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Foreword

The National Audit of Schizophrenia is the first attempt to develop a
comprehensive picture of the quality of care that people with this condition
receive throughout England and Wales. The audit shows that there are some
areas where quality of care is currently good and others where improvements
need to be made. While many service users and carers have a positive
experience of the care they receive, an important minority of people are not
receiving optimal treatment. The assessment of physical health of people with

schizophrenia is often well below recommended standards of care.

Over the last 30 years the development of community services and new
psychological treatments and medications for people with schizophrenia has
helped to improve the quality of care that they receive. However, concerns have
rightly been expressed about the poor physical health of people with psychosis
which leads to a reduction in life expectancy of almost 20 years. Findings from
this audit, showing that many people with schizophrenia are not getting the
assessments they need to detect and treat physical health problems, are

therefore of deep concern.

Improving the assessment and treatment of physical health problems among
people with schizophrenia requires high quality multidisciplinary working and
clear communications between different services. Key amongst these are the
relationships between primary and secondary care services. While there are
many examples of good practice in this area, results from this audit suggest that
more work needs to be done to improve communication between clinical teams if

these basic requirements for keeping people well are to be delivered.

The audit also shows that some patients are receiving more than one
antipsychotic drug at a time, something for which there is no clear evidence of
benefit except in the minority of situations. Others, whose health does not
improve when they are offered standard treatment, do not appear to have been

offered psychological and pharmacological treatments that could help them.
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Further attention needs to be paid to the needs of people who do not respond to
the treatment they are initially offered, if the health and quality of life of all

people with schizophrenia is to be improved.

The findings of this report would not have been possible without the
commitment of clinicians and support staff throughout the 60 NHS Trusts and
Health Boards that participated and the service users and carers who took time

to respond to the survey.

We believe that the audit has helped to highlight areas of concern in the
treatment of people with schizophrenia, and has encouraged healthcare
providers to work together to reflect on their local audit reports and plan steps

to improve findings of the audit when this is repeated in 2013.

Susen ﬁculm? | @g@f;@@/\ ,

Professor Sue Bailey Dr Clare Gerada
President Chair
Royal College of Psychiatrists Royal College of General Practitioners
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Executive summary

Background

This report presents the findings of the first National Audit of Schizophrenia
(NAS), one of only three audits in the National Programme on Mental Health

(http://www.hqip.org.uk/national-clinical-audit-and-patient-outcomes-

programme). Approximately 220,000 people in England and Wales have a
diagnosis of schizophrenia. It is an illness which commonly severely restricts an
individual’s life, varies considerably in outcome between individuals and is
associated with premature mortality. In 2007 it accounted for approximately

30% of the total expenditure on adult mental health and social care services.

A national guideline exists for the treatment and management of those suffering
from schizophrenia: the ‘NICE Guideline on Core Interventions in the Treatment
and Management of Schizophrenia in Adults’ (NICE CG82, 2009) — throughout

the remainder of this report this guideline will be referred to simply as the NICE
Guideline (2009). The aim of this audit was to examine how far this guideline is
being implemented and to stimulate improvements in the care and treatment of

adults in the community with a diagnosis of schizophrenia.

The following quotation from one of the members of the independent
Schizophrenia Commission in their report ‘The Abandoned lliness’ (Schizophrenia
Commission, 2012) perhaps provides the strongest reason for initiating a

process of national audit and quality improvement:
“More is known in how to care and treat schizophrenia but it is not always

applied. | want better from the mental health system for everyone.”

Yvonne Stewart-Williams
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Aims

The key aims of the audit were to measure:
e Service users’ experience of care and treatment and outcomes.
e Carers’ satisfaction with the support and information they have received.
e Practice in the prescribing of antipsychotic medications.
o The use of psychological therapies.

¢ The quality of physical health monitoring and interventions offered.

Standards and outcome indicators

The standards set for this audit are based on the NICE Guideline (2009). Thus,
the audit particularly focuses on the satisfaction of service users and carers with
the services offered to them, prescribing practice, psychological interventions

offered and the quality of monitoring of physical health for these service users.

Method

Of the 64 NHS Mental Health Trusts in England and Wales identified by the NAS
team as eligible to participate at the time of data collection, 60 (94%) submitted
data. Each Trust was asked to submit data on a representative sample of 100
adults under their care with diagnoses of either schizophrenia or schizoaffective
disorder and who had been under the care of specialist mental health teams in
the community for at least twelve months. A more detailed description of the
methods and the development of the audit tools can be found in the

methodology section (page 31).

It was clearly challenging for Trusts to establish a reasonably comprehensive list
of those people under their care with a diagnosis of schizophrenia. However,
Trust clinicians and audit departments worked hard to collect the relevant
information from their own organisations and often also from primary care. This
means that the audit of practice forms were completed in a comprehensive
manner. Trusts also distributed the relevant service user survey forms to service
users who, in turn, distributed the relevant surveys to the individual they

considered to be their closest carer.
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Key national findings

Many aspects of the treatment and care provided were positive. The survey of
the views of service users indicated a good level of satisfaction with services, but
it was clear that there are differences between the information that Trust staff
think they have given to service users and the service users’ perception of the
understandability of that information. Although response rates from carers were

rather low in number, their views generally mirrored those of service users.

Prescribing practice was very good in many Trusts. However, for some aspects
of prescribing, for example polypharmacy, there continues to be a significant
degree of variation between Trusts, beyond that which might be related to
differences in the geographical distribution of people with a diagnosis of
schizophrenia, such as between urban and rural populations. Clozapine is being
widely used for those whose illness is most resistant to treatment. However,
evidence emerged that a significant number of service users with treatment
resistant illness remain for whom a trial of clozapine has not yet been
considered. The availability of psychological therapies for those with

schizophrenia is very variable.

The most serious deficits to emerge were in the monitoring and management of
physical health problems. Those with schizophrenia have increased risks of
premature death from coronary heart disease. Monitoring of cardiometabolic risk
factors for this, particularly weight gain, is extremely poor. It is clear that a
major initiative is required to address this issue. Improved protocols between
primary and secondary care with regard to ‘who does what and when’ are
urgently needed, as well as an agreed set of parameters for the basic physical

health measures to be assessed.

The following numbered points outline specific key findings by each major aspect

of the audit:

1. Service user and carer views
The audit showed that service users were generally satisfied with the experience

and outcomes of their care. The average rating of satisfaction across Trusts was

10
©2012 HQIP and The Royal College of Psychiatrists



76%0, using a variety of measures in the service user survey. Overall 49% of
carers reported being very satisfied with the support and information they

received.

2. Involvement in choice of medication

Many service users felt they were not provided with information about their
medication in an adequately understandable form. Only 62% reported that the
information was in a form they could properly understand. Further, they did not
always feel sufficiently involved in the final decision about which medication they
should take. While clinical staff reported that they thought they had involved
service users in the choice of medication in 62% of cases, only 41% of service

users felt their views were taken into account.

3. Prescribing

Appropriate treatment guidelines are being followed for the majority of service
users. An appropriate percentage of the most severely ill patients are receiving
clozapine. However, 20% of the total population surveyed in the audit had not
demonstrated an adequate response to treatment received, and would be
regarded as treatment resistant. For some of these service users there were
appropriate reasons for not being offered a trial of clozapine. However, 43% of
the treatment resistant group had not been offered clozapine and had no

documented reason for this.

The use of more than one antipsychotic drug at a time for treatment is not
recommended, except in exceptional situations. While practice in this respect is
good in many Trusts, overall 16% of service users were receiving more than one
antipsychotic drug at a time. There were some Trusts where this was occurring
in up to 30% of service users. This issue will need to be addressed. Some
service users (5%) were also being prescribed medication in higher doses than is
recommended in the British National Formulary (BNF), without clear

documentation of the reasons.

11
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4. Psychological treatments
There was wide variation in the availability of psychological treatments between
different Trusts. Across England and Wales 34% of service users who were not in

remission had not been offered any form of psychological therapy.

5. Physical health

People with schizophrenia have increased risks for development of physical
health problems, particularly heart disease and diabetes. However, only 29% of
this population received a fully comprehensive assessment of important
cardiometabolic risk factors. In particular, only 56% of service users were

reported to have been weighed during the previous 12 months.

For those service users with evidence of physical health problems, for example
high blood pressure and high cholesterol levels, there is frequently no evidence
that they have had further appropriate investigation or treatment for these
problems. At even a simple level, for those with elevated BMI there was only

evidence of advice being given about diet and exercise in 76% of cases.

This report makes a series of recommendations to help address the problems
identified. A summary of these is below. The full set of NAS
recommendations are listed individually for key individuals and
organisations and can be found on page 115. Everyone should read this list
to view the recommendations that apply specifically to their area of

responsibility.

Summary of Recommendations

Experiences of people using services and experiences of carers

¢ Mental Health Trusts should involve local people who use services and
carers in developing a local action plan for improving care and support

offered.

12
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For the next audit the minimum requirements for experiences and

outcomes should be raised so that services continue improving.

Shared decision making

Health professionals should review the written information they provide to
people affected by schizophrenia, and their carers, about medication and

check that it is clear and easy to understand.

Professionals who prescribe medication should have the appropriate skills
to involve service users in decisions about medication. This should include

the ability to talk about the benefits and risks associated with treatment.

Prescribing standards

Psychiatrists must recognise that antipsychotic polypharmacy is only
rarely appropriate and if used requires clear documentation of the

reasons.

Psychiatrists should be aware of the upper dose limits for prescribing
antipsychotic medication. If they prescribe above this level they should

have a clear and documented reason for doing so.

Trusts should make sure that health professionals understand the
guidelines for the prescribing of antipsychotic medications and guidelines

for prescribing outside the usual licensed indications.

Trained clinical pharmacists should be available to offer advice on

prescribing to other professionals.

Psychological therapies

Providers and commissioners of mental health services must ensure that
there is good access to psychological therapies for people with
schizophrenia, particularly cognitive behavioural therapy, family therapy

and other evidence-based treatments.

13
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e Trusts should identify and address the barriers they face in offering and

delivering these therapies.

Management of physical health issues

o All health professionals working with people affected by schizophrenia
should have training on common physical health problems experienced by
this group. This includes how to assess physical health and identify any

problems, and knowledge of interventions for treating these problems.

o Mental health services should have access to the correct equipment to
monitor a person’s physical health. If treatment is needed for physical
health problems, staff in mental health services should help to ensure that

people receive this.

o Mental health services and primary care services need to work together to
agree who will monitor and treat physical health problems among people

with schizophrenia.

Conclusions

The results of this audit highlight good practice but they also point to a need for
greater improvement. The audit results provide a benchmark against which
services can compare themselves. In April 2012 each participating Trust
received a report describing their own individual data in the context of the
national findings. This was for the purpose of benchmarking and to provide an
opportunity to begin a process of improvement. The full list of recommendations
is provided on page 115. We hope that this will help clinical staff, managers and
commissioners to plan and instigate improvements in the care of people with a
diagnosis of schizophrenia. There are also important messages for the relevant
professional bodies in relation to education. In particular, it is clear that the
government and commissioners need to set a clear framework for the

monitoring of physical health in service users with a diagnosis of schizophrenia.

14
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Introduction

The National Audit of Schizophrenia (NAS) is managed by the Royal College of
Psychiatrists’ (RCPsych) College Centre for Quality Improvement (CCQI). It is
funded by, and part of, the National Clinical Audit and Patient Outcomes
Programme (NCAPOP), managed by the Healthcare Quality Improvement
Partnership (HQIP). As part of NCAPOP all Mental Health Trusts in England and
Wales were expected to take part in NAS. A list of NHS Trusts who submitted

data for NAS is available in this report (please see Appendix A).

NAS is a Trust level audit consisting of an audit of practice enhanced by service
user experience and carer satisfaction surveys. More details about how NAS was
developed, the methodology used to identify the samples and collect the data
and how the data were analysed can be found in the methods section of this

report (see page 31).

The following sets out the clinical, primary care, service user and carer

perspectives on the need for a national audit of schizophrenia.

Clinical background

The care of people with a diagnosis of schizophrenia is an important priority for
the National Health Service (NHS). Approximately 220,000 people in England
and Wales have a diagnosis of schizophrenia. It is an illness which commonly
severely restricts an individual’s life and has a variable course. Following a first
episode, perhaps only 20-30% are relapse free after 5 years (an der Heiden and
Hafner, 2011). Outcome is, however, difficult to quantify as there are many
dimensions along which it can be examined (acute psychotic symptoms;
‘negative’ symptoms; social functioning; cognitive functioning). These
dimensions do not necessarily progress or respond to treatment in parallel.
Different individuals with the diagnosis may have different personal views of the

impact of each. One analysis of longer term outcomes suggests that around 45%
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of individuals experience recovery but 20% experience continuous symptoms

and increasing disability (Barbato, 1998).

Life expectancy is 20% shorter in schizophrenia than for the general population
(Thornicroft, 2011). The causes of this vary according to whether the person
lives in a ‘developed’ or a ‘developing’ country. While suicide is a factor, a
considerable amount of this reduction in life expectancy in Western societies is
due to premature mortality from cardiovascular disease. Underlying this is an
excess of modifiable risk factors such as obesity, hyperglycaemia, dyslipidaemia

and smoking.

In 2011 the overall cost of schizophrenia to society in England was estimated at
£11.8 billion (Andrews et al., 2012). In 2007 it accounted for approximately
30% of the £7.6 billion total expenditure on adult mental health and social care

services (McCrone et al., 2008).

Clear national guidelines exist for the treatment of schizophrenia, such as the
NICE Guideline (2009), and these have been added to by guidelines specific to
the use of medications (Barnes, 2011). Yet there are considerable variations in
how care is provided. Data from audits carried out by the Prescribing
Observatory for Mental Health (POMH-UK) have previously indicated an overuse
of polypharmacy and the use of unnecessarily high doses of medication in many
inpatient units. An Audit Commission briefing (Audit Commission, 2010) showed
that there is a 12-fold variation in occupied inpatient bed days for individuals
with psychosis between Primary Care Trusts in England and Wales. In reviewing
the availability of ‘talking therapies’ the recent report from the independent

Schizophrenia Commission came to the conclusion that:

“Our work suggests that despite the existence of NICE guidelines for
schizophrenia, and user feedback on the importance of a range of
treatments, access to interventions beyond medication remains limited.
We view this position as totally unacceptable and argue that services

should be commissioned in line with the evidenced-based treatment
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recommendations in the NICE guidelines for people with schizophrenia and
their families, including access to evidence-based talking therapies”

Schizophrenia Commission, 2012.

Therefore, auditing how well services are meeting the NICE guideline for the
care of people with schizophrenia is an appropriate and necessary exercise. The

following paragraphs examine some of the important areas in more detail.

It has become clear over the last 15 years that antipsychotic medications can
contribute significantly to weight gain in service users (EUFEST, Kahn et al.,
2007; Alvarez et al., 2008). The effects of these medications can become
evident within 8 weeks of commencing treatment (Foley and Morley, 2011).
Perhaps the most telling statistic is the finding that 30% of service users in one
arm of the CATIE study gained 7% or more of their baseline body weight
(Lieberman et al., 2005). Weight gain, and consequent increase in BMI, is an
important factor in the development of cardiometabolic problems. It is thus

essential that attention is paid to these physical health issues.

Guidelines differ in their recommendations regarding the nature and frequency
of monitoring for evidence of cardiometabolic problems, but a consensus is
emerging that this should be at initiation of treatment, then after three months
and then annually (American Diabetes Association and American Psychiatric
Association, 2004; De Hert et al., 2009). It is clear that the execution of such
monitoring is poor in clinical practice (Barnes et al., 2007; Prescribing
Observatory for Mental Health, 2010). Even the measurement of something as
simple as weight can be highly variable across individual mental health teams

and Trusts.

Antipsychotic medications used appropriately are clearly effective for the
psychotic symptoms experienced by many service users, improve engagement
with rehabilitative psychosocial programmes and reduce the risk of relapse of
acute symptoms. Poorly managed prescribing is likely to be less effective and
result in unnecessary medication related adverse effects. Literature reviews and

treatment guidelines emphasise the lack of evidence, for the majority of service
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users, of any benefit from using more than one antipsychotic medication
(antipsychotic polypharmacy) or the use of high doses, above BNF
recommended maxima (e.g. Barnes, 2011). While polypharmacy may be an
appropriate strategy for some treatment resistant service users it carries
increased risks of medication related adverse effects. Thus, these are areas
where it is important to audit, create national benchmarks and encourage

clinicians to review their prescribing at the level of individual service users.

The management of people with so-called ‘treatment resistant schizophrenia’ is a
further important issue (Pantelis and Lambert, 2003). It is clear that there is
considerable variation in the period of treatment until clozapine is introduced,
the only treatment with consistent evidence for additional benefit in this group of
patients. Some years ago, proportions of those with schizophrenia who received
clozapine varied considerably across the UK. Yet treatment guidelines give clear
advice about when clozapine should be considered. Thus, it is important to audit
the management of those with treatment resistant illness. NAS will give a picture

of the use of clozapine across England and Wales.

Non-adherence with medication is a further problem and rates seem to vary
widely. However, it is the most common cause of relapse (Weiden, 2007).
Patient attitudes towards medication are an important factor, and an important
component of interventions to improve adherence includes discussion of
appropriate information between the service user and the clinical team. This is
emphasised in the NICE Guideline (2009) which recommends that the decision
regarding which antipsychotic to use should be made in partnership with the
service user, and carer if appropriate. Such a discussion will include likely
effectiveness, common adverse effects and risks of not taking the medication.

Thus, audit of this aspect of provision of care is also included.

The current NICE Guideline (2009) also places an increased emphasis on
availability of psychological therapies. In particular, psychological therapies
should be available for treatment resistant individuals where antipsychotic

medication has been of limited benefit. Audit of this is therefore included.
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Primary care perspective

Although an average general practitioner (GP) provides care for about 5-10

people with schizophrenia at any one time, many GPs feel that, in contrast with
similarly complex patients with physical health problems, such as diabetes or
heart failure, care of such people is beyond their remit. A study that included
discussions between service users with severe mental illness, GPs and practice

nurses provides some insights (Lester et al., 2005):

“l know that | cannot look after people with severe and enduring mental
health problems. | do not have the skills or the knowledge. | couldn't do it

well."

In contrast, most of the service users interviewed described primary care as the

‘cornerstone’ of their physical and mental health care, for example:

"l mean, the GP has to have some understanding of mental health but I
don't expect my GP to know all of the issues to do with my illness. | would
though expect him or her to refer me to a specialist person. The important
thing is that somebody is looking after you so it's not just you on your

own.

Most service users and GPs/practice nurses in the Lester et al. (2005) study
agreed that primary care had a responsibility to continue prescribing drugs
initiated in secondary care, monitor side effects and address physical health
issues. All participants also felt that interpersonal and longitudinal continuity was

vital for good-quality care and could be provided by primary care.

However, that culture of continuity may be changing, highlighted by a recent
retrospective primary care records survey of 1,150 people with severe mental
iliness (schizophrenia - 56%b; bipolar disorder - 37%) from 64 practices in
England (Reilly et al., 2012). Over the previous 12 months, approximately two
thirds of patients were seen by a combination of primary and specialist services
and one third were seen only in primary care. Although superficially similar to

the largest previous survey (Kendrick et al., 1994), this new study also revealed
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a marked reduction in annual GP consultation rates for this population,
averaging only 3 (range 2—6). This is much lower than the annual rates of 13 to
14 reported in the mid-1990s (Nazareth and King, 1992) and only slightly higher
than the annual consultation rate for the general population of 2.8 (range 2.5—
3.2) in 2008 (Hippisley-Cox and Vinograova, 2009). Thus, it seems that access
to, and continuity with, a GP have become more problematic. Moreover practice
nurses, who are key providers of cardiovascular risk screening and health
education, saw this population on average only once a year compared with the
general practice population rate of 1.8 times per year. The authors concluded

that practice nurses appear to be an under-utilised resource (Reilly et al., 2012).

Another major change in the way primary care organises itself for people with
schizophrenia is in the application, since 2004, of the Quality and Outcomes
Framework (QOF; NHS Employers and British Medical Association 2011/12),
which provides incentives for health promotion and disease management
programmes for conditions like heart disease and diabetes. For those with
serious mental disorders the focus of QOF is currently on four physical health
indicators: Body Mass Index (MH12); blood pressure (MH13); total to HDL
cholesterol ratio (MH14); and blood glucose (MH15). Moreover the NICE
Guideline (2009) highlights the role of primary care in the provision of physical

healthcare for those with schizophrenia.

In summary, primary care continues to have a substantial role in the care of
people with schizophrenia and receives considerable funding through the QOF to
support their physical healthcare. We can expect continuing change in how
primary care interacts with mental health services as we move to a new era of

clinical commissioning with new opportunities and risks.

Service user perspective

The need for a national audit of schizophrenia to help improve care and
treatments for people with a diagnosis of schizophrenia was reinforced by two
focus groups, attended by people with a diagnosis of schizophrenia. These were
facilitated by the service user advisor for NAS. Common themes identified as the
most important concerns for this group of service users included:
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e The need for information to be available in an accessible format that would
enable service users to make informed choices about their care. This should
recognise the importance of both physical and mental health and how both
need to be considered when making treatment decisions. For example, the
information required to consider a risk benefit assessment about medication

should be shared by doctors working in partnership with the service user.

e Being listened to and actively involved in their care and being respected by

professionals who are honest and non-patronising.

e Monitoring of physical health. Service users had major concerns that basic
health checks were not being carried out routinely and that there is a lack of
clarity as to whose responsibility it is to conduct these; is it the community
mental health team or the patient’s general practitioner? Service users
wanted more information and support so that they could take more

responsibility to improve this.

e Practical support for a ‘normal life’. Service users felt that there is a need for
more opportunities for activities such as socialising and employment, for

example.

Shared experiences from this group identified some excellent mental health
practice, but this was patchy and not felt to be reflected widely within services.
There were particular concerns about the lack of coordinated attention to
physical health needs. The most prominent message was that the audit needed
to provide a basis for translation of recommendations into action at a Trust level,
by improving the quality of services and therefore improving the service users’
experience of care. The importance of a second round of audit was also strongly

endorsed by this group to assess the evidence of positive change taking place.
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Carer perspective

The impact of care-giving is considerable as illustrated by a survey by Rethink

Mental lliness (2003):

e 90% of carers are adversely affected by the caring role in terms of leisure
activities, career progress, financial circumstances and family relationships.
e 419% have significant or moderately reduced mental and physical health.

e 29% provide support and care for more than 50 hours per week.

Moreover the Partners in Care campaign (Royal College of Psychiatrists and
Princess Royal Trust, 2004), led by Dr Mike Shooter, highlighted the need to

improve how psychiatrists worked with carers:

“Carers are an integral part of the patient’s support system...They are the
ones with the day-to-day experience of the patient’s condition, and they
carry the most intimate responsibility for the patient’s welfare...The
carer’s voice in decision making about admission and discharge is ignored
at everyone’s peril - and yet so often is.”

Dr. Shooter, President, Royal College of Psychiatrists (2004)

The NICE Guideline (2009) also emphasised the need to support carers and the

benefits that this produced for the service user:

“Families and carers should receive information about schizophrenia and
its management to enable them to better help the user throughout

treatment.”

Given this background, the effectiveness of the support provided to families and
close friends involved in caring should be recognised as a critical marker of

clinical quality and should be a priority in service delivery. NAS sets out to help
clinicians reflect on how well they engage and support those family members or

close friends who are providing substantial care.
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Methodology

Audit development

The key activities leading up the audit are outlined in Figure 1 below.

Il
Q
c
=
0}
=

Timetable of development and management

= Funding acquired from the Healthcare Quality
Improvement Partnership

January 2010
January 2010 -
March 2010

= Project team and Advisory Group established

June 2010 - August - Development of standards and outcome
2010 indicators

Service user focus group
Development of data collection tools

August 2010

October 2010 -
March 2011

February 2011 -
June 2011

= Pilot phase

= Recruitment of eligible organisations

e Standards and outcome indicators, tools and
June 2011 methodology finalised

Standards and outcome indicators

The NAS standards and outcome indicators were developed by the NAS team in
collaboration with the Advisory Group members. They are based around the

main recommendations in the NICE Guideline (2009).

This guideline, information from POMH-UK audits and a further literature search
suggested that issues existed regarding the care and treatment of adults in the
community with a diagnosis of schizophrenia. These particularly related to

service user experience and outcomes; carer satisfaction; management of
31
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antipsychotic medication; provision of psychological therapies; and monitoring of
physical health, with intervention where appropriate. The NAS standards and

outcome indicators therefore focused specifically on these areas.

A national consultation on the standards and outcome indicators identified areas
for improvement in terms of measurement, focus and terminology. The
standards were amended and taken to a service user focus group, where it was
agreed that they covered the areas that were most important from a service

user perspective. The standards for the audit are described in detail in Table 1.

Development of the audit tools

Three tools were developed to collect data for NAS from participating Trusts. An
audit of practice tool, a service user survey form and a carer survey form were
agreed to include all the items necessary to measure adherence to the audit
standards and outcome indicators. All NAS audit tools can be viewed and

downloaded from the NAS website at: www.rcpsych.ac.uk/guality/NAS.

Audit of practice tool

The NAS audit of practice tool was developed to collect demographic
information, and information on antipsychotic prescribing practice, physical
health monitoring, physical health interventions and psychological therapies
offered. This information was to be gleaned largely from a service user’s case

notes but additionally, if appropriate, from consultants and general practitioners.

The audit of practice tool was developed from audit tools designed by the
Prescribing Observatory for Mental Health (POMH-UK). It includes the twelve
scales from the Health of the Nation Outcomes Scale (HONOS) for working age
adults, and also includes bespoke questions developed specifically to measure

some NAS standards and outcome measures.

The tool was developed in conjunction with the NAS Advisory Group, tested and
refined through the NAS Pilot and further tested and refined with consultant
psychiatrists and GPs.
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Table 1:

NAS Standards

S6

The service user has been provided with evidence-based, written
information (or an appropriate alternative), in an accessible format,
about the antipsychotic drug that they are currently prescribed.

S7

The service user was involved in deciding which antipsychotic was to
be prescribed, after discussion of the benefits and potential side-
effects.

S8

The service user is currently only prescribed a single antipsychotic
drug (unless they are in a short period* of overlap while changing
medication or because clozapine is co-prescribed with a second
antipsychotic).

S9

The current total daily dose of antipsychotic drug does not exceed the
upper limit of the dose range recommended by the BNF. If it does, the
rationale for this has been documented.

S10

If there was no or inadequate response* to the first antipsychotic drug
prescribed after a minimum of four weeks at optimum dose*:
i. Medication adherence was investigated and documented.
ii. The potential impact of alcohol or substance misuse on
response was investigated and documented.

S1 | Service users report that their experience of care over the past
12 months has been positive.

S2 | Service users report positive outcomes from the care they have
received over the past 12 months.

S3 | Carers report satisfaction with the support and information they
have been provided with to assist them in their role as a carer
over the past 12 months.

S4 | The following physical health indicators have been monitored
within the past 12 months:

i. Body mass index, waist hip ratio or waist circumference.

ii. Blood pressure.

iii. Use of tobacco.

iv. Excessive use of alcohol.

V. Substance misuse.

vi. Blood levels of glucose, lipids (total cholesterol and
HDL) and prolactin (if indicated).

vii. History of cardiovascular disease, diabetes,
hypertension or hyperlipidaemia in members of the
service user’s family.

S5 | When monitoring within the past 12 months has indicated a

need for intervention, the following have been offered to the
service user or the treating clinician has made a referral for the
service user to receive:

i. Advice about diet and exercise, aimed at helping the

person to maintain a healthy weight.

ii. Treatment for hypertension.

iii. Treatment for diabetes.

iv. Treatment for hyperlipidaemia.

V. An intervention to reduce levels of prolactin.

vi. Help with smoking cessation.

vii. Help with reducing alcohol consumption.

viii. Help with reducing substance misuse.

S11

If there was no or inadequate response* to the first antipsychotic drug
after a minimum of four weeks at optimum dose*, the first
antipsychotic drug was stopped and a second antipsychotic drug
given. At least one of the first two drugs prescribed was a second-
generation antipsychotic.

S12

If there was no or inadequate response* to the second antipsychotic
drug after a minimum of four weeks at optimum dose*, clozapine was
offered.

S13

If there was no or inadequate response* to treatment despite an
adequate trial of clozapine*, a second antipsychotic was given in
addition to clozapine for a trial period of at least eight weeks at
optimum dose*.

S14

CBT or family therapy have been offered to service users whose illness
is resistant to treatment with antipsychotic drugs>.

©2012 HQIP and The Royal College of Psychiatrists
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Service user survey form

The service user survey form was developed to capture service users’
experiences of treatment plus satisfaction with information about physical health
monitoring, with the way antipsychotic medication was prescribed and with the

outcomes of their care.

It was developed around the Carers’ and Users’ Expectations of Services (CUES)
questionnaire developed by the National Schizophrenia Fellowship, the Royal
College of Psychiatrists’ (RCPsych) Research Unit, the Royal College of Nursing
Institute and the School of Social Work at the University of East Anglia (Lelliott
et al., 2001). Additional items were added to measure specific standards about

the way antipsychotic medication had been prescribed.

CUES had previously been validated and found reliable for use with this service
user population (Lelliott et al., 2001). No other reliable, validated tool which
might be better suited for use in NAS could be identified through a national
consultation. The service user focus group also agreed that this tool adequately

covered the key areas of importance to them.

The guestionnaire was shortened and refined through the NAS pilot and in
consultation with the charitable organisation Rethink Mental lliness and a service
user focus group held on 6 August 2010. Ambiguities in the instructions were
reduced and redundant qualitative sections of CUES were removed, as the

analysis would be purely quantitative.

Carer survey form
The carer survey form was developed to capture carers’ satisfaction with the

information and support they received.

The NAS carer survey form was based around the Carer Well-Being and Support
(CWS) questionnaire developed by the RCPsych in collaboration with Rethink
Mental lliness, the Alzheimer’s Society and the London School of Hygiene and

Tropical Medicine (Quirk et al., 2008).
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The CWS had previously been validated and found reliable for use with this carer
population (Quirk et al., 2008). No other reliable, validated tool that might be

more suitable for use in NAS could be identified through a national consultation.

Identification of the case sample

There were two main, competing drivers in relation to identification of the
sample of cases to be included in the audit. The ideal would have been to have
had an entirely random sample from all of the appropriate cases currently under
the care of each Trust with matched data from those service users and their
carers. However, the lack of comprehensive information technology systems in
many Trusts, lack of case registers and expected low response rates for the user
and carer questionnaires made this ideal relatively unlikely to be achieved (this
situation became clear during the audit pilot). We therefore laid out a clear set

of rules for the process of case selection:

Sampling at Trust level

As a result of the power analysis (see below), organisations taking part were

asked to identify a random sample of:

= 200 service users to be sent service user survey forms and

e 100 service users (from the above 200) whose records would be included in
an audit of practice (the same service user could therefore receive a survey

form and be included in the audit of practice).

Organisations selected one of two sampling options (or a combination of both
where sampling proved more difficult): either identification of service users’
centrally or identification through the community mental health teams. For full

details see Appendix D.

Participating organisations were asked to inform us which sampling method they
used through the feedback questionnaire that followed receipt of their local Trust
reports after analysis of the audit data. Of the Trusts who provided this
information, 65% (n=28) reported that they used sampling option one, 23%
(n=10) reported that they used sampling option two and 9% (n=4) used other
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sampling options, which included a combination of the two sampling options.

One Trust did not provide an answer to this question.

Power analysis

A power analysis was conducted to determine the minimum number of returns
required for meaningful statistical analysis on a national basis and per
organisation. Details of this analysis can be requested by email at

NAS@cru.rcpsych.ac.uk.

Inclusion and exclusion criteria

Service users would be eligible for inclusion in NAS if they met the following

criteria:

e Adults (18 years and older - no upper limit).

e Being treated in the community (not inpatients).

e Current ICD-10 diagnosis of F20.0-F20.9 (schizophrenia) or F25.0-F25.9
(schizoaffective disorder).

e ICD-10 diagnosis of F20.0-F20.9 (schizophrenia) or F25.0-F25.9
(schizoaffective disorder) for at least 12 months and diagnosis made before
the age of 60 years.

e Been under the care of the Trust for at least 12 months.

Service users and carers were excluded from the sample if the service user was
known to live in a nursing home, residential home or continuing care, or they had
requested that they must be contacted via another person. To increase the
generalisability of the sample, those on community treatment orders were not

excluded from the audit.

Participating Trusts

Eligibility
NAS is a Trust level audit. All NHS Mental Health Trusts/Health Boards in
England and Wales were expected to participate if they provided care or

treatment in the community to adults with a diagnosis of schizophrenia.
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Services submitting data

Sixty of the 64 organisations that were identified by the NAS team as eligible to
participate at the time of data collection submitted data for NAS (see Appendix
A).

Pilot audit

Six Mental Health Trusts in England volunteered to take part in the pilot phase of

NAS (see Appendix A). A pilot initiation workshop was held in October 2010 and
data collection followed during the months of January and February 2011. Data

cleaning and analysis ran until May 2011 when a closing workshop took place.

In the pilot each Trust was asked to collect data from a case record review of 50
service users, and distribute 50 service user survey forms and 50 carer survey
forms. The main purpose of the pilot was to test all aspects of the audit before

the main audit was launched.

Main audit

It was clear from the pilot that good communication between the central NAS
team and the Trusts would be important for the smooth running of the project.
Thus, each participating Trust identified a NAS audit lead to co-ordinate their
data collection. Four staff in the NAS/CCQI office were each then assigned 15
Trust audit leads with whom they would have regular liaison and who would
provide a rapid conduit for dealing with any queries. Prior to the start of the
audit the Trust audit leads were given clear timelines for identification of their

individual case sample and preparation of their clinical teams for data collection.

Data collection:

NAS audit lead packs

Each NAS audit lead was sent a comprehensive pack of materials to support
them, along with full details of documents to forward to service users, and a flow

diagram of the process (see Appendices D and E for full details).
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Service user and carer survey forms

Using the sampling methods outlined on page 35, participating Trusts sent 200
service users a pack including information about the audit (see Appendix D).
This included a service user survey form plus a carer survey form for the service
user to pass on to the person they felt was most appropriate to complete this.
Service users and carers were provided with a contact number at Rethink Mental
lliness in case they had any questions about the audit or required assistance to
complete the questionnaire. Rethink Mental lliness also ran a prize draw as an
incentive for service users to return questionnaires. Each prize draw card
included a tick box for service users to check if they wished to have a copy of

the report.

Carers and service users returned completed survey forms to the NAS team
using pre-paid envelopes provided; there was also the option to complete the
survey forms online. Carers’ and service users’ responses were confidential and
anonymous; a number on the front of the questionnaires identified the NHS

Trust only. All forms will be destroyed in December 2012.

Case note audit of practice

Psychiatrists were asked to complete one audit of practice tool for each of their
service users included in the Trust’s randomly selected sample of 100. These
100 cases then made up each Trust’s case note audit of practice sample. In
several services, some of the physical health data had to be collected from the
service users’ general practitioners. A template letter co-signed by
representatives from the Royal College of General Practitioners was provided to
assist this. Audit of practice data were submitted through an online version of

the audit of practice tool directly to the NAS team.

Response rates

= We received valid returns from the audit of practice tool for 5,091 service
users (85% of those expected).

< In total, 2,323 service users returned service user survey forms, and 1,163

carers returned carer survey forms.
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Data handling and analysis:
Data entry and analysis

All data were entered using SNAP 9 Professional Surveys via secure webpages.
Data were extracted to PASW Statistics 18 (SPSS) and analysed using PASW
Statistics 18 or Microsoft Excel 2007. The statistical techniques used in PASW
Statistics 18 to analyse data were descriptive statistics, frequencies and cross

tabulations.

Service user reference group

A service user reference group took place on 31 October 2011. The meeting was
led by the NAS service user advisor, and the group looked at the initial data
collected at this stage to see if these reflected their experience of care.
Discussions focused on: physical health monitoring, including the lack of clarity
on what a physical health check should consist of; the lack of involvement in
decision making; and the lack of information provided on medication. The
reference group’s comments on this were recorded and their suggestions for how
things can be improved were integrated into the discussion (see page 105) and

recommendations (see page 115).

Data cleaning

Data cleaning was carried out between December 2011 and February 2012. A
detailed process was outlined for NAS staff to follow to check that the sampling
criteria were followed correctly and to check for any duplication of data, missing
data, and unexpected values. Any suspected data errors were emailed back to
Trusts on 16 January 2012 along with their datasets for clarification by the end

of that month. Amendments were then made as necessary.

Trusts received a NAS Trust level report in April 2012. They were given one
month after receiving this to alert the NAS team to any errors in their data.
Further opportunities for highlighting errors were provided at a learning event
for participating Trusts, held in London on 30 April 2012, and through an online
feedback questionnaire, made available from 18 May to 3 July 2012. Out of the
60 participating Trusts, 43 (72%) provided feedback through the online

questionnaire. A summary of this feedback can be found on page 126.
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Outliers

Trusts were identified as potential outliers if their performance against the NAS
standards was more than three Standard Deviations (SD) outside the overall
mean performance reported for all Trusts. The range of expected performance
was derived from the audit findings and was determined by the average
performance of the total national sample compared with the performance of

each individual participating Trust.

The detection and management of outliers was based on guidance supplied by
HQIP and the Department of Health (DH). The guidance document can be

downloaded from the HQIP website: http://www.hqip.org.uk/outlier-quidance-

for-audit-providers-issued-by-hqgip-and-the-department-of-health.

Limitations of the methodology and data

Limitations

The main limitations of the methodology were:

e Data returns were not evenly spread across Trusts. In the feedback from
Trusts, reasons for this included: difficulties identifying and generating a
random sample; difficulties getting consultants involved; and difficulties
when mandatory information was requested in the audit of practice tool but
was missing from the case notes, preventing the form from being returned.

¢ Data analysis is only adequately meaningful for those Trusts who have a
case note audit of practice sample size of at least 73 after data cleaning (50
out of 60 Trusts; 83%).

e Variations in the amount and quality of physical health monitoring data was
sometimes as a result of some Trusts not being able to access clinical
records and information held by primary care.

e The results are a ‘snapshot’ reflecting the time that data were collected.

Therefore comparisons over time cannot be measured.
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Caveats

General caveats that apply to the report are:

o The sample for this study focused on service users being treated in the
community only. Therefore the results may not hold for the population as a
whole.

o The sample only included service users who had been under the care of the
Trust for 12 months or more.

e Physical health records were collected for current or most recent recordings.
Therefore, because of the lack of longitudinal data, caution must be used
when drawing inferences between cause and effect.

e Some cases were deleted because the Trust included inpatients or because a
service user’s date of birth was not included. Trusts were informed about
these cases and gave permission for their deletion from the dataset.

e Service users and carers were asked to try to complete as many questions
as they could in their respective survey forms. It was accepted that
sometimes there might be questions with which an individual service user or
carer felt uncomfortable and might not wish to answer.

e As described in the section ‘Identification of the case sample’, it was not
possible to obtain populations of service users for the audit of practice tool
completely matched to the samples returning service user and carer survey
forms. Had we only sought survey forms from those cases included in the
case note audit then returns would have been too low to be meaningful.
Thus, direct comparisons between data from the audit of practice tool and
data from the service user and carer survey forms must be interpreted
carefully.

¢ In some cases data were only provided for systolic or diastolic blood
pressure, and/or glycated haemoglobin or fasting plasma glucose. These
cases were still included in the analysis.

e For question 8 in the audit of practice tool (‘How long ago was this diagnosis
first made?’) there is a potential for overlap between the bands (1-2 years,

2-4 years etc.).
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Throughout the report several comments and caveats regarding the data for
specific tables and figures are stated in bulleted points below each relevant table

or figure.

42
©2012 HQIP and The Royal College of Psychiatrists



NAS

NATIONAL AUDIT OF
SCHIZOPHRENIA

ROYAL COLLEGE OF
PSYCHIATRISTS

Findings of the National Audit

of Schizophrenia

Commissioned by

EHHQIP

Healthcare Quality
Improvement Partnership




©2012 HQIP and The Royal College of Psychiatrists

44



Demography of the audit population

The audit set out to collect data on a randomly selected population of 100 people
with a diagnosis of either schizophrenia or schizoaffective disorder from each of
the identified 64 eligible organisations, i.e. ideally data on over 6,000 service
users. Following data collection, entry and data cleaning there were 5,091
records from 60 Trusts that were suitable for further analysis. The mean number
of returns for the audit of practice tool was 85 (SD 20); 83% of Trusts returning

data achieved at least 73 forms; 27% of Trusts returned 100 or more forms.

Each Trust was asked to distribute service user surveys to 200 service users. We
estimated from the audit pilot that the response rate was likely to be in the
region of 20%. In total 2,323 service user survey forms were received, a mean
of 39 (SD 12) per Trust.

Service users were given the carer survey form to pass to whomever they
regarded as their closest carer. In total 1,163 of these forms were returned, a

mean of 19 (SD 7) per Trust.

Table 2 shows how many of each type of return was obtained for each Trust.

Demography of the case note audit sample (n=5,091)

Tables 3 to 6 show the demographic characteristics of the population of patients
for whom the audit of practice tool was completed from the service users’ case
notes. Table 3a shows that 64.9% of the population was male and 85% of the
service users had a diagnosis of schizophrenia. The proportion of females with a
diagnosis of schizoaffective disorder was higher than for males. Such findings

would fit into the range found in many surveys of patients in the community.
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Table 2:
Trust ID

NAS 001
NAS 002
NAS 003
NAS 004
NAS 005
NAS 006
NAS 007
NAS 008
NAS 009
NAS 010
NAS 011
NAS 012
NAS 013
NAS 014
NAS 015
NAS 016
NAS 017
NAS 019
NAS 020
NAS 021
NAS 024
NAS 025
NAS 026
NAS 028
NAS 029
NAS 030
NAS 031
NAS 033
NAS 034
NAS 035
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Number of returns obtained from each Trust

Audit tool

85
59
72
74
100
101
100
89
80
98
100
102
101
83
79
100
83
101
60
86
86
105
96
86
54
87
95
100
100
88

User survey

16
17
39
53
44
36
44
37
30
25
47
54
45
20
29
36
43
43
39
43
58
32
29
43
44
31
31
49
30
36

Carer survey

6
17
21
24
16
20
26
22
22
15
27
25
15
10
24
18
17
22
17
14
35
19
16
24
16
22
14
20

8
16

Trust ID

NAS 036
NAS 037
NAS 038
NAS 039
NAS 041
NAS 042
NAS 043
NAS 044
NAS 045
NAS 046
NAS 047
NAS 048
NAS 049
NAS 050
NAS 051
NAS 052
NAS 053
NAS 054
NAS 056
NAS 059
NAS 060
NAS 061
NAS 063
NAS 064
NAS 065
NAS 066
NAS 067
NAS 068
NAS 069
NAS 070

Audit tool

20
79
86
83
102
54
17
92
93
77
95
73
100
88
76
59
97
85
93
93
69
99
83
56
86
101
92
57
134
102

User survey

49
46
40
24
30
37
40
50
54
40
31
35
56
52
31
63
44
25
57
52
34
35
50
7
21
38
69
22
38
30

Carer survey

22
23
22
13
16
9
24
25
31
26
15
19
32
17
17
34
18
10
32
21
9
19
33
4
0]
23
34
10
18
19
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Table 3a:

Numbers of service users by gender showing age and
diagnostic groups (ICD-10)

Number Mean Age Schizophrenia Schizoaffective
age range (n) disorder (n)
(SD)
Total 5,091 45 18-93 4,327 764
sample (14)
Male 3,305 43 18-90 2,949 356
a2
Female 1,782 49 18-93 1,376 406
(a5)
Not 4 46 41-52 2 2
stated
)
Table 3b: Table 3c:
Numbers by broad age bands Duration of illness
Age bands Number (%6) Time since Number
of cases in diagnosis
each band (years)
18-24 years 163 (3.2%0) 1-2 253
25-34 years 919 (18.1%0) 2-4 489
35-44 years 1,376 (27%) 4-10 1,303
45-54 years 1,308 =10 3,046
(25.7%)
55-64 years 829 (16.3%0) Total (n) 5,091
65 years and 496 (9.7%0)
over

The mean age of the population was 45 years (SD 14) with a range of 18-93

years. Table 3b shows that this was predominantly a middle-aged group. Table

3c shows that the majority of the service users had been ill for more than 10

years.

Tables 4a and 4b examine the proportions of the main ethnic groups within the

population recruited for NAS. Table 4a shows that the gender split remains

similar across ethnic groups and that the mean ages within each group are
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similar, except for the Mixed Race group who are a little younger. Table 4b

compares the NAS population with the mid-2009 estimated update of the census

population figures for England and Wales (the census data does not allow an

exact comparison for the age groups used in NAS). This suggests that the NAS

population has a modest over-representation of patients of Asian/Asian British

background and a considerable over-representation of patients with a

Black/Black British background. The latter observation is to be expected given

findings in many epidemiological studies of over-representation of this group

among people with a diagnosis of schizophrenia (Fearon et al., 2006).

Table 4a: Number of service users and mean ages by ethnic group
Ethnic Group Male Female Not stated Mean Age
(years)

White 2,596 1,374 3 46
Asian/Asian British 258 157 - 41
Black/Black British 279 152 - 42
Chinese or other 45 30 1 44
Mixed 64 29 - 38
Not stated 63 40 - 46
Total 3,305 1,782 4 -

Table 4b:Ethnic mix of NAS population compared to the overall
population of England and Wales

Ethnic group Percentage in NAS Percentage in England
population and Wales population
(age =>18) (age =>16)

White 78.0 88.8

Asian/Asian British 8.2 5.6

Black/Black British 8.5 2.7

Chinese or other 1.5 1.7

Mixed 1.8 1.2

Not stated 2.0 -
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Clinical parameters for the case note audit sample

Service users were under the care of a variety of different clinical teams. In the
Trust audit of practice tool a number of broad categories were provided, and
while precise usage of these terms may differ from Trust to Trust, the majority
of teams currently caring for these service users seemed to fit the categories
provided (Table 5).

Table 5: Clinical teams caring for the service
users in the case note audit sample
Type of clinical team Number
Assertive Outreach Team 615
Community Mental Health Team 3,545
Crisis Resolution Team 9
Early Intervention 286

Psychosis Team -

Other 636

Total 5,091

Scores on the HONOS (Royal College of Psychiatrists, 1996) were available in
4,778 sets of case notes. The mean HoONOS score was 10.06 (SD 7.17).
Comparison of those service users with a diagnosis of schizophrenia and those
with a diagnosis of schizoaffective disorder did not reveal any significant
differences. Question 10 of the audit of practice tool asked whether the patient
was regarded as being in remission, partial remission (with minimal symptoms
and disability), partial remission (with substantial symptoms and disability) or
not in remission. In order to test the validity of the responses to this question,
the total available HONOS scores for all of the patients in each category were
compared. For those in remission the mean HoNOS was 7.89 (SD 6.03) and for
those not in remission it was 15.59 (SD 6.86). The responses to Question 10
were then used for determining which patients were regarded as being in

remission when examining the issue of ‘treatment resistance’.
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Demography of the sample of carers

The service users identified by each Trust were each sent a copy of the carer
survey form to pass on to whoever they regarded as their carer. It is not
possible for us to know how many of these were passed on by service users to

their carers. As stated above, 1,163 were returned to the NAS team.

The mean age of the carer sample was 51 years with a range of 12—94 years.
For those who supplied information on gender, 729 (65%) were female and 398
(35%) were male (no gender information was given for n=36). Other
demographic characteristics of this sample are described in Tables 6a and 6b

below.

Table 6a: Numbers of carers by broad age bands
Age bands (years) Number (%6)
Under 18 2 (0.2)
18-24 27 (2.3)
25-34 80 (6.9)
35-44 147 (12.6)
45-54 234 (20.1)
55-64 302 (26.0)

65 years and over 283 (24.3)

Not stated 88 (7.6)

Table 6b: Ethnicity of the sample of carers

Ethnic group Number (26) in Percentage in
NAS carer user population
population (from Table 4b)

White 947 (81) 78.0

Asian/Asian 84 (7.2) 8.2

British

Black/Black 63 (5.4) 8.5

British

Chinese or other 33 (2.8) 1.5

Mixed - 1.8

Not stated 36 (3.1) 2.0
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The data in these tables indicate that, like the service user sample, the carers
were largely in middle age and older age groups. As explained in the
Methodology section, it is not possible to directly compare the carer and service
user populations. However, there is a relative similarity in percentages between
these in terms of White and Asian/Asian British ethnic groupings with some
trend to differences for the Black/Black British and Chinese groups, but these

differences cannot be tested statistically.
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Layout of the audit data sections:

The following five sections of the report will present the data relating to

measurement of the various audit standards. For some standards there is a clear
benchmark by which to assess the results. For others there is no absolute
benchmark but the results for individual Trusts can be seen against the averaged
data, over the total population, for each particular measure. This is referred to in
many of the figures as the Total National Sample (TNS) and has to be judged
against what may be considered to be reasonable practice. In many respects,
NAS may be considered to be developing a national benchmark and the real
value of the audit findings will be their power to stimulate improvements in

practice and improvements in a future second round of audit.

The results are presented according to the section headings below rather than in
numerical order of the standards. This order makes more logical sense in terms

of a service user’s journey through the mental healthcare system.

Experience of service users and carers (standards 1-3).
Shared decision making about medication (standards 6 and 7).
Prescribing (standards 8-13).

Psychological therapies (standard 14).

a k0 Dd PR

Physical health care (standards 4 and 5).

Each table and figure has a number and title at the top and in some cases a set
of bulleted points at the bottom indicating the number of cases used for the
particular analysis and any significant caveats. Much of the information is
presented as figures made up of bar charts with each bar representing the
results for an individual Trust. In most of these figures the best performing
Trusts are on the left and worse performing on the right. Where appropriate
there will be a bar somewhere in the middle representing the national average
for the total population and called ‘TNS’ (Total National Sample). Details of how

to read these figures is provided on pages 53 and 54 in relation to Figure 2.
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Experience of service users and carers

Health and social care services have recognised for some years that the views of
service users and their carers must play an important part in any review of
services or development of new services. This applies across all aspects of the
health service whether relating to physical or mental health issues. It is thus
also important that we audit aspects of the interaction between mental health

services, service users and carers as part of NAS.

A complete breakdown of service user responses by each item of the service

user survey can be found in Appendix F.

Service user experiences

Each Trust was asked to send out 200 service user survey forms. The NAS team
received 2,323 responses to these. These forms were returned anonymously to
the audit team. Service users were not asked to provide any information in
relation to age, gender or ethnicity on these forms. Thus we cannot describe
how well the population returning these forms matches the case note audit of

practice sample.

The need for good engagement with service users is an important theme in the

NICE Guideline (2009). Standard 1 of the audit relates to this.

Standard 1: Service users report that their experience of care over the past 12

months has been positive.

Figure 2 shows a measure of service user experience using the service user
survey form, based around the CUES questionnaire (see Methodology). The data
in this figure are presented in a format that will be found in many of the figures
throughout this report. Each Trust is represented by a vertical bar and these
bars are identified by an anonymous NAS Trust identification code. The bars are

divided into coloured sections, with a key for interpretation of these on each
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figure. In most cases, as for Figure 2, the green section of the bar represents
the percentage of cases in that Trust where the particular measure or standard
was adequately measured or met. The bars are arranged with the best
performing Trusts on the left and the worst performing on the right. In the
middle there is a bar with a heavier black border around it labeled TNS. This bar
represents the averaged data over the total population, i.e. the Total National
Sample result. Beneath the figure are a number of bulleted points which provide

additional information regarding the data represented.

Figure 2: Service users’ experience of care over the past 12 months

100%

90%

80%

70%

60%

50 ITHHAHHAHAHAHNAAAAHHAAAAANAHAAHARA AR A HAHA At A AR A AR A HAHHHAHHH

40% fHHHHAHHAHAAAAHRHAAHAAAAAHAARHAAAAAEAHHAEAHHHEARAAHEAHHEAHHAAHAHHA

30% THHHHHHHAHAHHAAHAHAAHAHAAAAHAAAHHEAHAEHAAHHAEAHHAAHHAHA A A HAAHHAHHH

20 {HHHHAHAHHHHAAAAAAAAAAAAAAAAHHAAAAAEAHAHAAHAHHAAHAAHAHHAHHHAAAHHHHH

0% fHHHHHAAAAHHHHHEA A A A A A A A A HHHAHHHHHHH

0%
AT OOoOMOMW dO OO OO
FOIT~NOMAAO0NONMOWN

BVery much worse than this OWorse than this OAs good as this

> The number of responses included in this analysis is 2,323.
> There were 458 instances where an individual service user had not provided
a response to a particular question.
> The guestions from the service user survey that are relevant to the analysis
for this figure relate to the following CUES items:
i. Information and advice about treatment and services available.
ii.  Access to mental health services.
iii. Choice of mental health services.
iv. Relationships with mental health workers.
v. Consultation and control with regards to mental health workers.
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The CUES questionnaire has previously been validated and a particular level of
response set for it as representing a good standard of performance. This
standard is met if over 60% in total of the CUES items included are rated as ‘1’
(as good as this). For example, if 20 patients complete the five questions, 100
ratings have been made. If 62 of the 100 items are rated 1 (as good as this) the
standard is met. With this rule in mind, the data show that the criterion to meet
this standard, marked in a heavy black horizontal line on Figure 2, was met by
all Trusts. The average response (TNS) was that 76% of responders gave a

rating of ‘as good as this’.

It is also important that a service should provide good outcomes. Measurement
of outcome in mental health services is notoriously difficult because there are
many dimensions to consider. It is not feasible to devise a single questionnaire
with a single outcome score. Nevertheless it is relevant to have some impression

of how service users perceive their outcome. Standard 2 reflects this.

Standard 2: Service users report positive outcomes from the care they have

received over the past 12 months.

The data presented in Figure 3 address this standard. As for the CUES items
used for Figure 2, Standard 2 is also met if over 60% of the relevant CUES items
are rated ‘as good as this’ (the relevant items are listed below Figure 3). The
data show that a standard of 60% was met by all Trusts with an average of 78%

of responders in the total sample giving a response of ‘as good as this’.

The CUES outcome items that were scored most negatively were those relating
to the practical aspects of everyday life about which the service user focus
groups expressed particular concern (see page 28): meaningful daily activity and
socialisation (represented in questions 10, 11 and 12 of the service user survey).
The scores for these questions indicated that 28%, 22% and 26%, respectively,
felt their lives were worse or very much worse than the situation posed in the

stem question.
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Figure 3: Service users report positive outcomes from the care they
have received over the past 12 months
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> The number of service users included in this analysis is 2,323.
> There were 464 instances where an individual service user had not provided
a response to a particular question.
> The guestions from the service user survey that are relevant to the analysis
for this figure relate to the following CUES items:
i. Where the service user lives.
ii. Money.
iii. Help with finances.
iv. How the service user spends their day.
v. Family and friends.

vi. Social life.

In relation to care of their physical health, over 80% of service users responding
appeared to have a positive regard for the availability of acute medical care and
the approach of those providing it (questions 21 and 22 of the service user

survey). In addition, 78% thought they had had a general physical health check

in the previous 12 months (question 6).
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Carer experiences

The need for good engagement and communication with carers is a further
important theme in the NICE Guideline (2009). Standard 3 of the audit relates to
this.

Standard 3: Carers report satisfaction with the support and information they
have been provided with to assist them in their role as a carer over the past 12

months.

Trusts gave 200 service users a carer survey form to give to whoever they
regarded as their carer. Of these, 1,163 were returned to the NAS team. Figure
4 provides data from these forms that addresses this standard. The criterion set
for this standard was 60%, to mirror that set for the CUES items in the service
user survey. This criterion was met by all Trusts with an average of 81% of

respondents giving a response of either ‘very satisfied’ or ‘somewhat satisfied’.

Figure 4: Carers’ satisfaction with the support and information they
have been provided within the past 12 months

100%

90%

80%

70%

60%

50%

40%

30%

20%

Tk Lt CLETTLEELTEY TR

BVery dissatisfied OSomewhatdissatisfied OSomewhat satisfied B Very satisfied

» The data for Figure 4 is from Qs 1, 2 and 3 of the carer survey.

> The number of carers included in this analysis is 1,163.
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Figure 5 shows the overall responses for all of the 1,163 carers and gives an

impression of the level of carer satisfaction at national level.

Figure 5: Carers’ satisfaction with information and support received
over the past 12 months

B Very satisfied

O Somewhat satisfied

O Somewhat dissatisfied

B Very dissatisfied

Figures 6-8 provide a more detailed breakdown of the carers’ responses. The

title for each figure includes the stem for each question asked.

Figure 6: Information and advice: In general how satisfied were you
in the past 12 months:
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»  The data for Figure 6 is from Q1 of the carer survey.
> The number of carers included in this analysis is 1,163. There were 402
instances where an individual carer had not provided a response to a

particular question.

Figure 7: Involvement in treatment and care planning: In general
how satisfied were you in the past 12 months with:

el B
90% —
80% — - - -
B Very dissatisfied
70% —
60% —
50% | OSomewhat
dissatisfied
40%
30% B Somewhat
20% satisfied
10% .
@ Very satisfied
0%
Your involvement in Your ability to influence
important decisions (e.g. important decisions?
medication,
hospitalisation)?

> The data for Figure 7 is from Q2 of the carer survey.
> The number of carers included in this analysis is 1,163. There were 114

instances where a response was not provided.
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Figure 8: Support from medical and/or care staff: In general how
satisfied were you in the past 12 months with:
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The data for Figure 8 is from Q3 of the carer survey.
The number of carers included in this analysis is 1,163. There were 320
instances where an individual carer had not provided a response to a

particular question.

Overall these results provide a reasonably positive picture from 81% of

responders. However, a striking finding was the wide variation in the level of

responders reporting that they were ‘very satisfied’, which varied from 78% in
one Trust to only 13% in another. In addition, 19% of carers were ‘somewhat

dissatisfied’ or ‘very dissatisfied’ overall.

Carers’ ratings of the individual sections of the survey (Figures 6-8) showed a
fairly consistent pattern of rating suggesting that there is no particular area

that is done better or worse than another.

Additional characteristics of the carer sample
Figures 9, 10 and 11 provide some additional information regarding the carers.

While this does not relate specifically to the audit standards it would seem
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valuable to record it, given that the carer sample is collected from across a large

proportion of the total number of Trusts.

Figure 9: Number of years the carer has cared for the service user
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> The data for Figure 9 is from Q9 of the carer survey.
> The number of carers included in this analysis is 1,163. There were 151

instances where an individual carer had not provided a response.

Figure 10: Employment status of the carer
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»  The data for Figure 10 are from Q8 of the carer survey.
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> The number of carers included in this analysis is 1,163. There were 65

instances where a response was not provided.

Figure 11: Number of hours the carer spent caring for the service user
in the last week
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> The data for Figure 11 is from Q10 of the carer survey.
> The number of cases included in this analysis is 1,163. There were 407
instances where the hours spent caring for the service user were not

specified.
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Figure 12: Carers’ employment status and the number of hours they

cared for the service user in the previous week
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»  The data for Figure 12 are from Q8 and 10 of the carer survey.

» The number of carers included in this analysis is 756.

The fact that over 50% of carers had cared for the service user for more than 10

years is a reflection of the long-term nature of this commitment as well as the

age structure of the population of service users included in the audit. Again,

because of these factors, it is perhaps not surprising that the majority of carers

surveyed are retired. Remarkably few responders indicated that they were

unable to work due to caring responsibilities. However, over 20% of carers were

employed full-time whist caring for the service user for more than 30 hours a

week.
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Shared decision making about

medication

There is evidence in other areas of medicine that shared decision making
regarding treatment can improve adherence with treatment (Hamann et al.,
2003). This requires that service users are given information about the benefits
and potential adverse effects of any medication and are given this in a form that
they can understand. These issues are reflected in Standards 6 and 7 and are
both recommended in the NICE Guideline (2009).

Standard 6: The service user has been provided with evidence-based, written
information (or an appropriate alternative), in an accessible format, about the

antipsychotic drug that they are currently prescribed.

Figure 13: Provision of information about the most recently prescribed
antipsychotic and understandability of this information
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> The left hand and middle columns