkonline.org/), Dual Recovery
Anonymous (http://draonline.org/), Meriden Family Programme

(http:/ /www.meridenfamilyprogramme.com/), Talktofrank

(http: / /www.healthtalkonline.org/), Foundations Associates

(http:/ /dualdiagnosis.org/), Bipolarworld (http://www.bipolarworld.net/),
and Rethink (http://www.rethink.org/)

Year conducted

2009

Inclusion criteria

Personal accounts from people with bipolar disorder, schizophrenia,
schizoaffective disorder, or psychotic disorder with coexisting problematic or
dependent substance use.

Participants

Total number of 48

participants

Country and setting | Majority from UK, but some from US (any setting)
Method of analysis

Brief description of
method and process
of analysis

The guideline review team undertook their own thematic analysis of the
narrative accounts to explore emergent themes. Each transcript was read and
re-read and sections of the text were collected under different headings using
a qualitative software programme (NVivo). Initially, the text from the
transcripts was divided by a member of the guideline review team into six
broad headings emerging from the data: impact and experience of psychosis
and coexisting substance misuse; access and engagement; experience of
treatment; carers’ perspectives; and support and services. Under these broad
headings, specific emergent themes that were identified separately and coded
by two researchers. Three GDG members also individually coded the
testimonies into emergent themes. Overlapping themes and themes with the
highest frequency count across all testimonies were extracted and regrouped
under the subsections below.

Limitations

Brief description of
limitations

The guideline review team reported that some of the accounts were written
in retrospect, whereas others were written more recently, or in the present.
This may have had an impact on the way in which the experiences were
recalled; moreover, the accounts cover different time periods which may
affect factors such as attitudes, and information and services available.
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DRAFT

Guidance

Service user experience

Source of personal
accounts

Website

Healthtalkonline
(http:/ /www.healthtalkonline.org/mental_health/experiences_of psychosis)

Year conducted

2010

Inclusion criteria

Personal accounts from people with psychosis (many had received a diagnosis of

schizophrenia)
Participants
Total number of 31
participants
Country and setting | UK (any setting)
Method of analysis

Brief description of
method and process
of analysis

Limitations/notes
about the analysis

Brief description

Qualitative researchers are usually reluctant to use numbers in the analysis
because the sampling strategies typically aim to represent a wide range of
perspectives and experiences, rather than to replicate their frequency in the
wider population. Thus, even if an experience is relatively rare, we would
seek to include it. If we take this approach to collecting the sample it is
important that the analysis reflects the diversity of experiences, not just
those that are most frequent. This explains why, although some qualitative
researchers may use terms such as ‘few’, ‘many” or ‘some” in describing
their data, they tend to avoid relative frequencies (for example, 54% of our
sample liked their doctor, or had a particular side-effect) that would be
misleading if they were assumed to apply to the wider population.
Participants in the sample often disagree with each other - and for
important reasons - so the key points section at the end of each brief
document often contains necessarily contradictory information. This is
appropriate and evidence of a diverse sample.

The stories that people told were not organised into discrete events along
an easily identifiable ‘care pathway’; instead relevant parts have been
extracted from the data set as a whole. Whilst this provides relevant
information about the experiences of services, a deeper understanding of
the data can be gained if they are understood in context.

Related to the above point: this data has been somewhat artificially
separated; that is, sometimes access, assessment, referral to inpatient care,
and experience of an inpatient unit could happen in a matter of hours and
be counted as one event in the context of the stories that people told.
Participants were not always aware of who they were being treated by
(primary or secondary care/ different professionals) and whether this
intervention was voluntary or compulsory.

Participants were asked about their life histories, and accordingly some
data on their experiences of services may not be contemporary, but where
this happens it is noted.
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DRAFT

Characteristics of included surveys

Guidance

People First survey

Source of personal
accounts

Website/publication

Conducted by MIND (Rogers A, Pilgrim D, Lacey R (1993) Experiencing Psychiatry:
User Views of Services. Macmillan/ Mind Publications, London.)

Year conducted

1990

Inclusion criteria

People who had received at least one period of inpatient treatment in a psychiatric
hospital in England and Wales.

Participants

Total number of 516

participants

Country and setting | UK (any setting)
Method of analysis

Brief description of
method and process
of analysis

Limitations

Brief description of
limitations

Guidance

Community Mental Health Survey

Source of personal
accounts

Website/ publication

http:/ /www.nhssurveys.org/surveys/511

Year conducted

2010

Inclusion criteria

Service users aged 16 and over, who had been seen at a NHS Trust between 1 July
2009 and 30 September 2009 and had received specialist care or treatment for a
mental health condition.

Participants

Total number of
participants

17,000 +

Country (and
setting)

UK (Community Mental Health Services)

Method of analysis

Brief description of
method and process
of analysis

Limitations

Brief description of
limitations
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DRAFT

Guidance

Inpatient Service User Survey

Source of personal
accounts

Website/ publication

http:/ /www.nhssurveys.org/surveys /520

Year conducted

2009

Inclusion criteria

People aged 16-64, who had stayed on an acute ward or a psychiatric intensive care
unit (PICU)* for at least 48 hours between 1 July 2008 and 31 December 2008 and
were not current inpatients at the time of the survey.

Participants

Total number of 7,500 +

participants

Country and setting | UK (acute ward or a psychiatric intensive care unit)
Method of analysis

Brief description of
method and process
of analysis

Limitations

Brief description of
limitations

* “Other types of wards were not included in the scope of the survey. This included rehabilitation, secure
and specialist units, for example, for people requiring treatments for substance misuse or wards which
primarily served people with a learning disability. This is because service provision varies between trusts,
and the services received would be very different.” (CQC, 2009)
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DRAFT

INTERVENTIONS TO IMPROVE SERVICE USER
EXPERIENCE

Characteristics of included reviews

Study ID  CHAUDHURY2005

Bibliographic =~ Chaudhury et al. (2005) Advantages and disadvantages of single-versus

reference multiple-occupancy rooms in acute care environments: a review and analysis
of the literature. Environment and Behavior, 37, 760-786.

Pathway Acute (not MHA)

Domain The way that services and systems work

Method used  Narrative synthesis

to synthesise

evidence

Design of Search not restricted to particular design - covers all types of studies

included

studies

Dates searched

Not stated

No. of Not stated (8 studies focus on patient satisfaction)

included

studies

Participant Inpatients, health care professionals

characteristics

Intervention Single-occupancy rooms

Comparison Multiple-occupancy rooms

Outcome(s) Satisfaction

Risk of bias Potential risk of bias due to the unsystematic nature that studies were

searched and selected and due to the limited detail on the quality of the
included studies.

Pooled effect
sizes or
summary of
findings

Studies on patient satisfaction demonstrate that private rooms are positively
related with patients’ satisfaction with their hospital stay.

Note. Acute (not MHA) = assessment and referral in crisis, hospital care, discharge/ transfer of
care (not under Mental Health Act); Non-acute = access, assessment, community care,
discharge back to primary care.
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DRAFT

Study ID COULTER2006

Bibliographic =~ Coulter, A & Ellins, J. (2006) Patient-focused Interventions: A review of the

reference evidence. London: Health Foundation.

Pathway Both acute (not MHA) and non-acute

Domain The relationship between individual service users & professionals/
The way that services and systems work

Method used  Narrative synthesis

to synthesise

evidence

Design of Systematic reviews, RCTs, quasi-experimental studies, controlled

included observational studies, uncontrolled observational studies

studies

Dates searched

1998 to 2006

No. of 35 (2 mental health; Bekker et al., 1999; Warner et al., 2000)

included

studies

Participant Service users

characteristics

Intervention ‘Patient-focused’ interventions

Comparison Various

Outcome(s) Service users’ experience, including communication and psychological
outcomes

Risk of bias The review was well conducted, but included studies had variable risk of

bias

Pooled effect
sizes or
summary of
findings

Bekker et al. (1999) made no specific conclusion regarding interventions (for
people mental health disorders) to improve service user decision making,
other than call for further research.

Warner et al. (2000) found no evidence to suggest that patient-held shared
care records in service users with long term mental illness improved
satisfaction.

Note. Acute (not MHA) = assessment and referral in crisis, hospital care, discharge/ transfer of
care (not under Mental Health Act); Non-acute = access, assessment, community care,
discharge back to primary care.

Bekker, H. et al (1999) 'Informed decision making: an annotated bibliography and systematic
review'. Health Technology Assessment, 3 (1).

Warner, J.P. et al (2000) Patient-held shared care records for individuals with mental illness.
Randomised controlled evaluation'. Br | Psychiatry, 177: 319-324.
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DRAFT

Study ID  DEVLIN2003

Bibliographic =~ Devlin & Arneill (2003) Health care environments and patient outcomes: a

reference review of the literature. Environment and Behavior, 35, 665-694.

Pathway Acute (not MHA)

Domain The way that services and systems work

Method used  Narrative synthesis

to synthesise

evidence

Design of Not stated

included

studies

Dates searched Not stated

No. of Not stated

included

studies

Participant Inpatients, health care professionals

characteristics

Intervention ‘Patient-centred” interventions that focus on aspects of the physical
environment.

Comparison Not stated

Outcome(s) Satisfaction

Risk of bias Potential risk of bias due to the unsystematic nature that studies were

searched and selected and due to the limited detail on the quality of the
included studies.

Pooled effect

sizes or service user experience. The authors state that in two studies there is greater
summary of satisfaction with care when a “homelike” environment was adopted in
findings hopsitals compared to traditional units.

Environmental aspects of the hospital environment may have an impact on

Note. Acute (not MHA) = assessment and referral in crisis, hospital care, discharge/ transfer of

care (not under Mental Health Act); Non-acute = access, assessment, community care,
discharge back to primary care.
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DRAFT

Study ID  DUNCAN2010

Bibliographic =~ Duncan E, Best C, Hagen S. Shared decision making interventions for people

reference with mental health conditions. Cochrane Database of Systematic Reviews
2010, Issue 1.

Pathway Acute (not MHA) and non-acute

Domain The relationship between individual service users & professionals/
The way that services and systems work

Method used  Narrative synthesis

to synthesise

evidence

Design of Cluster RCT

included

studies

Dates searched Inception to Nov 2008

No. of 2 (Hamann et al., 2006; Loh et al., 2007)

included

studies

Participant Inpatients with schizophrenia/people with depression treated in primary

characteristics  care (N=518)

Intervention Shared decision making aids (participants received decision aids, staff
received training)

Comparison Control participants and staff did not receive the intervention

Outcome(s) Satisfaction

Risk of bias The review was well conducted, but included studies had significant risk of

bias

Pooled effect

One study did not find any difference between groups in terms of

sizes or satisfaction (Hamann et al., 2006). The other study found a statistically
summary of significant difference, with the intervention group acheiving higher levels of
findings satisfaction (Loh et al., 2007).

Note. Acute (not MHA) = assessment and referral in crisis, hospital care, discharge/ transfer of
care (not under Mental Health Act); Non-acute = access, assessment, community care,
discharge back to primary care.
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DRAFT

Study ID HAMANN2003

Bibliographic Hamann, J., Leucht, S., & Kissling, W. (2003) Shared decision making in
reference psychiatry. Acta Psychiatr Scand, 107, 403-409.

Pathway Acute (not MHA) and non-acute

Domain The relationship between individual service users & professionals
Method used  Narrative synthesis

to synthesise

evidence

Design of Observational study

included

studies

Dates searched

Not reported

No. of 4 (Bedi et al., 2000; King et al., 2000; Rokke et al., 1999; Bunn et al., 1997)
included

studies

Participant Depression; mixed anxiety and depression; schizophrenia

characteristics

Intervention Shared decision making interventions/ elements of shared decision making
Comparison None used

Outcome(s) Satisfaction

Risk of bias The review had some limitations due to search strategy and inclusion of poor

quality studies

Pooled effect
sizes or
summary of
findings

Three studies found that there were statistically, no significant differences
between two treatment groups in service users’ satisfaction with care when
particpants in each group choose their treatment option. In one study where
a formal model of shared decision making was used, more service users
choose to continue treatment than to discontine treatment, however this was
not a comparative study limiting the conlusions which can be drawn.

Note. Acute (not MHA) = assessment and referral in crisis, hospital care, discharge/ transfer of
care (not under Mental Health Act); Non-acute = access, assessment, community care,
discharge back to primary care.
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DRAFT

Study ID.  KINNERSLEY2007

Bibliographic Kinnersley P, Edwards AGK, Hood K, Cadbury N, Ryan R, Prout H, Owen

reference D, MacBeth F, Butow P, Butler C. Interventions before consultations for
helping patients address their information needs. Cochrane Database of
Systematic Reviews 2007, Issue 3.

Pathway Non-acute

Domain The relationship between individual service users & professionals

Method used  Narrative synthesis of all studies, and meta-analysis of five outcomes

to synthesise

evidence

Design of RCT

included

studies

Dates searched

Dates varied according to database searched. All databases were searched
from 1986 or earlier to Sep 2006

No. of 33

included

studies

Participant Patients and/ or their representatives (or carers) before ‘one-to-one’

characteristics  consultations with doctors or nurses in healthcare settings (N=8244)

Intervention Interventions helping service users to address their information needs in a
consultation (for example, question prompt sheets, coaching sessions)

Comparison Dummy interventions; usual care

Outcome(s) Experience or perception of care (for example, satisfaction)

Risk of bias

Pooled effect The review found a small but statistically significant effect on patient

sizes or satisfaction in the treatment group compared with the control group (SMD

summary of 0.09, 95%CI1 0.03 to 0.16).

findings

In a sub-group analysis by the type of intervention delivered, written
materials produced a small effect on patient satisfaction which had a
borderline statistically significant effect compared with a control group
(SMD 0.08, 95% CI 0.00 to 0.16). When the intervention was delivered via
coaching, the effect was small and statistically significant (SMD 0.23, 95% CI
0.08 to 0.38).

A further sub-group analysis also found that the treatment effects for
delivereing the intervention immediately before the consultation led to a
small and statistically significant effect in patient satisfaction (SMD = 0.10,
95%C1 0.02 to 0.17) compared with a control group. While there was no
statistically significant difference when the interventions was delivered some
time before the consultation (SMD = 0.07, 95% CI -0.20 to 0.34).

Note. Acute (not MHA) = assessment and referral in crisis, hospital care, discharge/ transfer of
care (not under Mental Health Act); Non-acute = access, assessment, community care,
discharge back to primary care.
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DRAFT

Study ID LEWIN2001

Bibliographic ~ Lewin et al. (2001) Interventions for providers to promote a patient-centred

reference approach in clinical consultations. The Cochrane Database of Systematic
Reviews, Issue 4.

Pathway Acute (not MHA) and non-acute

Domain The relationship between individual service users & professionals

Method used  Narrative synthesis

to synthesise

evidence

Design of Randomised controlled trials, controlled clinical trials, controlled before and

included after studies, and interrupted time series studies

studies

Dates searched

Dates varied according to database searched. All databases were searched
from 1987 or earlier to Dec 1999

No. of 17

included

studies

Participant Healthcare providers (both qualified and in training); some interventions

characteristics  were also directed at patients as well as healthcare providers.

Intervention Interventions directed at healthcare providers and intending to promote
person-centred care within clinical consultations

Comparison No training; minimal information

Outcome(s) Satisfacion

Risk of bias

Pooled effect There were seven studies that compared the effectiveness of person-centred

sizes or training with no intervention on service users’ satisfaction. Two of the seven

summary of studies demonstrated that in at least two measures of patient satisfaction,

findings there was a statistically significant difference in the treatment group

compared with no intervention. However, the remaining five studies
demonstrated no statistically significant difference between groups.

There were also three studies that compared person-centred training for
providers plus person-centred materials for patients compared with no
intervention. One study found a statsistically significant difference in favour
of the treatment group compared with no intervention. While the remaining
two studies found no statistically significant differences between groups.

Note. Acute (not MHA) = assessment and referral in crisis, hospital care, discharge/ transfer of
care (not under Mental Health Act); Non-acute = access, assessment, community care,
discharge back to primary care.
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DRAFT

Study ID  NICOLSON2009

Bibliographic ~ Nicolson D, Knapp P, Raynor DK, Spoor P. Written information about

reference individual medicines for consumers. Cochrane Database of Systematic
Reviews 2009, Issue 2.

Pathway Non-acute

Domain The relationship between individual service users & professionals

Method used  Narrative synthesis

to synthesise

evidence

Design of RCT

included

studies

Dates searched

Dates varied according to database searched. Most databases were searched
from Jan 1970 to Mar 2007

No. of 25 (2 mental health: Peveler et al., 1999; Robinson et al., 1986). Note: a further

included two studies received medication for mental health problems but the

studies population were outside the scope of the guideline (one study included those
with learning disabilities and the other excluded patients with psychiatric
problems).

Participant Patient characteristics of included studies: inpatients, outpatients and

characteristics ~ primary care patients who had received written information about a
prescribed or over-the-counter medicine (N=4788).
Patient characteristics of studies that focused on mental health problems:
psychiatric inpatients and primary care patients with depression.

Intervention Interventions where patients received written information about an
individual medicine (for example, medicine pack insert, information
contained on websites).

Comparison No information at all; spoken information only; manufacturer information
only

Outcome(s) Satisfaction; satisfaction with information (note, the mental health studies
did not report satisfaction or related outcomes)

Risk of bias The review was well conducted, but included studies of variable risk of bias

Pooled effect The two included mental health studies did not report outcomes relevant to

sizes or service user experience of care or satisfaction with care. However three non-

summary of mental health studies measured satisfaction. Two studies found that

findings receiving information resulted in greater satisfaction with the information

provided compared with not receiving information. However, this difference
was only statistically compared in one trial which found a statistically
significant difference (Gibbs et al, 1989), and was not tested in the second
trial (McBean & Blackburn, 1982). Knapp et al. (2004) found that service users
were more satisfied when they received numerical risk information about
side effects compared with verbal information; this difference was
statistically significant for one of two side effects (p <0.05).

Note. Acute (not MHA) = assessment and referral in crisis, hospital care, discharge/ transfer of
care (not under Mental Health Act); Non-acute = access, assessment, community care,
discharge back to primary care.
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DRAFT

Study ID  MURRAY2005

Bibliographic Murray E, Burns J, See Tai S, Lai R, Nazareth I. Interactive Health

reference Communication Applications for people with chronic disease. Cochrane
Database of Systematic Reviews 2005, Issue 4.

Pathway Non-acute

Domain The relationship between individual service users & professionals

Method used  Meta-analysis

to synthesise

evidence

Design of RCT

included

studies

Dates searched 1990 to 2003

No. of 24

included

studies

Participant Adults and children with chronic disease (community patients, primary care

characteristics  patients, outpatients, inpatients included) (N=3739)

Intervention IHCAs (interactive health communication applications) - defined as any
package requiring the user to interact directly with any form of computer,
and containing health information plus at least one of peer support, decision
support or behaviour change support

Comparison Normal care; non-interactive forms of patient education (for example,
written, audiotape, video, group or one-to-one didactic sessions led by peers
or professionals); interactive educational sessions led either by peers or
professionals

Outcome(s) Satisfaction

Risk of bias

Pooled effect IHCAs had a statistically significant positive effect on:

sizes or Knowledge (SMD = 0.46, 95% CI 0.22 to 0.69);

summary of Social support (SMD = 0.35, 95% CI 0.18 to 0.52);

findings Clinical outcomes (SMD = 0.18, 95% CI 0.01 to 0.35); and

Behavioural outcomes (SMD = 0.20, 95% CI 0.01 ti 0.40).

Other outcomes that were positive but were not statistically significant were:
Self-efficacy (SMD = 0.24, 95% CI 0.00 to 0.48); and

Binary behavioural outcomes (for example, number of participants taking
medication; OR = 1.66, 95% CI 0.71 to 3.87).

It was not possible to determine the effects of IHCAs on emotional or
economic outcomes.

Note. Acute (not MHA) = assessment and referral in crisis, hospital care, discharge/ transfer of
care (not under Mental Health Act); Non-acute = access, assessment, community care,
discharge back to primary care.
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DRAFT

StudyID  OCONNOR2009

Bibliographic O'Connor AM, Bennett CL, Stacey D, Barry M, Col NF, Eden KB, Entwistle

reference VA, Fiset V, Holmes-Rovner M, Khangura S, Llewellyn-Thomas H, Rovner
D. Decision aids for people facing health treatment or screening decisions.
Cochrane Database of Systematic Reviews 2009, Issue 3.

Pathway Non-acute

Domain The relationship between individual service users & professionals

Method used = Meta-analysis - update to previous (2003) review

to synthesise

evidence

Design of RCT

included

studies

Dates searched Inception to Jul 2006

No. of 55

included

studies

Participant Service users making decisions about screening or treatment options for

characteristics  themselves, for a child, or for an incapacitated significant other

Intervention Decision aid interventions - any intervention designed to help people make
specific and deliberative choices among options (including the status quo) by
providing (at the minimum) information on the options and outcomes
relevant to a person’s health status and implicit methods to clarify values

Comparison No intervention; usual care; alternative interventions; or a combination

Outcome(s) Satisfaction

Risk of bias

Pooled effect  Six out of 11 studies found a statistically significant difference when decision

sizes or aids were used compared with a control group on satisfaction with either:

summary of the decision; process of decision making; opportunities to participate in

findings decision making; and/or outcomes. The remaining five studies found no

statistically significant differences between groups.

Note. Acute (not MHA) = assessment and referral in crisis, hospital care, discharge/ transfer of
care (not under Mental Health Act); Non-acute = access, assessment, community care,
discharge back to primary care.
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Study ID PARRY2008

Bibliographic ~ Parry (2008) Are interventions to enhance communication performance in

reference allied health professionals effective, and how should they be delivered?
Direct and indirect evidence. Patient Education and Counselling, 73, 2, 186-
195.

Pathway Acute (not MHA) and non-acute

Domain The relationship between individual service users & professionals

Method used  Narrative synthesis

to synthesise

evidence

Design of Primary studies: case-control, within-subjects multiple baseline, cohort; and

included systematic reviews.

studies

Dates searched

Inception to Jul 2006

No. of 5 primary studies and 9 systematic reviews.

included

studies

Participant Qualified/trainee allied health professionals

characteristics

Intervention Interventions enhancing communication or encompassing clinical skills more
broadly, with communication a major component

Comparison N/A

Outcome(s) Satisfaction

Risk of bias

Pooled effect Studies evaluating effects of communication skills interventions for allied

sizes or health professionals is very limited and of variable quality. Preliminary

summary of evidence from two small, within-subjects controlled design studies suggests

findings targeted training for qualified clinicians can improve clinicians” performance

and patient outcomes. It was not clear in which patient outcomes and
whether this included service users’ experience of care.

Evidence from the systematic reviews indicates that there was some
evidence of effectiveness for interventions aimed at improving clinical
communication performance including aspects of trainees” attitudes,
trainees” behaviours, and patient satisfaction.

Note. Acute (not MHA) = assessment and referral in crisis, hospital care, discharge/ transfer of
care (not under Mental Health Act); Non-acute = access, assessment, community care,
discharge back to primary care.
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Study ID PITKETHLY2008

Bibliographic ~ Pitkethly M, MacGillivray S, Ryan R. Recordings or summaries of

reference consultations for people with cancer. Cochrane Database of Systematic
Reviews 2008, Issue 3.

Pathway Non-acute

Domain The relationship between individual service users & professionals

Method used  Narrative synthesis

to synthesise

evidence

Design of RCT, quasi-experimental

included

studies

Dates searched

Two updates conducted.
Update #1: databases searched from various dates to Jan 2003
Update #2: databases searched from various dates to May 2007

No. of 16

included

studies

Participant Adults or children diagnosed with cancer and their close families (N=2318)

characteristics

Intervention Interventions offering or giving cancer patients video recordings, audio
recordings or written summaries of their
consultations with practitioners

Comparison No recording or summary given/consultation as usual; standardised
information given not related to consultation

Outcome(s) Experience of health care (satisfaction; participation in subsequent
consultations; complaints and litigation, etc)

Risk of bias

Pooled effect Many of the participants found recordings or summaries of their

sizes or consultations valuable, with between 60% and 100% of participants (across

summary of twelve studies) reading the summary or listening to the recording at least

findings once. The recordings were used to help inform family and friends (range

41.5% to 94.4% of participants in nine studies). Five out of nine studies
reported better recall of information for those receiving recordings or
summaries. Three out of ten studies found that participants provided with a
recording or summary were more satisfied. The review found that in three
out of ten studies that measured satisfaction, service users with a recording
or summary of the consultation were statistically more satisfied with their
care than the control group. An additional study showed higher satisfaction
in the treatment group compared with control groupbut the difference was
not statistically significant.

In the comparison of audio-taped summaries compared with written
information, two studies reported that a tape was a more effective reminder
than written information.

The remaining comparison groups found no statistically significant
differences between groups including consultation tapes compared with
standardised tapes; and information plus consultation tape compared with
information alone and compared with a control group.

Note. Acute (not MHA) = assessment and referral in crisis, hospital care, discharge/ transfer of
care (not under Mental Health Act); Non-acute = access, assessment, community care,
discharge back to primary care.
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Study D REEVES2008

Bibliographic Reeves S, Zwarenstein M, Goldman J, Barr H, Freeth D, Hammick M, Koppel

reference I. Interprofessional education: effects on professional practice and health care
outcomes. Cochrane Database of Systematic Reviews 2008, Issue 1.

Pathway Acute (not MHA)

Domain The relationship between individual service users & professionals

Method used  Narrative synthesis

to synthesise

evidence

Design of RCT, controlled before and after (CBA)

included

studies

Dates searched 1999 to 2006

No. of 6

included

studies

Participant Health and social care professionals (for example, chiropodists/podiatrists,

characteristics ~ complementary therapists, dentists, dieticians, doctors/physicians,
hygienists, psychologists, psychotherapists, midwives,
nurses, pharmacists, physiotherapists, occupational therapists,
radiographers,
speech therapists, and social workers), patients

Intervention Interprofessional education interventions

Comparison Control groups which received no education intervention.

Outcome(s) Satisfaction

Risk of bias

Pooled effect Two out of six studies reported outcomes relating to patient satisfaction, one

sizes or of which reported statistically significant differences between treatment and

summary of control groups in favour of the treatment group. However, the second study

findings showed no statistically significant difference between groups, with higher

satisfaction scores in the control group. The review also explored other
outcomes which were not the focus of this guideline.

Note. Acute (not MHA) = assessment and referral in crisis, hospital care, discharge/ transfer of
care (not under Mental Health Act); Non-acute = access, assessment, community care,
discharge back to primary care.
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Study ID  SAULTZ2004

Bibliographic ~ Saultz & Albedaiwi (2004) Interpersonal Continuity of Care and
reference Patient Satisfaction: A Critical Review. Annals of Family Medicine, 2, 445-451.
Pathway Acute (not MHA) and non-acute

Domain The relationship between individual service users & professionals
Method used  Narrative synthesis

to synthesise

evidence

Design of RCTs, cohort studies, correlation studies and reviews

included

studies

Dates searched

1966 to 2002

No. of 30 (22 original research reports from 20 studies +8 reviews)

included

studies

Participant Healthcare professionals (for example, doctors, midwives, pharmacists),
characteristics  patients and carers.

Intervention Interpersonal continuity of care

Comparison Control groups with no focus on continuity of care

Outcome(s) Satisfaction

Risk of bias Moderate: 14 out of 20 studies had quality score of 5/10 or more but

confounding factors limit the conclusions that can be drawn.

Pooled effect
sizes or
summary of
findings

The data suggest a consistent positive association between continuity of
interpersonal care and patient satisfaction. Two RCTs found significantly
higher satisfaction scores in parents of low-income children in the US seen in
a community clinic with continuity compared with no continuity after 12 to
18 months’ follow-up (Alpert et al, 1976; Becker et al. 1974). Wasson et al
(1984) found that men aged 55 and older also reported significantly higher
satisfaction after 18 months in a VA clinic with continuity compared with no
continuity. Rowley et al (1995) found that pregnant women in Australia were
significantly more satistfied with antenatal clinics offering continuity of care
compared with no continuity. Data were not reported for any study included
in the review. Four cohort studies found a positive association between
continuity of care and satisfaction scores, and 10 out of 12 correlation studies
found positive attitudes among patients receiving continuity of care and a
stronger personal professional-patient relationship.

Note. Acute (not MHA) = assessment and referral in crisis, hospital care, discharge/ transfer of
care (not under Mental Health Act); Non-acute = access, assessment, community care,
discharge back to primary care.
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Study ID SHEPPERD2010

Bibliographic =~ Shepperd S, McClaran J, Phillips CO, Lannin NA, Clemson LM, McCluskey

reference A, Cameron ID, Barras SL. Discharge planning from hospital to home.
Cochrane Database of Systematic Reviews 2010, Issue 1.

Pathway Acute (not MHA)

Domain The way that services and systems work

Method used  Meta-analysis

to synthesise

evidence

Design of RCT

included

studies

Dates searched

Inception to 2009 (Cochrane databases, MEDLINE, EMBASE); inception to
1996 for other databases.

No. of 21

included

studies

Participant Hospital inpatients (N=7234)

characteristics

Intervention Discharge plans tailored to the individual patient

Comparison Routine discharge care not individualised

Outcome(s) Satisfaction

Risk of bias The systematic review was carried out well; individual studies had low risk

of bias.

Pooled effect
sizes or
summary of
findings

In three trials patients allocated to discharge planning reported increased
satisfaction.

Note. Acute (not MHA) = assessment and referral in crisis, hospital care, discharge/ transfer of
care (not under Mental Health Act); Non-acute = access, assessment, community care,
discharge back to primary care.
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Study ID  WETZELS2007

Bibliographic Wetzels R, Harmsen M, Van Weel C, Grol R, Wensing M. Interventions for

reference improving older patients' involvement in primary care episodes. Cochrane
Database of Systematic Reviews 2007, Issue 1.

Pathway Non-acute

Domain The relationship between individual service users & professionals

Method used  Narrative synthesis

to synthesise

evidence

Design of RCT, quasi-randomised

included

studies

Dates searched Inception to Jun 2004

No. of 3

included

studies

Participant Older patients (all patients to be >= 65 years), patients’ caregivers/family

characteristics  members, GPs (N=433)

Intervention Patient-focused interventions with the intention of increasing patients’
involvement in the primary medical care consultation (administered either
before, during, or after the patient/heatlhcare provider consultation)

Comparison Untrained/usual care

Outcome(s) Satisfaction; patients’ evaluations of care and procedures used for complaints
and comments

Risk of bias The systematic review was carried out well. Included studies were few and

generally small, with short-term follow-up, and moderate risk of bias.

Pooled effect
sizes or
summary of
findings

The booklet and pre-visit session in one study was associated with
significantly more satisfaction with interpersonal aspects of care for the
intervention group although there was no significant difference in overall
satisfaction between intervention and control. There was no long-term follow
up to see if effects were sustained.

Note. Acute (not MHA) = assessment and referral in crisis, hospital care, discharge/ transfer of
care (not under Mental Health Act); Non-acute = access, assessment, community care,
discharge back to primary care.
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Study ID  ZWARENSTEIN2009

Bibliographic Zwarenstein M, Goldman J, Reeves S. Interprofessional collaboration: effects

reference of practice-based interventions on professional practice and healthcare
outcomes. Cochrane Database of Systematic Reviews 2009, Issue 3.

Pathway Acute (not MHA)

Domain The relationship between individual service users & professionals

Method used  Narrative synthesis

to synthesise

evidence

Design of RCT

included

studies

Dates searched Inception to 2007

No. of 5

included

studies

Participant Health and social care professionals, service users

characteristics

Intervention Tools or routines designed to improve practice-based interprofessional
collaboration (IPC)

Comparison No intervention/alternative intervention

Outcome(s) Satisfaction

Risk of bias The systematic review was well-conducted. Of the five included RCTs, one

was rated as high quality by the review authors and four as moderate
quality.

Pooled effect
sizes or
summary of
findings

Although service user satisfaction was a primary outcome of the review, the
studies included did not routinely measure this outcome or it did not meet
the review’s outcome criteria and was therefore not extracted. However,
there was some evidence that audit activity and quality of care may increase
when external facilitators encourage collaborative working.

Note. Acute (not MHA) = assessment and referral in crisis, hospital care, discharge/ transfer of
care (not under Mental Health Act); Non-acute = access, assessment, community care,
discharge back to primary care.
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Characteristics of included randomised controlled trials

Study ID
PRIEBE2007

k (total N) 1 (507 service users; 134 clinicians)

Participants Adults (18-65 years) with a diagnosis of schizophrenia or related disorder

Intervention Structured ‘patient-clinician’ communication

Length of Mean number of meetings = 5.21

intervention

Length of 12 months

follow-up

Setting Community psychiatric services (Spain)

Study design Cluster randomised controlled trial

Outcome Satisfaction (Client Satisfaction Questionnaire, CSQ-8)

Note.

Study ID
SWANSON2006

k (total N) 1 (469 service users)

Participants Adults (18-65 years) with a diagnosis of schizophrenia or related disorder,
bipolar disorder or depression with psychotic features

Intervention Facilitated psychiatric advance directive session

Length of Median = 21 days

intervention

Length of 1 month

follow-up

Setting Community and hospital psychiatric services (USA)

Study design Randomised controlled trial

Outcome Perception of whether need for treatment was met (1-item on the Mental
Health Statistics Improvement Program Consumer
Survey index of treatment satisfaction)

Note.
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DRAFT

APPENDIX 9: METHODOLOGY CHECKLISTS!

Template for Methodology Checklist

Interventions to improve service user experience

CHAUDHURYZ2005........ccoiiiiiiiiiiiiiiccicsicee e sa s
COULTERZ2006.........ccuiiuiiiiiiiiiinieiiicie et sa et sa s s
DEVLIN2003 ...ttt
DUNCAN20T0...cviiiiiiiitieici e a s
HAMANNZ2003.......cooiiiitiiiiicce e a s sr s s sa e sae e e
KINNERSLEY2007 ...ttt sttt
LEWIINZ200T.......cooiiiiieeeee ettt
MURRAY2Z2005.......ccciiiiimiiiiiiiiiiecic e sa s sa s
INICOLSON2009.......cceiiiiiiiieieiet ettt st s s
OCONNOR2009 ...ttt ae e
PARRY2008.........cciiiiiiiiiiiiiiiieci et
PITKETHLY2008 ......coooiiiiiiiiiiiiiiiceee ettt st
REEVES2008 .......oiiiiiiiiiieeee et s
SHEPPERDZ0T0.........coiiiiiiiiiiiii ettt st
WETZELS2007 ...t s
ZWARENSTEIN2009 ..ottt

! Further information about each study, including references can be found in Appendix 8.
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TEMPLATE FOR METHODOLOGY CHECKLIST

Study identification

Guideline topic:

Checklist completed by:

SCREENING QUESTIONS

In a well-conducted, relevant systematic review:

Chose one option for each question

The review addresses an appropriate and clearly focused Yes/No/Unclear
question that is relevant to the guideline review question

The review collects the type of studies you consider relevant | Yes/No/Unclear
to the guideline review question

The literature search is sufficiently rigorous to identify all Yes/No/Unclear
the relevant studies

Study quality is assessed and reported Yes/No/Unclear
An adequate description of the methodology used is Yes/No/Unclear

included, and the methods used are appropriate to the
question
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REVIEWS OF INTERVENTIONS TO IMPROVE SERVICE

USER EXPERIENCE

Study identification

CHAUDHURY2005

Guideline topic: SUE

Checklist completed by: Melinda Smith

SCREENING QUESTIONS

In a well-conducted, relevant systematic review:

Chose one option for each question

The review addresses an appropriate and clearly focused
question that is relevant to the guideline review question

Review synthesises evidence in three areas: (1)
cost, (2) infection control, (3) therapeutic impact.
The third area is the only one that is directly
relevant to the review question. Cross-sectional
and intervention studies are reviewed

narratively.
The review collects the type of studies you consider relevant | Yes
to the guideline review question
The literature search is sufficiently rigorous to identify all Yes
the relevant studies
Study quality is assessed and reported No
An adequate description of the methodology used is Yes

included, and the methods used are appropriate to the
question
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Study identification

COULTER2006

Guideline topic: SUE

Checklist completed by: Melinda Smith

SCREENING QUESTIONS

In a well-conducted, relevant systematic review:

Chose one option for each question

The review addresses an appropriate and clearly focused Yes
question that is relevant to the guideline review question

The review collects the type of studies you consider relevant | Yes

to the guideline review question

The literature search is sufficiently rigorous to identify all Yes
the relevant studies

Study quality is assessed and reported Partial
An adequate description of the methodology used is Yes

included, and the methods used are appropriate to the
question
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Study identification

DEVLIN2003

Guideline topic: SUE

Checklist completed by: Melinda Smith

SCREENING QUESTIONS

In a well-conducted, relevant systematic review:

Chose one option for each question

The review addresses an appropriate and clearly focused
question that is relevant to the guideline review question

Yes - section headed “Patient-Centred Care” is
most relevant

The review collects the type of studies you consider relevant | Yes
to the guideline review question

The literature search is sufficiently rigorous to identify all No
the relevant studies

Study quality is assessed and reported No
An adequate description of the methodology used is No

included, and the methods used are appropriate to the
question
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Study identification

DUNCAN2010

Guideline topic: SUE

Checklist completed by: Melinda Smith

SCREENING QUESTIONS

In a well-conducted, relevant systematic review:

Chose one option for each question

The review addresses an appropriate and clearly focused Yes
question that is relevant to the guideline review question

The review collects the type of studies you consider relevant | Yes
to the guideline review question

The literature search is sufficiently rigorous to identify all Yes
the relevant studies

Study quality is assessed and reported Yes
An adequate description of the methodology used is Yes

included, and the methods used are appropriate to the
question
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Study identification

HAMANN2003

Guideline topic: SUE

Checklist completed by: Craig Whittington

SCREENING QUESTIONS

In a well-conducted, relevant systematic review:

Chose one option for each question

The review addresses an appropriate and clearly focused Yes
question that is relevant to the guideline review question
The review collects the type of studies you consider relevant | Yes

to the guideline review question

The literature search is sufficiently rigorous to identify all
the relevant studies

No (only Medline and cross-referencing used)

Study quality is assessed and reported

No (no formal assessment is reported, but
strength of results is described)

An adequate description of the methodology used is
included, and the methods used are appropriate to the
question

Yes
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Study identification

KINNERSLEY2007

Guideline topic: SUE

Checklist completed by: Melinda Smith

SCREENING QUESTIONS

In a well-conducted, relevant systematic review:

Chose one option for each question

The review addresses an appropriate and clearly focused Yes
question that is relevant to the guideline review question

The review collects the type of studies you consider relevant | Yes
to the guideline review question

The literature search is sufficiently rigorous to identify all Yes
the relevant studies

Study quality is assessed and reported Yes
An adequate description of the methodology used is Yes

included, and the methods used are appropriate to the
question
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Study identification

LEWIN2001

Guideline topic: SUE

Checklist completed by: Melinda Smith

SCREENING QUESTIONS

In a well-conducted, relevant systematic review:

Chose one option for each question

The review addresses an appropriate and clearly focused Yes
question that is relevant to the guideline review question

The review collects the type of studies you consider relevant | Yes
to the guideline review question

The literature search is sufficiently rigorous to identify all Yes
the relevant studies

Study quality is assessed and reported Yes
An adequate description of the methodology used is Yes

included, and the methods used are appropriate to the
question
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Study identification

MURRAY2005

Guideline topic: SUE

Checklist completed by: Melinda Smith

SCREENING QUESTIONS

In a well-conducted, relevant systematic review:

Chose one option for each question

The review addresses an appropriate and clearly focused Yes
question that is relevant to the guideline review question

The review collects the type of studies you consider relevant | Yes
to the guideline review question

The literature search is sufficiently rigorous to identify all Yes
the relevant studies

Study quality is assessed and reported Yes
An adequate description of the methodology used is Yes

included, and the methods used are appropriate to the
question
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Study identification

NICOLSON2009

Guideline topic: SUE

Checklist completed by: Melinda Smith

SCREENING QUESTIONS

In a well-conducted, relevant systematic review:

Chose one option for each question

The review addresses an appropriate and clearly focused Yes
question that is relevant to the guideline review question

The review collects the type of studies you consider relevant | Yes
to the guideline review question

The literature search is sufficiently rigorous to identify all Yes
the relevant studies

Study quality is assessed and reported Yes
An adequate description of the methodology used is Yes

included, and the methods used are appropriate to the
question
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Study identification

OCONNOR2009

Guideline topic: SUE

Checklist completed by: Melinda Smith

SCREENING QUESTIONS

In a well-conducted, relevant systematic review:

Chose one option for each question

The review addresses an appropriate and clearly focused Yes
question that is relevant to the guideline review question

The review collects the type of studies you consider relevant | Yes
to the guideline review question

The literature search is sufficiently rigorous to identify all Yes
the relevant studies

Study quality is assessed and reported Yes
An adequate description of the methodology used is Yes

included, and the methods used are appropriate to the
question
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Study identification
PARRY2008
Guideline topic: SUE
Checklist completed by: Melinda Smith
SCREENING QUESTIONS
In a well-conducted, relevant systematic review: Chose one option for each question
The review addresses an appropriate and clearly focused Yes - part one of review only (however only one
question that is relevant to the guideline review question study assesses patient outcomes, the remaining

four studies assess clinicians’ performance).

The review collects the type of studies you consider relevant | Yes
to the guideline review question

The literature search is sufficiently rigorous to identify all Yes
the relevant studies

Study quality is assessed and reported Yes
An adequate description of the methodology used is Yes
included, and the methods used are appropriate to the

question
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Study identification

PITKETHLY2008

Guideline topic: SUE

Checklist completed by: Melinda Smith

SCREENING QUESTIONS

In a well-conducted, relevant systematic review:

Chose one option for each question

The review addresses an appropriate and clearly focused Yes
question that is relevant to the guideline review question

The review collects the type of studies you consider relevant | Yes
to the guideline review question

The literature search is sufficiently rigorous to identify all Yes
the relevant studies

Study quality is assessed and reported Yes
An adequate description of the methodology used is Yes

included, and the methods used are appropriate to the
question
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Study identification

REEVES2008

Guideline topic: SUE

Checklist completed by: Melinda Smith

SCREENING QUESTIONS

In a well-conducted, relevant systematic review:

Chose one option for each question

The review addresses an appropriate and clearly focused Yes
question that is relevant to the guideline review question

The review collects the type of studies you consider relevant | Yes
to the guideline review question

The literature search is sufficiently rigorous to identify all Yes
the relevant studies

Study quality is assessed and reported Yes
An adequate description of the methodology used is Yes

included, and the methods used are appropriate to the
question
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Study identification

SHEPPERD2010

Guideline topic: SUE

Checklist completed by: Melinda Smith

SCREENING QUESTIONS

In a well-conducted, relevant systematic review:

Chose one option for each question

The review addresses an appropriate and clearly focused Yes
question that is relevant to the guideline review question

The review collects the type of studies you consider relevant | Yes
to the guideline review question

The literature search is sufficiently rigorous to identify all Yes
the relevant studies

Study quality is assessed and reported Yes
An adequate description of the methodology used is Yes

included, and the methods used are appropriate to the
question
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Study identification

WETZELS2007

Guideline topic: SUE

Checklist completed by: Melinda Smith

SCREENING QUESTIONS

In a well-conducted, relevant systematic review:

Chose one option for each question

The review addresses an appropriate and clearly focused Yes
question that is relevant to the guideline review question

The review collects the type of studies you consider relevant | Yes
to the guideline review question

The literature search is sufficiently rigorous to identify all Yes
the relevant studies

Study quality is assessed and reported Yes
An adequate description of the methodology used is Yes

included, and the methods used are appropriate to the
question
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Study identification

ZWARENSTEIN2009

Guideline topic: SUE

Checklist completed by: Melinda Smith

SCREENING QUESTIONS

In a well-conducted, relevant systematic review:

Chose one option for each question

The review addresses an appropriate and clearly focused
question that is relevant to the guideline review question

No studies were found that included service
user experience of care outcomes

The review collects the type of studies you consider relevant
to the guideline review question

Yes

The literature search is sufficiently rigorous to identify all
the relevant studies

No - EMBASE and PsycINFO not searched

Study quality is assessed and reported

Yes

An adequate description of the methodology used is
included, and the methods used are appropriate to the
question

Yes
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