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Abstract

Location of care for people with serious mental illness
(LOCAPE): implications for service use and costs using a
mixed-methods approach

Paul McCrone,* Steve Wright,! Darshan Zala,’

Muralikrishnan Radhakrishnan Kartha,! Leonardo Koeser,'
Mark Ashworth,? Peter Schofield,2 Diana Rose,! Sarah Corlett,3
Anita Patel, Robert Stewart,> Daniel Stahl,® David Whitney?
and Julia Gannon’

THealth Service and Population Research Department, Institute of Psychiatry,
Psychology & Neuroscience, King’s College London, London, UK

2Division of Health & Social Care Research, King's College London, London, UK
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4Centre for Primary Care and Public Health, Queen Mary University of London, London, UK
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6Department of Biostatistics, Institute of Psychiatry, Psychology & Neuroscience, King's College
London, London, UK

7Contracts, South London and Maudsley NHS Foundation Trust, London, UK

*Corresponding author paul.mccrone@kcl.ac.uk

Background: This study focuses on health care received by people with serious mental illness (SMI).
The aim is to examine the economic implications of different locations of management of care and the
views of service users and staff regarding services set up as alternatives to secondary care.

Objectives: Specific objectives are to (1) identify people with SMI managed in primary or secondary care;
(2) identify those who could be potentially transferred to primary care; (3) compare the characteristics of

these groups; (4) compare service use and costs; (5) generate models to estimate cost changes following

transfer between settings; (6) identify characteristics associated with time to transition to secondary care;
(7) investigate experiences of patients receiving support from community-based interventions; and

(8) assess the economic impact of interventions to facilitate transfer of care management.

Methods: (1) Quantitative component — using linked primary and secondary care data we examined
differences between those discharged to primary care (n = 1410) and those still in secondary care
(n=1629). Service use and costs were compared and predictors of costs were identified using regression
models. (2) Qualitative component — interviews following a topic guide were conducted at two time
points with 31 people using and 10 people working in services set up as alternatives to secondary care.
(3) Economic modelling — an analysis of the health-care costs of the above services compared with usual
care was conducted using decision modelling. Data were obtained from local services where possible, and
the time horizon was 12 months.

Results: (1) Quantitative component — characteristics of those discharged to primary care (n = 1410) were
similar to those still in secondary care (n = 1629). Costs for those discharged to primary care were 48%
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lower than for those remaining in secondary care. Other variables strongly associated with costs were a
history of violence and a diagnosis of schizophrenia or bipolar disorder. Few patients in secondary care had
a high probability of primary care management and, therefore, excess costs were only around £150,000
across the sample. (2) Qualitative component — service users’ views about a community options team and
a primary care support service were positive and compared favourably to services used previously. Views
about peer support were slightly less consistent. Staff had concerns with regard to caseload sizes and staff
turnover. (3) Economic modelling — services to help transition had costs that were 40% of those for
standard care. The results of this showed that triaging patients into these services would save £1578 over
a 1-year period and that the results were robust to changes in most parameters.

Limitations: Analysis was hindered by the extent to which data were available. Qualitative analyses were
limited by the fact that most of the participants did not have a SMI as usually defined and that many had
been out of contact with secondary services for a long period of time.

Conclusions: Costs are substantially lower in primary care than secondary care, even after controlling for
service-user patient differences. Generally, there is satisfaction with services to help facilitate primary care
provision and these appear to be cost saving. Future work should continue the analysis of linked data and
involve a more comprehensive evaluation of the specific services investigated here.

Funding: The National Institute for Health Research Health Services and Delivery Research programme.
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Plain English summary

People with serious mental illness frequently require support from both primary [general practitioner
(GP)] and secondary (hospital/specialist) care. This study compares the two care settings in terms of
patient characteristics, service use and costs. Just over 3600 people were included. Those cared for mainly
by GPs were less likely than those in secondary care to have a schizophrenia diagnosis, less likely to have a
history of violence and less likely to have a forensic history. They had much lower service costs. We found
few people in secondary care who were clearly similar to those in primary care, which may suggest that
there was little ‘unnecessary’ secondary care, but this would need to be investigated further. We looked at
those characteristics of discharged patients that were associated with the time it would take to go back to
specialist care. These were similar to the characteristics mentioned above.

We asked people using new services that were alternatives to secondary care about their experiences.
These were generally positive, although it was apparent that uncertainty about objectives caused some
difficulties. Finally, we looked at whether or not these new services might potentially save money for the
health-care system. To do this we used models to look at the care provided over time and found that
the new services were likely to save around £1578 over 1 year compared with traditional primary care
(i.e. without the new services), which has a greater likelihood of admission to secondary care.
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Scientific summary

Background

This study focuses on the health care received by people with serious mental illness (SMI). For practical
reasons SMl is defined in this project in the same way as for inclusion in the SMI register in primary care,
namely as schizophrenia, bipolar disorder or another psychosis (i.e. non-organic psychosis). The study
addresses a number of policy needs. It also takes account of the experiences and views of people with
mental health problems regarding their care. The broad aim of the study is to examine the economic
implications of different locations of management of care and the views of service users and staff
regarding services set up as alternatives to secondary care.

Objectives

1. To identify people with a SMI whose care is (1) managed in primary care or (2) managed in
secondary care.

2. To identify people with a SMI who could be potentially transferred from secondary to primary
care management.

3. To compare the demographic and clinical characteristics of these groups.

4. To measure and compare the use of services and to calculate service costs for these groups for the year
prior to identification and the subsequent 34 months, adjusting for clinical and demographic differences
in the groups.

5. To generate cost prediction models to enable resource consequences of patients with specific
characteristics who are transferred from one form of care to another to be estimated.

6. To produce survival models to identify characteristics associated with time to transition from primary
care to secondary care.

7. To investigate the experiences of patients receiving support from interventions designed to facilitate the
transition from secondary to primary care.

8. To assess the economic impact of interventions to facilitate transfer of care management.

Methods

Component 1: quantitative analyses

The analyses were conducted on people in the London Borough of Lambeth registered with general
practitioners (GPs) and who had a record of SMI made by their GP. As such, the starting point was to use
primary care records, and the source of these was Lambeth DataNet (LDN). This data set was linked to data
on secondary mental health care provided in the local area obtained from the Clinical Records Interactive
Search (CRIS) database. Finally, we also made a linkage with Hospital Episode Statistics in order to measure
the use of inpatient, outpatient and accident and emergency care provided by other hospital trusts.

Patients were defined as being managed in primary or secondary care in two ways. First, we used CRIS to
determine whether or not patients had been discharged from episodes of secondary care prior to the index
date of 1 January 2011 and not admitted to another episode of care straightaway. Second, we adopted an
approach to defining groups based on the services that had been used in the period prior to the index
date. If secondary care mental health services had been used in the preceding 6 months, then we assumed
that these were patients managed in secondary care. Of the remaining patients, if there had been primary
care contacts during the preceding year, then we assumed that they were managed in primary care.
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We also defined a ‘no care’ group, which consisted of patients not in receipt of secondary care services in
the previous 6 months or primary care services in the previous 12 months.

Characteristics of patients were obtained from LDN and CRIS and compared between the groups. Service
use was measured using the activity data and costs were calculated and again comparisons were made. In
order for cost comparisons to be valid we adjusted for background characteristics using generalised linear
models with a gamma distribution and log link. Models were conducted with and without Health of the
Nation Outcome Scale (HONOS) scores and prior health-care costs.

To identify patients who were based in secondary care but who could potentially be discharged to primary
care, propensity matching methods were used. These resulted in the generation of propensity scores and if
these were > 0.7 we deduced that this indicated a strong likelihood of primary care management. Those
in secondary care with scores of > 0.7 were identified and the differences in their costs in 2010 compared
with those of matched participants were computed.

Finally, a series of Cox regression models were produced to identify characteristics that were associated
with time to reuse of secondary care. As before, the models were run with and without HONOS scores
(as many patients did not have these).

The broad aim of this component of the project was to explore the experiences and views of service users
subject to the transition from secondary to primary care and receiving at least one of the local health- and
social-care interventions aimed at supporting people with SMI in a primary care setting. These were a
community options team (COT), a primary care support service (PASS) and peer support services. The
primary research question for this analysis was: what is the impact on the perceived quality of care of
transferring patients from secondary to primary mental health services? Further research questions were:

how do patients view the transition process?

what are service users’ views and perceived experience of these primary care mental health services and
how do they compare with their views of secondary care services?

how do perceptions vary among users of different types of primary care service?

how do their perceptions change over time?

how do perceptions vary among different types of service user (i.e. across different diagnostic, age, sex,
ethnic, socioeconomic and general practice groups)?

do patients’ views correspond with those of primary care health professionals, and, if not, how and
why do they diverge?

Service users who gave their consent were interviewed using a topic guide by a senior researcher of service
user interviews. Staff working in the services were also interviewed. Interviews took place at two time
points, which were separated by around 6 months. We also held a focus group to discuss service users’
experiences of receiving help from their service. Thematic analysis was conducted using an inductive
(data-driven rather than theoretical) approach and followed these stages: familiarisation with all the data,
generating codes, identifying themes, reviewing themes, defining and naming themes, and finally writing
up themes into a report. The senior researcher was assisted by the research interview-trained service user
interviewers in identifying, reviewing, and defining and naming the themes.

The aim of this component of the study was to undertake an exploratory analysis to assess the cost of two
treatment pathways for mental health service users, that is, triage services and standard care (GP monitoring).
A decision model was constructed, which indicated the care pathways followed after being ‘triaged’ into
local community-based services as opposed to usual care led by GPs. Data on probabilities of different
pathways being taken were obtained from the local services where possible and costs were derived from
local activity and nationally applicable unit costs. A health- and social-care perspective was adopted and the
time horizon was 1 year. Sensitivity analyses were carried out on key parameters.
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Results

Component 1: quantitative analysis

Data on a total of 3632 patients recorded by GPs as having a SMI prior to the index date were obtained
from 47 GP practices in Lambeth. One practice did not provide data to LDN. The sample size was reduced to
3463 because GP consultation data, which were a crucial element of the analyses, were not available for all
practices. A further reduction occurred when using the first definition of comparison groups (i.e. basing this
on discharges from secondary care episodes) because 424 patients had not been referred to secondary care.
Using this definition we identified 1410 (46%) patients as being under primary care management on the
index date and 1629 (54%) patients as being under secondary care management. The second definition
resulted in 1311 (38%) patients defined as receiving primary care, 1776 (51%) patients defined as receiving
secondary care, and 376 (11%) patients defined as receiving neither form of care.

There were clear differences between the groups. Those in secondary care were more likely to have a
diagnosis of schizophrenia than those in primary care, and those in primary care were more likely not
to have received a formal diagnosis. There were few differences in demographic characteristics such as
age, sex or ethnicity. History of violence, forensic care, physical health problems, use of antipsychotic
medication and treatment non-compliance (all according to secondary care staff) were more prevalent
among the secondary care group.

Primary care use and costs did not differ substantially between the primary care and secondary care
groups. Those not in receipt of primary care in 2010 did use progressively more in subsequent years.
Mental health care costs were substantially different, however.

Primary care costs over the follow-up period were associated with being discharged to primary care,

but only when previous primary care costs were included in the model along with the HONOS scores.
This indicates that discharge to primary care is associated with a greater change in costs rather than with
costs in absolute terms, which seems logical. Higher primary care costs were also associated with the
presence of disorders such as asthma and diabetes mellitus and, again, this is not unexpected. When the
service use-defined location variable was used it was shown that those managed in primary care had
higher primary care costs than those managed in secondary care, but, again, this was only when previous
primary care costs were included in the model. Men had lower primary care costs than women and this
supports previous work showing that women are more likely to consult GPs then men.

Secondary mental health care costs were consistently associated with a previous history of violence,
forensic care, physical health problems and treatment ‘non-compliance’. Being discharged to primary care
was consistently associated with future mental health care costs, which were about half of those for
patients remaining in secondary care. The models for which location was defined according to service use
were very similar to those in primary care at the index date and had subsequently lower costs than those in
secondary care.

The propensity score models showed that few patients in secondary care had a high probability of being
cared for in primary care. As such, the ‘excess costs’ amounted to only around £150,000 across the
sample. The Cox regression models were similar to the models used to predict costs. Key predictors were
records of violence, forensic care, physical health problems and treatment non-compliance.

Component 2: qualitative analyses

The PASS and COT service users were very positive about the support that they received, comparing it
favourably with support received from GPs and secondary services. In turn, the staff of these services felt
positively about their work, but frequent changes in management, turnover of staff, expansion of the
teams with concomitant impact on resources, increased caseloads and uncertainties about the future of
the service all had a negative impact on morale over time. The service users from one of the peer support
services also valued the help that they received and felt that it offered a unique, and egalitarian, source of
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support, although this relationship could become strained because the distinction between the roles of
helper and helped to some extent remained. The staff of the peer support services felt positive about their
role, and felt more appreciated by PASS, COT and GPs and community mental health teams.

Component 3: economic modelling

The average cost of treatment over 1 year for the triage strategy is around 40% of the cost of standard
care (£926 vs. £2504). The difference in average cost over 1 year is £1578. Following the sensitivity
analyses, the results did not differ much from the base case of a £1578 difference, but there were notable
differences. The difference in cost was not sensitive to the cost of support workers or consultants.
However, changes in GP and admission cost changed the cost difference by the largest amounts: £81 and
£191, respectively.

Implications for practice

This project has analysed the provision of primary and secondary care services for people with SMI.

One of the main implications of this work is that there are clear drivers of the costs of care (e.g. history of
violence, physical health problems, perception of treatment non-adherence), and even after controlling for
background demographic and clinical characteristics the location of care is still crucial. This might imply
that there is scope for cost savings as a result of discharging more people into primary care management.
However, the propensity score analysis suggests that the characteristics of those in the different settings
are similar. An implication of the qualitative analysis and the modelling is that community-based services
that can help the transition from secondary to primary care do exist. However, it is evident from this work
that the services we investigated often provided care for those not recently in the secondary care system.
This implies that better targeting may be warranted.

Conclusions

The quantitative analyses revealed that many people with SMI in Lambeth were not under the care of
secondary care services on the index date. This is perhaps unsurprising. Although conditions such as
schizophrenia are frequently chronic, for some people with schizophrenia, their episodes of illness may be
brief and infrequent. It was also unsurprising that there were substantial cost differences between those
cared for in primary care and those cared for in secondary care. However, this difference remained even
after controlling for background characteristics, which is of interest. A notable finding is that there were
relatively few secondary care patients with a high probability of being cared for in secondary care.

This may indicate that for most people the location of care is appropriate.

The qualitative analyses demonstrated the importance of looking beyond resource use. Experiences with
COT and PASS were generally positive. Experiences with peer support were more mixed, but this seemed
to reflect uncertainty about aims and objectives. Generally it was a valued service.

The modelling showed that the triage strategy is substantially less costly than standard care (continued GP
monitoring) over 1 year. This is likely to be the case because triage services (PASS, COT, PASS + COT and
peer support) slow the movement to more expensive secondary care services. The sensitivity analyses
suggest that this conclusion can be made with some certainty. The results are robust to changes in
fundamental modelling assumptions.

Funding
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Chapter 1 Background, aims and objectives

Background

This study focuses on the health care received by people with serious mental illness (SMI). For practical
reasons, SMl is defined in this project in the same way as for inclusion in the SMI register in primary care,
namely as schizophrenia, bipolar disorder or another psychosis (i.e. non-organic psychosis).” The Quality
and Outcomes Framework (QOF), of which the SMI register is part, is an element of the general medical
services contract in the UK, which is designed to encourage and incentivise good clinical practice,
especially in the management of long-term conditions such as SMs.

People with a SMI may require care from a wide range of health and social services. Secondary mental
health care services are vital to many and include inpatient and general and specialist community care.
Patients receiving secondary care will usually be under the Care Programme Approach. However, most
people with a SMI will be in contact with other services including their general practitioner (GP). For many,
primary care is the main focus of care. A recent study suggested that about 25% of patients with a SMI are
managed entirely in primary care.? This study focuses on care provided in Lambeth (in south London), where
the rate of primary care management is thought to be higher than in other parts of the UK. Although many
benefit from specialist services, it is likely that some of this group are well enough to be managed in primary
care if given adequate support (e.g. in relation to their social and economic situation).? For some patients,
primary care has been shown to be as effective as secondary care across a wide range of areas,* but it is
likely that this is variable. Providing care in primary care settings has the potential to support a holistic
approach to meeting mental, physical and social needs.> People with SMIs are more likely to have physical
comorbidities than the general population, and primary care databases can help to investigate this.®

There may be a third group of people with SMis who are not being actively managed in either primary or
secondary care. This may be appropriate if recovery has occurred, but it may also be indicative of a problem
of engagement with services.” However, such people will still usually be a subgroup of those registered as
being managed in primary or secondary care (and we shall identify these in the subsequent analyses).

The extent to which patients transfer between secondary and primary care settings is unclear; for instance,
the criteria used tend to be implicit rather than explicit and may vary between mental health teams and
according to the perceived or actual capabilities of the practice with which a patient is registered. GPs
recognise the need for access to specialist knowledge,® and successful and sustainable transfer to primary
care requires effective links with secondary care services that can be accessed promptly when needed.’
Interventions exist to provide links between primary and secondary care and to prevent inappropriate
referrals.’ In 2011, the then Lambeth primary care trust (PCT) in south-east London initiated an approach
to support patient-centred and sustainable transfer from secondary- to primary-led health and social care
for people with SMiIs. This consisted of three specific interventions: (1) a primary care support service
(PASS), led by a GP with a special interest in mental health, to enable practices to manage the long-term
treatment, care and recovery of people with SMis and others with complex life problems with a mental
health component not otherwise appropriate for a secondary care referral; (2) a team provided by the
voluntary sector to support the transition of people moving from secondary mental health services to the
care of their GP, which focuses on action planning with the client to support recovery and social inclusion
and access to mainstream services; and (3) peer support offered by a local user and carers organisations.
This is an informal arrangement for people with mental health problems who wish to have the support of
someone with a mental health history to help them regain confidence and to support their participation
in daily life. These initiatives are complemented by social care support using a personalised approach,
including the potential for a personal health budget, and an information and resource service to support
access to mainstream services (e.g. employment, housing and benefits).
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Studies of primary and secondary care for people with SMIs can take time to conduct, particularly if using
a trial design. Alternatives include generating evidence through routinely collected data, supplemented
with economic modelling. Primary and secondary care data sets are now well established in Lambeth and
have been used to investigate a range of health-care issues.'" Recently developed methods to link these
systems provide an excellent opportunity for research at the primary-secondary care interface. Key data
sources for this study are the Clinical Record Interactive Search (CRIS) system [an extensive clinical case
register of secondary mental health care services provided by the South London and Maudsley NHS
Foundation Trust (SLaM)], Lambeth DataNet [LDN, a system to extract and aggregate primary care data
from Lambeth general practice information technology (IT) systems] and Hospital Episode Statistics (HES).
Linking such data would allow us to assess the resource consequences (including costs) of different ways
of providing mental health care.

Over and above cost considerations, little is known about how changes in the location of care will affect
patients’ mental health care experiences. Despite considerable policy interest in the delivery of mental
health services via primary care, it is generally acknowledged that research evidence in this area is very
limited.'? Studies looking at the views of mental health service users themselves have, in the past, drawn
mixed conclusions. Although one study concluded that service users view primary care as the ‘cornerstone’
of their physical and mental health care,” another, earlier, study showed that a majority (59%) of patients
with a severe mental illness preferred their GP to have only a low level of involvement in their mental
health care.’ Another, more general, study of users’ views found that, for help during a mental health
crisis, service users were least likely to favour a service based on GP support alone.™ In addition, a Mental
Health Foundation study on users’ views of stigma and discrimination reported a high percentage (44%) of
people who felt that their GP discriminated against them because they had a mental illness.'® In recent
years there has undoubtedly been much greater emphasis on improving mental health provision in primary
care."”” However, it is not yet clear if this will also translate into improved services for those with more
severe mental health conditions.

The NHS was asked to make unprecedented savings over 4 years up to the year 2014-15. Although there
were a number of arguments about how best these savings could be made, care options that maintain
guality but at a lower cost than comparators have been of particular interest. Mental health problems
result in high costs.'® Approximately 12% of the NHS budget goes on mental health care, with the bulk
of spending on secondary mental health services." Although there are treatments and therapies with
established efficacy for people with SMiIs, there is not a consensus as to the best location of care for
patients. This is important because prices and costs differ markedly according to where care is provided,
owing to differences in contractual arrangements, staff availability, infrastructure costs and overheads.
Furthermore, similar to acute providers, care from specialist mental health providers will, in the future, be
financed using payment by results and the tariff may be higher than for care provided elsewhere. This
suggests that for some patients (e.g. those requiring relatively less specialist care than others) transfer from
secondary care to primary care may be justified after their specific needs have been met by appropriate
secondary care services. Other patients may initially come into contact with primary care services and it
may again be considered appropriate to maintain their care in this location. Providing more care, where
appropriate, in primary care settings may also help to address the high level of physical comorbidity in
people with mental health problems.?%?'

The referral flows across primary and secondary care boundaries are determined by health service
configuration factors such as the relative ease of access to specialist services and GPs. Perceived strengths of
specialist services could include their function as a conduit to therapies not available in the practice and as a
means by which to access social care services. Some general practices may feel very capable at dealing with
SMI patients in distress, whereas others may feel less confident. Practices themselves may differ in their
attitudes to SMI work. Some may consider it part of their role and take real pride in looking after ‘difficult’
patients. Others may feel that the complexity is too great. Providing data on the cost and benefits of transfers
can inform investigations and assessments of the process of referring between these different agencies.
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There are risks in transferring the lead role for co-ordinating and managing mental health care from
secondary to primary services. For instance, if there is lack of rapid access to specialist mental health input,
unplanned or emergency care may be more frequent. There is thus a need to identify the point at which
patients may need care from a particular type of service and what the cost and clinical consequences of
this may be. Determining the likelihood of unplanned care in specialist settings for patients managed in

or transferred to primary care is crucial for those planning services, as is time to such care contacts. It is
furthermore necessary to know what the costs of care would be for patients who are either not transferred
or whose transfer is not as rapid as that of others. Information on these issues is currently lacking but may
be derived from routinely available data, and may be of benefit to future assessments of patient care.

Specific services that have been set up in Lambeth may facilitate the transfer of ‘'management’ to primary
care and the maintenance of care in that location. As with any health-care interventions, these should be
evaluated in terms of cost-effectiveness. There is a need to conduct evaluations efficiently, and we should
make best use of existing data sets as alternatives to more expensive and time-consuming trials. These
data will allow simulation models, which assess the costs and benefits of the different interventions, to be
populated. There is also a need to assess care that is provided at a ‘whole-system’ level. The use of
modelling is needed in such situations to ensure that results are generalisable. Models enable this by
allowing specific characteristics/variables to be changed to reflect different circumstances in other areas.

This study therefore addresses a number of policy needs. It also takes account of the experiences and
views of people with mental health problems regarding their care. The broad aim of the study is to
examine the economic implications of different locations of management of care and the views of service
users and staff regarding services set up as alternatives to secondary care. Specific objectives are

as follows.

1. To identify people with SMIs whose care is (i) managed in primary care or (ii) managed in
secondary care.

2. To identify people with SMIs who could be potentially transferred from secondary to primary
care management.

3. To compare the demographic and clinical characteristics of these groups.

4. To measure and compare the use of services and to calculate service costs for these groups for the year
prior to identification and the subsequent 34 months, adjusting for clinical and demographic differences
in the groups.

5. To generate cost prediction models to enable resource consequences of patients with specific
characteristics who are transferred from one form of care to another to be estimated.

6. To produce survival models to identify characteristics associated with time to transition from primary
care to secondary care.

7. To investigate the experiences of patients receiving support from interventions designed to facilitate the
transition from secondary to primary care.

8. To assess the economic impact of interventions to facilitate the transfer of care management.

The penultimate aim was revised in light of the characteristics of the recipients of the services. It had
become apparent that many recipients had not, in fact, been recently discharged from secondary care
services and some had conditions that would not be usually defined as SMis.

In this report objectives 1-6 are explored in Chapter 2, objective 7 is explored in Chapter 3 and objective 8 is
explored in Chapter 4. Each of Chapters 2, 3 and 4 contains a discussion. An overall brief discussion and
conclusions are provided in Chapter 5.

Changes to protocol

Changes were discussed within the steering group and with NIHR monitors. The key changes were as
follows: (1) the time frame for the quantitative analyses was originally January 2009 to October 2013.
This was reduced to January 2010 to October 2013 owing to the availability of data; (2) we had hoped to
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BACKGROUND, AIMS AND OBJECTIVES

include social care data in the final linked data set but the challenges in linking the health data precluded
this and it was discovered that such social care data were historic and covered a small proportion of those
in primary care registers; and (3) the intention of the qualitative component was to recruit participants with
SMis who had recently been discharged from secondary care services. However, many participants using
the services had not actually been in touch with secondary care services for a long period of time and
many did not have disorders usually defined as SMis. These were still included as we considered it
important to reflect the caseloads of the services.

A further change that is addressed in Chapter 5 relates to the input of service users to the research. We
had hoped that interviews would be conducted by service users, but this was rarely possible for logistical
reasons (timing of interviews, participants not appearing, etc.). However, service users were involved in the
design of the topic guide and in the analysis of data. This was also a departure from the protocol, but a
positive one.
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Chapter 2 Quantitative analyses

his chapter focuses on the objectives of the study for which we used administrative primary and

secondary care data. A key aspect of the study was to obtain these data and to link them using a
common identifier. This process is described in the next section and this is followed by: group definitions,
a description of the comparison groups, an analysis of the service use and costs by group, multiple
regression analyses to identify predictors of service costs, Cox regression analysis to identify predictors of
time to re-enter secondary care system, and propensity score analysis to identify participants in secondary
care who were similar to those in primary care and to assess their costs.

Data

The analyses were conducted on people in Lambeth registered with GPs and who had a record of SMI
made by their GP. As such, the starting point was to use primary care records, the source of which was
LDN. This consists of anonymised clinical and demographic data collected from all but one GP practice in
the London Borough of Lambeth. This area had a 2011 census population of 303,000 and is one of the
most deprived areas in the country. LDN was made available to the study after data cleaning in 2014. It
included data up to a cut-off date of 31 October 2013. Until recently, LDN was administered by a private
company. One limitation of LDN was that it did not include information on primary care consultations. This
was crucial for this and other studies, and the Clinical Commissioning Group (CCG) agreed for a researcher
to visit GP practices and to extract these data and for them to be uploaded in LDN. These consultation data
related to GP contacts (face to face, home visits or by telephone) and nurse contacts (face to face or by
telephone) for the calendar years 2010-13 and were available for all but three practices.

Data on secondary mental health care provided in the local area were obtained from the CRIS database
housed at the Biomedical Research Centre at the SLaM NHS Foundation Trust. CRIS extracts clinical,
demographic and service use data from electronic records. It covers the population (about 1.1 million) for
which SLaM is the main care provider and consists of data going back nearly 10 years. As with LDN, CRIS
is anonymised and is designed for use in research studies. Permission to use CRIS was obtained through
submission of a project proposal to the CRIS oversight committee. Although each of these data sets are of
use on their own, for the purposes of this and three other as yet unpublished studies it was desired to link
them. Permission to do this was obtained after submitting a Section 251 proposal to the Health Research
Authority who approved the linkage.

The third source of data was HES. These were required so that we could measure the use of inpatient and
outpatient care provided outside SlaM, as well as use of accident and emergency (A&E) departments.
Permission had already been granted to link HES data to CRIS, but we did not have HES data on people in
LDN who had never had a SLaM contact.

We had originally anticipated making links with social care data that were held by the local PCT. However,
these data applied only to a very small proportion of the population, and given the problems encountered
in obtaining health data and making appropriate linkages (see Chapter 5), we did not proceed with this.

Group definitions

The overall aim of the quantitative analyses was to make comparisons between primary and secondary
care management of patients with SMI registered with Lambeth GPs. To allow for a reasonable time frame
over which to record and analyse service use, we included in the sample all those who had been recorded
as having a SMI up to 1 January 2011 (the index date). Clearly there are limitations with this approach.
We are relying on GP recognition of SMI, and some patients with SMI on the index date will not have
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QUANTITATIVE ANALYSES

been included in LDN on 31 October 2013 because some will have died and others will have moved out of
the area and registered elsewhere. Although important, these limitations are outweighed by the practical
considerations of obtaining usable data that can be linked to secondary care records.

Once patients had been identified, and primary and secondary care records linked, the next task was to
define our groups of interest. A simple indicator of whether patients were managed in primary care or
secondary care was not available and so two alternative approaches were used. First, we used CRIS to
determine whether or not patients had been discharged from any episode of secondary care prior to the
index date and not admitted to another episode of care straightaway. (It was very common for patients to
be discharged from one team and admitted to another team, or from inpatient care to community care,
immediately.) If patients were between episodes of secondary care on the index date then we assumed
that they were managed in primary care. Limitations of this approach are that (1) we are restricted to using
data on patients for whom there are both CRIS and LDN records, thereby excluding patients who have
never received secondary care services; (2) patients may technically be between episodes of secondary care
but they may be fully expected to receive planned care at a future date; and (3) discharge from secondary
care does not by default necessarily indicate receipt of primary care. It should be stressed that patients
with no contacts with GPs would still be included.

Second, we adopted an approach to defining groups based on the services that had been used in the
period prior to the index date. If secondary care mental health services had been used in the preceding
6 months, we assumed that these were patients managed in secondary care. Of the remaining patients,
if there had been primary care contacts during the preceding year then we assumed that they were
managed in primary care. Finally, we also defined a ‘no care’ group, which consisted of patients not in
receipt of secondary care services in the previous 6 months or primary care services in the previous

12 months. Ideally, we would have focused entirely on the previous 6 months but the primary care data
were reported for entire calendar years.

Sample characteristics

Data on a total of 3632 patients recorded by GPs as having a SMI prior to the index date were obtained
from 47 GP practices in Lambeth. One practice did not provide data to LDN. A list of practices and numbers
of patients from each practice is available from the authors. The sample size was reduced to 3463 because
GP consultation data, which was a crucial element to the analyses, were not available for all practices.

A further reduction occurred when using the first definition of comparison groups (i.e. basing this on
discharges from secondary care episodes) because 424 patients had not been referred to secondary care.
Using this definition we identified 1410 (46%) patients as being under primary care management on the
index date and 1629 (54%) as being under secondary care management. The second definition resulted in
1311 (38%) patients defined as receiving primary care, 1776 (51%) patients defined as receiving secondary
care and 376 (11%) patients defined as receiving neither form of care. The analysis of demographic and
clinical characteristics below takes the two group definitions in turn.

Group definition 1: groups defined by discharge status

The mean age of patients discharged to primary care was similar to those remaining in secondary care
(Table 1), and this was matched by a reasonably similar age distribution in each group as shown by the
age bands. There was a slight difference in sex distribution, with relatively more men remaining in
secondary care. In each group about one-third of patients were of white ethnicity and one-third were of
black ethnicity, with no noticeable differences between the groups.

Nearly three-quarters of patients in secondary care had received a diagnosis of schizophrenia from
specialist services, compared with only around half of primary care patients. However, about one-third of
primary care patients had received no diagnosis from specialist services compared with < 8% of secondary
care patients. There were clear differences between the groups in terms of history of violence, a forensic
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Age (years), mean (SD) 48.1 (14.4) 46.2 (14.5)
Age, n (%)
<19 6 (0.4) 14 (0.9)
20-29 139 (9.9) 208 (12.8)
30-39 246 (17.5) 341 (20.9)
40-49 415 (29.4) 448 (27.5)
50-59 310 (22.0) 331(20.3)
60-69 177 (12.6) 168 (10.3)
70-79 84 (6.0) 86 (5.3)
80-89 31(2.2) 33(2.0)
>90 2(0.1) 0 (0.0)
Sex, n (%)
Female 677 (48.0) 673 (41.3)
Male 733 (52.0) 956 (58.7)
Ethnicity, n (%)
White 541 (38.4) 621 (38.1)
Mixed race 82 (5.8) 102 (6.3)
Asian/Asian British 70 (5.0) 82 (5.0)
Other black 518 (36.7) 604 (37.1)
Other ethnic group 27 (1.9) 43 (2.6)
Not recorded 172 (12.2) 177 (10.9)
History of violence 172 (12.2) 744 (45.7)
Any use of antipsychotic medication 1082 (76.7) 1552 (95.3)
Forensic history 160 (11.4) 356 (21.9)
History of treatment non-compliance 224 (15.9) 819 (50.3)
Physical health problems 108 (7.7) 435 (26.7)
Bipolar disorder 301 (21.4) 345 (21.2)
Organic psychosis 16 (1.1) 14 (0.9)
Atypical antipsychotics 64 (4.5) 66 (4.1)
Depot injection 3(0.2) 7 (0.4)
Lithium 24(1.7) 22 (1.4)
Mood stabiliser 8(0.6) 20(1.2)
Tricyclic antidepressant 13(0.9) 16 (1.0)
Monoamine oxidase inhibitors before index 1(0.1) 0(0.0)
Serotonin and noradrenaline reuptake inhibitor before index 7 (0.5) 6 (0.4)
Selective serotonin reuptake inhibitor before index 41 (2.9) 37 (2.3)
Mirtazapine (Zispin SolTab, Merck Sharp & Dohme Limited) 10(0.7) 7 (0.4)
continued
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TABLE 1 Demographic and clinical characteristics: groups defined by discharge status (continued)

CRIS diagnosis, n (%)
Organic disorder
Substance-induced psychosis
Schizophrenia
Affective disorder
Other
No diagnosis recorded

Atrial fibrillation

BP

Coronary heart disease

Heart failure

Hypertension

Pulmonary embolism

Stroke

ACE inhibitors

Antiplatelet

Statin

Angiotensin Il receptor blockers

Hypothyroid

Diuretic

Beta-blocker

Calcium-channel blocker

TSH test

Orlistat (Xenical, Roche)

Nicotine replacement therapy

Asthma

Cancer

Chronic kidney disease

Chronic obstructive pulmonary disease

Dementia
Depression
Diabetes mellitus
Learning difficulties
HoNOS scores, mean (SD)
Total
Agitated
Self-injury

Problem

2(0.1)
0(0.0)
734 (52.1)
241 (17.1)
1(0.1)
432 (30.6)
7(0.5)

82 (5.8)
26(1.8)
13(0.9)
264 (18.7)
10(0.7)
25(1.8)
11 (0.8)
41 (2.9)
8(0.6)
3(0.2)

67 (4.8)
16 (1.1)
18 (1.3)
12 (0.9)
194 (13.8)
15(1.1)
48 (3.4)
104 (7.4)
31(2.2)
57 (4.0)
26 (1.8)
16 (1.1)
118 (8.4)
84 (6.0)
18(1.3)

7.77 (5.82)
0.46 (0.84)
0.14 (0.55)
0.38 (0.88)

1(0.1)
1(73.7)
1201 (18.4)
300 (0.0)
0 (126)
126 (126)
8(0.5)
75 (4.6)
26 (1.6)
8(0.5)
233(14.3)
6 (0.4)
19(1.2)
8(0.5)
34(2.1)
4(0.3)
3(0.2)
63 (3.9)
22 (1.4)
11(0.7)
10 (0.6)
185 (11.4)
7 (0.4)
58 (3.6)
116 (7.1)
31(1.9)
45 (2.8)
28(1.7)
13(0.8)
106 (6.5)
109 (6.7)
72 (4.4)

9.56 (5.97)
0.54 (0.90)
0.14 (0.50)
0.52 (0.99)
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TABLE 1 Demographic and clinical characteristics: groups defined by discharge status (continued)

Cognitive 0.47 (0.83) 0.61(0.88)
Physical 0.70 (1.08) 0.77 (1.06)
Hallucination 0.84(1.12) 1.09 (1.19)
Depressed 0.81 (0.95) 0.80 (0.95)
Other 1.04 (1.08) 1.25 (1.07)
Relationships 0.88 (1.05) 1.12 (1.04)
Daily living 0.71(0.98) 0.96 (1.04)
Living conditions 0.55 (0.94) 0.64 (0.99)
Occupation 0.85 (1.07) 1.12 (1.12)

ACE, angiotensin-converting enzyme; BP, blood pressure; HONOS, Health of the Nation Outcome Scale; PC, primary care;
SC, secondary care; SD, standard deviation; TSH, thyroid-stimulating hormone.

Note

All figures are number (%) unless stated otherwise.

history, non-compliance with treatment and problems with physical health. In each case these were more
common in the secondary care than in the primary care group.

Many of the clinical characteristics as recorded on LDN applied to relatively few patients. (It should be
noted, however, that this was confined to characteristics recorded prior to the index date.) Hypertension,
asthma, depression and diabetes mellitus were among the more common disorders noted by GPs. Receipt
of thyroid-stimulating tests was also fairly frequent. However, the groups did not appreciably differ in
relation to these.

Health of the Nation Outcome Scale (HONOS) scores were available for only 2319 participants. This was an
imbalance between the groups, with scores available for 94% of secondary care patients and 56% of
those managed in primary care. We chose to use the scores that were recorded closest to the index date.
The mean total score was 1.79 higher for the secondary care group, indicating greater severity. Subscores
that showed the greatest differences were those relating to cognitive problems, hallucinations,
relationships, daily living issues, occupation and other problems. These were all markedly higher for the
secondary care group.

Group definition 2: groups defined by service use

The average age differed substantially between the three groups, with those managed in primary being,
on average, 3.5 years older than those managed in secondary care and 8.4 years older than those who
received neither primary nor secondary care (Table 2). Most patients were male, although roughly similar
numbers of men and women were managed in primary care. Fewer than half the patients were of white
ethnicity and, for those managed in secondary care, there were slightly more patients of black ethnicity.

Of those managed in primary care, half were diagnosed with schizophrenia but one-third had no diagnosis
recorded. Three-quarters of patients managed in secondary care had a diagnosis of schizophrenia with
affective disorders, comprising most remaining patients. Those patients who did not receive secondary care
in the previous 6 months or primary care in the previous 12 months were most likely not to have a CRIS
diagnosis. One-third had a diagnosis of schizophrenia. Interestingly, the LDN data show that relatively
similar proportions in each group had a diagnosis of bipolar disorder. Rates of depression as recorded on
the QOF were quite similar between groups, and for each group was less than 10%.
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TABLE 2 Demographic and clinical characteristics: groups defined by service utilisation

Primary care Secondary care Neither

Characteristic (N=1311) (N=1776) (N =376)

Age (years), mean (SD) 50.1 (15.0) 46.4 (14.6) 41.7 (14.1)
Age (years), n (%)

<19 3(0.2) 16 (0.9) 2 (0.5)
20-29 103 (7.9) 224 (12.6) 84 (22.3)
30-39 223 (17.0) 362 (20.4) 96 (25.5)
40-49 351 (26.8) 490 (27.6) 99 (26.3)
50-59 288 (22.0) 366 (20.6) 47 (12.5)
60-69 194 (14.8) 182 (10.3) 31(8.2)
70-79 107 (8.2) 100 (5.6) 12 (3.2)
80-89 36 (2.8) 35(2.0) 5(1.3)
>90 6 (0.5) 1(0.1) 0 (0.0
Sex, n (%)
Female 634 (48.4) 760 (42.8) 158 (42.0
Male 677 (51.6) 1016 (57.2) 218 (58.0)

Ethnicity, n (%)

White 553 (42.2) 669 (37.7) 179 (47.6)
Mixed race 77 (5.9) 103 (5.8) 21 (5.6)
Asian/Asian British 80 (6.1) 85 (4.8) 21(5.6)
Other Black 434 (33.1) 677 (38.1) 88 (23.4)
Other ethnic group 21 (1.6) 45 (2.5) 10 (2.7)
Not recorded 146 (11.1) 197 (11.1) 57 (15.2)
Bipolar disorder 312 (23.8) 375 (21.1) 107 (28.5)
Organic psychosis 11(0.8) 19 (1.1) 0(0.0)
Atypical antipsychotics 54 (4.1) 68 (3.8) 7(1.9)
Depot injection 1(0.1) 9(0.5) 0 (0.0)
Lithium before 352.7) 22(1.2) 1(0.3)
Mood stabiliser 5(0.4) 20 (1.1) 2 (0.5)
Tricyclic antidepressant 14 (1.1) 15 (0.8) 1(0.3)
Monoamine oxidase inhibitors 1(0.1) 0(0) 0(0.0)
Serotonin and noradrenaline reuptake inhibitor 5(0.4) 5(0.3) 2 (0.5)
Selective serotonin reuptake inhibitor before index 26 (2.0) 43 (2.4) 5(1.3)
Mirtazapine (Zispin SolTab, Merck Sharp & Dohme Limited) 8(0.6) 9(0.5) 1(0.3)

CRIS diagnosis, n (%)

Organic disorder 1(0.1) 1(0.1) 0(0.0)
Substance-induced psychosis 0 (0.0) 1(0.1) 0(0.0)
Schizophrenia 508 (50.2) 1292 (72.8) 93 (38.9)
Affective disorder 173 (17.1) 331 (18.6) 42 (17.6)
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TABLE 2 Demographic and clinical characteristics: groups defined by service utilisation (continued)

Primary care Secondary care Neither
Characteristic (ERVI[)) (N =376)
Other 1(0.1) 0(0.0) 0(0.0)
No diagnosis recorded 330 (32.6) 151 (8.5) 104 (43.5)
Atrial fibrillation 13(1.0) 8(0.4) 0 (0.0)
BP 60 (4.6) 73 (4.1) 26 (6.9)
Coronary heart disease 35(2.7) 27 (1.5) 4(1.1)
Heart failure 12 (0.9) 11 (0.6) 1(0.3)
Hypertension 302 (23.0) 253 (14.3) 25 (6.7)
Pulmonary embolism 7 (0.5) 6 (0.3) 2 (0.5)
Stroke 26 (2.0) 21(1.2) 1(0.3)
ACE inhibitors 14(1.1) 8 (0.5) 0 (0.0)
Antiplatelet 52 (4.0) 35 (2.0) 2 (0.5)
Statin 8(0.6) 5(0.3) 0(0.0)
Angiotensin Il receptor blockers 4(0.3) 4(0.2) 0 (0.0)
Hypothyroid 68 (5.2) 70 (3.9) 5(1.3)
Diuretic 21(1.6) 24 (1.4) 0 (0.0)
Beta-blocker 14(1.1) 13(0.7) 1(0.3)
Calcium-channel blocker 11 (0.8) 12 (0.7) 0 (0.0)
TSH test 182 (13.9) 197 (11.1) 23(6.1)
Orlistat 10 (0.8) 11 (0.6) 0(0.0)
Nicotine replacement therapy 35(2.7) 63 (3.6) 1(0.3)
Asthma 108 (8.2) 124.(7.0) 16 (4.3)
Cancer 37 (2.8) 37 (2.1) 4(1.1)
Chronic kidney disease 66 (5.0) 47 (2.7) 2 (0.5)
Chronic obstructive pulmonary disease 28 (2.1) 31(1.8) 1(0.3)
Dementia 14(1.1) 17 (1.0) 1(0.3)
Depression 104 (7.9) 115 (6.5) 32 (8.5)
Diabetes mellitus 84 (6.4) 122 (6.9) 7 (1.9)
Learning difficulties 18 (1.4) 68 (3.8) 1(0.3)

HoNOS scores, mean (SD)

Total 7.34 (5.62) 9.45 (5.97) 7.71(5.91)
Agitated 0.43 (0.79) 0.55 (0.91) 0.34 (0.70)
Self-injury 0.12 (0.49) 0.14 (0.50) 0.30(0.87)
Problem 0.37 (0.86) 0.50 (0.98) 0.45 (0.95)
Cognitive 0.48 (0.84) 0.59 (0.88) 0.41 (0.79)
Physical 0.67 (1.04) 0.78 (1.08) 0.65(1.11)
Hallucination 0.80(1.11) 1.07 (1.18) 0.65 (1.05)
Depressed 0.78 (0.96) 0.80 (0.94) 0.91 (1.02)

continued
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TABLE 2 Demographic and clinical characteristics: groups defined by service utilisation (continued)

Other 0.93 (1.05) 1.25(1.07) 0.87 (1.03)
Relationships 0.82 (1.00) 1.10 (1.05) 1.01 (1.09)
Daily living 0.67 (0.96) 0.94 (0.94) 0.68 (0.97)
Living conditions 0.47 (0.82) 0.64 (1.00) 0.58 (0.99)
Occupation 0.83 (1.05) 1.09 (1.11) 0.80(1.13)

ACE, angiotensin-converting enzyme; BP, blood pressure; SD, standard deviation; TSH, thyroid-stimulating hormone.
Note
All figures are number (%) unless stated otherwise.

Physical health problems, as diagnosed by GPs, tended to be more prevalent in the primary care group and
less prevalent in the neither primary nor secondary care group. The most common disorder in the primary
care patients was hypertension (around one-quarter of the sample) and this was the same in the secondary
care group (< 15%).

Health of the Nation Outcome Scale scores were available for 494 (38%) primary care patients, 1651
(93%) secondary care patients and 77 (20%) no care patients. Given the fact that a HONOS score is
unlikely to be given to a patient with no secondary care contacts, this distribution is unsurprising. Higher
HoNOS scores indicating greater severity scores were noticeably higher for secondary care patients than for
patients in the other two groups.

Use and cost of health services

The use of primary care services was reported for the calendar years 2010-13. Numbers and percentages
using primary care are reported and mean and standard deviations (SDs) of the number of contacts among
those using them (i.e. excluding non-users) are also provided. Costs were calculated by combining the
service use data with appropriate unit costs (at 2013/14 prices),?? and means and SDs of cost for all the
sample are reported. For secondary care services a similar procedure was followed. However, for SLaM
services costs had already been calculated as part of another NIHR-funded project and these costs were
used here.” For comparability we inflated/deflated these costs to 2013/14 prices using data from a
recognised source.?? Use of inpatient, outpatient, and A&E care was reported as before and with costs
obtained from published Department of Health figures.?

Group definition 1: groups defined by discharge status

During the year prior to the index date, around three-quarters of each group had received face-to-face
contacts from their GP (Table 3). This increased somewhat in the subsequent years but there were few
differences between the groups. Home visits were received by relatively few patients in either group,
whereas the numbers receiving telephone contacts increased over time from around one-quarter prior to
the index date to nearly half in the final year. Face-to-face nurse contacts were received by one-third to
one-half of patients and again there were no clear differences between groups. Again, nurse contacts by
telephone were relatively uncommon.

The number of patients with primary care consultations is shown in Table 4. Face-to-face GP consultations
occurred, on average, about every 2 months, whereas face-to-face nurse contacts occurred around every

3 months. Differences between the two groups were limited. The costs of primary care were dominated by
face-to-face GP contacts, accounting for between 74% and 84% of the total (Table 5). Contacts with
nurses by telephone accounted for < 1% of the total.

NIHR Journals Library www.journalslibrary.nihr.ac.uk



DOI: 10.3310/hsdr04340

HEALTH SERVICES AND DELIVERY RESEARCH 2016 VOL. 4 NO. 34

TABLE 3A Number (%) with primary care consultations: groups defined by discharge status

2010, n (%)

Type of contact  Discharged (N = 1335)

GP, face to face 1044 (78.2)
GP, home 53 (4.0)
GP, telephone 345 (25.8)

Nurse, face to face 489 (36.6)
Nurse, telephone 41 (3.1)

2011, n (%)

Still in SC (W= 1566) Discharged (N =1335) Still in SC (N = 1566)

1234 (78.8) 1104 (82.7) 1279 (81.7)
80 (5.1) 63 (4.7) 97 (6.2)
466 (29.8) 409 (30.6) 504 (32.2)
562 (35.9) 559 (41.9) 657 (42.0)
34(2.2) 43 (3.2) 83(5.3)

SC, secondary care.

TABLE 3B Number (%) with primary care consultations: groups defined by discharge status

2012, n (%)

Type of contact  Discharged (n = 1335)

GP, face to face 1163 (87.1)
GP, home 76 (5.7)
GP, telephone 508 (38.1)

Nurse, face to face 627 (47.0)
Nurse, telephone 55 (4.1)

2013, n (%)

Still in SC (n=1566) Discharged (n=1335) Still in SC (n = 1566)

1358 (86.7) 1166 (87.3) 1356 (86.6)
102 (6.5) 84 (6.3) 115(7.3)
592 (37.8) 615 (46.1) 701 (44.8)
709 (45.3) 638 (47.8) 773 (49.4)
75 (4.8) 86 (6.4) 108 (6.9)

SC, secondary care.

TABLE 4A Mean (SD) number of primary care consultations: groups defined by discharge status

2010, mean (SD)

Type of contact  Discharged

GP, face to face 6.3 (6.1)
GP, home 2.1(2.2)
GP, telephone 2.7 (3.5)
Nurse, face to face 4.1 (6.1)
Nurse, telephone 1.4 (1.0)

2011, mean (SD)

Still in SC Discharged Still in SC
7.0(7.2) 7.1(7.2) 7.3(7.4)
1.8(1.8) 22(2.2) 2.0(2.2)
3.2 (4.5) 2.8 (3.6) 3.0 (4.6)
3.1(3.7) 4.6 (6.2) 3.8(4.9)
1.2(0.5) 2.12.7) 1.6 (1.4)

SC, secondary care.
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TABLE 4B Mean (SD) number of primary care consultations: groups defined by discharge status

2012, mean (SD) 2013, mean (SD)
Type of contact  Discharged Still in SC Discharged Still in SC
GP, face to face 7.6 (7.3) 7.4(7.2) 6.5(5.7) 6.2 (5.5)
GP, home 1.9(1.8) 2024 2.3(2.1) 2222
GP, telephone 3.3(4.0) 3.2(4.2) 3.6 (4.6) 3.5(4.7)
Nurse, face to face 4.4 (6.3) 45 (6.0) 4.4(6.1) 4.7 (6.8)
Nurse, telephone 1.7 (1.4) 2.0(1.8) 1.8 (1.8) 2.3(2.2)

SC, secondary care.

TABLE 5A Primary care consultation costs (2013/14 £s): groups defined by discharge status

2010, mean (SD) 2011, mean (SD)

Type of contact  Discharged (n=1335)  Still in SC (n=1566) Discharged (n=1335) Still in SC (n = 566)

GP, face to face 208 (251) 232 (295) 247 (296) 251 (305)
GP, home 5(37) 6 (35) 6 (41) 8 (45)
GP, telephone 17 (54) 24 (72) 21 (59) 25 (74)
Nurse, face to face 20 (55) 15 (36) 25(61) 21 (49)
Nurse, telephone 0.2 (1.2) 0.1(0.8) 0.1(1.2) 0.2 (1.0)
Total primary 251 (284) 277 (332) 301 (330) 304 (345)
care costs

SC, secondary care.

TABLE 5B Primary care consultation costs (2013/14 £s): groups defined by discharge status

2012, mean (SD) 2013, mean (SD)

Type of contact  Discharged (n = 335) Still in SC (n=1566) Discharged (n=1335) Still in SC (n = 1566)

GP, face to face 276 (304) 269 (300) 237 (242) 227 (234)
GP, home 7 (38) 8 (49) 9 (47) 10 (51)
GP, telephone 31 (74) 30 (75) 42 (90) 39 (90)
Nurse, face to face 27 (64) 27 (61) 28 (63) 31(71)
Nurse, telephone 0.1 (0.9) 0.2(1.2) 0.2 (1.3) 0.3(1.7)
Total primary 342 (350) 335 (350) 315 (299) 307 (305)
care costs

SC, secondary care.
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Not surprisingly, use of secondary care services from the local NHS trust differed between the groups
(Table 6). In the year prior to the index date there was a five-fold difference in the number of patients
admitted to inpatient care, and in the subsequent years the difference remained substantial. For those who
were admitted, the total length of stay across each year was fairly similar, with the exception of the first
year where those who were subsequently discharged after the index date had more days in hospital (but
were far less likely to be hospitalised in the first place). Although the number of days may seem high, this
reflects multiple admissions and is also affected by extreme outliers. The cost of inpatient care mirrors the

TABLE 6A Psychiatric service use from local NHS trust and associated costs (2013/14 £s): groups defined by
discharge status

2010 2011

Discharged Still in SC Discharged Still in SC
Type of contact (N =1335) (N = 1566) (N = 1335) (N = 1566)
Inpatient, n (%) 58 (4.3) 365 (23.3) 108 (8.1) 302 (19.3)
Number of days, mean (SD) 150.3 (147.9) 83.6 (86.5) 96.5 (125.4) 94.7 (104.9)
Costs (£), mean (SD) 3448 (25,433) 8702 (28,660) 4229 (27,741) 8209 (27,873)
Community contacts, n (%) 387 (29.0) 1497 (95.6) 301 (22.6) 1440 (92.0)
Number of contacts, mean (SD) 7.3(11.9) 28.9 (49.7) 10.2 (15.5) 28.1(51.2)
Costs (£), mean (SD) 288 (1057) 3887 (7508) 306 (1201) 3493 (6841)
Psychotropic medication, n (%) 284 (21.3) 1282 (81.9) 227 (17.0) 1245 (79.5)
Cost (£), mean (SD) 77 (470) 765 (1665) 95 (526) 803 (1721)

Total mental health care costs (£), mean (SD) ~ 3802 (26,191) 13,039 (28,984) 4412 (26,930) 12397 (29,370)

SC, secondary care.

TABLE 6B Psychiatric service use from local NHS trust and associated costs (2013/14 £s): groups defined by
discharge status

2012 2013

Discharged Still in SC Discharged Still in SC
Type of contact (EREEXE)) (N = 1566) (N = 335) (N = 1566)
Inpatient, n (%) 105 (7.9) 306 (19.5) 73 (5.5) 220 (14.1)
Number of days, mean (SD) 84.4 (110.1) 84.7 (98.2) 98.6 (115.5) 92.2 (101.7)
Costs (£), mean (SD) 3804 (23,237) 7460 (26,155) 2450 (17,208) 6500 (25,215)
Community contacts, n (%) 396 (29.7) 1295 (82.7) 426 (31.9) 1226 (78.3)
Number of contacts, mean (SD) 14.2 (17.5) 25.8 (39.7) 12.0 (18.2) 19.9 (27.3)
Costs (£), mean (SD) 547 (1567) 2796 (5172) 485 (1557) 1979 (3452)
Psychotropic medication, n (%) 303 (22.7) 1096 (70.0) 321 (24.0) 1004 (64.1)
Cost (£), mean (SD) 141 (643) 840 (1977) 115 (535) 722 (1625)

Total mental health care costs (£), mean (SD) 4310 (22,332) 10,912 (27,280) 3027 (17,339) 9167 (26,182)

SC, secondary care.
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above findings, with far higher costs for the secondary care group. The proportion of patients with
community contacts was also much higher among the secondary care patients, again with the largest
difference during the first year. In each year, the number of community contacts for those who had them
was substantially higher in the secondary care group. Finally, the table reveals that use and cost of
psychotropic medication (as prescribed by the trust) was also much higher in the secondary care patients.
Total mental health care costs in the year prior to the index date were 3.4 times higher among those in
the discharged to primary care group. This ratio fell to 2.8 and 2.5 in 2011 and 2012, respectively, before
rising again to 3.0 in 2013.

Between 14% and 20% of the patients had admissions for physical health reasons in each year (Table 7).
This excludes the final period, where the figures are substantially lower than for other years, indicating that
the data set was not fully updated. Inpatient days in the first years were somewhat higher for the
secondary care group. During this year, the cost of inpatient care for physical health reasons was also
higher for the secondary care group and thereafter the costs were more similar.

There was very little use of psychiatric inpatient care from other trusts, and differences between the groups
were small. Around one-third of patients had outpatient contacts in each year (excluding 2013 for the
above reasons) with around 4-5 contacts per user. Finally, one-quarter to one-third of patients visited A&E
in each year. Use and cost of A&E was higher for the secondary care patients.

The mean total cost of the above services reveals that those in the discharged to primary care group had
consistently lower costs than those in secondary care on the index date (Figure 7). The costs were lower in
2013 partly because this covered only 10 months. The mean (SD) costs for the combined follow-up period
(2011-13) were £14,730 (£58,627) for the discharged group and £36,075 (£67,454) for the secondary
care group.

Use of secondary health-care services outside local NHS trust: groups defined by discharge status

Physical inpatient, n (%) 191 (14.3) 272 (17.5) 197 (14.8) 308 (19.8)
Days in hospital, mean (SD) 7.8 (19.7) 10.5 (29.3) 6.0 (12.1) 8.1 (18.6)
Cost (£), mean (SD) 650 (4624) 1072 (7489) 518 (2982) 936 (5172)
Psychiatric inpatient, n (%) 18 (1.4) 27 (1.7) 25(1.9) 24 (1.5)
Days in hospital, mean (SD) 5.4 (13.6) 2.6 (5.4) 6.9 (14.5) 9.6 (20.3)
Cost (£), mean (SD) 25 (580) 16 (271) 46 (758) 52 (962)
Outpatient contacts, n (%) 469 (35.2) 531 (34.1) 486 (36.5) 547 (35.1)
Number of contacts, mean (SD) 3.7 (4.3) 4.1 (5.0) 3.7 (4.0) 4.6 (5.3)
Cost (£), mean (SD) 143 (339) 153 (381) 149 (331) 175 (418)
A&E visits, n (%) 344 (25.8) 560 (36.0) 363 (27.2) 528 (33.9)
Number of visits, mean (SD) 1.9 (2.0) 2.7 (3.9) 1.9(1.8) 3.0 (6.5)
Cost (£), mean (SD) 58 (157) 117 (318) 62 (153) 118 (474)
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TABLE 7B Use of secondary health-care services outside local NHS trust: groups defined by discharge status

2012 2013

Discharged Still in SC Discharged Still in SC
Type of contact ((EREXD)) (N = 1566) ((EREED)] (N = 1566)
Physical inpatient, n (%) 196 (14.7) 270 (17.3) 84 (6.3) 101 (6.5)
Days in hospital, mean (SD) 9.0 (20.2) 7.7 (15.8) 3.8 (5.8) 5.2 (8.7)
Cost (£), mean (SD) 775 (4884) 779 (4202) 141 (1003) 195 (1483)
Psychiatric inpatient, n (%) 18 (1.4) 17 (1.1) 3(0.2) 10 (0.6)
Days in hospital, mean (SD) 5.4 (10.5) 5.4 (10.1) 1.8(1.5) 1.5(1.4)
Cost (£), mean (SD) 26 (470) 21 (409) 1(37) 3(57)
Outpatient contacts, n (%) 502 (37.7) 551 (35.4) 256 (19.2) 258 (16.6)
Number of contacts, mean (SD) 4.0(4.3) 4.3 (5.0) 1.8(1.5) 2.2(2.2)
Cost (£), mean (SD) 162 (358) 165 (396) 38 (105) 39 (129)
A&E visits, n (%) 407 (30.5) 519 (33.3) 140 (10.5) 197 (12.7)
Number of visits, mean (SD) 2.0(2.3) 2.9 (5.1) 1.4 (1.0) 2.0 (3.4)
Cost (£), mean (SD) 74 (185) 114 (380) 17 (62) 30 (161)

SC, secondary care.

16,000
14,637

14000 13,944
12,349
12,000- 11,690
10,000
8000
i 5494 5696
60009 4909
4211
4000+
2000+ I
04
2013

Total cost (2013/14 £)

2010 | 2011 2012 2013 2010 2011 2012
Discharged to PC Still in SC

FIGURE 1 Mean costs per year by discharge group (2013/14 £s). PC, primary care; SC, secondary care.

The distribution of costs over time demonstrates that SLaM-provided secondary care accounted for most
cost in each year (Figure 2). However, as a proportion it was (not surprisingly) somewhat greater among
the secondary care patients.

Group definition 2: groups defined by service use

More than 90% of the primary care group had received face-to-face GP contacts in the year prior to the
index date (Table 8). This was substantially higher than for the secondary care group, and, by definition,
none of the no care group had such contacts recorded for this period. For each of the 3 years following

© Queen’s Printer and Controller of HMSO 2016. This work was produced by McCrone et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals
provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.

17



QUANTITATIVE ANALYSES

100
90 A
80
70
60
W Other SC
50 | SC (SLaM)
m PC
40
30
20
10
o -
| 2013

Percentage

2010 | 2011 | 2012 | 2013 2010 | 2011 | 2012
Discharged to PC Still in SC

FIGURE 2 Distribution of service costs by discharge group. PC, primary care; SC, secondary care.

TABLE 8A Number (%) with primary care consultations: groups defined by service use

2010, n (%) 2011, n (%)

Type of contact PC(N=1311) SC(N=1776) NC(N=376) PC(N=1311) SC(N=1776) NC (N =376)

GP, face to face 1203 (91.8) 1401 (78.9) 0(0.0) 1159 (88.4) 1452 (81.8) 142 (37.8)
GP, home 54 (4.1) 93 (5.2) 0(0.0) 65 (5.0) 109 (6.1) 6(1.6)
GP, telephone 348 (26.5) 549 (30.9) 0(0.0) 400 (30.5) 586 (33.0) 31(8.2)
Nurse, face to face 593 (45.2) 627 (35.3) 0(0.0) 643 (49.1) 726 (40.9) 62 (16.5)
Nurse, telephone 42 (3.2) 40 (2.3) 0(0.0) 45 (3.4) 91 (5.1) 1(0.3)

NC, neither primary nor secondary care; PC, primary care; SC, secondary care.

TABLE 8B Number (%) with primary care consultations: groups defined by service use

2012, n (%) 2013, n (%)

Type of contact PC(N=1311) SC(N=1776) NC(N=376) PC(N=1311) SC(N=1776) NC (N=376)

GP, face to face 1185 (90.4) 1530 (86.2) 254 (67.8) 1156 (88.2) 1538 (86.6) 300 (79.8)
GP, home 79 (6.0) 115 (6.5) 10 (2.7) 77 (5.9) 131(7.4) 17 (4.5)
GP, telephone 473 (36.1) 684 (38.5) 108 (28.7) 607 (46.3) 796 (44.8) 131 (34.8)
Nurse, face to face 677 (51.6) 788 (44.4) 110 (29.3) 659 (50.3) 859 (48.4) 139 (37.0)
Nurse, telephone 67 (5.1) 82 (4.6) 7 (1.9 80 (6.1) 123 (6.9) 15 (4.0)

NC, neither primary nor secondary care; PC, primary care; SC, secondary care.
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the index date, the proportion of the secondary care group with face-to-face GP contacts increased
slightly, whereas the primary care group maintained similar levels of contact. What is striking, however, is
that the patients in the no care group were increasingly likely to have GP contacts over the subsequent
years. Telephone contacts with GPs were received by slightly more secondary care than primary care
patients in 2010. The proportion of patients having such contacts increased in each group, particularly
during the final year. For the no care group, telephone contacts did increase substantially but remained
noticeably lower than in the other groups. Home visits by GPs were received by relatively few patients and
proportions were always slightly higher for the secondary care group. Face-to-face contacts with primary
care nurses were relatively common in the primary care and secondary care groups, with the rate being
slightly higher in the former. By 2013 about half of each of these groups had such contacts. The no care
group again saw increased use of this service, and by 2013 about one-third had these contacts. Telephone
contacts with primary care nurses were far less frequently received by patients.

For those with primary care contacts, the numbers of these are reported in Table 9. It can be seen that the
intensity of contacts did not differ markedly between the primary care and secondary care groups. Patients

in the no care group who did have contacts in 2011-13 tended to have a lower rate of these than patients

in the other two groups. Costs of care were again dominated by face-to-face GP consultations (Table 70).
The costs of face-to-face GP contacts were very similar between the primary care and secondary care
groups, and for each year both groups had higher costs than the no care group.

TABLE 9A Mean (SD) number of primary care consultations: groups defined by service use

2010, mean (SD) 2011, mean (SD)
Type of contact PC SC PC SC
GP, face to face 6.0 (6.0) 7.0(7.1) - - 7.3(7.5) 7.2(7.3) 4.0(4.7)
GP, home 2.2(2.3) 1.8(1.7) - - 1.9(1.9) 2.0(2.2) 2.2(2.9)
GP, telephone 2.6(3.1) 3.2(4.6) - - 2.8(3.4) 3.1(4.5) 1.9(1.7)
Nurse, face to face 3.7 (5.5) 3.1 (3.9 - - 4.1 (5.6) 4.0(5.1) 25@2.2)
Nurse, telephone 1.5(1.1) 1.1(0.4) - - 2.0(2.3) 1.6(1.6) 1.0 (0.0)

NC, neither primary nor secondary care; PC, primary care; SC, secondary care.

TABLE 9B Mean (SD) number of primary care consultations: groups defined by service use

2012, mean (SD) 2013, mean (SD)
Type of contact PC e PC e
GP, face to face 7.3 (6.9) 7.5(7.2) 5.8 (6.7) 6.3 (5.4) 6.3 (5.6) 5.0 (4.6)
GP, home 2.1(2.0) 2.0(2.3) 1.3(0.7) 2.5(2.6) 22(2.2) 2.2 (2.5)
GP, telephone 3.44.2) 3.2(4.1) 2.3(1.9) 3.6(4.7) 3.5(4.8) 2.9(3.6)
Nurse, face to face 4.1 (5.8) 45 (6.1) 2.9 (3.2) 4.1 (5.7) 4.6 (6.7) 2.8(3.2)
Nurse, telephone 1.7 (1.5) 1.9(1.8) 1.1 (0.4) 1.9(1.9) 2.1(2.1) 1.5(1.1)

NC, neither primary nor secondary care; PC, primary care; SC, secondary care.
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TABLE 10A Primary care consultation costs (2013/14 £s): groups defined by service use

2010, mean (SD) 2011, mean (SD)

Type of contact PC (n=1311)

SC(n=1776) NC(n=376) PC(n=1311)

SC (n=1776)

NC (n = 376)

GP, face to face 232 (252) 233 (292) 0(0) 272 (311) 249 (302) 63 (146)
GP, home 6 (40) 6 (34) 0(0) 6 (36) 8 (45) 2(27)

GP, telephone 17 (49) 24 (73) 0 (0) 21 (56) 25 (74) 4(18)
Nurse, face to 22 (55) 15 (6) 0 (0) 27 (59) 21 (50) 5(17)
face

Nurse, telephone 0.2 (1.5) 0.1 (0.8) 0 (0) 0.1(1.2) 0.2 (1.1) <0.1(0.1)

NC, neither primary nor secondary care; PC, primary care; SC, secondary care.

TABLE 10B Primary care consultation costs (2013/14 £s): groups defined by service use

2012, mean (SD)

2013, mean (SD)

Type of contact PC(n=1311) SC(n=1776) NC(n=376) PC(n=1311) SC(n=1776) NC (n=376)
GP, face to face 277 (289) 270 (301) 163 (257) 232 (231) 229 (238) 166 (192)
GP, home 8 (43) 8 (48) 2 (15) 9 (53) 10 (51) 6 (42)

GP, telephone 31 (75) 31 (75) 17 (37) 42 (92) 39 (92) 26 (64)
Nurse, face to 28 (61) 27 (61) 11 (28) 28 (60) 30 (69) 14 (32)

face

Nurse, telephone 0.2 (1.0) 0.2 (1.1) <0.1(0.3) 0.2 (1.30 0.3(1.6) 0.1 (0.8)

NC, neither primary nor secondary care; PC, primary care; SC, secondary care.

Around one-quarter of secondary care patients had psychiatric inpatient admissions to the local trust

during the year prior to the index date (Table 117). This occurred for very few of the patients in the primary
care or no care group (both of which by definition had zero use in the last 6 months of that year).
Inpatient use fell slightly for the secondary care group in subsequent years, whereas the other two groups
saw a slight increase. For those who were admitted, the number of days in hospital was always far higher
in the secondary care group than in other two groups. Not surprisingly, the costs of inpatient care were by
far the highest in the secondary care group.

Almost all secondary care patients had community contacts during the year prior to the index date. The
proportion then fell over time to around one-quarter. The primary care group initially had a higher rate of
community contacts than the no care group, but this difference disappeared over time. As with inpatient
care, the cost of community contacts was much greater in the secondary care group than in the other two
groups. Finally, the table shows that the use and cost of psychotropic medication was greatest in the
secondary care group.

Use of inpatient care for physical health reasons was similar for the primary care and secondary care
groups (Table 12). The no care group had a lower rate of use, except in the final year. For those who were
admitted, the number of days in hospital was not consistently different between the groups. As in the
earlier analyses, the use of psychiatric inpatient care in other trusts was uncommon. In each year excluding
2013, around one-third of primary care and secondary care patients had outpatient contacts, and the
number and cost of these was similar. The no care group generally made less use of outpatient care.
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TABLE 11A Psychiatric service use from local NHS trust and associated costs (2013/14 £s): groups defined by
service use

2010 2011

PC SC NC PC SC
Type of contact (N=1311) (N=1776) (N =376) (N=1311) (N=1776)
Inpatient, n (%) 5(0.4) 420 (23.7) 1(0.3) 54 (4.1) 349 (19.7) 16 (4.3)
Number of days, 21.0(21.9) 95.7 (102.2) 23.0(0.0) 40.2 (36.4) 107.6 (118.4) 28.6 (35.8)
mean (SD)
Costs (£), mean (SD) 47 (662) 9737 (32,762) 18 (290) 342 (2842) 9874 (34,021) 222 (2166)
Community contacts, 167 (12.7) 1705 (96.0) 16 (4.3) 197 (15.0) 1527 (86.0) 42 (11.2)
n (%)
Number of contacts, 3.8(5.3) 26.6 (47.2) 3.7 (4.1) 8.3(13.6) 27.4 (50.1) 9.5(11.2)
mean (SD)
Costs (£), mean (SD) 68 (360) 3418 (6799) 23 (168) 169 (876) 3088 (6341) 146 (664)
Psychotropic 135 (10.3) 1421 (80.0) 13 (3.5) 137 (10.5) 1330 (74.9) 28 (7.5)
medication, n (%)
Cost (£), mean (SD) 19 (355) 719 (1588) 5 (49) 25 (229) 763 (1669) 9 (65)
Total mental health care 139 (995) 14,529 (35,450) 48 (476) 550 (3677) 14,092 (36,034) 388 (2521)

costs (£), mean (SD)

NC, neither primary nor secondary care; PC, primary care; SC, secondary care.

TABLE 11B Psychiatric service use from local NHS trust and associated costs (2013/14 £s): groups defined by
service use

2012 2013

PC SC PC SC
Type of contact N=1311) (N=1776) (N=1311) (N =1776)
Inpatient, n (%) 58 (4.4) 345 (19.4) 20 (5.3) 33(2.5) 252 (14.2) 13 (3.5)
Number of days, 53.4(67.8)  93.5(108.1) 43.7 (48.9) 65.6 (99.0) 100.6 (106.7) 45.5 (53.6)
mean (SD)
Costs (£), mean (SD) 1007 (7013) 8466 (30,445) 1027 (5419) 766 (7893) 7212 (28,372) 691 (5206)
Community contacts, 265 (20.2) 1395 (78.6) 89 (23.7) 283 (21.6) 1336 (75.2) 95 (25.3)
n (%)
Number of contacts, 12.1 (15.9) 25.2 (38.7) 14.1 (16.0) 10.0 (12.9) 19.7 27.3) 9.4(10.7)
mean (SD)
Costs (£), mean (SD) 327 (1181) 2550 (4893) 432 (1326) 278 (972) 1878 (3407) 307 (906)
Psychotropic 196 (15.0) 1187 (66.80 54 (14.4) 198 (15.1) 1098 (61.8) 66 (17.6)
medication, n (%)
Cost (£), mean (SD) 63 (371) 795 (1911) 60 (374) 52 (291) 679 (1573) 48 (298)

Total mental health care 1412 (7836) 11,934 (31,870) 1536 (6416) 1096 (8253) 9768 (29,220) 1046 (5585)
costs (£), mean (SD)

NC, neither primary nor secondary care; PC, primary care; SC, secondary care.
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TABLE 12A Use of secondary health-care services outside local NHS trust: groups defined by service use

2010 2011

PC SC NC PC SC NC
Type of contact (N=1012) (N = 1765) (N =239) (N=1012) (N=1765) (N=239)
Physical inpatient, n (%) 150 (14.8) 309 (17.5) 21(8.8) 161 (15.9) 342 (19.4) 23(9.6)
Days in hospital, mean (SD) 7.5(16.8) 10.1 (28.1) 11.7 (35.5) 6.1(13.4) 8.3(18.5) 5.7 (8.3)
Cost (£), mean (SD) 647 (4072) 1027 (7211) 600 (6308)  565(3371) 934 (5104) 322 (1777)
Psychiatric inpatient, n (%) 7 (0.7) 36 (2.0) 2 (0.8) 14 (1.4) 31(1.8) 5(2.1)
Days in hospital, mean (SD) 1.1(0.8) 4.1 (10.5) 6.0 (7.8) 7.4 (15.4) 8.1(18.1) 12.6 (19.9)
Cost (£), mean (SD) 3(38) 29 (555) 18 (261) 36 (682) 50 (911) 93 (1104)
Outpatient contacts, n (%) 375 (37.1) 605 (34.3) 50 (20.9) 382 (37.7) 625 (35.4) 62 (25.9)
Number of contacts, mean (SD) 4.0 (5.1) 4.1 (4.8) 2.8(2.9) 4.1 (4.7) 4.4 (5.3) 29(2.8)
Cost (£), mean (SD) 163 (402) 152 (372) 64 (192) 169 (381) 170 (411) 81 (204)
A&E visits, n (%) 229 (22.6) 647 (36.7) 60 (25.1) 266 (26.3) 600 (34.0) 63 (26.4)
Number of visits, mean (SD) 1.9 (2.0) 2.7 (3.8) 1.9 (2.6) 1.8 (1.8) 2.9 (6.1) 2.0(1.7)
Cost (£), mean (SD) 52 (147) 115 (309) 56 (183) 57 (143) 115 (451) 62 (146)

NC, neither primary nor secondary care; PC, primary care; SC, secondary care.

TABLE 12B Use of secondary health-care services outside local NHS trust: groups defined by service use

2012 2013

PC SC PC SC
Type of contact (n=1012) (n = 1765) (n=1012) (n =1775)
Physical inpatient, n (%) 150 (14.8) 311 (17.6) 27 (11.3) 66 (6.5) 115 (6.5) 14 (5.9)
Days in hospital, mean (SD) 9.3(20.3) 8.2 (17.1) 9.5(17.7) 4.3(7.1) 5.0 (8.4) 4.2 (5.0
Cost (£), mean (SD) 800 (4939)  845(4568) 624 (3839) 163 (1223) 190 (1441) 144 (898)
Psychiatric inpatient, n (%) 9(0.9) 21(1.2) 9 (3.8) 2(0.2) 11 (0.6) 2(0.8)
Days in hospital, mean (SD) 4.7 (7.5) 6.6 (12.0) 3.3(4.8) 1.0(0.7) 1.7 (1.5) 1.0(0.7)
Cost (£), mean (SD) 15 (282) 28 (516) 44 (381) 1(17) 4(61) 3(36)
Outpatient contacts, n (%) 391 (38.6) 634 (35.9) 73 (30.5) 213(21.0) 295 (16.7) 29 (12.1)
Number of contacts, mean (SD) 4.4 (5.3) 4.1 (4.9 3.3(3.1) 1.9(1.6) 2.12.1) 2.0(01.7)
Cost (£), mean (SD) 185 (429) 162 (385) 109 (248) 43 (115) 38 (125) 26 (96)
A&E visits, n (%) 288 (28.5) 596 (33.8) 81(33.9) 92 (9.0) 232 (13.1) 23(9.6)
Number of visits, mean (SD) 1.9(1.9) 2.8 (4.8) 2.7 (3.6) 1.3(0.5) 1.9(3.2) 1.5(0.9)
Cost (£), mean (SD) 65 (155) 111 (362) 106 (288) 14 (48) 30 (155) 17 (63)

NC, neither primary nor secondary care; PC, primary care; SC, secondary care.
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Finally, and similar to the earlier analyses, about one-quarter of primary care and one-third of secondary
care patients visited A&E in each year (except 2013).

The mean total cost of the above services reveals that those in the primary care and neither primary nor
secondary care groups have substantially lower costs than those in the secondary care group (Figure 3).
The mean costs for the combined follow-up period (2011-13) were £7100 (SD £18,796) for the primary
care group, £39,438 (SD £81,666) for the secondary care group, and £6870 (SD £13,655) for the neither
primary nor secondary care group.

The distribution of costs shows that secondary mental health care accounts for an increasing amount of
cost in the groups defined on the index date as being in primary care or neither primary nor secondary
care (Figure 4).

Regression analyses

The previous section has demonstrated that those discharged to primary care or those receiving
predominantly primary care up to the index date have substantially lower mental health care costs than
those in secondary care. This is hardly surprising but we have also seen that there are clear differences
between the samples in terms of demographic and clinical characteristics. It is quite possible that these
characteristics exert an impact on cost regardless of where care is located. In order to determine the
specific impact of location of care on subsequent health-care costs with these characteristics held constant,
a series of multiple regression models were developed. These took primary care costs, secondary mental
health care costs and total costs as dependent variables over the follow-up period of January 2011 to
October 2013. These three groups of models were further refined by using the two aforementioned
definitions of location as independent variables (i.e. group membership defined by discharge status and by
service use). Other independent variables included demographic details (age, age squared, sex, ethnicity),
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FIGURE 3 Mean costs per year by service use group (2013/14 £s). IAPT, Improving Access to Psychological Therapies;
PC, primary care; SC, secondary care.
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FIGURE 4 Distribution of service costs by service use group. PC, primary care; SC, secondary care.

previous history of key events (forensic use, violence, antipsychotic, non-compliance, physical health
problems), clinical data from primary care (blood pressure, hypertension, thyroid-stimulating hormone test,
asthma, depression, diabetes mellitus) and time since the first primary care record of SMI. Service costs
from 2010 (primary care, secondary mental health care from SLaM, outpatient care from other trusts, A&E
costs, inpatient costs) not corresponding to the follow-up measure were also included (i.e. for analysis of
primary care costs we did not include 2010 primary care costs). In further analyses, reported in Appendix 1,
all 2010 costs were included as were HoNOS scores. (HONOS scores were missing for a large number of
participants and it was not felt appropriate to impute these. The use of previous costs may ‘mask’ some

of the impacts of other variables.) The analyses were exploratory rather than being hypothesis driven and
the main criteria for background variables to be included were that they had to be ‘positive’ for at least
5% of the sample.

General practice was entered as a clustering variable in each model with robust standard errors generated.
Cost data are usually skewed and so generalised linear models with gamma distributions and log links were
used. The exponentials of the coefficients were extracted to indicate the proportional impact on cost of a
one-unit difference in the independent variables. Although presenting marginal effects would be an
alternative way of enabling interpretation (by focusing on costs rather than log costs), we feel that that
current method, whereby a proportional impact on cost is shown, is also valid and is our preferred approach.

Analysis of primary care costs

Primary care costs were positively related to prior general medical outpatient costs, physical inpatient
costs from other providers, A&E costs, age, use of antipsychotic medication, affective disorder presence,
hypertension, asthma, depression and diabetes mellitus (Table 13). Lower costs were linked to prior
psychiatric inpatient costs from SLaM, being male, being from a black and minority ethnic group,
treatment non-compliance, having had blood pressure taken prior to the index date and having had a
thyroid-stimulating test.
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TABLE 13 Predictors of primary care costs with groups defined by discharge status

Discharged to primary care 1.0303 0.0389 0.79 0.429 0.9568 1.1095
Community contact cost 2010° 1.0000 0.0002 -0.13 0.894 0.9996 1.0004
Inpatient cost 2010° 0.9996 0.0001 -7.19 <0.001 0.9995 0.9997
Drug cost 2010° 1.0006 0.0011 0.49 0.623 0.9983 1.0028
Physical inpatient cost 2010° 1.0004 0.0002 1.97 0.048 1.0000 1.0009
Psychiatric inpatient cost 2010° 0.9973 0.0016 -1.72 0.085 0.9943 1.0004
Outpatient cost 2010° 1.0367 0.0066 5.66 <0.001 1.0239 1.0497
A&E cost 2010° 1.0243 0.0095 2.60 0.009 1.0059 1.0430
Age 1.0194 0.0069 2.82 0.005 1.0058 1.0331
Age squared 0.9999 0.0001 -2.00 0.046 0.9997 1.0000
Male 0.7652 0.0246 -8.32 <0.001 0.7184 0.8150
Black and minority ethnic 0.9039 0.0306 -2.99 0.003 0.8458 0.9659
History of violence 1.0034 0.0408 0.08 0.933 0.9266 1.0866
Physical health problems 1.0818 0.0476 1.79 0.074 0.9924 1.1793
History of non-compliance 0.9025 0.0309 -3.00 0.003 0.8440 0.9651
Use of antipsychotic medication 1.2828 0.0739 4.32 <0.001 1.1458 1.4362
Forensic history 1.0205 0.0594 0.35 0.728 0.9104 1.1438
Diagnosis of schizophrenia 1.0204 0.0512 0.40 0.688 0.9248 1.1258
Diagnosis of affective disorder 1.1924 0.0616 3.40 0.001 1.0775 1.3194
Blood pressure taken 0.3833 0.0417 -8.82 <0.001 0.3098 0.4743
Hypertension 1.2022 0.0512 433 <0.001 1.1060 1.3068
TSH test 0.8582 0.0407 -3.23 0.001 0.7820 0.9418
Asthma 1.2369 0.0630 418 <0.001 1.1194 1.3667
Depression 1.2427 0.1059 2.55 0.011 1.0516 1.4686
Diabetes mellitus 1.2336 0.0486 5.33 < 0.001 1.1420 1.3325
Days since first SMI diagnosis 1.0000 0.0000 1.41 0.158 1.0000 1.0000
Constant term 445.6495 102.4139 26.54 <0.001 284.0406 699.2081

Cl, confidence interval; Exp B, exponential of regression coefficient; SE, standard error; TSH, thyroid-stimulating hormone.
a 2010 costs multiplied by 100.

Note

N =2568.

When groups were defined by service use, there was a negative impact of receiving neither primary nor
secondary care on subsequent primary care costs (Table 14). Costs were positively associated with prior
general medical outpatient costs, A&E costs, age, use of antipsychotic medication, physical health
problems, presence of hypertension, affective disorders, asthma, depression and diabetes mellitus. Lower
costs were associated with prior psychiatric inpatient costs, being male, being from a black and minority
ethnic group, history of non-compliance with treatment, having had blood pressure taken and receipt of a
thyroid-stimulating test.
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TABLE 14 Predictors of primary care costs with groups defined by service use

PC 1.0459 0.0410 1.14 0.253 0.9684 1.1295
Neither PC nor SC 0.6942 0.0470 -5.39 <0.001 0.6079 0.7927
Community contact cost 2010° 0.9999 0.0002 -0.55 0.584 0.9995 1.0003
Inpatient cost 2010° 0.9996 0.0001 -7.74 < 0.001 0.9994 0.9997
Drug cost 2010° 1.0003 0.0012 0.25 0.799 0.9980 1.0026
Physical inpatient cost 2010° 1.0004 0.0002 1.66 0.098 0.9999 1.0008
Psychiatric inpatient cost 2010° 0.9970 0.0015 -1.98 0.048 0.9939 1.0000
Outpatient cost 2010° 1.0326 0.0058 5.69 <0.001 1.0213 1.0441
A&E cost 2010° 1.0267 0.0091 2.98 0.003 1.0091 1.0446
Age 1.0213 0.0064 3.34 0.001 1.0088 1.0340
Age squared 0.9999 0.0001 -2.38 0.018 0.9997 1.0000
Male 0.7664 0.0235 -8.67 < 0.001 0.7217 0.8140
Black and minority ethnic 0.9248 0.0278 -2.60 0.009 0.8719 0.9808
History of violence 0.9917 0.0414 -0.20 0.842 0.9139 1.0762
Physical health problems 1.1012 0.0513 2.07 0.038 1.0051 1.2065
History of non-compliance 0.9048 0.0288 -3.14 0.002 0.8501 0.9631
Use of antipsychotic medication 1.2878 0.0655 4.97 <0.001 1.1656 1.4229
Forensic history 1.0242 0.0590 0.42 0.677 0.9149 1.1466
Diagnosis of schizophrenia 0.9800 0.0504 -0.39 0.695 0.8861 1.0839
Diagnosis of affective disorder 1.1559 0.0589 2.84 0.004 1.0461 1.2772
Blood pressure taken 0.3877 0.0430 -8.54 <0.001 0.3120 0.4820
Hypertension 1.1820 0.0482 4.10 <0.001 1.0913 1.2803
TSH test 0.8507 0.0398 -3.45 <0.001 0.7761 0.9324
Asthma 1.2183 0.0594 4.05 <0.001 1.1072 1.3405
Depression 1.2088 0.0973 2.36 0.018 1.0324 1.4154
Diabetes mellitus 1.2091 0.0445 5.16 <0.001 1.1249 1.2995
Days since first SMI diagnosis 1.0000 0.0000 1.28 0.199 1.0000 1.0000
Constant term 435.2254 89.8651 29.43 <0.001 290.3746 652.3337

Cl, confidence interval; Exp B, exponential of regression coefficient; PC, primary care; SC, secondary care; SE, standard
error; TSH, thyroid-stimulating hormone.

a 2010 costs multiplied by 100.

Note

N=2679.

Analysis of mental health care costs

Those discharged to primary care had mental health care costs that were 54% lower than for those
remaining in secondary care (Table 15). Costs were positively associated with history of violence, physical
health problems, treatment non-compliance, forensic care, antipsychotics, presence of schizophrenia and
affective disorder hypertension. Costs were lower for those with higher previous primary care costs.
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TABLE 15 Predictors of mental health care costs (excluding HONOS and 2010 mental health care cost) with groups
defined by discharge status

Discharged to primary care 0.4627 0.0488 -7.31 <0.001 0.3764 0.5689
Primary care cost 2010° 0.9798 0.0097 -2.06 0.040 0.9609 0.9990
Physical inpatient cost 2010° 0.9992 0.0009 -0.82 0.411 0.9974 1.0011
Psychiatric inpatient cost 2010° 0.9999 0.0035 -0.03 0.974 0.9931 1.0067
Outpatient cost 2010° 0.9937 0.0106 -0.59 0.554 0.9732 1.0147
A&E cost 2010° 1.0785 0.0275 2.96 0.003 1.0259 1.1337
Age 0.9843 0.0177 -0.88 0.378 0.9502 1.0196
Age squared 1.0001 0.0002 0.75 0.456 0.9998 1.0005
Male 0.9808 0.0991 -0.19 0.848 0.8045 1.1957
Black and minority ethnic 0.8721 0.1095 -1.09 0.276 0.6819 1.1154
History of violence 3.2134 0.3157 11.88 <0.001 2.6506 3.8958
Physical health problems 1.9090 0.1885 6.55 < 0.001 1.5731 2.3166
History of non-compliance 2.9694 0.3508 9.21 <0.001 2.3556 3.7430
Use of antipsychotic medication 2.0772 0.3912 3.86 < 0.001 1.4314 2.9999
Forensic history 1.8070 0.2284 4.68 < 0.001 1.4105 2.3151
Diagnosis of schizophrenia 3.2759 0.4816 8.07 < 0.001 2.4557 4.3699
Diagnosis of affective disorder 2.4593 0.3408 6.49 <0.001 1.8744 3.2268
Blood pressure taken 1.0166 0.2112 0.08 0.937 0.6766 1.5275
Hypertension 1.3993 0.1692 2.78 0.005 1.1041 1.7735
TSH test 0.8491 0.1193 -1.16 0.244 0.6448 1.1183
Asthma 0.9283 0.1298 -0.53 0.595 0.7057 1.2210
Depression 1.3422 0.4201 0.94 0.347 0.7268 2.4788
Diabetes mellitus 0.7516 0.1154 -1.86 0.063 0.5563 1.0155
Days since first SMI diagnosis 1.0000 0.0000 1.25 0.211 1.0000 1.0000
Constant term 36.9255 20.5668 6.48 < 0.001 12.3943 110.0096

Cl, confidence interval; Exp B, exponential of regression coefficient; SE, standard error; TSH, thyroid-stimulating hormone.
a 2010 costs multiplied by 100.

Note

N =2568.

With the service use definition of groups, it was found that costs for those in secondary care were
significantly higher than for the other two groups (Table 16). Costs of mental health care were positively
associated with prior A&E costs, history of violence, treatment non-compliance, physical health problems,
antipsychotic use, forensic services, schizophrenia, affective disorders and hypertension. Costs were
negatively associated with prior psychiatric inpatient costs from other providers and the presence of
diabetes mellitus.
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TABLE 16 Predictors of mental health care costs (excluding HONOS and 2010 mental health care cost) with groups

defined by service use

PC

Neither PC nor SC

Primary care cost 2010°
Physical inpatient cost 2010°
Psychiatric inpatient cost 2010°
Outpatient cost 2010°

A&E cost 2010°

Age

Age squared

Male

Black and minority ethnic
History of violence

Physical health problems
History of non-compliance
Use of antipsychotic medication
Forensic history

Diagnosis of schizophrenia
Diagnosis of affective disorder
Blood pressure taken
Hypertension

TSH test

Asthma

Depression

Diabetes mellitus

Days since first SMI diagnosis

Constant term

0.2821
0.4165
0.9777
0.9987
0.9934
0.9946
1.0749
0.9908
1.0001
1.0455
0.9280
2.8554
2.0691
2.6492
2.2194
1.6347
2.5589
1.8650
0.9967
1.4083
0.8016
0.9265
1.4861
0.6585
1.0000
41.7450

0.0325
0.0642
0.0130
0.0007
0.0029
0.0101
0.0253
0.0177
0.0002
0.1069
0.0912
0.2868
0.2388
0.3198
0.3725
0.2160
0.4311
0.2857
0.2051
0.1656
0.1015
0.1329
0.4147
0.1026
0.0000
20.2958

-10.99
-5.69
-1.69
-1.73
-2.27
-0.54
3.07
-0.52
0.42
0.44
-0.76
10.44
6.30
8.07
4.75
3.72
5.58
4.07
-0.02
2.91
-1.75
-0.53
1.42
-2.68
1.03
7.68

<0.001
<0.001
0.091
0.083
0.023
0.589
0.002
0.604
0.675
0.663
0.447
<0.001
<0.001
<0.001
<0.001
<0.001
<0.001
<0.001
0.987
0.004
0.081
0.594
0.156
0.007
0.304
<0.001

0.2251
0.3079
0.9524
0.9973
0.9878
0.9751
1.0265
0.9567
0.9997
0.8557
0.7654
2.3450
1.6503
2.0911
1.5973
1.2618
1.8393
1.3813
0.6658
1.1184
0.6254
0.6994
0.8600
0.4853
1.0000
16.0976

0.3536
0.5633
1.0036
1.0002
0.9991
1.0145
1.1257
1.0261
1.0005
1.2774
1.1252
3.4768
2.5943
3.3563
3.0839
2.1179
3.5600
2.5181
1.4918
1.7733
1.0275
1.2273
2.5681
0.8936
1.0000
108.2547

Cl, confidence interval; Exp B, exponential of regression coefficient; PC, primary care; SC, secondary care; SE, standard
error; TSH, thyroid-stimulating hormone.

a 2010 costs multiplied by 100
Note
N=2679.

Analysis of total care costs
Total health costs were significantly lower for those discharged to primary care (Table 17). Costs were
positively associated with a history of violence, physical health problems, non-compliance, a forensic
history, use of antipsychotics, presence of schizophrenia or affective disorders, and hypertension. Lower
costs were associated with having had blood pressure taken.
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TABLE 17 Predictors of total health-care costs (excluding HONOS and 2010 care cost) with groups defined by
discharge status

Discharged to primary care 0.6250 0.0531 -5.53 <0.001 0.5291 0.7383
Age 0.9652 0.0158 -2.17 0.030 0.9348 0.9966
Age squared 1.0004 0.0002 2.63 0.008 1.0001 1.0008
Male 0.9512 0.0685 -0.69 0.487 0.8261 1.0954
Black and minority ethnic 0.9716 0.0869 -0.32 0.747 0.8154 1.1577
History of violence 2.7420 0.2330 11.87 <0.001 2.3214 3.2389
Physical health problems 1.5567 0.1278 5.39 < 0.001 1.3253 1.8284
History of non-compliance 2.5516 0.2806 8.52 <0.001 2.0569 3.1653
Use of antipsychotic medication 1.3997 0.1833 2.57 0.010 1.0829 1.8092
Forensic history 1.4983 0.1411 4.29 <0.001 1.2458 1.8020
Diagnosis of schizophrenia 1.5267 0.1751 3.69 <0.001 1.2193 1.9115
Diagnosis of affective disorder 1.3010 0.1390 2.46 0.014 1.0552 1.6039
Blood pressure taken 0.7068 0.0990 -2.48 0.013 0.5371 0.9301
Hypertension 1.4173 0.1229 4.02 <0.001 1.1959 1.6798
TSH test 0.9345 0.1014 -0.62 0.532 0.7555 1.1559
Asthma 1.1179 0.1131 1.10 0.271 0.9169 1.3629
Depression 1.0794 0.1732 0.48 0.634 0.7882 1.4783
Diabetes mellitus 0.9162 0.1299 -0.62 0.537 0.6939 1.2098
Days since first SMI diagnosis 1.0000 0.0000 1.40 0.160 1.0000 1.0000
Constant term 515.4783 218.6243 14.72 <0.001 224.4912 1183.6450

Cl, confidence interval; Exp B, exponential of regression coefficient; SE, standard error; TSH, thyroid-stimulating hormone.
Note
N = 2560.

Table 18 shows that patients receiving primary care or neither primary nor secondary care both had
similarly lower costs than those patients in secondary care. As in previous models, we see a positive impact
of violence, physical health problems, non-compliance, forensic care, a diagnosis of schizophrenia, and
hypertension on costs. Costs are associated with age but the relationship is non-linear.

Excess costs of care

The previous section has shown that being managed in primary care even after controlling for background
characteristics results in substantially lower costs than staying in secondary care. A related issue is whether
or not there are those in secondary care who are similar to those in primary care, and, if so, what their
care costs are.

To address the above issue, we used a propensity score method. This is a way of identifying characteristics
that are associated with location of care, using (in this case) probit regression analyses and then generating

© Queen'’s Printer and Controller of HMSO 2016. This work was produced by McCrone et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals
provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.



QUANTITATIVE ANALYSES

TABLE 18 Predictors of total health-care costs (excluding HoONOS and 2010 total health-care cost) with groups
defined by service use

PC 0.4534 0.0439 -8.17 <0.001 0.3750 0.5482
Neither PC nor SC 0.4542 0.0596 —6.01 < 0.001 0.3512 0.5874
Age 0.9677 0.0150 -2.12 0.034 0.9388 0.9976
Age squared 1.0004 0.0002 2.57 0.010 1.0001 1.0007
Male 0.9687 0.0635 -0.49 0.627 0.8520 1.1014
Black and minority ethnic 0.9703 0.0729 -0.40 0.689 0.8374 1.1243
History of violence 2.5070 0.1892 12.18 <0.001 2.1624 2.9066
Physical health problems 1.6353 0.1574 5.1 <0.001 1.3542 1.9749
History of non-compliance 2.3343 0.2422 8.17 <0.001 1.9048 2.8606
Use of antipsychotic medication 1.2592 0.2031 1.43 0.153 0.9179 1.7273
Forensic history 1.3968 0.1318 3.54 < 0.001 1.1609 1.6805
Diagnosis of schizophrenia 1.4151 0.2113 2.33 0.020 1.0561 1.8963
Diagnosis of affective disorder 1.1482 0.1327 1.20 0.232 0.9155 1.4401
Blood pressure taken 0.6991 0.0964 -2.60 0.009 0.5336 0.9159
Hypertension 1.3584 0.1124 3.70 < 0.001 1.1551 1.5975
TSH test 0.8872 0.0901 -1.18 0.238 0.7271 1.0825
Asthma 1.0739 0.1068 0.72 0.473 0.8838 1.3051
Depression 1.1199 0.1717 0.74 0.460 0.8292 1.5125
Diabetes mellitus 0.8614 0.1027 -1.25 0.211 0.6818 1.0882
Days since first SMI diagnosis 1.0000 0.0000 1.63 0.102 1.0000 1.0000
Constant term 794.6071 302.4351 17.55 < 0.001 376.8574 1675.4360

Cl, confidence interval; Exp B, exponential of regression coefficient; PC, primary care; SC, secondary care; SE, standard
error; TSH, thyroid-stimulating hormone.

Note

N=2670.

a propensity score. The higher the score, the greater the probability of receiving a "treatment’, which, here,
is being discharged to primary care or using predominantly primary care services (i.e. the two treatment
location definitions).

Propensity models with discharge to primary care as the treatment variable

In the first model the variables that were significantly associated with being discharged to primary care
were age, being female, being from a black and minority ethnic group, not having a history of violence,
not having physical health problems, not having used antipsychotics, not having schizophrenia or affective
disorders and having hypertension (Table 19).

Propensity scores were grouped into bands and the numbers of people remaining in secondary care
with different scores were examined. Of the 1397 people the distribution showed that only 5.8% had
propensity scores of 0.7 or above. (In the absence of guidance on this, this was chosen as representing a
reasonable likelihood of having characteristics that would indicate potential discharge to primary care.)
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TABLE 19 Distribution of secondary care patients by propensity scores for discharge to primary care and cost
differences between secondary and primary care (2013/14 £s)

0to 0.09 114 8.2 22,211 -1 2,530,800
0.1t00.19 356 25.5 -23,026 28 8,187,288
0.2 t0 0.29 194 13.9 5140 -64 984,744
0.3 t0 0.39 141 10.1 3274 57 469,671
0.4 t0 0.49 205 14.7 6187 65 1,281,660
0.5t0 0.59 227 16.2 3214 70 745,468
0.6 t0 0.69 79 5.7 3406 89 276,105
0.7 t0 0.79 50 3.6 1987 170 107,850
0.8 t0 0.89 25 1.8 2364 197 64,025

0.9 t0 0.99 6 0.4 142 355 2982

If these were discharged to primary care then the cost differences for 2010 (computed as the difference in
actual 2010 cost and the cost matched from a similar patient according to the propensity scores) would be
very modest (the product of the numbers and the mean cost difference coming to £159,302). The ‘excess’
costs for primary care are also shown and these come to a total of £15,555. Therefore, if these patients

in secondary care had been discharged to primary care, for 2010 their primary care and local secondary
health-care costs would have been £174,857 less than they were on the basis of this model. Clearly, this
latter qualification is crucial and a different set of predictors may have resulted in a different finding.

With location of care defined according to service use we see that even fewer (3.8%) secondary care
patients have a propensity to be cared for in primary care over a threshold of 0.7 (Table 20). The total
‘excess’ care costs for these are just £80,642. Both of these models suggest that relatively few patients in
secondary care have characteristics that strongly predict discharge to or use of predominantly primary care.
This may suggest that there is a high level of appropriateness in terms of those receiving primary care.

TABLE 20 Distribution of secondary care patients by propensity scores for management in primary care and cost
differences between secondary and primary care (2013/14 £s)

0to 0.09 450 32.2 28,908 -162 12,935,700
0.1t0 0.19 295 21.1 15,885 45 4,672,800
0.2t00.29 154 11.0 11,641 27 1,796,872
0.3t0 0.39 186 13.3 4245 60 800,730
0.4 t0 0.49 270 19.3 3935 16 1,066,770
0.5t00.59 104 7.4 3114 17 325,624
0.6 t0 0.69 67 4.8 2512 69 172,927
0.7 t0 0.79 36 2.6 1515 46 56,196

0.8 t0 0.89 17 1.2 1263 175 24,446

0.9 t0 0.99 0 0.0 0 0 0
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Survival analyses

We have seen earlier that a large proportion of patients have been discharged from secondary care or are
receiving mainly primary care. Clearly some of these will have returned to secondary care and the next
analyses identify predictors of the time it takes to make this return. We used both location definitions in
separate analyses and, because of the nature of the study, we used Cox's regression to identify significant
predictors. The focus was on time to next secondary care contact in both sets of analysis.

Predictors of time to readmission to secondary care

There were 672 (48%) patients who had been discharged from secondary care who were readmitted
during the follow-up period. The mean time to readmission was 385 days (SD 293 days). It is shown that
re-entering secondary care is positively associated with a history of violence, treatment non-compliance,
use of antipsychotics, physical health problems and a diagnosis of schizophrenia or affective disorders
(Table 21). Secondary care was less likely for patients who had had blood pressure tests in primary care.
The assumption of proportional hazards was met.

Predictors of time to reuse of secondary care

The number of primary care patients who reused secondary care was 408 (31%). The mean (SD) duration
before reuse was 412 (291) days. Reuse of secondary was positively associated with history of violence,
treatment non-compliance, physical health problems, diagnosis of schizophrenia or affective disorders and
presence of depression (Table 22). Use was less likely for those who had received a thyroid-stimulating
hormone test. Again, this model met the assumption of proportional hazards.

TABLE 21 Cox regression to identify predictors of time to readmission to secondary care (excluding HONOS scores)

Age 1.0194 0.0206 0.9500 0.343 0.9797 1.0606
Age squared 0.9998 0.0002 -1.0600 0.289 0.9994 1.0002
Male 0.8695 0.0775 -1.5700 0.117 0.7301 1.0355
Black and minority ethnic 0.9312 0.0791 -0.8400 0.402 0.7884 1.0999
History of violence 1.9750 0.2776 4.8400 <0.001 1.4994 2.6013
Physical health problems 1.4687 0.2090 2.7000 0.007 1.1113 1.9411
History of non-compliance 1.5155 0.2261 2.7900 0.005 1.1313 2.0302
Use of antipsychotic medication 1.3462 0.1559 2.5700 0.010 1.0728 1.6893
Forensic history 1.1906 0.1479 1.4000 0.160 0.9333 1.5189
Diagnosis of schizophrenia 1.6759 0.2509 3.4500 0.001 1.2497 2.2475
Diagnosis of affective disorder 1.7008 0.2697 3.3500 0.001 1.2465 2.3208
Blood pressure taken 0.5672 0.1358 -2.3700 0.018 0.3548 0.9068
Hypertension 1.1103 0.1347 0.8600 0.388 0.8754 1.4083
TSH test 0.8040 0.1058 -1.6600 0.098 0.6212 1.0407
Asthma 1.0419 0.1489 0.2900 0.774 0.7873 1.3788
Depression 1.3363 0.2238 1.7300 0.083 0.9623 1.8556
Diabetes mellitus 0.7945 0.1688 -1.0800 0.279 0.5239 1.2049
Days since first SMI diagnosis 1.0000 0.0000 —-0.3900 0.700 1.0000 1.0000
Cl, confidence interval; SE, standard error; TSH, thyroid-stimulating hormone.

Note

N=1238.
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TABLE 22 Cox regression to identify predictors of time to reuse of secondary care (excluding HoNOS scores)

Age 0.9926 0.0198 -0.3700 0.710 0.9544 1.0323
Age squared 1.0001 0.0002 0.3400 0.735 0.9997 1.0004
Male 0.9538 0.1095 -0.4100 0.680 0.7617 1.1944
Black and minority ethnic 0.9351 0.0883 -0.7100 0.477 0.7771 1.1252
History of violence 1.7742 0.3321 3.0600 0.002 1.2293 2.5605
Physical health problems 1.8489 0.4865 2.3400 0.020 1.1039 3.0968
History of non-compliance 1.5876 0.3535 2.0800 0.038 1.0261 2.4562
Use of antipsychotic medication ~ 1.2665 0.1740 1.7200 0.085 0.9676 1.6578
Forensic history 1.4409 0.2584 2.0400 0.042 1.0138 2.0479
Diagnosis of schizophrenia 1.6288 0.3047 2.6100 0.009 1.1288 2.3502
Diagnosis of affective disorder 1.9002 0.3125 3.9000 <0.001 1.3766 2.6229
Blood pressure taken 0.7118 0.2096 -1.1500 0.248 0.3997 1.2677
Hypertension 1.3133 0.1943 1.8400 0.066 0.9827 1.7551
TSH test 0.7202 0.1143 -2.0700 0.039 0.5276 0.9831
Asthma 1.0484 0.1866 0.2700 0.791 0.7396 1.4862
Depression 1.5291 0.2636 2.4600 0.014 1.0906 2.1438
Diabetes mellitus 0.8235 0.1892 —0.8500 0.398 0.5249 1.2920
Days since first SMI diagnosis 1.0000 0.0000 0.5600 0.575 1.0000 1.0000
Cl, confidence interval; SE, standard error; TSH, thyroid-stimulating hormone.
Note
N = 896.
Discussion

Group definitions and characteristics

There was not a straightforward indicator of location of care and clearly this would in any case be ‘fluid’
for many patients. We adopted two pragmatic definitions. First, we identified patients who had been
discharged from a package of care prior to 1 January 2011 and were still outside the secondary care
system on that date. Second, we defined care according to secondary care services used in the previous

6 months and primary care received in the previous 12 months. Both of these have their limitations, but
primary care received in the previous 12 months does seem more valid, as discharge from secondary care
does not indicate receipt of primary care. A clear dichotomy between primary and secondary care, even

if apparent from service use data, may not be the reality and may not be appropriate. It may be that
secondary care professionals are still aware of the care needs of those seemingly managed in primary care,
and we have already seen that those managed in secondary care will usually receive primary care input as
well. In addition, there may be mismanagement, whereby management location is uncertain and tasks are
duplicated. These intricacies of management were not picked up in these analyses.

There were clear differences between the groups. Those in secondary care were more likely to have a
diagnosis of schizophrenia than those in primary care, and the latter were more likely not to have received
a formal diagnosis. It should be emphasised that the focus of the quantitative analyses was on patients
with a SMI QOF record. This does not in itself mean that these patients will have such a diagnosis
confirmed by secondary care services. There were few differences in demographic characteristics such as
age, sex or ethnicity.
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Data on severity of mental health problems were recorded by SLaM with the HONOS. These scores were
missing for many patients, but there were clear indications that severity was greater in the secondary care
patients. History of violence, forensic care, physical health problems, use of antipsychotic medication and
treatment non-compliance (all according to secondary care staff) were more prevalent among the
secondary care group. We did not impute for missing values and this is a limitation.

Another limitation of the analyses was that we did not have access to mortality data. In fact, the sample
consisted of these included in primary care recorded on 31 October 2013 and who had a diagnosis of SMI
prior to 1 January 2011. Patients who had died after the latter date were not included. It is possible that
death rates are different for those managed in the two care settings but this would not be picked up in
our analyses. Similarly, the sample consisted of those who had not changed GP practice during the period
of interest. As such, issues of mobility cannot readily be addressed. We did not have information on social
mobility, and it may be that social isolation is an important factor in influencing service uptake.

Use and costs of services

Primary care use and costs did not differ substantially between the primary care and secondary care
groups. Those not in receipt of primary care in 2010 did use progressively more in subsequent years.
Mental health care costs were, however, substantially different. This was by definition in 2010, but carried
on into future years. In Chapter 3 we focus on specialist services set up to act as alternatives to secondary
care and to help facilitate the transfer between secondary and primary care. However, we do not have
information from the linked data on the numbers using the specialist services.

Predictors of service costs

The models presented in this chapter attempt to identify the impact of location of care after controlling for
background demographic, clinical and service variables. Primary care costs over the follow-up period were
associated with being discharged to primary care, but only when previous primary care costs were included
in the model along with the HONOS scores. This indicates that discharge to primary care is associated with
a greater change in costs rather than with costs in absolute terms and this seems logical. Higher primary
care costs were also associated with the presence of disorders such as asthma and diabetes mellitus and,
again, this is not unexpected. When the service use defined location variable was used, it was shown that
those managed in primary care had higher primary care costs than those managed in secondary care but
again this was only when previous primary care costs were included in the model. Men had lower primary
care costs than women and this supports previous work showing that women are more likely to consult
GPs then men.

Secondary mental health care costs were consistently associated with a previous history of violence,
forensic care, physical health problems and treatment ‘non-compliance’. Being discharged to primary
care was consistently associated with future mental health care costs that were about half of those for
patients remaining in secondary care. Although this may not be surprising, it is of interest that this is after
controlling for a wide range of background clinical and demographic characteristics. The models in which
location was defined according to service use were very similar, with those in primary care at the index
date having subsequently lower costs than those in secondary care. The models examining total costs are
very similar to the mental health care cost models, which is to be expected.

Excess cost of care for patients who could be discharged

The use of propensity score methods enabled us to identify patients in the secondary care groups who
were similar to those in primary care. This was done by focusing on those with propensity scores of 0.7 or
higher. The expectation was that a large number of such patients would be identified and that as a result
they would be in receipt of ‘unnecessary’ services with high costs. As it turned out this did not occur, with
relatively few patients in this category. Of course, these findings are only as good as the models produced,
but the indication is that substantial excess costs as a result of unnecessary secondary care are not
apparent. These models focused on the costs in the year preceding the index date. Future analyses could
use these models to predict future costs.
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Time to reuse of secondary care

Finally, we produced models to identify characteristics that could explain the time it takes for those in primary
care to re-enter the secondary care system. These were similar to the models used to predict costs. Key
predictors were records of violence, forensic care, physical health problems and treatment non-compliance.
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Chapter 3 Service user and staff views of services

he broad aim of this component of the project was to explore the experiences and views of service

users subject to the transition from secondary to primary care and receiving at least one of the health
and social care interventions aimed at supporting people with SMI in a primary care setting. The primary
research question for this analysis was to ask what the impact was on the perceived quality of care of
transferring patients from secondary to primary mental health services. Further research questions are:

How do patients view the transition process?
What are service users' views and perceived experience of these primary care mental health services
and how do they compare with their views of secondary care services?
How do perceptions vary among users of different types of primary care service?
How do their perceptions change over time?
How do perceptions vary among different types of service user (i.e. across different diagnostic, age,
sex, ethnic, socioeconomic and general practice groups)?

® Do patients’ views correspond with those of primary care health professionals and, if not, then how
and why do they diverge?

The services we focused on were part of what is referred to as ‘The Hub’. In 2011, Lambeth PCT in
south-east London initiated an approach to support patient-centred and sustainable transfer from
secondary- to primary-led health and social care for people with a SMI. This consisted of three specific
interventions: (1) a PASS, led by a GP with special interest in mental health, to enable practices to manage
the long-term treatment, care and recovery of people with SMIs and others with complex life problems
with a mental health component not otherwise appropriate for a secondary care referral; (2) a community
options team (COT) provided by the voluntary sector to support the transition of people moving from
secondary mental health services to the care of their GP, which focuses on action planning with the client
to support recovery and social inclusion and access to mainstream services; and (3) peer support offered by
a local users and carers organisations. This is an informal arrangement for people with mental health
problems who wish to have the support of someone with a mental health history to help them regain
confidence and to support participation in daily life. Three different peer-support organisations emerged
and these are referred to here as peer support 1 (PS1), peer support 2 (PS2) and peer support 3 (PS3)
services. As will become apparent, the case mix of the Hub services was somewhat different from what
was envisaged and this led to some changes in this component.

The services are all part of the Lambeth Collaborative, which brings together providers (statutory and
independent sector), service user groups, carer groups and commissioners. The research team met regularly
with the Lambeth Collaborative and presented reports of study progress. Feedback from the Lambeth
Collaborative was seen as crucial to enhance public and patient involvement in the study.

Method

Recruitment of service user participants

The managers of the PASS, COT and the PS1 service were informed of the nature and requirements of the
study, were given the opportunity to ask questions and were each initially asked to examine their service
caseloads for 11 service users who met the following criteria:

1. having a history of severe mental health problems (primary diagnoses including schizophrenia,
schizoaffective disorder, bipolar affective disorder and depression with psychotic features, excluding
drug-induced psychosis)

2. having been discharged from secondary care within the previous 6 months

3. having the mental capacity to give consent to participation.
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However, because the profile of people using the services had changed before data collection started,

the first two criteria had to be changed. Although the services (particularly PASS and COT) were originally
established to support people with SMI who had been discharged from secondary to primary care, many
service users had been referred who had never been in the care of secondary services and who had a wider
range of diagnoses. Under the revised inclusion criteria, although service users meeting the original first two
criteria were prioritised, service users who had no previous involvement with secondary care, or who were
diagnosed with a broader range of mental health problems, were also included in the sampling frame.

Service users who met the revised inclusion criteria were contacted by their caseworkers and informed
about the study and asked if they would like to participate. If the service user was interested in
participating they were asked for permission to forward their name and contact details to the research
team. The senior researcher then made contact, informed the service user about the aims of the study and
what participation involved, answered any preliminary questions and arranged a convenient date, time and
venue for the interview if they agreed to participate. Before commencing the interview, each participant
was provided with details of the study and was given the opportunity to ask any questions. Once satisfied,
participants were asked to give their informed consent to participate (which also included their consent for
the interview to be audio-recorded).

Only one PS1 service user was recruited before it was discovered that the service was no longer receiving
funding and had ended. Because there was now no way to recruit former users of this service, it was
decided to approach the managers of PS2 and PS3, who were also connected to the Hub, to ask if they
would participate instead, and they both consented. These services are run by a charity that provides
London-wide support for people with mental health problems, learning disabilities and autistic spectrum
disorders and their carers. PS2 is a peer support service offering telephone and face-to-face support to
Lambeth residents undergoing a mental health emergency, whereas PS3 is a peer-led service, which puts
service users in contact with groups in the wider local community who provided activities that the service
users were interested in.

In total, 46 service users were identified by the managers of PASS, COT, PS1, PS2 and PS3. However, 13 of
these were unable to participate because of work, college or family commitments, or had moved away or
were otherwise unable to be contacted despite repeated efforts, or who, while having been referred to

a service, had not had any effective contact with it. Thirty-three participants were recruited, giving a response
rate of 72%. The sample was formed into three groups as follows:

11 service users from PASS
11 service users from COT

® an amalgamated peer support services group, comprising one service user recruited from PS1, five from
PS3 and four from PS2; one of the PS3 service users also had concurrent experience of using PS2.

Recruitment of focus group participants

After giving their informed consent, the participants were also given the opportunity to take part in a
focus group to discuss their experiences of receiving help from their service. Ten of the participants were
required: three each from PASS and COT, and two each from PS2 and PS3. The original intention was to
use the focus group to inform the development of the economic model described in Chapter 4. However,
this did not seem appropriate and so the focus group was used instead to supplement the information
obtained from the interviews.

Recruitment of staff participants

When the managers of the participating Hub services were informed of the nature and purpose of the
study and what it involved for the service user participants, they were also asked for their permission to
include their staff in the study. When this was given they were asked to inform their staff about the study
and to ask for three volunteers who would like to participate. Three staff members from PASS, COT and
PS2 volunteered, as did three former PS1 workers. Because PS3 aimed to place their clients in mainstream
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activities with minimal involvement on their part, their staff were not included in the staff group. Each of
the staff members who was interested in participating met the senior researcher who informed them in
more detail about the reasons for the study and what participation entailed, and answered any questions
before obtaining informed consent for interview and for the interview to be audio-recorded.

Ethical approval

Following discussion with the National Research Ethics Service and the SLaM/Institute of Psychiatry
Research & Development Governance Manager, we were advised that this study was a service evaluation
which did not require ethical approval. However, as described above, information about the study was
provided to participants and their written consent was obtained.

Service user qualitative interviews

Once informed consent had been given, the service user participants were interviewed by the senior
researcher or a service user interviewer, using an interview topic guide (see Appendices 2—4), which was
based on that used in an earlier, unpublished small-scale pilot evaluation of the Hub's services. This was
further refined in consultation with the trained service user research interviewers who assisted with the
earlier study and explored participants’ experience of referral to the service, what their expectations were,
the nature of help received, their satisfaction with the support that they received and comparisons between
the help that they received from PASS, COT, PS2 or PS3 and that received from secondary services or their
GP. After the interview all service user participants were given a £15 gift voucher as a token of appreciation
for their participation. Participants were approached for a second interview (mean time between

interviews = 195 days; range 127-254 days) to explore any help that they had received after the first
interview and whether or not their views on the service had changed in the intervening period.

Service user focus group

When the focus group participants had been recruited, they were asked to attend the focus group in March
2015. Besides discussing their experiences of their respective Hub services, they were also asked to complete the
Client Satisfaction Questionnaire (CSQ),* and the European Quality of Life-5 Dimensions 5-level (EQ-5D-5L)
guestionnaire.?® The CSQ is an eight-item scale for the evaluation of service user satisfaction with health and
social care services that they receive, whereas the EQ-5D-5L involves rating the severity of problems with mobility,
self-care, usual work, study, housework, family or leisure activities, pain/discomfort and anxiety/depression, as well
as an overall rating of health quality. Each participant completed the CSQ with respect to the service received
from the Hub and to the help received from other services, and the EQ-5D-5L was completed in respect of
participants’ health before referral to the Hub, and to how they were feeling on the day of the focus group.

Staff qualitative interviews

After obtaining their informed consent, the staff participants were also interviewed by the senior researcher.
The interview was directed by a topic guide, which explored areas including comparing the current post
with previous work in mental health and social care, improvements that could be made of the service, the
process of work in the current role, the peer supporter role and relationships between peer support services
and mental health and social care professionals. After the interview all staff participants were given a £15
gift voucher as a token of appreciation for their participation. Participants were approached for a second
interview (mean time between interviews = 215 days; range 168-260 days) to explore if any changes in the
service or their experiences after the first interview had led to any changes in their feelings about working
for the service.

Analysis

The interview tapes were professionally transcribed verbatim. Thematic analysis was conducted using an
inductive (data-driven rather than theoretical) approach and followed the stages described by Braun and
Clarke.?® These stages are: familiarisation with all the data, generating codes, identifying themes, reviewing
themes, defining and naming themes and finally writing up themes into a report. The senior researcher
(SW) was assisted by the research interview-trained service user interviewers in identifying, reviewing and
defining and naming the themes.
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Results

Time 1: sociodemographic characteristics of service user participants
The sociodemographic characteristics of the sample are summarised by service in Table 23.

TABLE 23 Time 1 service user sociodemographic data by service

Service
coT Peer support

Characteristic (n=11) (n=11)
Sex

Male 6 7 7

Female 5 4 4
Age (years), mean (range) 47 (31-59) 39 (26-57) 45 (28-57)
Ethnicity

White/White other 6 7 4

Black British/African-Caribbean/African 3 4 1

Asian/British Asian 0 1 2

Chinese 1 0 1

Asian other 0 0 1

Mixed race 1 0 2
Accommodation

Council flat 4 3 3

Housing association flat 5 2 3

Private rented 2 1 2

Owns home 0 2 1

With parent(s) 0 1 1

Housing co-operative 0 1 0

Staffed accommodation 0 0 1

No fixed abode 0 1 0
Live alone 6 6 7
Lives with at least one under-18-year-old child 3 1 0
Lives with at least one adult 2 4 4
Lives alone and feels socially isolated 4 3 3
Lives with at least one under-18-year-old child and feels socially isolated 0 1 0
Lives with at least one adult and feels socially isolated 2 0 2
In full-time employment 0 0 1
In part-time/occasional employment 0 1 1

—_
—_
N

In education/training

N
—_
—

Doing voluntary work
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Clinical characteristics and service use
The clinical characteristics of the sample are summarised by service in Table 24 below, and the service use
characteristics of the participants are summarised in Table 25.

Details given by participants concerning length of time in contact with service, typical frequency of contact
with service and typical duration of contacts were often quite imprecise, such as ‘4 to 6 weeks’, ‘every 2 to
3 weeks’ or ‘15 to 45 minutes’, respectively. When this occurred, the mid-point of the range given was
used to calculate the mean.

Characteristics of the focus group sample

On the day, one of the PASS participants did not attend because of work commitments. The social and
demographic characteristics of the nine participants who attended the focus group are summarised in
Table 26.

Characteristics of the staff sample

Of the 12 staff participants, four were male, four described their ethnic background as white British or
white other, and the average age was 42.17 years (range 26-59 years). All but two of the PS1 workers
had previous experience in mental health care (in either paid or voluntary work), with the average length
of this occupational experience being just over 9 years. Average length of time in their current post was
21.17 months. This information is summarised for each service in Table 27.

Five of the six workers in the peer support services had previously received treatment for mental disorders
[one for depression and comorbid substance misuse, one for bipolar affective disorder, one for hypomania
and borderline personality disorder, one for anxiety and depression, and one for anorexia, depression,
obsessive—compulsive disorder and personality disorder]. Mean length of time spent receiving mental

TABLE 24 Clinical data by service

Mean duration of service use (range) 20 years (4-32 years) 14 years and 2 months 9 years and 7 months (1 year
(4 months to 42 years)  to 21 years and 5 months)

Primary diagnosis

Schizophrenia 1 2 1
Psychosis (unspecified) 1 0 1
Bipolar affective disorder 1 2 2
Depression 4 4 6
Depression with an anxiety 3 0
disorder

Anxiety disorder 1 0 0
Alcohol misuse 0 0 1

Additional diagnosis

Additional diagnosis 2 1 2
Organic brain injury 2 0 0
Asperger’s syndrome 0 0 2
OoCD 1 0 0
Situational stress 0 1 0

continued
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TABLE 24 Clinical data by service (continued)

Clinical characteristics

Current mental health problems?
Paranoia
Thought disorder
Auditory hallucinations
Low mood

Anxiety/panic/obsessional
thoughts

Hypomania

Heavier drinking
Medication side-effects
Inpatient service use

Ever admitted?

Ever sectioned?

Mean time since last admission
(range)

Admission within last 12 months?
Currently under secondary services
Currently under primary care
Never been under secondary services

Mean time since transfer to primary
care (range)

Earlier unsuccessful transfer to
primary care?

Significant current physical health
problems?

Pulmonary disease

Eye problems/visual impairment
Neck/back pain

Pain (other)

Obesity

Gl problems

ME

Dermatitis

Arthritis

Chronic physical health conditions
(well managed or in remission)

Cancer

HIV
Hypertension
Diabetes mellitus
Gl problems
Asthma

Service

COT (n=11)

2
2

11 years and 3 months
(18 months to 21 years)

0
1
10
6

12 years and 7 months
(13 months to 20 years)

0

PASS (n=11)

6
3

7 years (4 months to
26 years)

2
2
9
6

6 years and 1 month
(2 months to 11 years)

2

UuuU O O O O O N O N O

—

o O

1
2
1

Peer support (n = 11)

2
4
2

o

7
5

4 years and 10 months
(3 months to 15 years)

4

4

7

2

10 months (3—18 months)

o o O O

o O O

0

Gl, gastrointestinal; HIV, human immunodeficiency virus; ME, myalgic encephalopathy; OCD, obsessive—compulsive disorder.
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TABLE 25 Support service use data by service

Service

Service characteristics COT (n=11) PASS (n=11) Peer support (n=11)

Referred to service by?

GP 8 7 1

Jobcentre 1 0 0

CMHT 2 1 2

Psychiatric OPD 0 0 1

Triage Team 0 1 0

SHARP team 0 0 1

Self-referral 0 0 2

PASS team 0 0 1

coT 0 0 1

HTT 0 1 0

Inpatient team 0 1 1

Mosaic Clubhouse (London, UK) 0 0 1
Mean length of time under the 6 months (2-13 months) 3 months and 2 weeks 6 months and 1 week
service (range) (5 weeks to 7 months) (10 weeks to 20 months)
Mean typical frequency of contact Every 19 days Every 12 days Every 11 days
(range) (every 7-28 days) (once a week to (every 1-3 weeks)

once every 2 weeks)

Mean typical duration of contact 69 minutes 47 minutes 54 minutes (45-60 minutes)
(range) (60-90 minutes) (30-60 minutes)

CMHT, community mental health team; HTT, home treatment team; OPD, outpatient department; SHARP, social inclusion
and hope recovery project.

TABLE 26 Social and clinical characteristics of focus group participants

Service Age (years) Ethnicity Diagnosis

PASS Male 32 White other Schizophrenia

PASS Female 52 White other Bipolar affective disorder

coT Female 34 White other Depression

coT Female 54 Black British Depression

coT Female 47 Black British Schizophrenia

PS2 Male 42 British Indian Alcohol misuse with Asperger’s syndrome
PS2 Female 34 Mixed race Psychosis (unspecified)

PS3 Male 55 White British Depression

PS3 Male 28 Mixed race Bipolar affective disorder
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TABLE 27 Key characteristics of the staff sample

Sex

Male 1 1 1 1

Female 2 2 2 2
Ethnicity

White/white other 1 1 2 0

BME 2 2 1 3
Mean age 44 years 35 years 44 years 45 years

8 months
Mean total time working in mental health 16 years and 7 years and 2 years and 3 years and
8 months 2 months 8 months 8 months

Mean time working for current service 22 months 24 months 15 months 27 months

BME, black and minority ethnic.

health services was a little over 13 years and 6 months (range 8-20 years). Three of these workers had
received inpatient psychiatric treatment at least once (one having been formally admitted), with the mean
length of time since last admission being 13 years (range 10-18 years). The peer support worker who had
not received treatment for mental health problems was caring for a relative suffering from schizophrenia.

Time 1 service user qualitative findings

The mean duration of the time 1 service user interviews was 47 minutes (range 12 to 98 minutes). The
transcripts of the time 1 interviews were reviewed by the senior researcher, who coded the participants’
responses to the questions. These codes were then reviewed by the senior researcher and the service user
interviewers to sort the codes into themes. The themes derived from the codes are presented and the
guestions that they relate to are summarised below.

Peer support participants only

e Differences between peer support and other services:

O mutual experience makes for a different relationship
O peer support more proactive
O other services give less time-intensive support.

® Do you prefer peer support or help from mental health or social care professionals?

O peer support and mental health/social care professionals have different roles and both are necessary
O mutual experience makes peer support helpful and effective.

® Was anything particularly helpful about peer support?

O mutuality/shared experience
O peer supporter as role model.

NIHR Journals Library www. journalslibrary.nihr.ac.uk
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® Any problems with peer support?

O sometimes felt pressured into accepting visits from PS2. Perhaps because they were paid to do these?
All participants

® |nitial expectations of support:

interventions addressing mental health symptoms

help with housing and/or benefits

help with addressing social isolation/establishing a daily routine and activities
general support.

O 00O

® Support received:

signposting/facilitating help from other agencies

addressing social isolation/establishing a daily routine and activities
interventions to treat mental health symptoms

help dealing with bureaucracy

emotional support.

O O0OO0OO0O

® Practical help
O help around education/employment.
® Did help received match expectations?

help received did not address needs

suggested activities were not appropriate to needs or accessible

planned events were poorly attended

no interesting activities were suggested

expected more support: proper diagnosis/change of medication

some listeners not sharing about their experiences, thereby undercutting mutuality of
peer support.

O O0OO0OO0OO0OO

® Problems with help received?

O some problems could not be helped through peer support
O some suggestions were unhelpful or impracticable
O planned events usually fell through.

® Could help have been done differently or better?

team did not recognise service user's ability to manage their condition

team were slow to refer on to appropriate help

service was disorganised: too little structure

volunteer helpers needed more support

service was focused on unemployed service users, which restricted activities available to them
the service’'s website did not work.

OO0 O0OO0OO0OOo

® Has the service helped, and how?

O by changing medication
O therapeutic interventions to relieve mental health symptoms
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O helping to address social isolation
O help with employment
O signposting to other sources of help.

O Hub service, through helping to complete benefit claim and following it up

O both have been useful in different ways
O Hub service was more diligent and reliable.

® Most important thing helped with?

medication

benefits and bills

daily structure and activity
social isolation

practical skills

signposting to other services.

O O0OO0OO0OOOO

empathy/feeling listened to
support/empowerment

egalitarian nature of relationship (PS2)
being helped with practical problems
being helped to be less isolated
validation of incremental progress
help in dealing with bureaucracy.

O O0OO0OO0O0OOODO

® Anything unhelpful?

insufficient time for intervention
contact too frequent

O 00O

when the listener stepped out of the peer role (PS2).

longer sessions, and more sessions
direct access to a psychiatrist

access to a wider range of activities
less advice and more sharing from peer supporter.

O O0OO0OO0O

® Anything that the service did not offer, but should?

continuing, occasional contact after discharge
in-house counsellor

out-of-hours service

transport for community visits.

O 00O
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Who has made the best job of supporting you, the Hub service or other mental health services/GP?

psychological help: talking through problems, offloading, coping strategies

Anything about how you were helped that was appreciated?

behaviour of volunteer staff at team base gave an unprofessional impression

Anything that you would like to change, or that could be done better?

service should communicate with service users better
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® s there anything that other services could learn from the Hub?

be more egalitarian and open, non-judgemental, non-pathologising and less clinical/role bound
listen and offer time

respond more quickly to crises

be aware of the Hub’s services.

O 00O

® Why would you recommend the Hub to others in a similar situation (or not)?

because services users felt cared for and supported

because they addressed social isolation

because they gave a professional, depathologised, non-pressurised service
because they offered time and privacy

because of practical help

because of signposting

because of flexible, pro-active, individualised service

would recommend only to people not in full-time work (PS3)

would not recommend: could not see how this service could help (PS3)
mixed experience.

OO0OO0OO0O0O0OO0OOOOO

Most of the participants expected help to combat social isolation and lack of daily activities and structure,
and most received help for these problems. Help was also given beyond what was expected. For example,
more participants reported being generally listened to and supported than were expecting it. Several
expected and received clinical input much as they had received from secondary services, as did others who
did not expect such help. Similarly, most participants who expected help with housing and benefits
received other forms of help as well.

But it was nice to actually have someone like [PASS worker] listen to me, because when people come
up to you and they say, ‘How are you?’ As soon as you start telling them, they blank out; they don’t
want to know [. . .] What a waste, why ask, if you‘re not going want to know? And it was nice to sit
here [. . .] and speak to [PASS worker] about the problem that I've got.

Participant 32, PASS service user

Other forms of support included signposting towards or facilitating help from other agencies, help in
dealing with officialdom and bureaucracy, practical help with arranging household repairs and furnishings,
and in the case of one of the peer support service users, giving her small amounts of money and taking
her out for meals.

Everywhere | go to seek help — nothing. So [PS2 worker] said, ‘OK [. . .] I don’t know nothing [sic]
about immigration but I'm going to try, bring your documents to me’, and he read the letters and he
put a letter together and he sent it to Mrs May [Home Secretary] and one to [her] MP [. . .] No other
supporting group in Lambeth have ever written to the Home Office on my behalf — but [PS2] did.
Participant 18, PS2 service user

The service users particularly appreciated feeling supported and cared for, feeling listened to and being
allowed to proceed at their own pace. Concrete help with practical matters and in dealing with officialdom
and bureaucracy were also appreciated, as was feeling empowered by their support worker to regain
control of their lives.

I go to talk to a professional person about problems, not being judged but [. . .] it’s just that aspect of
talking and being listened and also practical, writing letters and as well in a way financial, when | can
probably get help to pay for the college.

Participant 6, COT service user
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Support from PASS and COT was typically described as recovery-focused, depathologised and personalised.
Service users felt listened to and felt that goals and action plans were negotiated, with no time pressure

in a friendly and supportive atmosphere, which contrasted sharply with the support offered by GPs and
secondary services.

They've obviously got a lot more time for you than the GP has, | mean understandably they’ve got like
10-minute slots or whatever, they can’t listen to you yammering on for an hour about all your various
problems. It's more interactive — clearly, because they do things with you and come with you to places
and kind of support you in finding stuff.

Participant 2, COT service user

I've seen one somebody that was like [PASS worker] one time, it's a couple of years ago [. . .] and that

man was [. . .] real good. [. . .] But [apart] from that, | haven’t seen nobody [sic] else who really sit

down and listen to my case like [PASS worker], really take a little time to really listen to me and understand.
Participant 30, PASS service user

[My COT worker] was chasing it up and this is why I'm saying | think [she] has done more than what
[my CPN (community psychiatric nurse)] has done.
Participant 9, COT service user

The help from here is very practical and the amount of time that you’re gonna need is long enough to
talk about your problems and to find a solution, it's like 20 minutes, so it's very basic stuff, saying how
you feel and you get the treatment.

Participant 6, COT service user

There was little focus on the whole sort of psychiatry side. | mean obviously, you know, some things
had to be monitored, you know. Any sort of thoughts of self-harm, medication, etc., and | fully
understand that but beyond that [. . .] the whole mental health stuff was very much de-emphasised. It
was all about, you know, what's being called recovery. [. . .] Getting on with things and [. . .] that was
very satisfying because there’s always a concern, rightly or wrongly [. . .] about getting too pulled into
a mental health system.

Participant 21, PASS service user

The nature of the service provided — how the care was given, rather than what was actually done — and
feeling supported were the most frequently cited reasons for recommending their service to others,
although concrete help in addressing social isolation and practical problems and signposting to other
services were also reported.

| would say, no matter how anxious or nervous, or depressed you are, they don't bite. Once you get
past that initial fear of walking in there, they’re very friendly, they’ll put you are your ease. They make
suggestions, they don’t give you orders, they make offers of things that you might like to try and if
you say you don't want it they don’t get all huffy about it or anything, they just look for something else.
Participant 2, COT service user

He built my hope up; he did give me faith. He followed me to appointments | had where sometimes
I'd go on certain appointments. [. . .] He followed me to appointments at International House
[International House London, London, UK] [. . .] for my homelessness and he went somewhere else
with me and he made quite a few calls for me. He recommended me to [. . .] the man who helped me
chase up the solicitor to get my back my passport and papers.

Participant 30, PASS service user
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Among those who used the peer support services, mutuality and shared experience was frequently
reported. This made the helping relationship less formal and more comfortable, and made it easier to
discuss problems.

With peer support, you're sort of meeting about and [. . .] it's not formal or [. . .] like doctor/patient
relationship or [. . .] nurse and patient relationship. [. . .] You're more sort of likely to reveal [. . .] much
more to someone who is in the same boat as yourself.

Participant 1, PS1 service user

These service users saw peer supporters’ experience of having had mental health problems themselves as
giving them credibility, which gave their support and encouragement more weight.

Well because these people are people who seem to have gone through some of the things that
I have, you know. [. . .] Even though they want to play life coach but they seem more human.
Participant 29, PS2 service user

The example that peer supporters show in their helping role, having experienced mental health problems
themselves, also provides a valuable model of recovery. The need for support from mental health
professionals was recognised, and the clinical and professional support provided by them was appreciated
(again, particularly with regard to support in their various dealings with officialdom and bureaucracy,
although one peer support service user also reported considerable help from her service in assisting with
visa problems).

Two particularly valued aspects of the support offered by PS3 were its involvement with inpatient ward
teams (whereby workers would contact patients who were nearing discharge), and supporting their service
users soon after discharge in attending activities that they had stated an interest in.

| did appreciate them helping me, coming in the beginning and telling me all about it [...] | was in
hospital then and | didn’t know.
Participant 28, PS3 service user

I really appreciate the socials with [PS3] [. . .] going out and [. . .] doing things. [. . .] It kind of gave me
that boost that | can do this one all right, then [. . .] it kind of helps me to build up to then make my
own plans and [. . .] call a friend and say [. . .] ‘Do you want to go here or [. . .] go watch a movie or
something [. . .]. It [. . .] just helps me more be a bit involved, active | suppose. | appreciated that [. . .]
It's helped me get more out of going when | first came out [of hospital] and that | think is one of the
things that can be [. . .] a bit worrying when you first come out. You know, like going out on your
own and going places and stuff. [. . .] It can feel a bit daunting at first and stuff when you’ve been in
hospital for the last 4 months.

Participant 28, PS3 service user

Many participants who used PASS and COT said that the 12-week intervention period was insufficient

and that longer-term follow-up was needed (perhaps at a lower level of involvement). Other service
improvements suggested by these participants included improved access to psychiatrists, ongoing support
groups for service users and an out-of-hours service. The premises themselves were also seen as problematic,
being hard to find and inadequately signposted, and the security system being rather forbidding (especially
for service users who had experience of formal admission). The interview rooms in reception were also seen
as not providing adequate privacy and one user remarked that horseplay among the volunteer reception
staff gave an unprofessional impression. Another service user complained that letters from the service that
contained several typographical errors also conveyed a lack of professionalism. Furthermore, she felt that the
major need that she presented with (her husband'’s need for psychiatric assessment and treatment in order
to relieve pressure on her) was not promptly attended to, she felt that her ability to manage her condition
was not recognised or supported by the team, and that she had received a totally inappropriate referral to a
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time-banking service. Some service users reported frustration that agencies to which they had been referred
by their service had not yet seen them.

One peer support service user commented on an unhelpful tendency to give advice rather than provide a
supportive listening role by some listeners, which violated the lack of distinction between the helper and
the help that the service user particularly valued.

I mean, when you talk to them they give you advice and bulldoze you, yeah, but a bit of a balance,
you know, would be nice [. . .] to hear about them [. . .] Rather than just stand back listening to what
Isay [...] To be more interactive peer support | think.

A problem with activities that were organised by PS3 was that they were often poorly attended or fell
through because of non-attendance. Service users also reported problems such as a lack of interesting
activities proposed by PS3, suggested activities that were not appropriate to the level of involvement that
the service user wanted (e.g. recommending a highly competitive badminton club to a service user who just
wanted fun, recreational games) or activities that were inaccessible to the service user (a ceramics class
whose costs for materials was far beyond the service user’s means). Their activities were also predominantly
targeted at people who were not in work, and, although such people are in obvious need of daytime
activities in order to add structure to their lives, service users who were in full-time work but who still had
problems with social isolation were not catered for. Another problem arose when the manager left the
service and, in the break before the new manager was appointed, few new service users were followed up.
The first version of the service's website also did not function well.

Service user participants were re-interviewed in order to assess whether or not there had been any
changes to their mental and physical health since time 1, whether or not they had received support from
their service for any other problems since time 1 and if they had anything to add to what they reported at
time 1 or if their views about the support that they had received had changed in the intervening period.

In total, 27 of the original 33 participants were re-interviewed at time 2, giving a response rate of 82%.
Three PASS service users were not seen; two of these declined interview and had experienced a worsening
of their mental health in the intervening period, and the third was of no fixed abode at time 1 and could
not be located at time 2. Two COT service users were not interviewed. One had re-entered full-time
employment and work commitments prevented him from being re-interviewed, whereas the other did not
respond to any attempt to contact him. One PS3 service user felt unable to be interviewed, having just
been discharged from a mental health admission.

The average time between time 1 and time 2 interviews was 210 days (range 183-254 days) and the
average duration of the time 2 interviews was 25 minutes and 6 seconds (range 6 minutes and 58 seconds
to 1 hour, 21 minutes and 20 seconds).

At time 2, one of the PASS participants had his care transferred from secondary services to primary care and
the remainder of the participants were still being cared for by the same service as at time 1. All but two of
the PASS participants and all but two of the COT participants were no longer in contact with their respective
services (one PASS participant had been transferred to COT and one COT participant made occasional
telephone contact with the service). Two of the participants were still in regular contact with the service

(in fact, one had been sought out by PS2 when they had heard that she had suffered a bereavement), and
none of the PS3 participants was still in contact with the service. Three PASS participants, four COT
participants and four PS3 participants had received input from at least one other non-statutory service.

Improvement and worsening of mental and physical health and other problems identified at time 1 are
summarised in Table 28.
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Improvement or worsening of problems between time 1 and time 2

Mental health 2 3 2 3 1 0 1 2
Physical health 2 0 2 2 2 0 0 2
Social isolation 0 0 1 5 0 1 0 3
Employment/education/voluntary work 1 2 2 4 1 0 0 4
Accommodation 0 1 1 0 1 0 1 0
Benefits, etc. 0 2 1 0 0 0 0 1

One PASS participant reported being formally admitted since time 1, but no COT, PS2 or PS3 participants
reported any mental health admissions. One service user from PASS and one from COT reported
experiencing a mental health crisis. Neither sought help with this, in the case of the PASS service user
because she does not trust services to help her, and in the case of the COT service user because he felt that
he had been neglected in the past when seeking help from his GP. Three of the PS2 service users reported
experiencing mental health crises. Two sought help from their GPs, whereas the other sought no help
because she did not feel that this had helped in the past, and she felt that the quality of listeners on the
crisis telephone line was variable, so she preferred not to ring. Three of the PS3 service users also reported
experiencing mental health crises, all of whom sought help from others (one from his GP, one from
Gamblers Anonymous, and one from his father or a friend, as he felt let down by professionals in the past.

| think professionals, to be honest, have let me down. In the past, the track record is that they have let
me down. They've let me down, so there hasn’t been the interest of phoning up, ‘Hi there, what can |
do for you?’

Overall, the service users tended not to have changed their feelings and opinions about the support that
they had received from the services. If they were satisfied with the support they had received at time 1,

they remained so at time 2, and vice-versa. An exception was a PASS service user who at time 1 had felt
uncomfortable about coming to the team'’s location because he felt intimidated by the security measures
and had felt uneasy with some of the volunteer reception staff. With hindsight, he attributed his discomfort
at the security measures and the reception staff’s behaviour to the hypervigilence and negative thinking that
were characteristics of the anxiety from which he suffered.

I said to my girlfriend, when we first saw the psychologist practitioner, | thought they were gonna lock
me up and then when | went here and | saw the bars and all, | thought, ‘This is a hospital innit” and |
thought,‘Ooh no, I’'m not gonna get out of here’. So | was thinking, ‘I better be careful what | say.’

[. . .] 1 was paranoid and everything. But now, with hindsight, | realise that it’s not like that. It's more
like to stop people breaking in and smashing the place up. So now, with hindsight, I think it's a good
place to come [...] | think it was me being negative and just being a bit, you know when you’re not
feeling great but | think you try and, you see every little nitpicky detail in other people I think [...]
When you’re positive, you look at it and think ‘I can’t be bothered’, but when you’re down, | think
you notice every stupid little thing you know.

However, although service users’ views of the support that they had received had not changed between
the interviews, there were several comments made that reinforced or expanded on what had been said at
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time 1. For example, one PS2 user expanded on the dilemma concerning the nature of peer support that
she raised at time 1:

If they don’t say anything about their story, they're acting just like professionals. [. . .] My interest in
using a peer support anyway is to meet peers, in plural right. Then when it'’s run so much like | don’t
know Social Service, or like the professional services the Monday to Friday ones, then it's, | am
disappointed with that anyway. [. . .] | just feel like people’s needs should be addressed more you
know. [...] I mean | would like to meet people who are dealing with mental health problems and
where people share what they’ve been going through, so | didn’t really get any of this. Any of it, | feel
I'm having to ask them and they’re not that comfortable with it so, then [...] that’s not very peer is it?

In contrast, another service user really valued PS2's support and was able to speak with the same listener
on more than one occasion.

| felt like somebody cared for me and somebody was listening to me. Somebody heard what | was
saying and offered some continuity.

As at time 1, the very loose structure of PS3 came in for criticism at time 2.

I mean you know, the few things which I did try and arrange or do whatever, it all fell through, every
single thing. So it was pointless.

However, the value of a service like PS3 was clearly suggested by a service user who was not involved with PS3:

I mean in the sense of inclusion, or community? How do you build that? Also, it’s | think it's quite
good to have instead of things being so spare, sort of one-on-one, | think | should be, | guess at the
COT day centre is, | don’t know, but if people could meet you know, there could be more events held
anyway where people could meet each other.

A suggested improvement was that PS3 should adopt an approach based on a more structured assessment
of a service user’s needs and interests.

I think they need to have a real understanding of you and an evaluation of you and your situation
before they meet you, so that the time isn't wasted because they’re watching the clock and they’ve
said, ‘We have 4 months to see you’, or ‘We have three, four visits to see you and then you’re done
with us’. So they need to do a proper evaluation before they meet you so that the time they can work
with you really counts. | get the impression that it’s all very hunky-dory but then nothing materialises
out of that. That's really sad for those like myself who, in mental health, they really need that support.

Another service user offered mitigation for the service's shortcomings, pointed to the service’s potential
and suggested changes:

I think in conclusion you can say that they were very much in flux at the time when | was there and
they were attempting to set up a couple of initiatives and so the one that | was most involved with
and as far as | know it’'s come to nothing. [. . .] The good intentions were certainly there but | think
they were still trying to feel their way into an established service. [. . .] There were definitely sort of like
employment initiatives and it had the potential of going somewhere, it was still very much in its
infancy and | didn't get the sense that certain tutors were involved in the actual running of things.
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I mean, that was basically the model that they wanted to go for but | didn’t get that there were
enough people taking initiative.
Participant 26, PS3 service user

Community options team service users were particularly impressed with the relaxed, unhurried but
attentive atmosphere of the team and with the diligence of their COT workers.

| still think they are great. They listen. The service is not something where you go and you just have
15 minutes, say your thing and you have to go or, because your time finished. You really feel like
these people care about you.

Participant 6, COT service user

She did all the ringing about — everything, the appointments and all that and she just, as best | can
remember, she was involved all the way through to make sure everything was working OK, you know
kept in contact by phone, ringing up to make sure | was OK and everything. [. . .] She didn’t have to do
any of these things for me. She didn’t have to, she could have just made a phone call, but she didn't,
she kept in touch with me. She went over and above what she had to. [. . .] She didn’t just treat me as
Just another client and ‘OK, you’re time's up . . . right next one come in . ..". She’s just so caring.
Participant 12, COT service user

I’d recommend them any day of the week and | if | was talking to you as a mental health patient
myself, | would be saying to you, ‘Look, don't be frightened about it, they'll take good care of you,
they won't give you a hard time, they’ll listen to you’, which would be a big plus because you don’t
feel like anybody listens to you when you’ve hit bottom. No, they were fantastic.

Participant 2, COT service user

Well, the atmosphere, you know, it’s less clinical here, whereas in the doctors it's very clinical. You
know, and then you always have that time thing of, you know, are they waiting for the next patient
or ... Here you might have that but not in a, it’s not apparent.

Participant 4, COT service user

However, one COT user reported that his worker did not know about eligibility for tax credits, which
meant that he did not receive his full entitlement.

Hindsight also ameliorated the view of one PASS user who had been critical of the amount of time it took
for the treatment to which his PASS worker had referred him to materialise.

Like she said to me you need CBT [cognitive-behavioural therapy] and then I'd say to her, ‘Well
when’s it gonna start?’ and she’d go, ‘Right I'll fire off some e-mails, I'll make some calls.” And | come
the next couple of weeks and it would still be, ‘We’re waiting for an appointment’. But that’s not her
fault, it’s just the system is swamped.

Unknown participant, PASS service user

As with COT, simply taking the time to listen to the service user was greatly appreciated.

It’s nice to sit in front of someone and they say, ‘How are you?’ and you tell them, and they’re
listening. That makes me feel good inside.
Participant 32, PASS service user

For another PASS service user (who happened to be a mental health professional), the recovery-focused
support that he received felt appropriate for his conception of his difficulties.

I would recommend it. [. . .] | think it’s particularly suitable for people who may probably not have had
a significant history of mental illness, but have found themselves in difficult times and have had a
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reactive, depressive, or anxious disorder and | think that the level that the team is set, enables people
who've had a reactive crisis to move on more quickly and | know from my own experience, the
reluctance of people who don’t see themselves as having had a mental health history, being pulled
into a system which involves diagnosis etc. [. . .] I've worked with that myself and so for myself, | think
I'd say the same, it's that | don’t have a significant mental health history and so the level it was set at,
was far more comfortable to deal with.

For another PASS service user, being encouraged to do things for herself built her confidence, and help
with form-filling and bureaucracy was particularly appreciated.

The PASS team kind of started me off of doing things by myself, you know, it’s given me that bit of
confidence out there. Any other thing else, | would say if you're really down, extremely down like you,
you don’t know how to do your benefits and paperwork and things like that, that’s what I say,

I would definitely recommend them because they was there supporting me in that field.

Experiences of primary care support services

One of the three PASS service users was unable to attend the focus group because of work commitments.
One of the PASS service users who attended felt that the service that she had received had been very
poor. She reported that PASS, in her experience, was poor at gatekeeping, poorly understood the
presenting problem (and in turn, this poor understanding of the problem was passed on to other services
with which they liaised) and were slow to give the required help. She also reported that GPs seemed to be
unaware of the service and did not properly understand it when they were aware of it. She also found that
the physical environment of the PASS team base was unwelcoming (the security gate and other security
measures reminding her of her experience as an inpatient in a secure setting) and that poor spelling in a
letter (she was a supply teacher) contributed further to an impression of unprofessionalism. To improve
their service, she suggested that they should give more timely assessments and support, especially in an
emergency, and should also provide assessment and help to other parties (in her case, to her spouse).
They should also recommend that service users attend the A&E department rather than go to their GP in
an emergency, as they offer a better service. She also recommended that they communicate better with
GPs, and that GPs gain a better awareness of where the service operates and what it does.

The other PASS service user in the focus group reported that the change in medication that PASS had
arranged for his auditory hallucinations had worked well and that they had given him helpline numbers
(which he had not had to use).

Experiences of community options teams

The three COT service users in the focus group were unanimously positive in their appraisal of the service.
They reported that the COT workers were supportive and that they were listened to and heard. More
concretely, they had been helped with housing and education problems, suggestions for daytime activities
and referrals to other sources of support. One COT user reported that her worker had even given her
individual computing tutorials. They described the impact of the support that they had received as leading
to a more fulfilling and active life. The only negative note concerned the forthcoming move of the team
base to Streatham, which was seen as problematic because of the journey needed to access the service
and the unfamiliarity of the new location.

Experiences of peer support

The views of the participants who had used the two different peer support services were more ambivalent.
The two PS2 (the crisis line) service users saw it as very helpful (indeed, potentially life-saving), providing a

valuable out-of-hours service and worries that any restriction of this service in the future would be harmful
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were voiced. Descriptions of how using the service actually helped participants were somewhat vague, and
included such things as ‘Something in the way they talk to you’ and feeling ‘more normal’ after having
used the service. The listeners on the crisis line were also described as diligent, ringing back if this was
needed. However, it was felt that the service was poorly publicised and that because different listeners
would be on the line at different times, there were problems around a lack of continuity and varying
quality between listeners.

The two PS3 users (the service matching clients to groups and activities in the wider community) held
widely diverging views of the service. One greatly appreciated the service’s involvement in preparing him
for discharge from hospital, and in helping him to find activities, meet people and to generally get out and
about after discharge. Although the social involvement that PS3 had helped and encouraged him with
had enriched his life and made him feel more confident, he also thought that the service needed better
organisation and follow-through, with perhaps a check-in system in place sometime after discharge from
the service. The other service user was more negative, complaining that the service was disorganised and
had problems in running groups and activities. Specifically, he complained that events that were planned
often did not actually take place, and that the badminton group that they referred him to was pitched at a
level that was inappropriate to his needs. He wanted a group where he could play recreationally, whereas
the group suggested was far more competitive and competition-oriented. Overall, he felt that the service
was too ‘laid back’ and needed a more structured approach. One of the PS2 users (who had had some
experience of PS3) also complained that the service was unable to cater for his (admittedly highly
specialised) interests.

Service satisfaction and health quality
The highest possible score on the CSQ is 32. The average satisfaction score for the service received from
the Hub service was 18.7 (range 10-32), compared with 18.4 for other services (range 12-25).

The highest possible total score on the sum of the EQ-5D-5L subscales is 25, and the overall rating of
health quality is out of 100. Average total subscale score and average overall rating of health quality
before referral were 15.9 (range 9-23) and 36.3 (range 0-90), respectively, compared with 17.6 (range
9-23) and 53.8 (range 0-80) on the day of the focus group. (We did not use the utility weights for the
EQ-5D-5L given that this was not primarily for use here in an economic evaluation.)

Time 1 staff findings

Mean duration of the time 1 staff interviews was 35 minutes and 15 seconds (range 20 minutes and
28 seconds to 48 minutes and 47 seconds). The PASS and COT staff participants were asked how their
current role and their previous post differed (none of the peer support workers had previous paid or
unpaid work experience in mental health).

The transcripts of the time 1 staff interviews were also reviewed by the senior researcher, who coded the
participants’ responses to the questions. Once again, these codes were reviewed by the senior researcher
and the service user interviewers to sort the codes into themes. The themes derived from the codes are
presented and the questions to which they relate are summarised below.

® What was it about the post that appealed to you? What were your expectations?

change of role: less stress and frustration, more fulfilment and satisfaction, novelty

a chance to use previous experience

the role was interesting, better

a chance to earn an income, get work experience and opportunities (all peer supporters).

O 00O

® Are you pleased with how it has turned out?

O has given opportunities (for peer supporters)
O role not as depressing/serious/intimidating as expected (peer support)
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O referral patterns have changed — not so much about facilitating transfer from secondary to primary
care (PASS workers)

O financial benefits not as good as expected (peer support)

O turned out as expected, but wondering how to maintain enthusiasm

O not sure if role helped recovery as expected.

® What challenges does the role present?

O 12-week intervention period not sufficiently long (PASS and COT)

O hard to talk to people contemplating suicide (peer support)

O hard to talk to people who are not getting the help that they need from mental health services
(peer support)

O hard to help people who cannot communicate what their needs are (peer support).

® Have you ever worked with people that you felt unable to help? What was the problem?

O service user can be too acutely ill, have longer-term needs, or other problems (e.g. substance
misuse, debt), which can put their needs beyond the remit of the service
O concerns with safety.

® What are the main differences in role between your current job and previous work (COT and PASS only)?

emphasis on short-term, planned work

less emphasis on crisis management

current clients are less acutely ill, more motivated and able to make choices
smaller/more manageable caseload

more role autonomy

easier communication with GPs

slower access to medical/psychiatric assessments.

O O0OO0OO0O0OOOO

® How is the work that you do in this post different from what you did previously (COT and PASS only)?

O previous work more institutional

O more proactive, with activities done in the community
O less continuous relationship than in residential care

O easier access to other resources (in the Hub).

® How do the challenges in this job differ to those in previous work (COT and PASS only)?

O time-limited intervention means that disengagement can be difficult
O (different demands require different knowledge and skills.

® How are the clients that you currently see different from those you have worked with in different posts
(COT and PASS only)?

less acutely il

more insight, more collaborative, more capable of independent living

more convenient and less stigmatising for client to be seen at GP surgery

having more time means better assessments can be made, and therefore increased client satisfaction.

O 00O

® How are your relationships with your current client different from previously (COT and PASS only)?
O less fire fighting, less authoritarian/custodial/prescriptive, more facilitative/collaborative/supportive

o different pace of work affects relationship
O client more capable of responsibility, and has more options.
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Is there anything that you think secondary services could learn from the way your service operates
(COT and PASS only)?

O services need to be better informed about charity/voluntary sector resources

O closer working with GPs

O residential service users should be encouraged to become more involved in their care
O services should work more holistically

O some (perhaps limited) scope for time-limited and recovery-based work.

Is there anything that could usefully be applied from secondary services to your service (COT and
PASS only)?

O access to consultant psychiatrists

O better safety systems for working in the community

O social care professionals need to be better informed about clinical issues

O more rigorous case presentations.

Are there ever times when you wish you were working in a different service? What is preferable about
that (COT and PASS only)?

o

would prefer a more challenging client group.

Do you ever work alongside service user-led services? What has your experience of this been like
(COT and PASS only)?

(o]

mental health/social care professionals need to ensure that peer support services are included in
service provision, and that their contribution is respected

service user-led services are good, offering an added dimension to the service

peer supporters are insightful, and engage well with service users

Concerns regarding

O peer supporters’ safety

O peer supporter's experiences possibly leading to tensions and conflict with mental health/social
care professionals

O mental health problems of peer supporters creating problems

O peer supporter involvement in referral meetings. There is a case for this, but confidentiality
might raise problems.

Is there anything that your service does not do well, or should be changed?

O 0OO0OO0OOOO

better communication between teams, and definition of team roles

more secure funding is needed

more staff support needed

arrangements for sessions should not be made at the last minute (peer support)

more preparation needed for peer supporters who are nearing the end of their engagement
attention needs to be paid to not moving from crisis support to a more support work role
problems in assimilating new workers into the service.

Is there anything that this service does not offer, but should?

o
o
(o)

ongoing support groups for discharged service users
in-house resources such as a housing officer or IT resources for service users
improved monitoring and support to prevent relapse in peer supporters
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direct referral route to A&E or community mental health team (CMHT)
longer peer support sessions to enable more interesting activities and travel
better safeguarding for peer supporter home visits

representation at discharge meetings (peer support).

O 00O

® s there a down-side to peer support work? (peer support only)

O boundaries and closure — disengaging after 12 weeks of intervention (more time needed)

O exposure to clients’ distress can be retraumatising, negatively reminding the peer supporter of
being in a similar position

O uncertainties regarding continued funding

O sufficient and adequate supervision, training and support

O feeling pressured into becoming the sole means of support, rather than giving supplementary support.

® What special insights do you think your experience as a service user enables you to offer? How does
your experience affect how you offer support? (peer support only)

O experience gives credibility

O experience offers a role model — gives the message that they can be helped

O experience gives specific knowledge that helps them give proper support, such as looking at
strengths rather than weaknesses, knowing that the service user might be bewildered, and not
know how to ask for help, and active listening which engages with the emotional content of what
is said, communicating value of the service user.

® What differences are there between the relationships you have with those that you are trying to
support and other service users? (peer support only)

O peer support relationships had more boundaries — it's a one-way relationship, and you are more
accepting in the peer supporter role. Also you need to take care not to take on a supporter role in
other relationships.

® Have you helped someone in ways that a mental health professional could not have done?
What was different about what you did? (peer support only)

O offering more practical, hands-on help
O more mutuality in the relationship — more equal.

® What impact has your work had on your own recovery, and on life in general? (peer support only)

O peer support work can be emotionally draining

O peer support work has many positives: financial reward, a sense of achievement and altruism, given
an educational goal, and increased confidence

O positive effect on views of mental health services and professionals: more appreciative of help
given, has increased respect for them, and has humanised them

O peer support work has directly opened up work/career opportunities and direction, and has shown
possibilities for expanding other work projects.

® Has anyone ever had this kind of role with you? What difference did it make? If not, what difference
would it have made? (peer support only)

O similar relationships have/would have given role models

O would have given social contact and daily structure
O would have provided a person who she could have felt safe confiding in.

NIHR Journals Library www.journalslibrary.nihr.ac.uk



DOI: 10.3310/hsdr04340 HEALTH SERVICES AND DELIVERY RESEARCH 2016 VOL. 4 NO. 34

® Do you get involved in meetings with mental health professionals. How is your input treated by them?
(peer support only)

O there has previously been a lack of recognition of the value of peer support work
O mental health professionals seem to be more accepting of peer support now
O some professionals are distant and hard to understand, but others are easy to get along with.

Some were mindful of the risk of peer support being co-opted in mainstream service provision, and
thereby losing credibility with service users.

Both COT and PASS participants reported that their role emphasised short-term, planned and proactive
work, as opposed to less focused, longer-term involvement, which was predominantly concerned with
dealing with or averting crises.

When | became a Care Co-ordinator, | thought | would have the freedom and flexibility to work with
people and you know and meet as many of their needs as | could, but the frustration is you can’t,
because you are trying to keep people safe. So for me, this felt an opportunity to work with people
who maybe we could work more creatively with and have more time to spend with and have more
time to actually do that work with, that I'd gone, you know, into secondary care, became Care
Co-ordinator to do.

Staff participant 1, PASS team member

Another contrast that was commented on was the diagnostic heterogeneity of their client group, which
meant that the service was operating in a slightly different way from what was originally envisaged.

| am working with a lot of people with affective mood disorders | must say, rather than say psychosis,
serious mental illness, at this stage and we seeing more, a lot of people which, | don’t really like using
the label ‘personality’ but I'd say ‘personality traits’, where it's maybe people that the GP’s don't really
know how to manage, people who have multiple attendances at the GP practice, take up a lot of their
time, the GPs just really don’t know how to best support them.

Staff participant 1, PASS worker

Another difference for the PASS workers was working in GP surgeries, which carried with it a wide range
of changes. Seeing a service user at their GP’s surgery was seen as less stigmatising than seeing them in a
CMHT and more convenient to arrange for those service users who were in employment. This also made

liaison with GPs easier.

At first | wasn’t happy going into the GP practices, | must say, | was almost avoidant, dreading it,
because each GP practice works so differently and they’re so busy, you don’t even know where the
GPs are sitting, you don’t know where the rooms are, you know, the two GP practices are massive,
quite impersonal [. . .] no one kind of gives you an induction, no one gives you a tour of the building,
you're just given a room and ‘get on with it’, [. . .] and also, | mean, two of the rooms | work in,
there’s no buzzer and no panic alarm or anything. Touch wood, nothing’s happened or likely to
happen [. . .] so you feel a bit isolated when you first work in the GP practices, so what | would do is |
would just bring it back [. . .] to my team and say, ‘Look I'm not happy about this’, or ‘| don’t feel
comfortable with this’, or ‘I don’t feel safe with this’ [. . .] but | think gradually as we‘ve known how
the GPs work and we've got to know people, that’s felt a bit better as well.

Staff participant 1, PASS worker

Accommodating all the Hub's services together in one building had both advantages and disadvantages.
Although this meant that it was easy to access other Hub services, medical assessments took longer than
in secondary services. Another problem was that the lack of a direct referral pathway from the Hub to
secondary services meant that referrals to them took longer.
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Both COT and PASS staff participants also commented on their smaller, more manageable, caseloads and
an easier pace of work than before. The relative lack of time pressure in turn creates time to make

better assessments of the service user’'s needs and more time for working with the service user.

In turn, this increases the client’s satisfaction with the service.

The clients on staff members’ current caseloads were seen as less acutely ill and more able to be motivated
to actively address their problems, live independently and work collaboratively. They were also seen as
having a wider range of options available to them and as being more able to actively choose options that
they could pursue, and be more able to accept responsibility for their decisions.

It sort of felt like, you were sometimes almost sort of, almost like a mothering role | suppose, where

you're sort of saying, look you really, really need to do this and even if they didn’t exactly want to,

you'd have to really encourage it, whereas here it's, the support really is on the client’s terms.
Unknown staff participant, COT team member

Another contrast with previous posts was that activities were undertaken in the community and that
workers had more autonomy than they would have in, for example, a residential setting.

The staff participants were overwhelmingly satisfied with their current role, although one said that they
would prefer to work with a more challenging client group. The current role was seen as less stressful and
frustrating, and more satisfying and exciting (as it is new and operating in a more integrated fashion than
had been the case with previous roles).

Participants from all the services also commented that their current role offered opportunities to use and
capitalise on previous experience while offering the opportunity to develop new skills, interests and
career directions.

I think on the whole | must say that I really, | really enjoy working with the people that I'm working
with [. . .] I look forward to coming to work every day, most days and [. . .] | do work with a variety,
a diversity of people with different needs, different symptoms, different presentations, so that’s been
good for me as in challenging me and extending my skills and myself, informing myself and learning
more and finding out more things.

Staff participant 1, PASS team worker

Peer supporters particularly commented upon the opportunities that their work gave them in relation to
earnings, new work opportunities and the opportunity to prepare to undertake paid employment in the future.

Basically it's made me feel more confident, been given back my confidence.
Staff participant 9, PS2 worker

I want to study [. . .] I'm doing a Psychosocial Graduate Course and then | want to do a Master’s in
Mental Health.

Staff participant 10, PS2 worker

The staff participants were asked if there was anything that their service did not do particularly well, or if
there was anything that it did not do, but perhaps should. The major problem identified was the amount of
input offered. The 12-week intervention period used by COT and PASS (and formerly by PS1) was considered
insufficient, as service users (particularly those with complex social needs) often had longer-term needs that
were hard to address in such a limited time frame. A suggestion for mitigating this problem was to provide
some measure of continuing support by running support and social groups for former PASS and COT service
users. Former PS1 peer supporters also felt that the 2-hour sessions that were used by this service were too
short for activities outside the local area (they were not paid extra if they worked for longer than 2 hours in

a session).
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Both PASS and COT staff participants also felt that sometimes service users were referred too early by
CMHTSs. This problem was also mentioned by the peer supporters, who thought that the expectations of
some service users and of those who refer them to peer support could be unrealistic, with people who
were too acutely ill to gain the full benefit of the service sometimes being referred.

There was one person who was really tough and | was way out of my depth and | didn’t feel
particularly supported on by the professionals, because when something goes wrong there, they all
fall to their like, textbook — we do this, we do this, we do that and then it happened to be that my
meeting with him was when he was having his mental health breakdown and | was really scared
and | wasn't equipped to deal with it.

Another problem lay in confusion around the different roles of the PASS and COT teams (particularly in
relation to which needs the different services addressed), and a COT staff participant also mentioned the
need for their colleagues to have a better understanding of medication and of medication side-effects.
Both PASS and COT staff participants observed that housing the two teams in the same office facilitated
consultations and support between individuals in each of them and it was felt that better communication
was necessary at a team level. Practical suggestions for improvements to the service included having a
psychiatrist in the team (or at least having better access to a psychiatrist), having an in-house housing
officer and providing IT facilities for service users.

Participants in all three services saw the insecurity of funding for their services as a problem and the need
for better safety systems when working in the community.

The ethos of peer support is one of companionship, empathy and empowerment borne of shared
understandings and experience, which often conflicts directly with a prevailing discourse in mental health
service culture in which ideas concerning treatment and care, control and compliance and professional
expertise are central. With mental health and social care professionals working alongside peer support
services in the same Hub, there is the potential for conflicts to arise. The peer support staff participants
reported that their work did not initially appear to be taken very seriously, but that their contribution had
become much more valued over time (although sometimes this lack of recognition resurfaced). They also
commented that some (although not all) mental health and social care professionals were also seen as
distant and hard to understand. They were also concerned that peer support services would be co-opted
into the mainstream and thereby lose credibility among service users, and that they could inappropriately
change from their adjunctive role into the only service available for some users.

I think also [. . .] the problem with it actually can be is that when you’re supporting individuals who
have been discharged [. . .] it becomes more stressful because you’re having to support somebody with
complex needs and you're not trained for that and the person automatically will become dependent
on us because it's their only support.

Having said that, one peer supporter pointed out that PS2 was in fact the only port of call for people who
were missed by other services. For their part, COT and PASS staff participants acknowledged that they
needed to ensure that peer supporters felt included and that their input was respected at meetings, and
that tensions could arise out of peer supporters’ own experiences of mental health services and in
negotiating how to co-work with a service user. It was further acknowledged that some progress needed
to be made before they could be considered to be fully working together.

Despite these conflicts, there was considerable mutual respect shown for each others’ work. Peer supporters
reported that working alongside mental health and social care professionals increased their respect for
them, and their experience of supporting other service users increased their appreciation of the help that
they had received. Both COT and PASS staff participants were positive about the contribution made by peer
supporters, particularly noting that the insight and ability to engage with service users that their shared,
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lived experience gave them added a valuable dimension to the Hub's services. One suggestion was that peer
supporters become more fully involved by being included in referral meetings, which would mean that their
help could be used more quickly, although it was recognised that patient confidentiality might make this
difficult. Another difficulty with this plan lies in payment for the peer supporters, because they were paid
only for the time spent working directly with service users. The fact that time for meetings and supervision
was unpaid was a source of some dissatisfaction and resentment.

Both PASS and COT staff participants highlighted concerns about the support offered to peer supporters
and about their continuing mental health problems. The peer support staff acknowledged that their work
could be emotionally draining and that the exposure to the distress of their clients could remind them of
their own experiences, and they stressed that equal attention should be paid to how they are supported
and to the benefits that they can provide.

There was a time some of them [peer supporters] felt they were not really included in the conversation
[. . .] that had taken place in the meeting and | think people need to understand them more that
they're actually a crucial part of what is happening now and [. . .] very effective.

Staff participant 7, PASS team member

Time 2 staff qualitative findings

Participating staff were re-interviewed to explore whether or not any changes that may have occurred
during the intervening period had affected their work and their feelings about it. Eleven of the 12 staff
members who were interviewed at time 1 were re-interviewed (one of the participants having taken up a
post elsewhere), giving a response rate of 92%. The average time between time 1 and time 2 interviews
was 220 days (range 151-322 days), and the average duration of the time 2 interviews was 22 minutes
and 11 seconds (range 7 minutes and 26 seconds to 36 minutes and 55 seconds).

The PASS staff mentioned the upcoming introduction of the community incentive scheme (CIS) as being a
potentially great change, and noted the successive changes in the role of the service over time.

Originally, the remit was for us to help facilitate people being discharged from secondary care and
then that changed, so we were more meant to be primary care-focused, working from GP practices
and now obviously the CIS thing developed.

Staff participant 1, PASS team worker

The CIS is intended to support GP practices in working with people who have SMIs who have been
discharged from SLaM services in Lambeth. This raised concerns that this would change the profile of service
users who are referred to PASS, and that it might not be possible to offer equal quality of service to service
users with and without a SMI. Furthermore, service users with SMis may find it harder to understand the
nature of the support that PASS offers, and might be more likely to have more serious relapses than the
other service users, which would mean that closer links between PASS and secondary services would

be needed.

I worked mostly, well for many years in secondary care, so | do miss working with those people who
had quite very high dependency needs, so | quite look forward to working with those people. | just
want to make sure that I'd be able to offer the same time that maybe if you call it two separate
groups of people with low needs and high needs, that | would hope that | could still offer the same
quality of service and input to both. So that you don’t end up almost like working with the most —
well, | shouldn’t say needy, or unwell, but the ones who are most likely to have higher needs and then
maybe not spend as long with the people who have less but, they still need those needs met in order
to move forward.

Staff participant 1, PASS team member
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Another change commented upon by the PASS participants was that caseloads were larger, leading to an
increased pressure of work. This had led to some team members leaving the service and few of the original
team remained. All of this contributed to a feeling of demoralisation. Along with this turnover of staff came
three different team managers in a 7-month period, all of whom had different approaches to their task,
which, along with a general tightening of procedures and working practices, led to more unsettlement.

The lack of a staff room that was separate from the working area also contributed to this feeling of pressure.

I've seen some staff, maybe think it’s too much and we've had some leave because they think the
pressure is too much. It's just the environment because there is no staff room to go out and maybe,
because you are working there, you have your break there — everything happens in there.

Staff participant 7, PASS team member

The team was also expanding in size, which increased pressure on resources (particularly on workstations),
which, combined with problems in accessing GPs’ information systems to update service users’ notes
(entries to notes often had to be faxed to the GPs from the PASS team base), added a further element of
frustration. The expansion of the PASS team was also seen by one of the COT participants as putting the
Hub in danger of becoming unbalanced, and of the COT team thereby becoming identified with SLaM.
Although she felt that it was good that the two teams worked closely together, she was worried that COT
might lose its own distinctive identity.

The way the team has developed it has — at Thamesreach, it’s a voluntary organisation and then we’ve
got lots of people from SLaM as well and it has felt a little bit like the SLaM element has become quite
a bit stronger within the dynamic of the team [...] And I've been a bit concerned about the voluntary
sector kind of just blending in with the SLaM side of things and not retaining its own kind of separate
identity, and the sort of approach that we have might be slightly different, but it all feels like it's all
kind of blending in together a lot more and | think it's great for us to work together, but I think it’s
important for us to still keep — we’re coming from different approaches and we‘ve got different things
to bring, so yeah, that’s a little bit of a concern for me.

Staff participant 2, COT team worker

Concerns about the future of the PASS service were also raised, and the uncertainty caused by this added
further pressure and led to some staff starting to make other employment plans.

On a more positive note, GPs were thought to be more accepting of the service, and appreciated the
speed at which the PASS team could respond to referrals by seeing service users at the GP surgery.
Communication between GPs and the PASS team had also improved.

| think the GPs appreciate that you're seeing patients at surgeries, that — instead of them having to
wait to hear from the community mental health team patients referred to them. They immediately
know they can contact me, they get me the feedback.

Staff participant 4, PASS team worker

Community options team participants also mentioned an increase in caseloads and an expectation to
see more clients, and an increase in referrals for housing problems. However, the COT service users were
seen as more independent and therefore as not needing to be seen as often as the PASS service users.
However, these changes meant increased pressure on resources.

The teams in my office have changed a little bit, so we seemed to have had more staff coming on
board maybe. [...] Well, | mean for the building for example, has had to manage more people; we
need more space, more interview rooms for meeting clients [. . .] Things like that. So practical things
like that have become a bit more of an issue | suppose [. . .] Sometimes it's difficult to — it's made it
more difficult to book meeting spaces and things like that with clients.

Staff participant 2, COT team worker
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In response to the increased caseloads, their work had become more focused and boundaried, and
periodic understaffing in the team meant that more signposting work came to the fore. The COT team
had also expanded, and the new team members were seen as lacking understanding of how the Hub
works, making them reluctant to share and pass on information.

I've worked with new members of the team and they’ve been hesitant or reluctant to share
information and not really understanding that we’'re working very closely together jointly, so I've asked
somebody for some paperwork and they’ve sort of asked me why do | want it and been a bit resistant
sharing that [. . .] | think it’s just a bit of a learning curve for people.

Once again, there had been changes in team manager (in fact, for a period there had been no manager),
which meant that team members were reluctant to discharge service users, and an inevitable impact on
supervision, leading to a lack of confidence. The larger caseloads and expansion of the team also meant
increased stress on resources, as did the increased recording and administrative work that closer working
with the PASS team entailed.

The peer support services also underwent considerable change between time 1 and time 2. PS1 had lost its
tender, and was replaced by the organisation that operated PS2. One of the PASS participants particularly
commented upon the loss of PS1, as there was great potential for this service to do work with her service
users that she was unable to do.

I thought it was absolutely just really, really essential, really important. I've linked in quite a few of the
clients | was working with to them, so co-working with a peer supporter and just the things that | just
couldn’t really do, maybe go and have a coffee with the person, or they were worried about a hospital
appointment and the peer support went there [. . .] I think it really helps a lot of the people we've

had and it's also made them realise, well actually, if they can do that, maybe | can become a peer
supporter, or | can get into this, or | can make friends. So [. . .] | was quite sad when that went and |
know they’re trying to look at alternatives, but in the form that we had it, | know there’s nothing that
kind of matches that at the moment.

The three participants who had previously worked for PS1 were still involved in peer support work at time 2.
When the PS1 workers moved to PS2, they expected a similar set-up to PS1, but there were significant
changes. PS2 operates a different model to peer support — crisis support rather than continuing support —

and because continuing support was not adopted, many of the former PS1 workers felt that their earlier work
was not respected, although in fairness there was an insurance problem for the organisation concerning
continuing support. They were also looking for volunteers rather than paid workers and paid less money to
their paid workers. One participant resented this drop in income, feeling that her contribution was devalued,
and suspected that work would be allocated to volunteers before paid workers, which raised uncertainties
about income. She also resented the fact that, unlike mental health and social care professionals, supervision
and time for meetings was not paid, so the hourly rate was actually quite low. This concern with pay levels
was shared by one of the PS2 workers.

I don’t think | want to stay doing peer support for much longer because it's just slave labour really. It's
just really little money for really quite hard work. So yeah, and it always only says 1 hour pay per week
per client, but then it’s more than that because you always end up having a phone call and then they
cancel the meeting with you and you have to rearrange, and then there’s the paperwork you have to
fill out and report on afterwards. It actually takes much longer but you only ever get paid for one
hour, and it's quite emotionally draining.

Some concerns were also raised by the former PS1 workers about supervision. Although one of them felt
that this was much the same as before (and praised the quality of the training), others were more critical.
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One complained that there was less supervision than before, although she did not resent this, as it meant
that she had to attend fewer meetings (for which she was not paid), and because she got bored in group
supervision. Another found that her supervisor did not respond as quickly to telephone calls and e-mails as
her former supervisor at PS1 and was not as supportive. She particularly complained that most contact
with her new supervisor was by text message and e-mail, although she found that personal contact

(even just on the telephone) was more supportive and she was less prone to read things into what was
said face to face. She was also anxious because the lack of personal contact meant that it was harder to
check things and raise concerns with her supervisor. In contrast, the PS2 workers were quite content with
their supervision, and one worker commented positively about the training, saying that it made her more
confident in her work and as a carer.

One of the former PS1 workers had obtained funding to set up a peer-mentoring project, which is similar
to PS1 in many respects but more goal-oriented and with a longer intervention period. Many changes
went along with this, principally around changing from fieldwork to a co-ordinating and supervisory role.
A particular problem for him was that changes to benefits and availability for work rules gave his workers
some anxieties, which reduced the pool of peer supporters who were available. A former PS1 worker who
left PS2 was now working on this new project, and was quite positive about her work. Because the
structure was less restrictive than that of PS1, she was able to apply skills and activities that she used in
other settings to her work. The longer intervention period also gave more time to work with the service
user and to make more detailed plans, which relieved any pressure to produce results quickly. However,
this longer intervention period also meant that the relationship developed further, making it difficult to
terminate the relationship when the intervention ended, and she also found that it was sometimes hard to
prioritise and define what service users wanted into achievable goals. She was also concerned that people
were sometimes referred who were not as far along their road to recovery as she had been led to believe,
and that working with such challenging service users was draining and affected her confidence. This
reflected concerns expressed by the PASS worker who had commented upon the loss of PS1. Although
she valued their contribution and wished that the service still operated, she was concerned about the
support and supervision offered to PS1 workers, and about safe working practices and role delineation
between mental health and social care professionals and volunteers.

The other former PS1 worker found that the change to working with PS2 made little difference to her work,
apart from the fact that less face-to-face work was involved (which she preferred). The nature of crisis
service work also meant that she was often uncertain about how a caller was coping after the call had
ended, whereas with PS1 she was able to watch the service users she worked with change and improve.

Between time 1 and time 2, PS2 increased its hours of operation and had expanded into Southwark and
Lewisham. It was also running support groups (e.g. for paranoia) and was planning to have a presence in
hospital A&E departments. However, there was resentment about the fact that none of these changes had
been raised with the workers, which impacted on team morale because it felt underhand and they were
confused about possible role changes.

There’s a lot of confusion, no communication and kind of a sense of secrecy — | don’t understand
yeah, also kind of finding out from different sources that there’s a [PS2] advertised in A&E, but you as
a member are not being told actually — it's really bizarre, | dont know how to make sense of it.

Concerns were also raised about the logistical difficulties in obtaining more telephones for the expanded
service, and in recruiting and training new workers who were needed to staff the expanded service and to
conduct community visits in Lambeth and Southwark.

For us to be where we are now, we’ve had to undertake many courses, many training, so it’s not
going to be recruiting for off the ground, get them on the phone line — easy as that; they have to be
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trained, they have to do courses like we did, so that at least they’re not half cut, so that they're spot
on the job [...] My fear is if they don't train these people well, they can easily have problems.

The PS2 workers noted an apparent increase in calls relating to alcohol and drug problems and deliberate
self-harm. There were concerns that this might mean having to refer callers on to other services (which
might be overstepping PS2’s role), and that PS2 was unable to carry out the work that often seemed to be
needed by some of the callers.

It was also noted that PASS, COT and GPs were more likely than before to refer service users to peer
support services. However, there was also the worry that CMHTs were referring service users on to them
who they were unwilling or unable to see, and that PS2 was starting to be seen as a cheap alternative to
statutory services.

The service user sample was predominantly male, and approximately evenly divided between white/white
other and black and other minority ethnic service users. More than 75% of these participants lived in rented
accommodation, and two-thirds lived either alone (58 %) or with at least one child under the age of 18 years
(12%), and nearly half of the sample was dissatisfied with the amount of social contact that they had. Only
one-third of the sample was in some kind of employment (including voluntary work) or education. Clinically,
the average length of time receiving treatment for mental health problems was > 15 years, and less than half
of the sample had experienced at least one inpatient psychiatric admission (with two-thirds of these having
had at least one formal admission). However, recent episodes of inpatient care were quite rare across the
sample, with the mean time elapsed since the most recent admission being 7 years and 7 months.

The most common primary diagnosis among the participants was depression (accounting for nearly 60%
of the sample, with nearly one-quarter of these also experiencing clinically significant anxiety).

Service users with a diagnosis of SMI accounted for around one-third of the sample (although this
proportion might have been larger if some of those reporting a diagnosis of depression also experienced
undisclosed psychotic features of their disorder). This was because of changes in service configuration of the
Hub that occurred between the planning and the implementation of the evaluation. These changes were
reflected in both the range of diagnoses represented among the service user participants and in comments
made by the PASS and COT team participants in their interviews. Although this meant that the evaluation
became less concerned with the experience of service users with SMIs than was originally intended, it did
examine the experiences of the typical service users who were under the care of the Hub at that time.

The evaluation also diverged from the original plan when it became apparent that too few of the service
user participants had recent (or indeed any) experience of care under a secondary mental health service.

At the time of interview, just over one-fifth of the participants were actually under the care of secondary
mental health care services, and two-thirds of those in primary care had never been seen by secondary
services. Among participants who had previously been under the care of secondary services, the mean time
since transfer to primary care was 9 years and 6 months. This meant that too few service users would have
been able to meaningfully compare their experiences of care under secondary services and the Hub.
Furthermore, although the sample is large for a qualitative study, it is too small to examine meaningfully
variations in perceptions across different diagnostic and sociodemographic and practice groups.

Although SMI was not particularly strongly represented within the sample, and although the PASS and

COT team participants noted in their interviews that the service users in their current caseloads had less
clinically acute symptoms and a less serious degree of social and functional impairment and were more
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able to actively discuss their needs and adhere to their treatment plan than those in their previous
caseloads in secondary mental health care and residential settings, this was still a clinically needy group of
service users. Almost half of them suffered from significant physical health problems, with almost one-third
having chronic health conditions that were either managed by medication or in remission, and 15% of the
sample was complicated by at least one additional psychiatric diagnosis.

There were two other differences between how the evaluation was conducted and what was originally
planned. First, the original intention was that the focus group would be used to see if the findings of

the economic modelling matched the experiences of people who had used the services. As this was
substantially different from the purpose of the interviews, it was deemed appropriate to recruit the focus
group members from among the service users who had been interviewed. However, when the focus group
was run, discussion moved very quickly towards people’s experiences of the services themselves, rather
than their experience of the referral pathway, and remained on this topic for a considerable part of the
time allocated for the discussion. As there was no further time available to bring the discussion back to its
original purpose, it was decided to continue the discussion as it had developed. This meant that a valuable
opportunity to elaborate upon the findings of the modelling was missed. A focus group could have been
very useful as a means of triangulating the interview findings, but such a group would have to have been
recruited from service users who had not been interviewed.

Second, it was originally intended to use the constant comparative method to analyse the interviews.
However, the decision was taken to apply the thematic analysis method described by Braun and Clarke,?
as this was felt to be more suitable for the analysis of such a large data set.

Service use

Across the sample, participants had been in contact with their service for approximately 5 months and
typically saw a worker from their service once every 14 days for approximately 1 hour. Differences in time
in contact and typical frequency and duration of contact were observed between the services. Most COT
participants had been in contact with the service for 3 months or less and typically met their caseworker
every 1-3 weeks for 60 minutes. However, most PASS participants had been in contact with the service for
6 months or less, typically meeting their caseworker fortnightly for 40-60 minutes. Although the typical
frequency and duration of contact with the peer support services are broadly comparable with those of
PASS and COT, amalgamating these data for the two services may mask crucial differences between these
services owing to their differing purposes. PS2 tends to support people undergoing crises (although some
do make contact more regularly), whereas PS3 facilitates access to resources that are based in and
targeted towards the wider community, so users typically make few contacts with the service before fully
engaging with these resources.

The experience of Hub support

At time 1 the service users were, for the most part, satisfied with the support that they had received from
their service. The practical support that they had received from PASS and COT was highly valued, but so
were non-specific aspects of support, such as feeling listened to and being given time to explore their
problems in a friendly, collaborative, solution-focused setting, which was reiterated at time 2. The emphasis
on generating possible solutions to practical problems and the support offered to deal with them was also
appreciated, and the nature and quality of the support offered by these services was seen as contrasting with
that offered by GPs in respect of mental health problems and secondary mental health services. A division of
labour was also created, whereby mental health problems (apart from medication) were often not discussed
with GPs, unless there was a crisis. Only one user of these services complained about the support that she
received, and she and one other service user found the physical environment of the team base to be
unsatisfactory, with its security features being seen as intimidating. It is, unfortunately, likely that some
service users will not receive the support that they feel they need. This person wanted help because her
husband’s mental state was deteriorating seriously, and the PASS team had no direct access to a psychiatrist
who could make an assessment and prescribe appropriate treatment (a problem that was raised in the staff
interviews) and her PASS worker went on a long period of leave, thus breaking any continuity of care.
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Given this, her dissatisfaction is perhaps understandable. Regarding the physical environment, there is, by
necessity, a difficult trade-off between security and providing a welcoming physical environment, particularly
in buildings that were not originally designed as therapeutic environments. Overall, the level of satisfaction
with these services was such that the users of these services overwhelmingly felt that the 12-week
intervention period was insufficient. However, this could mean that they had become attached to the service
or that the intervention period was too brief a window in which to tackle their specific presenting problems.

Unsurprisingly, the nature of the support offered by PS2 was strongly seen as rooted in mutually shared
experience. This was seen as very important, as this made it easier for both the service user and peer
supporter to establish rapport, and enhanced the credibility of the peer supporter’s input, all of which was
also recognised by PS2 staff and acknowledged by the PASS and COT staff interviewees. PS2 was certainly
seen as providing a valuable service, although there were concerns about the lack of continuity that the
rota system necessarily imposes and an accompanying variability between the listeners. A paradox was also
observed, in that the more a PS2 peer supporter attempted to offer help, the further they could drift from
the mutuality and egalitarianism of the helping relationship that was so unique and prized.

Peer support 3's input with service users who were approaching discharge or who had just left hospital,
was highly welcomed. However, the emphasis that PS3 placed on helping its service users to participate
in mainstream social groups and activities outside the service user sphere, while laudable, meant that
some service users felt that they were signposted towards activities that were pitched at a level that was
inappropriate to their level of interest, or were impossible to take up because of their restricted incomes.
There was also a sense of a lack of initiative and follow-through by the service, which meant that activities
were often so poorly attended that interest in them waned.

Comparatively few service users said that the clinical and social problems they identified at time 1 had
improved at time 2, and, for a similar number, their problems had actually worsened. Most who reported
particular problems described them as ongoing. However, no standardised assessments of clinical and
social problems were made in this component of the study, so it is impossible to know the true extent of
any improvement or worsening that is unaffected by recall bias. Such assessments should have been made
at time 1 and time 2.

Given that the focus group selected from among the interviewees, it is not surprising that the findings
from it so closely mirror what was said in the interviews. As mentioned above, it was originally intended
that the focus group would be used to further explore the findings of the modelling, but the discussion
ran very quickly away from this towards the group members’ direct experiences of the services, which had
already been explored during the interviews.

No great difference was detected between CSQ ratings for the Hub services and other service. Because the
other service was usually the GP, this could reflect the division of labour commented on above (see The
experience of Hub support), whereby mental health problems were not usually discussed and the GP was
presented with other problems. The participants might therefore be equally satisfied with the help that
they receive from the Hub for their mental health problems and with the help that they receive from their
GP for other problems. This is an important question and could be better explored by filling in separate
ratings for mental health care and other care where the GP is named as the other service.

Similarly, the health quality subscores for the EQ-5D-5L showed little difference between those given for
before referral to the Hub and those for the day of the focus group. Given that across the services the
average length of time for which the participants had been receiving support was 5 months at time 1 (and
given that the focus group was held rather later than the interviews), the pre-referral subscores might have
been affected by recall bias. There was a quite marked increase in overall rating of health quality at the
time of the focus group compared with the pre-Hub ratings (the sample size was too small to justify
testing the significance of this finding). However, because the pre-Hub ratings were made retrospectively,
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these too might have been affected by recall bias, or the ratings of overall health for the day of the focus
group might reflect an increased ability to ignore or cope with problems. Again, this is an important part
of an evaluation of the service, and it would have been better to conduct prospective ratings of pre- and
post-Hub health quality as part of the Hub's standard data recording.

The COT and PASS staff participants were highly experienced in mental health and social care work, and
had all worked for their respective services from or almost from their inception. Similarly, the former PS1
and the PS2 staff participants were quite experienced in working (usually in a voluntary capacity) in mental
health services in general, and in their Hub service in particular. Perhaps equally importantly, they had a
great deal of experience of receiving mental health services, although diagnostically they were different
from the service user participants, with psychotic disorders being less prevalent. They could also be
considered to be quite far along the road to recovery. Fewer of them had been admitted than in the
service user group, and their most recent inpatient treatments occurred almost twice as long ago as those
of the service users.

The COT and PASS staff found their work to be markedly different from their experience of working in
secondary mental health services or in social care and residential settings, enjoying more autonomy in their
work and with clients who were less clinically symptomatic or functionally impaired, and more able to
engage collaboratively in setting and working towards treatment goals. This, together with smaller
caseloads, meant that they felt able to assess their service users’ needs and to work towards positive goals
(as opposed to dealing with crises), which meant that their clients were more satisfied with the service that
they received. This in turn increased their job satisfaction. Job satisfaction was also enhanced by the work
being less stressful than in previous posts, and by the opportunities that their current roles gave to apply
old skills and acquire new ones. For the PASS workers the experience of working in GP surgeries instead of
in a ward or CMHT was markedly different and required some adjustment. However, there was no direct
access to secondary services, and secondary services were slow to accept referrals to them (which may
have contributed to the unsatisfactory service received by one of the PASS participants).

By time 2, this positive note had been soured somewhat by uncertainties that had arisen out of several
changes that had occurred in the intervening period, with few of the original team still being in post.
Expansion of the teams and extending the teams’ remit to encompass the whole of Lambeth, together
with an increase in caseloads and several changes of team managers, led to an adverse effect on morale.
The expansion of the teams led to increased pressure on resources, particularly interview rooms and
workspace, and the PASS team had experienced ongoing problems in accessing the GPs’ information
systems to update their clients’ notes. On a more positive note, the PASS workers reported improved
relationships with the GP practices, which appreciated the speed at which referrals were taken up and the
quality of work that was undertaken. Another problem identified by both PASS and COT workers was that
the 12-week intervention period was insufficient, a point with which the service user interviewees agreed.
There were also concerns that CMHTs sometimes referred service users to PASS and COT too early, when
they were unable to benefit as much from the service as they might otherwise do.

The peer supporters also valued the opportunities that their work gave them to earn an income and to use
their experiences to help others who were in a similar situation, as well as the opportunities that the work
gave them in terms of future paid employment. However, there were misgivings. One former PS1 worker
resented the fact that they were paid only for 2-hour sessions with their clients, which were often
insufficient for anything other than quite local activities. She also resented the fact that her time spent in
supervision and meetings, unlike for professional workers, went unpaid. There were also concerns that
some service users were referred too soon, which could place them in difficult situations. One of the PS2
workers also worried about the possibility that their role might be expanded to a point beyond that which
they could reasonably be expected to provide, and that they would be seen as a cheaper alternative to
statutory services.
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The former PS1 workers who participated all transferred to PS2, expecting that they would be performing
a similar role. However, the new provider preferred to use volunteers rather than paid workers, and also
offered lower pay, which bred some resentment. The service model under which PS2 operated (crisis
support) was also considerably different from the goal-oriented model pursued by PS1. This need for
planned and consistent work with some of their service users was also noted by one of the PS2 staff
participants. The style of supervision was less face to face, which also led to problems. A further source of
concern for both the regular PS2 and former PS1 workers who worked with them was that proposed
changes to the service were not fully shared with them before they took place, which felt underhand,
and there were also logistical concerns about the changes to the service.

Although one might expect there to be some tensions between statutory and peer support services
working together, both PASS and COT staff commented positively upon the value that peer support
services could add. Although there were some initial teething problems and complaints that they were not
taken seriously, the peer supporters felt that their contribution was welcomed by the other teams and that,
over time, relationships had improved. This improvement was also mentioned by one of the PASS workers
at time 1, and seems to be confirmed by the observation at time 2 that GPs, as well as PASS and COT,
were more likely to refer people to them than before. However, there were still worries that they were
referring service users who they were unable or unwilling to see. Similarly, at time 2 one of the PASS
workers, while praising the work of PS1 and regretting that it had been discontinued, worried about the
difficult and possibly dangerous situations in which some of its workers could be placed. She was also
concerned that safety and coworking arrangements were quite informal, and that role demarcations
between peer support and PASS and COT were uncertain. More positively, they reported that the
experience of working alongside mental health and social care professionals had increased their respect for
them and their appreciation of the help that they had received.

The PASS and COT service users were very positive about the support that they received, comparing it
favourably with support received from GPs and secondary services. In turn, the staff of these services felt
positively about their work, but frequent changes in management, turnover of staff, expansion of the
teams with a concomitant impact on resources, increased caseloads and uncertainties about the future of
the service all had a negative impact on morale over time. The PS2 service users also valued the help

that they received and felt that it offered a unique, and egalitarian, source of support, although this
relationship could become strained because the distinction between the roles of helper and helped still
remained to some extent.

The PS2 and former PS1 workers who joined with them also felt positive about the part they played, and
felt more appreciated by PASS, COT, GPs and CMHTs. However, the ways in which these different services
work together, particularly with respect to role demarcation, expectations and boundaries, and safe
working practices, need to be better established. The work of the peer support services also risks being
devalued because of the concerns expressed around payment. A more face-to-face supervisory style for
peer supporters should be considered, and the involvement of and sharing of information with the peer
supporters needs to be improved where changes to the service are being planned. Although there were
aspects of PS3’s work that were much appreciated and its service model clearly addresses a need, it needs
a more structured and planned approach to better meet the needs of its users.
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Chapter 4 Economic impact of alternatives to
secondary mental health care

Introduction

The aim of this component of the study was to undertake an exploratory analysis to assess the cost of two
treatment pathways for mental health service users, namely triage services and standard care (GP monitoring).
The triage services were based on those provided in Lambeth as alternatives to traditional mental health
services and were described in Chapter 3. Given the unavailability of effectiveness data we were unable to
conduct a full cost-effectiveness analysis, hence the focus on treatment costs. It is rare for decision-makers to
have access to randomised controlled trial (RCT)-based evidence that meets the exact requirements of a
research question. Economic evaluation via decision analytical modelling allows a framework in which
decisions can be made when a within-trial analysis is inadequate or when extrapolations are required beyond
the context of trial-based evaluations. When no RCT data are available, cohort or registry data sources are
often used. In either case the rationale for modelling is that it can compensate for the inadequacies of
traditional evaluations, which include inadequate follow-up, outdated comparators, missing economic or
efficacy data and lack of relevant subgroups.

Methods

Model overview
Two treatment strategies were compared in this analysis:

1. triage strategy — referred to triage by GP
2. standard care — remain with GP for monitoring.

A NHS and social care perspective was used for this analysis and a relatively simple decision-tree model
was used. Figure 5 presents the design of the model and shows how service users are simulated to
transition through each service (left to right). The length of lines is not intended to represent time spent
using a service. Service users start at either side of the decision node (square). At each chance node (circle)
a theoretical service user is faced with a fixed set of mutually exclusive (and jointly exhaustive) transitions.
Service users can no longer transition once they have reached an end node (triangle).

In particular there are two sets of basic services that compose the model: "Hub services' and ‘other
services'. Triage can refer service users to the former; service users can also experience non-engagement
with the service to which they are referred. The latter includes services that service users can transition to
when discharged from Hub services, but can also form a part of standard care. The following five services
are included as Hub services:

PASS (12 sessions)

COT (12 sessions)

PASS + COT (8 + 12 sessions)

peer support

non-engagement with any of the above.

kW =
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The numbers of sessions above are estimates that were provided by Hub management. The following eight
services are included as other services:

GP

admission (inpatient user mental health)

Improving Access to Psychological Therapies (IAPT)

CMHT

specialist services (integrated psychological therapy team, memory clinic and perinatal services, etc.)
support worker

consultant (area mental health consultant psychiatrist)

home treatment team (HTT).

© N U A WN =

The data that informed transitions were taken from triage service records. Service use was theorised based
on a typical usage and weighted by relevant time period. Unit costs were obtained from recognised
sources.?*%3

The model length was set to 12 months and so discounting was unnecessary. The rationale for this choice of
length derived quite naturally from the calculated average time a service user was in contact with each Hub
service. This calculation was based on the fixed number of sessions for each Hub service and information on
average time between each session provided by the participants of the qualitative evaluation (see Chapter 3).
PASS, COT and PASS + COT have a fixed number of sessions (see above). In general, a fixed number of peer
support sessions are not provided and, therefore, average time spent in this service was taken directly from
the experience of service users in the qualitative sample. Table 29 shows how time spent by each service user
in each service type is set in the model. A service user will spend 12 months in each arm of the standard

care strategy.

This section explains the model inputs in more detail. Raw data on the number of patients who used the
triage services and discharge destinations from records were converted to proportions. Because raw data
were available for different time periods (from 2011 to 2015), the final proportions were also confirmed
with the Hub manager as reasonable to be used in the model. These proportions can then function as
probabilities that determine transitions at each chance node.

Information from the triage service indicated that a small number did transition to a PASS + COT arm, and
raw data were available to calculate this probability. Unfortunately, there were no raw data available to
calculate the probabilities of transition to other services when service users had been discharged from the
PASS + COT arm. Therefore, the assumption was made that these transition probabilities were the same as
those for transition from PASS to other services. This assumption was confirmed as reasonable by the Hub
manager. To facilitate this assumption an additional assumption had to be made. The model implies that
some proportion of service users can be discharged from PASS to COT; clearly it is unlikely that service
users will again enter COT when moving from the PASS + COT arm as well. Therefore, the probabilities

Time spent by service users in Hub services and other (post-Hub) services

PASS 6 6
coTt 9 3
PASS + COT 9 3
Peer support 6 6
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have been adjusted before being copied so that this proportion of service users is instead discharged to GP
monitoring: 0.546 + 0.014 = 0.560 [Prob(PASS to GP) + Prob(PASS to COT) = Prob(PASS + COT to GP)].
Table 30 presents the probabilities of transition for each chance node in the triage strategy.

In addition, no data were provided as regards service users’ transition after 6 months of peer support.

As a conseguence, the model assumes that all service users who finish peer support are monitored by their
GP for the remaining 6 months of the model.

TABLE 30 Transition probability inputs to model for triage strategy

Referral by TRIAGE to HUB services PASS 0.583
PASS: non-engaged 0.177
coT 0.112
COT: non-engaged 0.059
PASS + COT 0.049
PASS + COT: non-engaged 0.015
Peer support 0.005
Discharge from PASS Discharge: CMHT 0.179
Discharge: admission 0.048
Discharge: GP 0.546
Discharge: COT 0.014
Discharge: IAPT 0.082
Discharge: HTT 0.019
Discharge: peer support 0.029
Discharge: support worker 0.01
Discharge: specialist 0.072
Discharge from COT Discharge: CMHT 0.152
Discharge: GP 0.672
Discharge: consultant 0.027
Discharge: IAPT 0.029
Discharge: support agency 0.07
Discharge: PASS 0.05
Discharge from PASS + COT Discharge: CMHT 0.179
Discharge: admission 0.048
Discharge: GP 0.56
Discharge: IAPT 0.082
Discharge: HTT 0.019
Discharge: peer support 0.029
Discharge: support worker 0.01
Discharge: specialist 0.072
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Data derived from the quantitative analyses presented in Chapter 2 for the year 2011 were used to derive
probabilities for the chance node that represents standard care. Two data sets could be used to calculate
the probabilities: a sample of mental health service users with previous primary care contact only and a
sample of service users who also had some secondary care contact. The pooled data were used to

calculate probabilities, because this sample was most similar to the service users who are referred to triage.

Table 31 shows the raw proportions of the pooled sample and their groupings.

Two key assumptions were made so that these raw proportions could be transformed and entered into
the model:

1. 10% of group 1 transition to GP + IAPT and 90% transition to GP (0.066 and 0.594, respectively)
2. an equal proportion of group 2 transition to GP + HTT, GP + specialist and GP + CMHT
(0.260/3 =0.087).

Table 32 presents the probabilities of transition for the single chance node representing standard care.

Costs

Table 33 lists the typical usage assumptions for the base case of the model, which determine per service
user resource use for a given service and period of time. These service use assumptions were combined
with appropriate unit cost data; the sources of unit costs are also given.

Resource use was combined with unit costs and adjusted appropriately by time period (see Table 29) and
entered into the model (see Tables 34 and 35).

Analysis

The base-case analysis presents the results of the deterministic and probabilistic model. The two treatment
strategies are compared in terms of cost only, owing to the lack of available efficacy data. As justified
above, the time frame for the model is 1 year and results are presented as such.

TABLE 31 Raw pooled data proportions

1 GP or GP + IAPT 0.660
2 GP + HTT or GP + specialist or GP + CMHT 0.260
3 GP + admission 0.080

TABLE 32 Transition probability inputs to model for standard care

GP monitoring 0.594
GP monitoring + IAPT 0.066
GP monitoring + admission 0.08

GP monitoring + HTT 0.087
GP monitoring + specialist services 0.087
GP monitoring + CMHT 0.087
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TABLE 33 Base-case costs: typical usage assumptions and unit cost sources

Cost type Service Typical usage assumptions
HUB services PASS (12 sessions) 12 x 30 minute mental health nurse
COT (12 sessions) 12 x 30 minute social worker
Peer support Equivalent to sessions with a social worker
assistant (£29 per hour session). Simpson et al.?’
give a median of five sessions over 3 months so
assume 6 months for 10 sessions
Other services GP Contact once a month
Admission 21 days as typical 6-month usage
IAPT Radhakrishnan et al.?® suggest seven sessions to
be an appropriate assumption. Cost of average
session is £138
CMHT Contact every 2 weeks

Specialist services Same as CMHT

Support worker Contact every 2 weeks
Consultant Contact once a month

HTT Daily for 28 days, mental health nurse

Unit cost source

PSSRU?
PSSRU*

PSSRU;? Simpson et al.”

PSSRU?
PSSRU#

Radhakrishnan et al.”®

PSSRU
PSSRU*
PSSRU?
PSSRU
PSSRU?

PSSRU, Personal Social Services Research Unit.

TABLE 34 Cost inputs to model for triage strategy

Service type Service
HUB services PASS 6
coT 9
PASS + COT 9

Peer support

= O
N

Non-engaged

Other services: post PASS Discharge: CMHT

Length (months)

Discharge:
Discharge:
Discharge:
Discharge:
Discharge:
Discharge:
Discharge:

Discharge:

Other services: post COT

Discharge:
Discharge:
Discharge:

Discharge:

Discharge

Discharge:

admission

GP

coTt

IAPT

HTT

peer support
support worker
specialist
CMHT

GP

consultant
IAPT

support worker
: PASS

w w w w w w oo oo O oo oo oo oo o O

Cost input (£)
444
474
770
290
0
962
7371
252
316
966
2072
290
377
962
481
126
327
483
189
222
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TABLE 34 Cost inputs to model for triage strategy (continued)

Other services: post PASS + COT Discharge: CMHT 6 962
Discharge: admission 6 7371
Discharge: GP 6 252
Discharge: IAPT 6 966
Discharge: HTT 6 2072
Discharge: peer support 6 290
Discharge: support worker 6 377
Discharge: specialist 6 962
Post peer support Discharge: GP 6 252
TABLE 35 Cost inputs to model for standard care
GP monitoring 12 504
GP monitoring + IAPT 12 2436
GP monitoring + admission 12 15,246
GP monitoring + HTT 12 4648
GP monitoring + specialist 12 2428
GP monitoring + CMHT 12 2428

A decision-tree model (or non-recursive Markov model) was used for this analysis. The quality of data from
the triage service — which determined transitions for the triage strategy — placed a severe limit on the
analysis. This data source would probably best be described as an incomplete health registry, with signs of
bias (lack of internal validity). The limits that the data have placed on the analysis are discussed in more
detail below (see Discussion).

The analysis investigated two general types of uncertainty:

1. parameter or stochastic uncertainty
2. clinical and structural uncertainty.

The first was investigated via a Bayesian probabilistic sensitivity analysis (PSA) that involved 4000 Monte
Carlo simulations. Each probability input was simultaneously varied according to a pre-assigned Dirichlet
distribution. The Dirichlet distribution is the multivariate generalisation of the Beta distribution and is a
natural way to characterise probabilities for mutually exclusive events that are restricted to sum to 1.
For each of the 4000 simulations, cost outcomes were calculated and used to construct their respective
posterior distributions. Parameter uncertainty will be presented using credible intervals (Crls), which are
interval estimates that have a purpose similar to confidence intervals. Calculating the proportion of
simulations that imply that the triage strategy is less costly than standard care was used to calculate
probability (triage strategy is less costly). Cost inputs were not sampled because Personal Social Services
Research Unit costs do not usually provide the necessary parameter information needed to define the
relevant distributions. The second type of uncertainty was explored using a one-way sensitivity analysis
(OWSA). This was used to investigate the sensitivity of results to each cost input. The OWSA used low
and high values based on an arbitrary 20% decrease and increase, respectively, in cost input values.
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In addition, the OWSA was used to test the sensitivity of the results to clinical and structural assumptions
made during the modelling process.

The key assumptions made in the model can be grouped into three categories:

1. probability assumptions owing to limited data
2. cost assumptions based on typical usage assumptions
3. fundamental structural assumptions.

The sensitivity of the model to the second set of assumptions was tested by the OWSA that varies cost
input values. The third set is more fundamental and concerns assumptions about general resource use
and the length of contact with services. The former would include the base-case assumption that there
is no GP use while using triage services or the other (post-triage) services. Assumptions about the length
of contact are particularly uncertain because they are based on the very small qualitative sample

(see Table 29).

Table 36 lists and describes each OWSA that was conducted.

Results

Main findings

The average cost of treatment over 1 year for the triage strategy is around 40% of the cost of standard
care (£926 vs. £2504). The difference in average cost over 1 year is £1578. Table 37 provides the results of
the deterministic and probabilistic analyses.

As an example, the 95% Crls are interpreted in the following manner: there is a 95% probability that the
true population difference in average cost lies in the interval —£10,612 to £1480. Therefore, a large
amount of the distribution for this difference is in the negative part of the number line (i.e. triage strategy
is cheaper). This is consistent with the calculated probability: the probability that the triage strategy is
cheaper than standard care is 74.3%.

TABLE 36 Description of each OWSA

1 Each cost input varied +20%

2 Service users in triage services (excluding non-engagement) also experience typical GP usage

3 Following discharge from PASS, COT and PASS + COT service users also experience typical GP usage
4 Service users spend only 6 months in triage services (and so 6 months in post-triage services)

5 Service users spend only 3 months in triage services (and so 9 months in post-triage services)

TABLE 37 Base-case results

Triage strategy 926 40 to 3422
Standard care 2504 505 to 12,056
Difference -1578 -10,612 to 1480
Probability (triage less expensive than standard care) 74.3%

NIHR Journals Library www. journalslibrary.nihr.ac.uk



DOI: 10.3310/hsdr04340 HEALTH SERVICES AND DELIVERY RESEARCH 2016 VOL. 4 NO. 34

One-way sensitivity analysis
A list of the OWSAs that were conducted is provided in Table 36.

Figure 6 provides a visual representation of the results from the first OWSA using a tornado plot for each
strategy. Decreasing ('Low’) and increasing (‘High’) the cost inputs by 20% had symmetrical effects on the
total average cost of the triage strategy and standard care. Variations in the cost of triage services did not
have any effect on the cost of standard care because these services are not inputs into any of the arms of
this strategy. The reader should notice the difference in horizontal axes scales between the plots: changes
in costs usually impact the average cost of standard care more. This is simply because service users are
using these services for longer in the standard care strategy. In general, there are two factors that
determined the sensitivity of the model to percentage changes in cost inputs: (1) the proportion of service
users who use the service and (2) the size of the original base-case cost.

Changing the cost of PASS by 20% changes the average cost of triage by £55. PASS is not unusually
costly but because so many service users use the service, the cost of the triage strategy is relatively sensitive
to changes in this cost. This also explains why the cost of standard care is so sensitive to GP costs. In
contrast, admission to inpatient mental health is also a key driver of the model despite very few service
users transitioning to this service. This is because typical usage for this service is very expensive.
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FIGURE 6 Results of cost input OWSA: tornado plots. (a) Triage service; and (b) standard care.
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The results of the first sensitivity analysis in terms of differences in the average cost of strategies are
presented in Table 38. Decreasing (‘Low value’) and increasing (‘High value’) the cost inputs by 20% had
symmetrical effects on the difference in average cost between the triage strategy and standard care.

None of the results differed enormously from the base case of a £1578 difference, but there were notable
differences. The difference in cost was not sensitive to the cost of support workers or consultants.
However, changes in GP and admission cost changed the cost difference by the largest amounts: £81 and
£191, respectively.

The results were not particularly sensitive to the costs of COT and peer support, despite these inputs
entering the triage strategy only. This is because fewer patients transition to COT and very few service
users transition to peer support, which also has a very low cost. In contrast, the results are more sensitive
to a change in the cost of PASS. This is because most transitions are to PASS instead of to the other
triage services.

Table 38 also indicates whether the new cost difference is higher (i.e. more negative) relative to the
base-case result. As expected, a decrease in the cost of any triage services will decrease the cost of the
triage strategy and so increase the difference (and vice versa). A decrease in the cost of most of the other
services decreases the cost difference between strategies (and vice versa). This is because service users in
the standard care strategy have longer contacts with these other services and so the drop in cost will be
higher in this strategy; thus, the cost difference between strategies will decrease.

Table 39 presents the results of OWSAs 2-5, which are intended to test the sensitivity of the results to
fundamental assumptions about resource use and length of service contact. OWSA 2 involves adding a GP
charge — consistent with typical usage — to each triage service. Similarly, in OWSA 3, service users are
assumed to experience GP usage in addition to other (post-triage) service use. As expected, these changes
increase the average cost of the triage strategy and have no effect on the cost of standard care. Therefore,
in both cases the difference in cost decreases compared with the base-case scenario. It should be noted
that, even with these adjustments, the cost difference is still substantial and comparable to base case
(£1369 and £1410 vs. £1578).

Results of cost input OWSA

PASS -1633 -1523 Yes No
coT -1594 -1562 Yes No
Peer support -1579 -1577 Yes No
GP -1497 -1659 No Yes
Admission -1387 -1769 No Yes
IAPT -1563 -1593 No Yes
CMHT -1568 -1588 No Yes
Specialist services -1553 -1603 No Yes
Support worker -1579 -1577 Yes No
Consultant -1578 -1578 Yes No
HTT =151 -1645 No Yes
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Results of additional OWSAs

2 1134 2504 -1369
3 1094 2504 -1410
4 1121 2504 —-1543
5 1260 2504 -1383
Base case 926 2504 -1578

The results of OWSA 4 and 5 are harder to predict. In OWSA 4 service users spend 6 months in whatever
triage service they experience: service users using COT and PASS + COT experience 6 as opposed to 9 months
in these services. This increases the cost of the triage strategy by a small amount (£1121 vs. £926) and so

the difference also decreases slightly (£1543 vs. £1578). OWSA 5 is similar but more extreme: service users in
the triage strategy spend only 3 months in triage services and 9 months in other services. This increases the
average cost of the triage service (£1260 vs. £926) and decreases the difference (£1383 vs. £1578) by even
more relative to base case. Notice that the relative difference is stable during both these scenarios; the triage
strategy is still substantially cheaper. This is an important result and provides an explanation for why the triage
strategy is cheaper: other services are more expensive and triage services withhold the movement of service
users into them.

These results have implications that are relevant to the funding and organisation of mental health services
in the UK, in particular, the interaction of mental health relevant traditional services (GP and secondary
care), social care (such as COT) and relatively new mental health approaches (peer support and PASS).

The conclusions of the analysis suggest that cost savings can be made by policy-makers when GPs can
refer patients to triage (or similar gatekeeper services). Clearly, no definitive recommendation can be made
until an analysis including effectiveness outcomes has been conducted.

The data that informed transitions for the triage strategy were almost certainly biased owing to their
incomplete nature. Data were missing for some service users in general, and service users who were
included had information on some of their movements missing. If missing movements of this type were
unbalanced between different arms this could lead to selection bias and attrition bias. In addition, if the
likelihood of missing movements was related to service user characteristics, such as mental health
condition, it would be difficult to make conclusions about the relevant population using the model for this
analysis. In addition, these biases will have affected the parameters that define the distributions for the
PSA and this could have, in turn, biased our representations of stochastic uncertainty (Crls and the
probability that triage is less expensive). It is difficult to say in what direction these issues could have biased
the final deterministic and probabilistic results.

As stated, the triage data restricted the choice of a suitable model. In general, a decision-tree approach
was not well suited to this type of analysis, particularly because of the likelihood that long-run costs are
not being captured and because of the presence of recurring events (i.e. contact with the same services).
In addition, the heterogeneous nature of service users is difficult to capture in a decision tree: a lack of
data on the personal characteristics and mental health state of service users was not available to inform
transition probabilities.
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A more complete cohort or trial would have involved the same set of service users being followed from
baseline over a period of time with regular follow-up. Such a data set would have allowed the use of more
sophisticated econometric methods that would have enhanced the analysis. These would have allowed the
generation of time-varying transition probabilities between services. For example, Cox proportional hazards
regressions could have been used to generate probabilities based on time to event — the event being entry
into a service. This model did not capture important information about how the duration of mental health
problems may well change the probability of key transitions. For example, the severity of certain mental
health conditions, and, thus, the probability of being admitted to mental health inpatient services, may
increase over time. Extrapolation beyond the trial/cohort period would also have been possible, which
would have allowed the capture of long-run costs beyond 1 year.

These methods can also help to capture the diversity in types of service users. Inevitably, service user
transitions will be affected by personal characteristics (age, sex, etc.) and mental health state (condition
and severity). For example, service users with psychosis may be more likely to need community health
services at any point in time than a service user with depression. In this model service users are treated
identically. A richer data set combined with such regression methods would allow the development of a
predictive equation that would vary probabilities by time, personal characteristics and mental health state.

Such methods would also have allowed the development of a more appropriate model structure for the
research question. Decision trees are merely simplified Markov models that restrict time and the occurrence
of repeat events. Therefore, Markov modelling or individual simulation would have been used if the
appropriate data were available.

Figure 7 presents what could be possible if more suitable data were available. A schematic of a
hypothetical Markov model is shown. The time horizon would be split into clinically relevant cycles, and
transition probabilities could vary by cycle (and service user type). A Markov trace for each intervention
would be generated, hence the two separate diagrams, which would show the transition of service users
through time. Time-constant or time-varying costs could then be applied at each cycle. There is a
substantial contrast with Figure 5. It should be noted that all the same transitions can be made over the
first year, but, in addition, service users can cycle further through the system as time passes. Markov
models are more suited to handling large numbers of events and events that repeat through time.

The triage strategy is substantially less costly than standard care (continued GP monitoring) over 1 year.
This is likely to be the case because triage services (PASS, COT, PASS + COT and peer support) slow the
movement to more expensive secondary care services. The PSA suggests that this conclusion can be made
with some certainty. The results are robust to changes in fundamental modelling assumptions.

A few caveats can be added to this conclusion. Specifically, there is no doubt that the main data source
has limited the quality of the analysis. The time horizon for this model is short, and beyond 1 year the
relative costs are likely to change. A full comparison of strategies is possible only when any changes in
costs are examined alongside changes in patient outcomes.
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FIGURE 7 Example schematic of a Markov model. (a) Standard care; and (b) triage service.
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Chapter 5 Discussion and conclusions

his project has examined the location of care for people with a SMI in a deprived area of south-east London.

There is a high incidence of psychosis in this area.? Mental health accounts for around 12% of NHS
expenditure’ and large amounts of this are spent in the secondary care system. Specialist mental health care
delivered in the secondary care system may be entirely appropriate in many cases, but alternatives may be
viable, preferred and less expensive. To address the issues raised regarding location of care, we took three
methodological approaches. First, we linked primary and secondary care health data in order to identify those
‘managed’ in different settings and to compare their characteristics, service use and costs. Second, we
conducted qualitative interviews with those using and working in specific community-based services in Lambeth
to determine their experiences of care and to make comparisons from their perspectives with secondary care.
Third, we used decision modelling to simulate the economic impact of such services. Although each component
is distinct, the methods and findings are complementary. The quantitative analysis attempts to identify patients
managed in the different settings and to measure their service use and costs. This then leads to a question
regarding the care that people can actually receive if they are not under secondary care management, which is
the focus of the qualitative analysis and the economic modelling. Formal synthesis of the findings is not
straightforward, but each element is necessary for an overall assessment of mental health care in the area.

Throughout the study we have sought guidance and input from service users, carers and those providing
and commissioning services. A number of the authors have had personal experience of using mental
health services. For the qualitative interviews we received input from service users on the topic guide, and
some service users carried out interviews. The trained service user interviewers also participated in the
analysis of the qualitative data. Furthermore, we provided reports to the Lambeth Collaborative regarding
the study progress and invited input through that forum. The dissemination of the project is ongoing and
service user input to this will be vital.

The study encountered a number of difficulties. For the quantitative component we intended to link
primary care (LDN) to secondary mental health care (CRIS) data. At the time of the project being submitted
the PCTs were still in existence and they had governance of LDN. With the replacement of Lambeth PCT
by Lambeth CCG, uncertainty around the governance of LDN emerged. At this time, controversy also arose
around the use of personal health records. As such, there was a long delay in getting authorisation to use
the data and to make the appropriate linkages. However, this was eventually achieved and the data are
now available for other studies. Links with social care data could not be made, however, and so the
exclusion of social care costs is a limitation of the study.

Definitions of secondary and primary care management were given in Chapter 2. It is recognised, however,
that there is not a strict dichotomy between primary and secondary care management. Even if service
contacts do not take place during a defined period there may still be collaborative care and there also may
be duplication of care.

A further problem was that we intended to conduct qualitative interviews with those who had been
discharged from secondary care into primary care and who were receiving the services described in
Chapter 3. As it turned out, the services on which we focused had a different case mix from what was
expected and it was very challenging to identify those with a diagnosis of SMI who had recently been
discharged. As a result, we relaxed the inclusion criteria to better match the case mix. We feel that the
findings do, however, apply to users of these services in general.

Although the use of a focus group provided supplementary information to the qualitative interviews its
original intention was to provide data for the economic modelling. This was ultimately not appropriate and
the focus group was arguably the weakest part of the study.
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In relation to the modelling component, the data available for this were sparse. We produced a model that
focused on cost impacts of different care pathways and this should be seen as a demonstration/conceptual
model. Improvements would involve obtaining more precise cost estimates and incorporating outcome data.

One major concern regards generalisability. The focus was on investigating services in Lambeth and it is
recognised that this is different from most of the rest of the country. In addition, the services provided by
local secondary mental health services may be atypical and the model of community provision through the
Lambeth Collaborative may also be unusual. We also did not include patients who had left the area (unless
they remained registered with their Lambeth GP). People who are mobile may have worse mental health
than those who are not and so this may have introduced a bias into the results.

Patient and public involvement

The intention was actively to involve service users with regard to the design and conduct of the study. There
was direct service user involvement insofar as a number of the authors have used, or are currently using,
mental health services. However, the main involvement of service users was in the qualitative component of
the study. Following previous studies we had contact information for a number of service users who had
previously received training in research interviewing and interview analysis at London South Bank University.
These were invited to contribute to the study by helping to design the topic guides, interviewing participants
and analysing data. Frustratingly, the interviewing of participants by service user researchers was greatly
limited because of problems in matching their availability with that of the participants. Furthermore, on
many occasions the participants failed to appear for their scheduled interview. In total, only two interviews
were fully completed by the service user interviewers. A third interview had to be taken over very early by
the senior researcher, as the participant was very dissatisfied with the service that she had received, and it
would have been hard for a relatively inexperienced interviewer to bring her back to the main topic of the
interview, or to respond appropriately given the direction in which the interview went. The interviews that
were conducted by service users were insightful insofar as the interviewers had shared experiences with the
participants. They had a recognition of many of the issues that participants were facing and were able to
put into action skills that they had been trained in.

More positively, the input of the service users to the design of the topic guides was very valuable, as was
their contribution in assisting the senior researcher in the analysis of data, which greatly strengthened
the interpretation of the findings. Identification of key topics was greatly informed by the service user
researchers’ own experiences. Furthermore, we were able to gain service user input to the study through
the focus group and through liaison with members of the Lambeth Collaborative.

It was clear to us that service users were enthusiastic about participating in the research and this should
lead to involvement in future studies. However, it was not possible logistically to conduct many interviews
led by service user researchers and in future studies more time and planning should be devoted to this

to ensure that it can be successfully implemented. It was clear to us that involvement of service users

in research such as this as valuable and strengthened the approach we took to collecting data and
subsequent analysis. Arguably, however, we underestimated the logistical challenges of this and this is
something that should be prioritised in planning for future work.

Conclusions

We conclude this report by addressing the key objectives that we originally outlined before making some
research recommendations. We consider the objectives first.

1. Identify people with a SMI whose care is (i) managed in primary care or (i) managed in secondary care.
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We successfully identified people in Lambeth who, according to primary records, had a serious mental
health problem prior to 1 January 2011. Those in primary care or secondary care at that time were
defined according to discharge status or by the services that they had received.

2. |dentify people with a SMI who could be potentially transferred from secondary to primary care
management. Using propensity score methods we were able to identify people who had a high
probability (using a threshold propensity score of 0.7) of being cared for in primary care but who were
actually in receipt of secondary care. As it turned out, this was a small proportion of those in secondary
care and this indicated that on the basis of these models the location of care could not be declared
as inappropriate.

3. Compare the demographic and clinical characteristics of these groups. Those in secondary care were
more likely to have had a diagnosis of schizophrenia and to have had a recorded history of violence,
forensic service use, physical health problems and treatment non-compliance.

4. Measure and compare the use of services and calculate service costs for these groups for the year prior
to identification and the subsequent 34 months, adjusting for clinical and demographic differences in
the groups. We used a series of generalised linear models to identify cost predictors. The main variables
of interest were those describing the location of care. These showed that discharge from secondary
care or care being predominantly delivered in primary care was associated with significantly lower costs
than secondary care, even after controlling for background characteristics.

5. Generate cost prediction models to enable resource consequences of patients with specific characteristics
who are transferred from one form of care to another to be estimated. This changed as a result of the
propensity score methods used. These models enabled the ‘excess’ costs of secondary care for those
who could be transferred to primary care to be estimated. It was shown that the excess cost was
relatively low.

6. Produce survival models to identify characteristics associated with time to transition from primary care
to secondary care. Cox regression models were used to identify predictors of time to reuse of secondary
care. These models were similar to the cost prediction models. Variables such as presence of violence,
forensic history and physical health problems all predicted shorter time to reuse of secondary care.

7. Investigate the experiences of patients receiving support from interventions designed to facilitate the
transition from secondary to primary care. The qualitative interviews conducted with those using and
those working in services seen as alternatives to secondary care revealed that the PASS and the COT
were very much valued by service users. Staff had more mixed views owing to turnover and changes in
the organisations. Peer support was generally appreciated but was going through a series of changes
and the specific objectives did not always seem clear.

8. Assess the economic impact of interventions to facilitate transfer of care management. A decision
model was constructed and this showed that a triage strategy is substantially less costly than standard
care (continued GP monitoring) over a year. This was likely to be the case because triage services slow
the movement to more expensive secondary care services.

The study had various strengths, not least of which was the use of the mixed methods. The guantitative
analyses demonstrated the impact on costs of being managed in primary or secondary care. This did not,
however, address anything about the process of care from the perspective of service users or staff.

For certain services this was addressed in the qualitative component. Finally, the broader economic impact
of these services was addressed with the economic modelling. There were major challenges in the study,
however, as has been made apparent in this final chapter. With regard to the quantitative analyses, we
were reliant on data being made available from various sources and being able to link these data in an
appropriate way. This was achieved but, in a large pragmatic study such as this, there will inevitably be
concerns over data quality from these routine sources. Under-reporting of service use or incorrect coding is
always possible but, as more use is made of linked data, we would expect such problems to decline.

Overall we have found that there are clear differences in the costs of care for people managed in primary
and secondary care settings. This might be expected, but we have seen that the difference holds even
after controlling for demographic and clinical characteristics. Specific services set up to help facilitate the
movement from secondary care to primary care were investigated. Although the views of service users and
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staff were generally positive, it is recognised that many of the participants actually had conditions that
would not normally be defined as SMI and many had not had recent secondary care contacts. This appeared
to reflect the reality of the services rather than limitations in the research design. Finally, preliminary economic
models revealed that the new services should be able to generate sizeable cost savings. If outcomes are

at least not worsened, this would make the services cost-effective. Overall, then, we can deduce that
management in primary care, where this is appropriate, is a viable option for many people with a SMI and

if it can be achieved then cost savings to the NHS may accrue. This is not to say that secondary care services
would not be required, but provides further evidence regarding community alternatives to hospital care.

Research recommendations

® This study has brought together data from primary care and secondary care and is, to our knowledge,
the first to have done this to address the care provided to people with mental health problems across
virtually a whole local population. Future activities should maintain and update this link and expand it
by bringing in other data, specifically from social care. This will, of course, happen only if research
continues to use these data. There will be concerns over data accuracy, and methodological studies to
detect problems and enhance quality should be conducted.

® Specific studies that might be carried out may include an analysis of the quality of care delivered in
primary and secondary care settings rather than just a focus on resource implications. A second study
might attempt to further identify factors associated with changes in care patterns over time.

® The services that have been established to serve as alternatives to secondary care need further
evaluation. Trials and observational studies of these should be conducted. However, there is a clear
issue as regards the structure of these services and it is apparent that they are subject to fairly rapid
change. Continued use of mixed-methods approaches is needed to investigate this more fully.

® More in-depth assessment of the validity of categorising care as primary or secondary should be done.
Whether or not service users agree with such definitions would be of interest.

® Economic evaluations of new services such as these need to continue. The model we have produced is
a start but needs refining and should include clinical outcome data as well as quality-adjusted life-years.
Data that are collected routinely as in the first component would be useful for modelling and for
cohort-based economic analyses. Our models are fairly short term and more dynamic long-term models
are warranted.

® Further work on linked data sets should be undertaken to assess the effectiveness and cost-effectiveness
of health and social care interventions.

® This work was carried out in a specific location in south London. Research to adapt the findings to
other settings needs to be developed. This may be through more contextual investigations in local
areas, but also through greater use of simulation modelling. This was demonstrated in the third
component of the study and an advantage of such approaches is that specific parameters can be
changed to reflect local circumstances.
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Appendix 1 Supplementary regression analyses

sing discharge status as the group identifier we see that total costs were significantly lower for those

discharged to primary care (Table 40). Costs were positively associated with community mental health
and inpatient costs, medication costs, the costs of physical inpatient care from other providers, other
outpatient costs, A&E costs, a history of violence, physical health problems, non-compliance, presence of
schizophrenia or affective disorders and hypertension. Costs were inversely related to prior psychiatric
inpatient costs from other providers.

TABLE 40 Predictors of total health-care costs (full model) with groups defined by discharge status

Discharged to primary care 0.6661 0.0527 -5.14 <0.001 0.5704 0.7778
Primary care cost 2010° 1.0012 0.0115 0.10 0.919 0.9789 1.0239
Community contact cost 2010° 1.0036 0.0007 553 <0.001 1.0023 1.0049
Inpatient cost 2010° 1.0011 0.0002 6.56 <0.001 1.0008 1.0014
Drug cost 2010° 1.0107 0.0020 5.38 <0.001 1.0068 1.0146
Physical inpatient cost 2010° 1.0032 0.0007 4.79 <0.001 1.0019 1.0046
Psychiatric inpatient cost 2010° 0.9939 0.0021 -2.91 0.004 0.9898 0.9980
Outpatient cost 2010° 1.0235 0.0096 2.48 0.013 1.0049 1.0425
A&E cost 2010° 1.0497 0.0158 3.23 0.001 1.0192 1.0811
Age 0.9837 0.0131 -1.24 0.216 0.9583 1.0097
Age squared 1.0002 0.0001 1.52 0.129 0.9999 1.0005
Male 0.9419 0.0463 -1.22 0.223 0.8555 1.0371
Black and minority ethnic 1.0303 0.0820 0.37 0.708 0.8815 1.2043
History of violence 2.1295 0.1967 8.18 < 0.001 1.7769 2.5522
Physical health problems 1.3855 0.1118 4.04 <0.001 1.1829 1.6230
History of non-compliance 2.0374 0.1897 7.64 <0.001 1.6975 2.4453
Use of antipsychotic medication 1.2988 0.2023 1.68 0.093 0.9571 1.7626
Forensic history 1.1628 0.1078 1.63 0.104 0.9696 1.3946
Diagnosis of schizophrenia 1.4071 0.1711 2.81 0.005 1.1086 1.7858
Diagnosis of affective disorder 1.3207 0.1436 2.56 0.011 1.0672 1.6343
Blood pressure taken 1.0151 0.1922 0.08 0.937 0.7004 1.4711
Hypertension 1.2474 0.1133 2.43 0.015 1.0441 1.4904
TSH test 1.0141 0.1058 0.13 0.893 0.8266 1.2442
Asthma 0.9599 0.1044 -0.38 0.707 0.7757 1.1880
Depression 1.1796 0.1922 1.01 0.311 0.8570 1.6234
Diabetes mellitus 0.9072 0.1352 -0.65 0.513 0.6774 1.2150
Days since first SMI diagnosis 1.0000 0.0000 1.21 0.227 1.0000 1.0000
Agitated 1.0110 0.0364 0.30 0.761 0.9421 1.0849
continued
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Predictors of total health-care costs (full model) with groups defined by discharge status (continued)

Self-injury 0.9728 0.0621 -0.43 0.665 0.8584 1.1024
Problems with drugs or alcohol 1.0204 0.0458 0.45 0.653 0.9344 1.1143
Cognitive 0.9956 0.0522 -0.08 0.933 0.8984 1.1033
Physical 1.0236 0.0270 0.88 0.377 0.9721 1.0778
Hallucinations 1.0535 0.0392 1.40 0.161 0.9795 1.1332
Depressed 0.9485 0.0418 -1.20 0.230 0.8699 1.0341
Other 1.0317 0.0374 0.86 0.389 0.9610 1.1076
Relationships 1.0083 0.0416 0.20 0.842 0.9300 1.0931
Daily living problems 1.0229 0.0536 0.43 0.665 0.9230 1.1337
Living condition problems 0.9655 0.0365 -0.93 0.353 0.8965 1.0398
Occupational problems 1.0018 0.0269 0.07 0.948 0.9504 1.0559
Constant term 596.8426 234.3778 16.28 < 0.001 276.4370 1288.6160

After HONOS scores were excluded, it was shown that the costs for those discharged to primary care were
28% lower than for those remaining in secondary care (Table 41). Costs were positively associated with
community mental health and inpatient costs, medication costs, the costs of physical inpatient care

from other providers, other outpatient costs, A&E costs, a history of violence, physical health problems,
non-compliance, use of antipsychotics, presence of schizophrenia or affective disorders and hypertension.
Costs were inversely related to being male.

With prior service costs excluded, those discharged to primary care have total costs that are 38% lower
than for those remaining in secondary care (Table 42). Costs were significantly higher for those with a
history of violence, physical health problems, non-compliance, a forensic history, presence of schizophrenia
or affective disorders, hypertension and high HoNOS scores relating to agitation and physical problems.

As regards location defined according to service use, we see from the full model that those in primary care
had subsequent health costs that were 44% lower than those in secondary care and that those receiving
neither form of care had costs that were 54% lower (Table 43). Costs were positively associated with prior
mental health inpatient and community costs, drug costs, physical inpatient costs, A&E costs, history of
violence, physical health problems, treatment non-compliance, presence of schizophrenia or affective
disorders and hypertension. Costs were again negatively associated with psychiatric inpatient costs from
other providers.

Excluding HONOS scores from the model showed that primary care and neither form of care again resulted
in lower subsequent costs than management in secondary care, but the differences was reduced (Table 44).
As before, costs were positively associated with prior mental health inpatient and community costs, drug
costs, physical inpatient costs, outpatient costs, A&E costs, history of violence, physical health problems,
treatment non-compliance, presence of schizophrenia or affective disorders and hypertension.
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TABLE 41 Predictors of total health-care costs (excluding HONOS) with groups defined by discharge status

Variable

Discharged to primary care
Primary care cost 2010°
Community contact cost 2010°
Inpatient cost 2010°

Drug cost 2010°

Physical inpatient cost 2010°
Psychiatric inpatient cost 2010°
Outpatient cost 2010°

A&E cost 2010°

Age

Age squared

Male

Black and minority ethnic
History of violence

Physical health problems
History of non-compliance

Use of antipsychotic medication
Forensic history

Diagnosis of schizophrenia
Diagnosis of affective disorder
Blood pressure taken
Hypertension

TSH test

Asthma

Depression

Diabetes mellitus

Days since first SMI diagnosis

Constant term

0.7133
1.0092
1.0037
1.0011
1.0100
1.0023
0.9957
1.0266
1.0695
0.9783
1.0003
0.8721
0.9786
2.2890
1.3607
2.2986
1.3652
1.1039
1.5265
1.2596
0.8035
1.2949
0.9760
1.0302
1.0918
0.8886
1.0000
534.9757

Robust SE
0.0471

0.0117
0.0006
0.0002
0.0020
0.0008
0.0031
0.0071
0.0181
0.0138
0.0001
0.0554
0.0798
0.1738
0.0964
0.2109
0.1665
0.0942
0.1254
0.1079
0.1415
0.0981
0.0875
0.0986
0.1799
0.1173
0.0000
173.4743

z-statistic
-5.12
0.79
6.01
6.36
5.07
3.08
-1.37
3.78
3.96
-1.56
1.98
-2.15
-0.27
10.90
4.35
9.07
2.55

5.15
2.69
-1.24
3.41
-0.27
0.31
0.53
-0.89
1.17
19.37

p-value

0.000
0.428
<0.001
<0.001
<0.001
0.002
0.170
<0.001
<0.001
0.120
0.048
0.031
0.791
< 0.001
< 0.001
<0.001
0.011
0.247
<0.001
0.007
0.214
0.001
0.786
0.756
0.594
0.371
0.241
<0.001

95% ClI
Lower limit

0.6267
0.9866
1.0025
1.0008
1.0061
1.0009
0.9896
1.0127
1.0345
0.9516
1.0000
0.7700
0.8340
1.9724
1.1843
1.9202
1.0751
0.9338
1.2995
1.0650
0.5690
1.1162
0.8187
0.8541
0.7905
0.6860
1.0000
283.3469

Upper limit

0.8118
1.0324
1.0049
1.0015
1.0139
1.0038
1.0019
1.0406
1.1057
1.0057
1.0005
0.9878
1.1482
2.6564
1.5633
2.7514
1.7338
1.3049
1.7931
1.4898
1.1347
1.5022
1.1634
1.2428
1.5079
1.1511
1.0000
1010.0660

Cl, confidence interval; Exp B, exponential of regression coefficient; SE, standard error; TSH, thyroid-stimulating hormone.

a 2010 costs multiplied by 100.
Note
N=2560.

© Queen'’s Printer and Controller of HMSO 2016. This work was produced by McCrone et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals
provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science

Park, Southampton SO16 7NS, UK.

95



96

APPENDIX 1

TABLE 42 Predictors of total health-care costs (excluding 2010 care costs) with groups defined by discharge status

Discharged to primary care
Age

Age squared

Male

Black and minority ethnic
History of violence

Physical health problems
History of non-compliance
Use of antipsychotic medication
Forensic history

Diagnosis of schizophrenia
Diagnosis of affective disorder
Blood pressure taken
Hypertension

TSH test

Asthma

Depression

Diabetes mellitus

Days since first SMI diagnosis
Agitated

Self-injury

Problems with drugs or alcohol
Cognitive

Physical

Hallucinations

Depressed

Other

Relationships

Daily living problems

Living condition problems
Occupational problems

Constant term

0.6182
0.9769
1.0003
1.0106
1.0360
2.3918
1.4359
2.3493
1.2615
1.5591
1.6476
1.5773
0.9875
1.3633
0.9701
1.0814
1.2292
0.8222
1.0000
1.1276
1.0341
0.9984
1.0307
1.1555
1.0578
0.9452
1.0259
0.9351
1.0932
0.9614
0.9861
509.2379

0.0593
0.0139
0.0001
0.0604
0.0770
0.2200
0.1226
0.2398
0.2122
0.1631
0.2405
0.1992
0.1597
0.1360
0.1062
0.1205
0.2001
0.1261
0.0000
0.0393
0.0603
0.0450
0.0616
0.0413
0.0390
0.0468
0.0442
0.0393
0.0511
0.0365
0.0271
209.3325

-5.02
-1.64
1.82
0.18
0.48
9.48
424
8.37
138
4.25
3.42
3.61
-0.08
3.11
-0.27
0.70
127
-1.28
1.90
3.45
0.57
-0.03
0.51
4.05
1.52
-1.14
0.59
-1.60
1.91
-1.04
-0.51
15.16

0.000
0.101
0.068
0.860
0.634
< 0.001
<0.001
< 0.001
0.167
< 0.001
0.001
< 0.001
0.938
0.002
0.788
0.482
0.205
0.202
0.058
0.001
0.565
0.972
0.613
<0.001
0.128
0.255
0.552
0.110
0.057
0.299
0.609
<0.001

0.5123
0.9499
1.0000
0.8989
0.8956
1.9973
1.2145
1.9234
0.9072
1.2701
1.2377
1.2314
0.7192
1.1211
0.7837
0.8693
0.8935
0.6088
1.0000
1.0532
0.9224
0.9140
0.9167
1.0774
0.9841
0.8578
0.9428
0.8612
0.9975
0.8925
0.9344
227.5187

0.7460
1.0046
1.0005
1.1362
1.1984
2.8642
1.6976
2.8695
1.7540
1.9139
2.1933
2.0204
1.3559
1.6578
1.2032
1.3453
1.6911
1.1104
1.0000
1.2072
1.1592
1.0907
1.1588
1.2393
1.1370
1.0415
1.1164
1.0153
1.1981
1.0355
1.0406
1139.7890

Cl, confidence interval; Exp B, exponential of regression coefficient; SE, standard error; TSH, thyroid-stimulating hormone.

Note
N=1881.
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TABLE 43 Predictors of total health-care costs (full model) with groups defined by service use

PC 0.5576 0.0572 -5.70 <0.001 0.4561 0.6816
Neither PC nor SC 0.4629 0.1040 -3.43 0.001 0.2980 0.7191
Primary care cost 2010° 0.9966 0.0113 -0.30 0.762 0.9746 1.0190
Community contact cost 2010° 1.0034 0.0005 6.25 <0.001 1.0023 1.0045
Inpatient cost 2010° 1.0009 0.0001 6.75 <0.001 1.0007 1.0012
Drug cost 2010° 1.0102 0.0018 5.76 <0.001 1.0067 1.0137
Physical inpatient cost 2010° 1.0031 0.0007 4.39 <0.001 1.0017 1.0045
Psychiatric inpatient cost 2010° 0.9922 0.0023 -3.41 0.001 0.9877 0.9967
Outpatient cost 2010° 1.0252 0.0100 2.55 0.011 1.0058 1.0450
A&E cost 2010° 1.0490 0.0158 3.17 0.002 1.0185 1.0804
Age 0.9816 0.0130 -1.40 0.161 0.9564 1.0074
Age squared 1.0002 0.0001 1.67 0.095 1.0000 1.0005
Male 0.9230 0.0472 -1.57 0.117 0.8350 1.0203
Black and minority ethnic 1.0299 0.0796 0.38 0.703 0.8852 1.1983
History of violence 2.1447 0.1990 8.22 <0.001 1.7881 2.5724
Physical health problems 1.3702 0.1063 4.06 <0.001 1.1769 1.5951
History of non-compliance 1.9811 0.1841 7.36 <0.001 1.6512 2.3770
Use of antipsychotic medication 1.2726 0.1973 1.56 0.120 0.9392 1.7244
Forensic history 1.1915 0.1195 1.75 0.081 0.9789 1.4502
Diagnosis of schizophrenia 1.3877 0.1799 2.53 0.011 1.0763 1.7890
Diagnosis of affective disorder 1.2436 0.1329 2.04 0.041 1.0085 1.5335
Blood pressure taken 1.0073 0.1828 0.04 0.968 0.7058 1.4376
Hypertension 1.2875 0.1195 2.72 0.006 1.0734 1.5442
TSH test 0.9851 0.0998 -0.15 0.883 0.8077 1.2015
Asthma 0.9685 0.1002 -0.31 0.757 0.7907 1.1863
Depression 1.2054 0.1963 1.15 0.251 0.8760 1.6585
Diabetes mellitus 0.8531 0.1095 -1.24 0.216 0.6634 1.0971
Days since first SMI diagnosis 1.0000 0.0000 1.66 0.098 1.0000 1.0000
Agitated 1.0213 0.0372 0.58 0.563 0.9509 1.0969
Self-injury 0.9561 0.0600 -0.72 0.474 0.8455 1.0811
Problems with drugs or alcohol 1.0225 0.0451 0.51 0.613 0.9379 1.1148
Cognitive 0.9940 0.0531 -0.11 0.911 0.8952 1.1038
Physical 1.0226 0.0291 0.79 0.432 0.9671 1.0812
Hallucinations 1.0466 0.0362 1.32 0.187 0.9781 1.1200
Depressed 0.9673 0.0425 -0.75 0.450 0.8874 1.0544
Other 1.0118 0.0353 0.34 0.737 0.9449 1.0834
continued
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TABLE 43 Predictors of total health-care costs (full model) with groups defined by service use (continued)

95% CI
VELEL]S Robust SE z-statistic  p-value Lower limit Upper limit
Relationships 1.0110 0.0417 0.26 0.791 0.9325 1.0961
Daily living problems 1.0274 0.0552 0.50 0.615 0.9247 1.1416
Living condition problems 0.9675 0.0375 -0.85 0.394 0.8968 1.0438
Occupational problems 0.9910 0.0278 -0.32 0.747 0.9380 1.0470
Constant term 754.6931 316.4887 15.80 0.000 331.7492 1716.844

Cl, confidence interval; Exp B, exponential of regression coefficient; PC, primary care; SC, secondary care; SE, standard error;
TSH, thyroid-stimulating hormone.

a 2010 costs multiplied by 100.

Note

N=1883.

TABLE 44 Predictors of total health-care costs (excluding HoNOS) with groups defined by service use

95% Cl
VELEL]S Robust SE Zz-statistic Lower limit Upper limit
PC 0.6073 0.0516 -5.87 <0.001 0.5141 0.7172
Neither PC nor SC 0.6590 0.0911 -3.02 0.003 0.5026 0.8640
Primary care cost 2010° 1.0034 0.0118 0.29 0.772 0.9805 1.0269
Community contact cost 2010° 1.0033 0.0005 6.75 < 0.001 1.0023 1.0043
Inpatient cost 2010° 1.0011 0.0002 5.50 <0.001 1.0007 1.0015
Drug cost 2010° 1.0092 0.0018 4.99 <0.001 1.0056 1.0128
Physical inpatient cost 2010° 1.0025 0.0008 3.05 0.002 1.0009 1.0041
Psychiatric inpatient cost 2010° 0.9931 0.0031 -2.19 0.028 0.9870 0.9993
Outpatient cost 2010° 1.0306 0.0071 4.37 < 0.001 1.0168 1.0446
A&E cost 2010° 1.0672 0.0168 4.14 <0.001 1.0349 1.1005
Age 0.9773 0.0132 -1.71 0.088 0.9517 1.0034
Age squared 1.0003 0.0001 2.25 0.025 1.0000 1.0005
Male 0.8842 0.0550 -1.98 0.048 0.7827 0.9989
Black and minority ethnic 0.9837 0.0704 -0.23 0.818 0.8549 1.1319
History of violence 2.2374 0.1582 11.39 < 0.001 1.9479 2.5700
Physical health problems 1.3947 0.1002 4.63 <0.001 1.2115 1.6055
History of non-compliance 2.2609 0.2016 9.15 < 0.001 1.8983 2.6928
Use of antipsychotic medication 1.5005 0.1732 3.52 0.001 1.1967 1.8813
Forensic history 1.0804 0.1002 0.83 0.405 0.9007 1.2958
Diagnosis of schizophrenia 1.3353 0.1410 2.74 0.006 1.0856 1.6423
Diagnosis of affective disorder 1.0921 0.1071 0.90 0.369 0.9012 1.3235
Blood pressure taken 0.8029 0.1310 -1.35 0.178 0.5832 1.1054
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TABLE 44 Predictors of total health-care costs (excluding HoONOS) with groups defined by service use (continued)

95% Cl

Variable Robust SE Zz-statistic p-value Lower limit Upper limit
Hypertension 1.3273 0.1064 3.53 <0.001 1.1343 1.5530

TSH test 0.9486 0.0843 -0.59 0.553 0.7970 1.1292
Asthma 1.0403 0.0916 0.45 0.654 0.8753 1.2363
Depression 1.1294 0.0731 0.79 0.427 0.8363 1.5252
Diabetes mellitus 0.8519 0.0920 -1.48 0.138 0.6894 1.0529
Days since first SMI diagnosis 1.0000 0.0000 1.19 0.235 1.0000 1.0000
Constant term 534.4899 180.1841 18.63 <0.001 276.0498 1034.8840

Cl, confidence interval; Exp B, exponential of regression coefficient; PC, primary care; SC, secondary care; SE, standard error;
TSH, thyroid-stimulating hormone.

a 20710 costs multiplied by 100.

Note

N=2670.

When previous health-care costs are excluded we see that the non-secondary care groups again have
significantly lower costs than those remaining in secondary care (Table 45). Once again, costs are positively
associated with a history of violence, physical health problems, non-compliance, forensic care, presence of
schizophrenia or affective disorders and hypertension. Costs are also significantly associated with the time
since the first record of SMI, and HoNOS ratings of physical health problems and agitation.

TABLE 45 Predictors of total health-care costs (excluding 2010 total health-care cost) with groups defined by
service use

95% CI

VELEL][S Robust SE Zz-statistic p-value Lower limit Upper limit
PC 0.4234 0.0477 -7.64 <0.001 0.3396 0.5279
Neither PC nor SC 0.3163 0.0715 -5.09 < 0.001 0.2031 0.4926
Age 0.9755 0.0141 -1.72 0.085 0.9483 1.0034
Age squared 1.0003 0.0001 1.88 0.060 1.0000 1.0005
Male 0.9842 0.0590 -0.27 0.790 0.8751 1.1069
Black and minority ethnic 1.0326 0.0761 0.44 0.663 0.8938 1.1931
History of violence 2.2990 0.2101 9.11 <0.001 1.9220 2.7500
Physical health problems 1.4203 0.1113 4.48 <0.001 1.2181 1.6561
History of non-compliance 2.1950 0.2104 8.20 <0.001 1.8191 2.6488
Use of antipsychotic medication 1.1728 0.1912 0.98 0.328 0.8521 1.6142
Forensic history 1.5546 0.1636 4.19 <0.001 1.2648 1.9106
Diagnosis of schizophrenia 1.5217 0.2366 2.70 0.007 1.1219 2.0638
Diagnosis of affective disorder 1.3579 0.1535 2.71 0.007 1.0880 1.6947
Blood pressure taken 0.9661 0.1442 -0.23 0.817 0.7210 1.2945

continued
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TABLE 45 Predictors of total health-care costs (excluding 2010 total health-care cost) with groups defined by
service use (continued)

95% ClI

Variable Robust SE z-statistic Lower limit Upper limit
Hypertension 1.3591 0.1374 3.04 0.002 1.1149 1.6568
TSH test 0.9608 0.0976 -0.39 0.694 0.7874 1.1724
Asthma 1.0707 0.1132 0.65 0.518 0.8704 1.3171
Depression 1.2786 0.2074 1.52 0.130 0.9304 1.7571
Diabetes mellitus 0.7817 0.1011 -1.90 0.057 0.6067 1.0072
Days since first SMI diagnosis 1.0000 0.0000 2.50 0.013 1.0000 1.0000
Agitated 1.1243 0.0383 3.44 0.001 1.0517 1.2020
Self-injury 0.9926 0.0534 -0.14 0.891 0.8932 1.1031
Problems with drugs or alcohol 1.0017 0.0436 0.04 0.969 0.9198 1.0910
Cognitive 1.0168 0.0581 0.29 0.771 0.9091 1.1372
Physical 1.1480 0.0400 3.96 < 0.001 1.0722 1.2292
Hallucinations 1.0530 0.0362 1.50 0.133 0.9843 1.1265
Depressed 0.9609 0.0463 -0.83 0.408 0.8743 1.0561
Other 0.9975 0.0415 -0.06 0.952 0.9194 1.0822
Relationships 0.9514 0.0408 -1.16 0.246 0.8747 1.0349
Daily living problems 1.0778 0.0491 1.65 0.100 0.9858 1.1785
Living condition problems 0.9567 0.0356 -1.19 0.234 0.8893 1.0291
Occupational problems 0.9826 0.0277 -0.62 0.534 0.9299 1.0384
Constant term 881.0654  396.9282 15.05 <0.001 364.3626 2130.5040

Cl, confidence interval; Exp B, exponential of regression coefficient; PC, primary care; SC, secondary care; SE, standard error;
TSH, thyroid-stimulating hormone.

Note

N=1850.
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Appendix 2 Topic guide: service user, interview 1

Introduction

This stage is concerned with setting the scene for the interview, explaining what is expected and starting
to develop rapport.

Introduce yourself. Explain your own service user status.
Explain the purpose of study. Emphasise that it concerns services rather than mental illness.
Explain what the interview will involve (i.e. that it can take as long as 90 minutes, remind interviewees
about confidentiality, that you are obliged to contact their team if something is said that causes you
concern, and that there will be a second interview up to 1 year later). Explain that the interviewee
should feel free to say as much or as little as they wish, and that if there are any questions that they
would prefer not to answer, they should let you know and you will then proceed to the next question.
Explain that they are free to end the interview at any time and do not have to give any reason for this.
Answer any questions.
Talk through and obtain consent. Make sure that the interviewee consents to having the interview
recorded, and that they have indicated whether or not they would like a copy of the summary report
and have given either an e-mail or postal address to which to send it.

® Start the tape, state the date and time of the interview, that it is the first interview and the
interviewee's study number.

Service user’'s background and current situation

This stage is intended to provide personal context for the rest of the interview. Compared with the rest of
the interview, this stage is more likely to involve quite specific, closed questions.

Ask about the following:

age, sex, ethnicity

psychiatric diagnosis and duration of treatment for mental health problems

any current physical health problems and their treatment

living circumstances (kind of accommodation, if they live with anyone, length of time they have

lived there)

current employment (including voluntary work), education and training

® contact with family and friends — do they feel well supported or socially isolated? Are they happy with
the amount of contact they have with others?

Current mental/physical health

This stage is concerned more directly with mental and physical health problems. It might be useful here to
remind the interviewee of your own mental health service user status.

® How would they briefly describe their mental health at the moment? Do any problems or symptoms
limit what they can do?
e |f physical health problems have been reported, do they limit what they are able to do?
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APPENDIX 2

Transition from secondary to primary care

® Has your care ever been transferred from secondary to primary care services before? If so, what
happened that made it necessary to go back to secondary care services? If so, has the process of
transferring your care been done differently now than before? If it has, what are the differences, and
how satisfied are you with them?

® What were your expectations of the support you would get when transferred to primary care?
(In general, not the support service as such.)

® What was the transition like for you? How did you find out how the care was to be changed? How
was this organised? How do you feel about how this was managed? Were your opinions sought, and if
they were, did you feel listened to?

® Are there any times when you wish you were still using secondary services? If so, what is it that you
miss about them?

® [PS1 service users only] How would you say the help that you get from your peer supporter is different from
that which you got from more conventional services? Is there anything about it that you find particularly
helpful? Does it ever have any problems? Is there anything that they could do differently or better?

Present use of support services (primary care support service,
community options team, peer support 1)

In this stage we go on to examine their views and experiences of the support offered by COT, PASS
or PST1.

® Which of the primary care services do you currently receive input from? Have you had any input from
others in the past?

If the participant is receiving input from more than one of the services, or has had input from one of the
other services in the past, remember to ask about this for each question.

® How did you become involved with the support service? How did you find out about it? How did you
make contact? How was the referral made? How long did it take to be taken on by the service? What
do you think about the process? Could it have been improved?

® What were your initial expectations of the support service?

® What kind of help do you get from the service? Does it match your expectations, or is it different in
some way? Are you satisfied with the help you get? Could any of the things you are being helped with
be done differently, or better?

® Have you noticed any changes in your mental health since the transfer of your care? If so, is this a
surprise to you? Do you think that the service has contributed to this? If so, how?

For each of the issues below, when the participant has answered the questions that you have asked, ask
how well, overall, the current service performs, and how this compares with their experience of secondary
services. If it is not obvious from their answer, ask which they prefer and why. If the participant has had
input from a different primary care service in the past, or is currently receiving input from more than one
service, remember to ask about the other service (this should have been ascertained earlier in the interview).

The questions are not all necessarily ones that you need to ask, because some of them might be answered
by the response to a previous question. They might be useful by helping to guide your questioning around

the topic.

® Continuity of care: Do you get seen regularly by the same worker, or do you often see someone
different? If for some reason you did not get on with your worker, would it be easy to change?
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® Access to care: Is it easy to get to the service? Can you get help at times that suit you, or just during
office hours? Could you get help quickly if you need it?

® (Crisis management: Have you ever needed help quickly? Did you get it? If so, how? Did you feel
confident that you could be helped in ways that you have found useful in the past? Was it helpful? If it
was not helpful, what should have been done differently? If you didn’t get help, what happened?

® Emphasis on recovery: How far does the service actively support your recovery by encouraging hope,
optimism and resilience, as opposed to just treating and managing symptoms?

® Mental health-related stigma: Do you feel embarrassed or uncomfortable going to the service because
it is obviously to do with people with mental health problems? Has involvement with the service helped
you to feel less uncomfortable about people knowing about your mental health problems, or more
positive about yourself in spite of the problems that you have had? Or able to challenge people about
their negative assumptions and beliefs about people with or who have had mental health problems?
(Can you give any examples?)

® Medication management: Does the service help you to use medication positively and properly,
and to resolve any problems that arise from it?

® Choice, and involvement in care and service planning: How involved are you in making decisions about
your care? Is your active involvement encouraged by the service? Do the service’s users have a voice in
how the service is run (representatives at meetings, etc.)? Can service users suggest changes to the
service? Have their suggestions ever been acted upon?

e Referral to specialist services/inpatient care: Has the service ever referred you to a specialist service or
for inpatient care, or helped you to request it? If so, how well was this handled?

® Physical health care: Did the service pay attention to and help you get treatment for any physical
health-care needs? Has help with physical health problems been better under primary care or
secondary care?

e Community integration and involvement: Was the service helpful in helping you to become more
integrated into or involved with your local community? If not, was this because you prefer not to be
involved? If so, how has it helped?

® Social functioning: Have you ever had problems in getting along with people comfortably and
effectively? If so, has the service helped you to do this better?

® Employment/training/education: Has the service helped you to change your employment situation
(includes voluntary work), or to become aware of or apply for training or education opportunities?

® Benefits/housing: If you have been on benefits, or have needed benefits or had housing problems, did
the service help with these? If so, how well was this handled?

Satisfaction with primary care support service/community
options team/peer support 1 services

® Qverall, comparing the help that you have had from secondary care services, and from PASS/COT/PS1,
what kind of help have you had? Are there any differences between them? Did you get the kind of
help you wanted at the time from each service? How did you/do you get on with the people
supporting you? How were/are decisions made about your care — were you/are you involved in making
these decisions? What happened/happens if you disagree(d) with what the worker was/is suggesting?
Which has made the best job in giving you the support you have needed?

® Qverall, how satisfied are you with the help that you are getting now from PASS/COT/PS1? What are the
most important things that they have helped you with? Is there anything in particular about how they have
helped you that you particularly value or appreciate? Is there anything that is unhelpful? Is there anything
about the service that you would change? Is there anything that it does not offer which you think it perhaps
should? Is there anything that the secondary care services could learn from PASS/COT/PS1?

e How would you briefly describe PASS/COT/PS1 and how they differ from secondary services to
someone who had mental health problems? Would you recommend these services to them? If you
would, what is it about them that makes you so positive about them? If you would not what is it that
makes you reluctant?
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APPENDIX 2

Wrapping up

The purpose of this stage of the interview is to end it, to tie up loose ends and to prepare the ground for
the follow-up interview:

® Ask the participant if they have anything that they would like to add. If they have, ask what it is.

® When they have finished, or if they have nothing to add, thank them for their help, and note the time
at the end of the interview for the tape, and turn it off. Emphasise that their taking part has been very
important and will be helpful in making sure that services will reflect users’ views and experiences
in future.

® Remind them about the report, and confirm the address that they have given you to send it to, if they
have requested one.

® Remind them about the follow-up interview, give them their gift voucher and ask them to sign to
acknowledge its receipt.

® Mention the economic modelling focus group, ask if they would be interested in attending, and if so,
make a note of this to pass on to the senior researcher, along with contact details. Details are below.

Colleagues in the Centre for the Economics of Mental and Physical Health at King’s College London are
analysing data on use of services in people with severe mental health problems who are under the care of
primary and secondary care services. They are trying to find out what this tells us about the costs of the
different types of service. They would like to run a focus group made up of people who use these services
to check if their understanding of these data matches service users’ experiences. As part of this, they
would also like the focus group members to each complete short questionnaires on quality of life and
satisfaction with services. If you would like to take part, the same considerations about confidentiality and
voluntary participation of this interview also apply to the focus group. Focus group participants will each
receive a £15 gift voucher.
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Appendix 3 Topic guide: staff (community options
team, primary care support service), interview 1

How long have you worked in mental health?

What roles have you had in mental health prior to your current post?

How long have you been in this post?

What have you found to be the main differences between working in secondary and primary care?
How would you say that the clients that you see in primary care are different from those you have
worked with in secondary care?

Is the typical client with whom you work in this post similar to those in other posts that you have had?
If not, what are the major differences?

Is the relationship that you have with clients in this service different to how it has been in previous
posts? How is it different?

How is the work that you do in this post different from that which you did in previous services?

How do you know when your input into a service user who you are supporting is working? What
differences do you see?

What particular challenges do you face in this role that are different to those that you have faced in
other types of service?

In this post, have you ever worked with people who you have not felt that you were able to support?
What was the problem? What happened? How did this make you feel?

Are there any service users who could benefit from this service who seem to fall through the net? Is
there anything characteristic of these people — are they similar in some sort of way that makes this
happen? What could the service do to reach out to them?

How are you supported in your role? Does this work well? Could this be done better?

What particular challenges does working in this service present, compared to your previous experience?
Are there ever any times when you wish that you were working in a different kind of service? If so,
what is it about that service which is preferable?

Do you yourself work alongside service user-led organisations or services? What has your experience of
this been like? Has this affected the way in which you view your job at all?

Is there anything that you think that secondary care services can learn from the way that this

service works?

Is there anything from your experience of working in secondary care services that you think could be
usefully applied in this service? Is there anything that secondary care services do better than

this service?

Is there anything that this service does not do particularly well? How could this be changed?

Is there anything that this service does not offer, which perhaps it should?
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Appendix 4 Topic guide: peer support,
Interview 1

How long have you been a service user?

How long have you been a peer supporter?

What got you interested in doing it? How did it come about?

What does your role as a peer supported involve?

As a service user yourself, what special insights and experiences do you think you offer to the people

who you support? Do you think that the people that you support find this helpful? Have any of them

referred to this at all?

® How does your experience of having been a service user yourself influence what you do or don‘t do
when offering support?

® The literature about peer support schemes is full of the benefits that they have for both the supporters
and those they support. Have you ever experienced any down side to your work? Have there ever been
any disadvantages in your work because you are or have been a service user? Does the fact that you
are a service user yourself ever pose problems in supporting others?

® (Can you think of someone you have helped in a way that mental health professionals perhaps could
not have done? What was different about what you did?

¢ How do you know when your input into a service user who you are supporting is working?
What differences do you see?
What particular challenges do you face in your role?
Are there any service users who could benefit from this service who seem to fall through the net?
Is there anything characteristic of these people — are they similar in some sort of way that makes this
happen? What could the service do to reach out to them?

® Are there any differences in the relationships that you have with those you help as a peer supporter,
and with other service users?
How are you supported in your role? Does this work well, or could this be done better?
Have you ever worked with people who you haven't felt that you were able to support? What was the
problem? What happened? How did this make you feel?

® Have you ever had anyone who did not engage with you (did not show up to meetings, etc.)? What
did you do about this? How did this make you feel?
What impact has your work had on your own recovery and on your life in general?
What difference would a peer supporter have made to your recovery? Or if someone has played this
role with you, what difference did it make?

® Has this experience been valuable in terms of ideas about other employment, or made opportunities
available which you perhaps wouldn't have had otherwise?
In general, as a peer supporter, what sort of reaction do you get from mental health professionals?
Do you ever get involved in meetings with mental health professionals? If so, how are you treated
by them?

® Has your experience as a peer supporter affected your opinions of mental health services or

professionals in any way? Has it affected your relationships with the professionals who are involved in

your care, or how you make use of them?
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