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IAPT Programme Foreword

In spring 2009, the Improving Access to Psychological Therapies (IAPT) programme commissioned a
detailed analysis of the first wave (2008/09) IAPT implementation sites in order to evaluate whether
the commitments relating to accessibility, the provision of NICE-approved therapies and detailed
outcome monitoring were progressing appropriately. Specifically, the Review was asked to consider
the:

e Equity of provision in relation to geographic, gender, age, ethnicity, range of disorcers,
language and disability coverage of the new services

e Profile of therapy types provided, including the pattern and length of interventions and
the frequency of multi-step interventions; and the relationship of these to presenting
problems, staff grades, medication usage, outcomes (clinical symptomatic, work and
social).

North East Public Health Observatory’s report enables the programme to examine how effectively
these broader policy aims have been achieved.

It is clear that while there has been a high degree of success in rolling services out across the
country, more needs to be done by local commissioners and services to ensure that those services
are provided equitably and to the similar standards of quality.

Equality Impact Assessments (EqlA) focus on groups stemming from the existing legislation in the
United Kingdom that covers discrimination. The groups and target areas include; age, sexuality, faith
or belief, race, ethnicity, disability and gender. The groups are not homogeneous and people within
these groups have different and individual needs.

In addition, it is also clear that services need to address the low referral and treatment volumes for
some of the anxiety disorders to ensure that the scope of the service covers the range of need,
which IAPT is committed to addressing.

Consequently, the issues highlighted in this report will form the basis of a full IAPT Equalities Review
in 2010. Both this report and the Equalities Review will serve to underpin the publication of updated
IAPT Commissioning Guidance in Autumn 2010.

Looking ahead, the report demonstrates that further analysis of the database will be of great value
in informing future developments in the quality of care provided in IAPT services and informing the
commissioning of such services. Therefore, additional analysis of this data has now been
commissioned by the IAPT Programme and will be published later in 2010.
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Abstract

Background

Improving Access to Psychological Therapies (IAPT) is a programme designed to make psychological
therapies for common mental health problems widely available. Following pilot work in Doncaster
and Newham, the first wave of roll-out sites started operation in 2008. We report a study of their
work in the year from October 2008 to September 2009. Allowing for varying start times, this was
roughly their first full year of operation.

Sources and methods

Detailed monitoring was an integral part of the programme from the outset, and sites were required
to collect patient-level data about their clinical work in accordance with the IAPT minimum dataset
[2]. We arranged to collect an anonymised, patient level extract of this from all sites operational in
the relevant year in the late autumn of 2009. Extracts were collated into a single database and
analysed in the North East Public Health Observatory. Our aims were to report on the characteristics
of the patients and their care from the perspectives of equity, the patterns of treatment provide and
its outcome.

Data received

We received datasets from 32 sites, in one case in two separate sections. We had contact with two
further sites which failed to produce data. Data collection proved reasonably successful in providers
where one of the two on-line NHS-net based data gathering services was being used. In some other
sites it proved more problematic as they had not used the standard coding frames specified for the
minimum dataset.

Out of 137,285 total records of referrals in the relevant period, data submitted to us indicated that
79,310 had an initial assessment. These patients formed our study group and our descriptions of
patients referred to the service relate to them. For 47.4% of these, it would have been premature
to report on treatment and outcome patterns as they were still in contact with service. 52.6% had
terminated their episodes, 18.8% after only one contact, making symptom change unmeasurable.
33.8% had terminated after more than one contact. This group formed the basis for our outcome
analyses.

Characteristics of referred patients

95% of the study group were of working age, 64% were women and 87% were White British. The
services seem initially to have been more accessible to younger people, particularly women. People
from Asian and Black ethnic groups were under-represented, as were men from minority white
ethnic groups. Disability was very poorly reported, with only six sites completing this aspect of the
dataset to a usable extent. 84% of patients were referred by their GP, 8.6% self-referred and 2,8%
were referred by another agency, commonly other health services. Referral patterns varied widely
between sites.

Work and benefit status were reported for most patients, but there was wide misunderstanding of
the nature of Statutory Sick Pay, suggesting it would be unwise to report this separately from other
social security benefits. For analysis patients were thus simply categorised as being on any benefits
or none. 78% of patients at initial assessment were economically active and 54% were in full or part-
time employment. 30% reported receiving some type of benefit.
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Diagnoses were relatively poorly reported with only 54% of patients having a usable diagnosis. The
commonest reported primary conditions were depressive episode (29%), mixed anxiety and
depressive disorder (29%), generalised anxiety disorder (18%) and recurrent depressive disorder
(7%). OCD, PTSD and family loss each accounted for 2%. Examination of the rating scales suggested
that the diagnosis of mixed anxiety and depressive disorder (described in ICD10 as a sub-syndromal
condition in which patients have significant symptoms of both conditions but do not reach either
case threshold) was probably being commonly used when diagnoses of a depressive episode and/or
anxiety disorder would probably have been more appropriate. The importance of this is that NICE
guidelines on evidence based treatment approaches relate to ICD10 categories and there is no
guideline for the mixed disorder.

Three established symptom measures were used: the PHQ-9 for depressive symptoms, the GAD-7
for anxiety symptoms and the Work and Social Adjustment Scale (W&SAS). In addition to these a
new set of three questions asking about the presence of social phobia, agoraphobia and specific
phobias was used. Completeness of these ratings was good, with 93% of study group members
having complete ratings on PHQ-9, GAD-7 and the phobia questions. Two sites only implemented
the W&SAS to a very limited extent, otherwise it too was completed by over 90% of patients at initial
assessment. We explored the question of the sensitivity, specificity and positive and negative
predictive power of the new phobia questions to the extent this was possible with the other data
available. They appeared to perform very poorly, however against this it must be added that we
were only able to test them against a diagnostic yardstick we knew to be of low quality. Similarly the
two symptom rating scales were poor measures as the questions were devised specifically to identify
patients with phobic symptoms not apparent on these.

72% of patients scored at or above the PHQ-9 threshold for depression, 77% at or above the GAD-7
threshold for anxiety disorder and 53% positively on one or more of the phobia questions. 84%
were at case level on either of the first two scales — the measure used in pilot work, and on which
programme targets are based, 88% were positive on a wider measure of caseness on any of these
three. Using the categorisations of Mundt et al [3], 40.7% were significantly functionally impaired on
the W&SAS; 35.6% had moderately severe problems or worse. In the Doncaster and Newham pilot
sites, slightly more (90%) of the patients taken on for treatment scored at case level on either the
PHQ-9 or the GAD-7. Symptom ratings were similar for the two sexes, slightly lower for people over
65. Depressive, but not anxiety symptoms were more severe in Mixed, Asian and Black ethnic
groups.

Treatment

Data about the treatments received by patients was contained in three separate counts of numbers
of attendances: by purpose of attendance, by type of intervention given and by the employment
grade of the therapist seen. The results need to be taken with some caution as totals of these
counts differed in unaccountable ways.

Sites differed widely in the proportion of sessions delivered by low intensity workers (Agenda For
Change grades 1 to 5) and high intensity therapists (Agenda For Change grades 6 and above) staff.
The median pattern was 45% low intensity / 55% high intensity, but the inter decile range was from
25% to 93% high intensity. There were also wide variations in the breakdown of the low and high
intensity groupings themselves. The most common form of low intensity treatment was guided self
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help, followed (in order of number of patient-sessions delivered) by pure self help, psycho
educational groups, behavioural activation, computerised CBT and structured exercise. The
commonest form of high intensity treatment was CBT, followed by counselling. Small amounts of
Interpersonal therapy and Couple therapy were also provided.

Of the 41,724 patient who had terminated their contact episodes, 95% received some treatment. Of
those treated, 61% received some low intensity treatment, 46% some high intensity treatment, and
19% both, however sites differed widely on these figures. The best marker available for patients
who had ‘stepped up’ was those receiving both low and high intensity treatment (19% of those
treated), but this overall figure conceals rates in four sites above 30% and in four below 2%; the
median step up rate was 13%.

29% of patients receiving low intensity treatment had more than one type; sites appeared to have
characteristic combinations. The employment grade of staff seen by patients matched the
intervention types to a considerable extent. 38% of patients finished treatment episodes by being
judged to have completed treatment, 22% dropped out, 9% declined treatment, 12% were judged
unsuitable (mostly after treatment had started) and in 20% of cases this datum was missing. Again
there were wide site variations in these patterns.

Reported numbers of treatment sessions per patient were surprisingly low in comparison to NICE
recommendations, though this finding should be taken with caution as session counts seemed
unreliable. While much treatment was in line with NICE guidelines, much was not.

Outcomes of treatment

At its simplest, a recovery rate can be defined as the proportion of patients with case level
symptoms at the start who have lost them by termination. However it is necessary to consider also
those with missing second symptom ratings and those who developed case level ratings on one or
more scale during treatment not initially there. Using our most conservative approach, which
considered all patients with initial scale ratings and two or more attendances, assuming those with
missing second ratings to be unchanged, 37% of those with initial case level ratings on either PHQ-9
or GAD-7 did not have case level ratings on either at termination. Allowing for the development of
new cases, the prevalence of case level symptoms fell by 29% during treatment. Outcomes were
substantially better for patients completing their treatment (56% of cases recovering, net change in
prevalence -44%). There was a small though statistically significant fall in benefit claimancy (-1.6%)
but not in unemployment.

However the effectiveness of treatment varied substantially between sites. The 95% confidence
intervals for recovery rates and net prevalence change figures, for the best and worst thirds of sites
showed almost no overlap.

Discussion

Several aspects of data collection, and technical aspects of the rating scales were considered. Most
pressingly, the diagnostic code frame needs to be extended to include panic disorder, and more
attention is needed on how reliable diagnoses are to be obtained. The phobia questions, as derived
are not yet usable. However routine service roll-out evaluations (like the present study) are not an
appropriate context for evaluative studies of new instruments, so if it is concluded that questions for
this roll are required, research studies will be needed.
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Important aspects which will need attention are the variations in site drop-out rates and clinical
outcome figures. It will also be important to explore in depth the reasons for the significant
differences in treatment rates for members of minority ethnic groups.
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Introduction

This report describes a study of the clinical work undertaken by the first wave of teams set up under
the Department of Health’s Improving Access to Psychological Therapies (IAPT) programme.
Following initial pilot work, the first roll-out phase teams were funded in the financial year 2008/9.
Our study covers their work in the year from October 2008 to September 2009. Allowing for an
initial start-up period, this is roughly the first full year in which a substantial number of the new
teams were operational.

Background

The need for a much larger psychological therapies service was signalled by the National Director for
Mental Health in his review of the National Service Framework ‘Five years on’. Pilot work was
undertaken in two services, Doncaster and Newham [4]. Following this, a national implementation
plan for the programme was published early in 2008 [1]. This set out a description of the type of
service envisaged in each PCT area. Box 1 sets out the details. In most cases these services would
need to undertake a substantial amount of therapist training, building up to an appropriate
complement of both high and low intensity therapists in a ratio of roughly 3:2. Roll-out to at least 20
new areas in 2008/9 was agreed for the first year, with full national roll-out to follow in the two
succeeding years of the 2007 Comprehensive Spending Review period.

Box 1. Description of local services

e Stand alone team of therapists

e  Referrals from GPs, as well as self-referrals

e  Delivering NICE-compliant therapies at the level required

e In convenient settings in primary care or elsewhere in the community

e  Supported by
0 employment advisors (with access to other relevant social supports, such as housing services),
O GP advisor (to provide medical advice and liaise with other GPs) and
O administrative staff.

e Size dependent on PCT population and level of need — for average need, 40 trained therapists for
250k population

e  Preference for working as a single team, led by senior therapists

e  Most therapy delivered close to people’s homes —in GP surgeries, Jobcentres, or voluntary
organisation premises.

e  Support and some low-intensity therapy (guided selfhelp) delivered in part over the telephone.

e Central base for supervision sessions, some therapy sessions, record-keeping and administration.

e  Expertise in employment, housing and benefits available to enable integrated service enabling
people to return to normal functioning.

e Team members qualified in the therapy they are delivering.

Source [1]

Ongoing monitoring and evaluation of the programme was an integral component of the
programme. A minimum dataset, recording the care provided to each service user alongside their
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clinical progress, was developed. Implementation of this was mandatory for funded sites. And the
programme as a whole was given three headline performance indicators:

e PCT coverage — at least 20 PCTs to implement IAPT services in 2008/09, this coverage to
increase over 2009/10 and 2010/11

¢ Building a skilled workforce — training programmes to deliver 3,600 therapists by 2010/11
with an appropriate skill mix and supervision arrangements and

e Extending access to NICE-compliant services — 900,000 more people accessing treatment,
with half of those who complete the programme moving to recovery and 25,000 fewer on sick
pay and benefits, by 2010/11.

However it was apparent that it would take a year or more to organise routine national submission
of the dataset. The present study was set up to examine progress in relation to the third, patient
based goal, specifically to provide early feedback on how the programme was progressing.

In this context, the detailed aims for this study were to examine:

e The equity of provision in relation to geographical , gender, age, ethnic, language and
disability coverage of the new services;

e The pattern of durations of interventions and the frequency of multi-step interventions;

e The profile of therapy types provided, and the relationship of these to presenting problems,
staff grades, medication usage, outcomes (symptomatic, work and social);

e The emerging pattern of outcomes, including the variability of this within and between
services, as services mature and as the large cohort of newly trained therapists gathers
experience.
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Design and methods

All of the new service providers were in regular contact with the unit in the Department of Health
responsible for programme implementation. Details of the patient level dataset they were required
to collect had been circulated. This was intended to support performance monitoring generally, and
to anticipate the introduction of a full minimum dataset for periodic returns to the Information
Centre. Initially this was circulated as the draft document, Improving Access to Psychological
Therapies Outcomes Toolkit. A revised version was subsequently published as the programme’s
Technical Guidance for IAPT Key Performance Indicators [2]. Thus, in theory at least, there was an
established standard set of data items, including patient demographic data, markers such as
ethnicity, gender, age and disability, for issues relevant to equity of access, details of episode
milestones, initial and repeat symptom and social functioning assessments and numbers of sessions
with details of their broad content, specific treatment interventions and the characteristics of staff
members seen.

During the summer of 2009, the arrangements for our study were developed in discussion between
the programme director and his staff, the clinical advisors to the programme, the suppliers of
information systems supporting collection of the minimum dataset in IAPT sites and the present
authors. From these deliberations it was agreed that an anonymised, patient-level subset of the
data, sufficient to inform about the issues forming the subject of the study, would be extracted by,
or on behalf of all currently operational sites, in respect of the year October 2008 to September
2009. Details of the sub-set of data to be included are set out at annex 1. Each data item was
explicitly referenced to the minimum dataset which provides definitions. No data item capable of
identifying a patient was included, thus patients’ names, NHS numbers, addresses, postcodes, and
dates of birth were omitted and derived patient ages were requested. Details of the dataset were
cleared with the secretariat of the National Information Governance Board for Health and Social
Care.

Individual service providers were responsible for arranging production of a set of records comprising
the agreed fields, and covering each case assessed or treated in the relevant period from their
information system. These datasets were transmitted to the North East Public Health Observatory,
usually as encrypted spreadsheets, through the NHSnet. On receipt, data files were checked to
ensure no identifiable data had been included in error. A lengthy process of data cleaning and
consolidation followed, at the end of which data from all sites were consolidated into a single master
file. In this format, field codings were checked, made uniform and then extended to facilitate
analysis. Analyses were undertaken with the data in a Microsoft Access database. Detailed
tabulations were mainly done directly in SQL. Simple statistical testing was undertaken using custom
written NEPHO statistical functions in Visual Basic. More complex statistical analyses were
undertaken using STATA v10. Presentation and graphs were developed in Microsoft Excel.
Confidence intervals for population based rates and for standardised service use ratios were
calculated using Byar estimations of confidence intervals for counts. Confidence intervals for
proportions were calculated using Wilson’s method.

Multiple and logistic regression models were developed using forward stepwise selection methods,
in most cases using a likelihood ratio method with a threshold of 10% significance for inclusion.
Multiple regression models were calculated using Wald tests instead of likelihood ratio tests to
provide robust standard errors because of heteroskedasticity. Hosmer-Lemeshow tests for
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goodness of fit were undertaken on the logistic regressions. Dummy variables were created for
primary diagnosis, gender, age group, ethnic group, referral method and site, using the most
common category as the reference.
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Results

Overview

Altogether, 32 IAPT sites data supplied data documenting a total of 138,541 episodes of clinical
contact or near-contact. We were in communication with two further sites, but did not succeed in
getting usable data from them. One site supplied data in two sections, reflecting a change of
information gathering arrangements midway through the year. A further site showed clear evidence
of a similar change in their data collection arrangements. Table SS1 (the first table in the site-
specific data series) shows the type of information system used in each site. The majority of sites
used one of two information system suppliers both of whom provided a service operating through
the NHSnet, with data held on remote servers managed by the system suppliers. This had the
advantage of making very few technical demands locally beyond the availability of ordinary desktop
computers with NHSnet connections.

A large proportion of the records supplied to us lacked any assessment or treatment data,
suggesting that individuals referred had been entered onto an administrative system, but had either
not made contact with services, or not proceeded to have an initial assessment. Sites were asked to
provide referral, assessment and treatment start dates, however not all did. We developed an
operational ‘start date’, defined as the earliest of these. At least one date was available for all but
163 (0.01%) episodes. Start dates indicated that many sites had included data about episodes
starting prior to the defined study window of 1* October 2008 to 30" September 2009. Seventeen
sites reported a total of 1086 episodes (0.8%) with earlier start dates. Eighteen sites provided data
on episodes with start dates up to the end of September 2009 (12 months data). Four included start
dates only up to earlier September dates, nine to the last week of August 2009 (11 months data),
and one to mid July (9.5 months data). Altogether 80,020 (58%) had at least one of the initial
symptom ratings (PHQ-9, GAD-7 or phobia ratings).

We took the 79,310 patients, with a start date on or after 1° October 2008 and with at least some
evidence of an initial assessment, as the principal study group. Seven episodes with clearly
erroneous start dates in November and December 2009 (postdating data submission) were
excluded. Table 1 summarises this.

Data were submitted to us in the form of a summary record for each patient. Table 2 shows the
level of completeness of the main data items in the records describing study group patients. This
study is intended to convey the consistency of the roll out across sites as well its overall
achievements. This table introduces a format we have used extensively in subsequent tables for this
purpose, which is to show, alongside the overall figures, percentile points from the distribution
across sites. Seven percentile points are shown: the maximum and minimum figures, the median
figure (in our case the mid point between the 16™ and 17" sites in order), the 25" and 75"
percentiles giving the boundaries of the middle half of the sites, known as the inter-quartile range
(IQR), and the 10" and 90" percentiles. The last two, which effectively give the boundary of the top
and bottom three sites are intended to show whether the actual maximum and minimum figures are
outliers or reflect a continuous trend.
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In most respects data completeness was remarkably good. Most of the fields reporting universal
characteristics (expected to be completed for all patients) were present in over 90% of cases. Three
areas were less complete. Fields reporting disabilities were completed only by a small number of
sites, though reasonably completely in these. Ethnic categories and primary diagnoses were missing
in 25.4% and 36% of patients respectively, these omissions representing generally poor reporting.
Treatment and episode ending details were less completely reported and showed more inter-site
variation. These are only expected for patients where treatment or and ending has occurred and, in
part this reflected differences in the proportions of patients whose episodes had ended. Data on
contact activity by treatment type and session purpose (assessment / treatment/ review etc) were
notably more complete than data on activity by therapist grade. In most cases where completeness
was less than excellent, a small number of sites accounted for a large proportion of the missing data.

We examined whether there were differences in completeness between the submissions from the
two major information systems by performing Kruskall Wallis tests to compare the ranks for
proportion of records with complete data in each field between the groups of sites served by each
major type of information system. There were highly significant differences in completeness on
nineteen out of thirty four major variables, sixteen favouring one system, three another. This would
seem to suggest that the system used is important and that both major systems could be improved.

Two sites (one worse than the other) showed evidence of locally developed information systems not
using standard minimum dataset coding frames. In these cases fields such as the primary diagnosis
and source of referral appeared to have been entered by hand. We recoded these to the extent
they aligned unambiguously with standard codes. However this was a laborious job and we would
recommend that for future returns, sites be advised that improperly coded data will be reported as
missing.

We considered further exploration of which patients were more or less likely to progress from
preliminary contact to initial assessment. Table 3 gives an overview and table SS1 provides the
detail for individual sites. We did not pursue this as it appeared likely that findings would primarily
reflect the differing practices of sites in respect of the stage of assessment at which system-record
were initiated. Site 32, for example had no record of individuals who had not gone on to have a full
assessment, and sites 18, 22, 29 and 33 all had less than 5% in this category, while in eight sites less
than half of those registered went on to full assessment.

Overall flow of patients

Clark and his colleagues [4], describing the pilot studies in Newham and Doncaster, were able to
work sufficiently closely with the sites to provide a detailed narrative of the working patterns and
care pathways in each. We were not able to work at this level of detail with the much larger number
of sites in the wider roll-out and working retrospectively. However to some extent it was possible to
identify the stages in care as documented by the data received. Box 2 summarises this simple
perspective. Of the 137,285 total individuals with contact recorded in the appropriate period, ,
79,310 had an initial assessment.

We can only satisfactorily analyse treatment and outcomes where episodes have finished. As far as
our records showed, 47.4% of this initially assessed group were, still in the system. 52.6% had some
evidence of having finished their episode of contact, in the form either of an ending date or a reason
for termination.
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Of those who had finished their episodes of care, 35.8% had had only one attendance, and 11.8% of
these had no reported treatment. The remaining 64.2% (of patients with finished episodes) had
been seen more than once, making analysis of their symptomatic progress potentially possible.
99.5% of these had received some treatment.

Box 2. Patient progress flow chart

137,285 referred to the services in the 57,975 (42.2% of referred)
period October 2008 to September >
Did not reach initial assessment
2009
(PM4-0)
v
79,310 (57.8% of referred) assessed 37,586 (47.4% of study group)

(the Study Group)

Still in the system (PM4-1)

1,763 (2.2% of study group)

v
Y
41,724 (52.6% of study group) / One contact, no treatment (PM4-2)

Episode concluded - The concluded

group

13,181 (16.6% of study group)

v One contact, with treatment (PM4-3)

26,780 (33.8% of study group)

Multiple contacts. The Outcome
Group (PM4-4 and 5)

There was considerable variation between the sites in relation to the proportion of patients who had
reached each stage. Details are set out in table S2. Charts 1 to 3 serve to illustrate different aspects
of these data. Chart 1 shows the proportions of patients whose episode was concluded after more
than one contact. This group is important since they are necessarily the group on whom outcome
measurement is based. Numerically they range from none to 64.6% of the total cases in the 32 sites,
with a median of 33.7% and an inter-quartile range (IQR) of 28.5% to 41.0%. Ignoring two obvious
outliers, the range in the proportion of patients concluded and treated (irrespective of the number
of contacts) is from 19.3% to 71.5% (median 51.3%, IQR 36.1% to 61.9%) (Chart 2), while the range in
those simply concluded is 30.2% to 72.1% (median 52.6%, IQR 40.3% to 63.3%) (Chart 3).
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Characteristics of study group
The next section describes the characteristics of all the study group patients. The intention is to
provide an overall picture of the individuals being served.

Table 4 shows the age and gender breakdown of the study group. The apparently large number of
patients (8%) with missing age groups arose as a result of one site submitting ages in an
incompatible decennial grouping. Excluding this site, only 3% of patient’s ages were missing.

1% of patients were aged under 18 and 4% 65 or older. Overall the gender ratio was just under two
women to each man. This figure was higher at both extremes of age, and lowest, at 1.7, in the 35-44
age group. A separate analysis using the decennial grouping provided by the individual site
concerned showed no difference in the age profile for men, but a significantly greater
representation of older women (chi square = 22.47, df = 7, p<0.005).

Several sites agreed to take a special interest in exploring relevant treatment models for particular
groups. Older people, and children and young people were designated in this way. The one site
designated for children and young people did not supply data. The proportion of patients aged 65
and over in the four sites designated for older people (Sites 7, 19, 29 and 30) was not significantly
different from that in the rest (chi square values: women 2.03, men 0.43, df =1 in each case).

In all but one of the sites, we were able to relate the service to the population of a single PCT (or in
one case two PCTs combined), thus permitting calculation of population-based rates of service use.
We calculated rates separately for women and men. Allowing for the one missing site, and a small
amount of loss due to cases with their gender not reported, we can say that 73,984 cases arose from
an overall population of 11.21 million, just over one fifth of the population of England. This gives a
crude rate of 6.60 per 1000 (95% Confidence interval 6.55 to 6.65) for all ages. Detailed age specific
rates for sites are shown in table SS.4 and SS.5, with age specific rates for all sites combined in table
5 and chart 4. Overall differenced in rates for sites are probably not illuminating here as they most
likely reflect mainly the accessibility of the service to the various parts of the PCTs served and the
overall volume of staff available to provide a service, but with these caveats, differences in age and
gender profile are interesting. Higher rates were seen for women, and for younger adults. Overall
the rate for women was just under double the rate for men, but in younger age groups the
differences was greater. Chart 5 shows the prevalence of any neurotic disorder by age and gender
from the 2007 adult psychiatric morbidity survey for comparison [5]. The gender differences and the
fall off with older age were both much sharper in the IAPT study group rate, suggesting that for
similar levels of need, younger women were ‘early adopters’. Gender ratios for specific age groups
seldom differed significantly between sites. However these patterns were not consistent between
sites: sites 6, 11 and 18 had a significantly more dominantly female caseload and sites 15 and 28
notably less so.

Ethnic profile
The ethnic profile of the study group patients is shown in table 6. This table divides patients into
three broad age categories (18 to 34, 35 to 64 and 65 and over), and condenses ethnic categories
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into the conventional six broad groupings® as numbers in many ethnic categories in the oldest age
group are small. Site-specific table SS7 gives further details of case numbers and proportions for
individual sites. The ethnic profile differed considerably between sites; this was to be expected as
the populations they serve also differ. The question of how well the ethnic profile of patients
reflects that of the areas from which they were drawn is examined more thoroughly in table 7 for
broad ethnic groups, and in table 8 for each of the 16 ethnic groups of the 2001 census classification.
Site specific table SS8 provides the same analysis for individual sites. This analysis uses the
technique of indirect standardisation: the number of patients of each ethnic group is compared with
the number expected, if the overall age- and sex-specific service use rates for each site had applied
evenly across the all ethnic elements of the population they served. This approach allows for the
fact that the sites provided different overall levels service to their respective population, and that
they served populations with widely differing ethnic compositions; it simply tests the question
whether, given this situation, the ethnic mix of patients in the study group suggested some degree
of ethnic selection. In terms of the broad ethnic classification, people assigning themselves to one of
the Asian, Black or ‘Other’ groups were significantly under-represented for both genders, minority
white groups were also under-represented for men. It seems likely that these differences —in the
ethnic profile simply of those receiving an initial assessment - reflect mainly patterns of referral to
services.

Four sites were not included in this analysis. Site 25 was omitted because of uncertainty about the
relationship of the service to current PCT boundaries. Sites 29, 32 and 33 were omitted because
patients’ ages were either not reported, or reported incompatibly.

Sites were asked to report on whether patients were ‘able to communicate in spoken English’. Only
seven sites produced reasonably complete data on this (usable answers in 50% or more of records).
Amongst these, usable answers were provided overall for 80% of patients. 30 (out of 10,543 -
0.28%) were reported as being unable to. Of these, three gave their ethnic category as White
British, two had ethnic categories of ‘not stated’ (they declined to say) and three had no entry. This
left a rate of 2.1% (22/1047) of patients from minority ethnic groups unable to communicate in
spoken English. Full data on reports of patients spoken English are provided in the site-specific table
SS8.

Disability

Sites were asked to record whether each patient had any of a range of disabilities. Visual, speech
and hearing disabilities were widely reported by only six sites; two for virtually all patients, the
others on 86%, 76% 73% and 56%. The same sites, plus one other reported mobility disability
extensively, with a further 10 sites recording the presence or absence of this for between 10 and
50% of patients.

In the six sites that reported, of those patients for whom data were provided, 2.5% had a visual
disability, 1.0% a speech disability and 2.9% a hearing disability. Overall reporting completeness in
this group was 75%. In the 7 sites reporting substantially on mobility, with 78% of records usably

! Minority white groups - White Irish, Any other White; Mixed groups - Mixed White and Black
Caribbean, Mixed White and Black African, Mixed White and Asian and Any Other Mixed
Background; Asian — Indian, Pakistani, Bangladeshi and Any Other Asian; Black groups - Black
Caribbean, Black African and Any Other Black; Other — Chinese and Any other ethnic group.
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coded, 5.8% of patients reported a disability. Full details by site are provided in site specific table
SS9.

Sources of referral

Sources of referral were remarkably completely reported. Overall figures are shown in table 9. Of
the 32 sites, half provided usably coded referral information for in excess of 99% of episodes; only
five reported this for less than 95%, the weakest figure being 82.6%. Overall 83.6% of patients were
referred by their general practitioner and 8.6% referred themselves. 2.8% were referred by another
clinical specialty and 1.3% by local community health services. No other identified source accounted
for as much as 1%.

However patterns of referral varied substantially between sites. Table 9 also gives some impression
of this by showing percentile points on the distributions of the proportion referred by each type of
source between sites. Thus in 5% of sites (at or above the 95" percentile), one third or more of
patients were self referred, the maximum being 99.8%. By contrast, for half the sites, the proportion
self-referred was 2.1% or less (the ‘median’ figure). ‘Other clinical specialties’ and community health
staff also stood out as groups which while insignificant in the group as a whole, were major referral
channels in a small number of sites. Full site specific details are given in table SS10.

The Newham site in the pilot study found that self-referral was particularly relevant for members of
minority ethnic groups [4]. In our own earlier study for the Delivering Race Equality Dashboard we
found that while rates of referral of minority ethnic group members to IAPT services were
significantly lower than those for White British, rates of starting treatment were not [6]. We
explored this here, comparing the proportion of these patients referring themselves with that for
White British patients. Overall there was a highly significant difference. 9.5% of White British
patients had referred themselves whilst the corresponding proportion for minority ethnic group
patients was 17.1% (Chi Square = 252.5, df = 1, p<0.0001). However this was not a consistent
finding. Amongst the eleven sites where the overall proportion of patients self-referring exceeded
5%, there was a significant difference in only four (sites 11, 12, 23 and 31).

Work and benefit status

96.9% of study group members had valid ratings for their initial employment status. Rating of
Statutory Sick Pay (SSP) commonly appeared anomalous. This benefit is payable to people who are
employed (full or part time) and who are unable to work because they are ill. It is administered
through their employer. However 23% of those reported as receiving SSP were also reported as not
in employment. This anomaly was found in a substantial proportion of SSP cases in all sites,
suggesting that the distinction between SSP and other social security benefits was not clear to
respondents. For this reason we developed wider markers of ‘any income support benefits’ at first
and last assessment which was marked True if the patient reported receiving either SSP or any
benefits, False if they positively reported not receiving either, and unknown in other cases. 94% of
cases had a known rating for this characteristic.

The overall pattern for employment and benefit status of study group members is shown in table 10.
Overall 77.5% were economically active and 53.7% in employment. 23.8% were unemployed and
19.3% economically inactive. Just under 30% were receiving benefits of some kind. The percentile
points for the distribution between sites on these figures shows that ranges were, in most cases, not
great. Full site level details are provided in table SS11.
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Diagnosis

Primary diagnosis, though an important aspect of the IAPT work because it constitutes the
framework for NICE guidance about evidence-based treatments, was one of the less completely
reported aspects of the dataset we received. Overall, a usable diagnosis was reported for 54.4% of
episodes, the proportion varying between sites with a median of 64% (IQR 26.2% to 80.8%.) This is
lower than the proportion with ‘valid’ diagnoses given in table 2, as a substantial proportion

The overall pattern for the sites is shown in table 11. The most common diagnoses were depressive
episode and mixed anxiety and depressive disorder, each accounting for just under 30% of cases
with a usable diagnosis. Generalised anxiety disorder was the only other category accounting for
more than 10% of cases. Site specific figures are given in table SS.12 and illustrated in chart 5a.
There was considerable variation between sites in the diagnostic profile, as shown by the percentile
columns in table 11. Phobic states, whilst accounting for only 4.2% of cases overall, were
concentrated in a small number of sites, comprising a third of the caseload in one, a quarter in a
second and over 10% in two more. Three sites produced substantial numbers of text diagnoses
which either could not be accommodated in the coding frame produced for the minimum dataset
and used by the other sites, or could be assigned to more than one category. Box 3 shows the

details.

Box 3. Reported diagnoses assigned to the category ‘other specified mental disorder’ from

three sites. Explanatory notes in parentheses have been added.
Diagnosis Records
F40 (Phobic anxiety disorder not otherwise specified) 19
F41 (Other anxiety disorder not otherwise specified) 33
F43 (Reaction to severe stress, and adjustment disorders not otherwise 5
specified)
Anxiety 1096
Behavioural problem 116
Drug Misuse 12
Personality disorder 4
Acute Stress Reaction 97
Panic 31

The large number of cases diagnosed as ‘mixed anxiety depressive disorder’ reflects the diagnostic
problem arising from the frequency with which these two conditions co-occur and the rather
complex position in the current classificatory systems [7]. Officially, the phrase describes a ‘sub-
syndromal’ condition in which there are symptoms characteristic of both anxiety and depression, but
not sufficient of either to establish the diagnoses in its own right. This is the sense in which it is used
by the authors of the UK national psychiatric morbidity survey programme [8]. However,
examination of the scores on the GAD-7 and PHQ-9 rating scales (described more fully in the next
section) suggest that usage of the term here is wider. Of the 12,627 patients assigned the diagnosis,
73.1% scored at or above these rating scales’ thresholds for both anxiety and depression, 9.0% for
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anxiety alone and 5.3% for depression alone. Only 11.3 % scored below threshold levels on both.
Charts 5b and 5c show the distribution of PHQ-9 and GAD-7 scores respectively for patients with
each of the four relevant categories as a primary diagnosis. The profile of PHQ-9 scores for patients
diagnosed with depressive disorder and mixed anxiety depressive disorder are indistinguishable.
Below the threshold score of 8, the profile of GAD-7 scores for patients with generalised anxiety
disorder and mixed anxiety depressive disorder are very close. However more patients with GAD-7
scores at or above this threshold are categorised as having the mixed diagnosis or a depressive
episode than generalised anxiety disorder. Secondary diagnoses do not seem to eliminate this issue.
Table 11a shows overall patterns of secondary diagnoses for patients with a primary diagnosis of a
depressive or generalised anxiety condition. Only 3.5% of these people overall had any secondary
diagnosis and the patterns of GAD-7 and PHQ-9 scores in the combined situations suggest no
obvious pattern. Site specific table SS12a shows at site level the mean initial PHQ-9 and GAD 7
scores for patients grouped by combinations of diagnoses, whether these were assigned as primary
or secondary. The depression group includes both depressive disorder and recurrent depressive
disorder; the anxiety group includes just generalised anxiety disorder. Patients with neither of these
diagnoses but with a diagnosis of mixed anxiety depressive disorder are shown as ‘MADD alone’.
Overall this group is indistinguishable in scale scores from the (very much smaller) group with both
types of diagnosis independently; in some sites the independent diagnoses group have higher
scores, in others, lower. Table 11b shows a more detailed presentation of symptom scores for
patients assigned to these four diagnostic categories for the study group as a whole, including
ratings for the three phobia questions separately. The clear impression is that the group assigned
the diagnosis mixed anxiety depressive disorder have, scores similar to those with diagnoses of
depression and, for the GAD-7 and PHQ-9, higher than those with generalised anxiety disorder.

Initial symptom ratings

Table 2 shows the overall completeness of initial symptom ratings in study group members, table 12,
and the site specific table SS13 explore this in more depth. 93.0% of study group members had
complete initial ratings for all three symptom scales. The most frequent omission was the phobia
scores, the refinement added to the rating protocol following the pilot study and intended to
identify individuals with clinically significant phobias who may have failed to reach caseness on the
GAD-7 rating for anxiety symptoms. The percentile figures, and the site specific table (table SS13)
show that the majority of sites provided overall completeness levels above 95% on all ratings, with
three quarters of sites providing all four ratings on more than 90% of study group patients. Initial
Work and Social Adjustment Scale (W&SAS) scores were produced for slightly more of the study
group members than the phobia scores overall. Unlike the phobia scores, where several sites
performed less well, underperformance on W&SAS completeness was largely confined to two sites.

The phobia scales are new; designed specifically for the IAPT programme. There was thus some
interest in the extent to which they appear to be sensitive and specific to the diagnoses they are
intended to reflect. Tables 12a to 12c show numbers of patients, grouped by primary diagnosis, with
mean scores and proportions reaching the case threshold (four) on the three phobia questions, for
social phobia, agoraphobia and specific phobias respectively. Table 12d shows sensitivity, specificity
and positive and negative predictive value calculations?® for all possible cut points on the phobia

? The sensitivity and specificity of a test are the proportions of cases and non-cases it correctly identifies; the
positive and negative predictive values are the probability that someone scoring positive has the condition and
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questions. There is no cut point for any of the tests where sensitivity and specificity figures are both
adequate. To be effective as a screening instrument, sensitivity should be above 80% and specificity
higher (to avoid very high overall misclassification rates where the prevalence of the condition is
low). These results need to be interpreted cautiously. First it seems unlikely that the diagnostic
yardstick against which performance was being measured was reliable. It was certainly not based on
a standardised process. Second, the point of the phobia questions in this context is not screening.
They were introduced as a way to identify caseness, by a short standardised question instrument, in
individuals with phobic conditions who failed to reach threshold scores on either the GAD-7 or the
PHI. In terms of their use at initial assessment, the key question for each is the proportion of
patients assigned the relevant primary diagnosis, who do not reach caseness on the two main scales
but who are correctly classified by the phobia question. Table 12e shows the result. Half of patients
with primary diagnoses of social- or agoraphobia, not reaching caseness on the two main scales
were identified by the corresponding phobia question. The specific phobias question was a little
more successful, identifying 60%. However if the questions are also to be used as tests of outcomes,
the issue of whether they can accurately identify whether patients do not have symptoms is also
crucial.

The apparently poor specificity (if the yardstick of the assigned diagnoses is to be believed) for all
three questions, combined with the low prevalence of the conditions they are designed to identify in
the current patient group, and hopefully in any post treatment group, gives them exceptionally weak
positive predictive values in this context. This would be likely to give spuriously low recovery rates
on measures using them. We have included some results using them in this report for the sake of
completeness. However these should be looked on very cautiously and we would recommend
concentration on measures based on the more established instruments.

Were study group members ‘cases’?

The simplest way to interpret all these instruments is by rating whether individuals reached
threshold scores conventionally taken to indicate caseness (8 for the GAD-7 and 10 for the PHQ-9).
For the three IAPT Phobia questions (designed for this programme) a positive answer to any (a score
of 4 from a possible range of 0 to 8 on any one of the questions) was considered to indicate
caseness. Mundt et al [3] concluded that scores above 20 on the scale reflected moderately severe
or worse psychopathology, scores between 10 and 20 indicated significant functional impairment,
while scores below 10 appeared in sub-clinical populations. Tables 12 and SS13 show the results. Of
those patients with usable ratings in each case, 77.3% of patients scored at case level for anxiety
symptoms, 72.3% for depressive symptoms, and 53.3% for phobic symptoms. 40.7% were
significantly functionally impaired on the W&SAS; 35.6% had moderately severe problems or worse.

Two composite symptom measures were introduced here which will be used later to measure
‘movement towards recovery’. MTR2 uses all three of the symptom scores. A person was counted
as a MTR2 case if they scored at or above the caseness threshold on any one of them at initial
assessment. 88.1% of the study group patients came into this category. MTR1 used only the GAD-7
and PHQ-9 scores. This allows comparison with the Doncaster / Newham pilot study, and is a more
reliable measure in view of the concerns about the specificity of the phobia questions set out above.

that someone scoring negative does not. Sensitivity and specificity are properties of the test, PPV and NPV are
also dependent on the prevalence of the condition in the population being tested.
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Overall, 83.6% of patients reached MTR1 case level at initial assessment, lower than the pilot study
findings of 90% in Doncaster and 86% in Newham. The percentile columns in table 12 and the
corresponding site specific figures show that in this case the overall figure was a good reflection of
the pattern between sites; the Newham figure was just below the 90" percentile of our sites, while
the Doncaster figure was matched by only one site.

The wider MTR2 measure of initial caseness included 88.1% of study group patients overall. Site
figures were fairly tightly clustered around a median of 88.0% (IQR 86.4% to 89.6%). There was one
notable low outlier, site 30 at 68.4%. The converse of this is that 11.9% of study group patients
overall had no case level rating, with a site median figure of 12.0% (IQR 10.5% to 13.5%).

Most patients (73.2%) reached case level ratings on more than one of the scales. This is to be
expected as Depression and Anxiety symptoms commonly co-exist, and anxiety states and phobic
states differ primarily in the extent to which the symptoms are related to specific situations. Table
13 shows the overall pattern of co-occurrence of case-level ratings. This can be compared to the
analysis of psychiatric co-morbidity in the general population undertaken by the authors of the
recent national psychiatric morbidity [ref — chapter 12]. These are not strictly comparable, since the
latter used different rating instruments (the CIS-R for the conditions studied here) and included a
larger number of conditions in its scope. However, table 12.1 of 