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Executive Summary
Introduction
The Patient Empowerment Project (PEP) was an intervention developed by NHS Leeds West
Clinical Commissioning Group (CCG) to address unmet patient needs by increasing signposting to,
and knowledge about, local services and voluntary groups that could provide appropriate support.
PEP was also particularly focussed on the improvement of wellbeing and self-management for
individuals with one (or more) of four long-term health conditions; depression, diabetes, chronic
obstructive pulmonary disease (COPD) or cardiovascular disease (CVD).
This report has been commissioned to provide the summative findings of a mixed method evaluation
using both routine and bespoke data collection to assess the impact of PEP against its six aims. Data
was collected from 1st October 2014 to 30th September 2016. The report has been prepared in
collaboration with the York Health Economics Consortium.

Results
Description of PEP cohort
A total of 1,411 people were referred to PEP during the two years of delivery. Around half of these
referrals were made by GPs with 46% self-referral. While 70% of those referred attend the Initial
Assessment, 30% do not. Limitations in the data mean it was not clear whether there are systematic
differences between those patients who attend for the Initial Assessment and those who do not.
Approximately 50% of those assessed return for at least one follow up review.
Overall, the PEP cohort had a larger proportion of females than males, was aged between 40 and 65
years with the largest proportion of patients coming from the most deprived quintile. The cohort
was predominantly White British though the any underrepresentation of other ethnicities is difficult
to assess due to missing ethnicity data relating to the CCG population.
The majority of patients reported being non-smokers with the proportion of patients stating they
did not smoke increasing at each review point (57-70%). The proportion of patients stating that they
smoked decreased from 31% at Initial Assessment to 23% at Review 3.
Approximately three quarters of the PEP cohort reported having at least one of the four long-term
health conditions targeted which is consistent with the aims of the intervention. By far the most
frequently reported condition in the PEP cohort was depression. The data at each review point
indicates that the proportion of patients with comorbidities increases over time suggesting those
who remain in PEP are those patients with greater need.
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Improve the wider health and wellbeing of patients
A 1.72mmol/mol reduction in HbA1c scores was observed for patients with diabetes and a 15%
reduction in the number of hypertensive readings for patients with CVD though neither were
statistically significant. No change was noted in the outcome recorded for COPD.
Statistically significant improvements in mental wellbeing were observed at the first review but not
robustly demonstrated by the third review where the sample was smaller and contained a higher
proportion of more complex patients. Improvements in mental wellbeing were observed in all
deprivation quintiles at the first review with the biggest increase seen for those experiencing
moderate deprivation.
Improvements in health-related quality of life were described at each of the three review points with
the majority of patients reporting an improvement in their health-related quality of life. The cohort
was consistently affected most by high levels of depression and / or anxiety. The improvements in
quality of life did not always reach statistical significance which may reflect the complexities of the
issues faced by the patients who remain with PEP longer or be an artefact of the review system
where not all patients were able to be followed up. For all levels of deprivation a similar level of
improvement in health-related quality of life was observed from Initial Assessment to Review 1.
The use of healthcare resources in SystmOne practices suggest a statistically significant increase in
completed appointments during the three month period following enrolment with PEP. There was a
statistically significant reduction in both the number of ‘Did Not Attend’ and completed
appointments during the nine month period post-enrolment and a continued reduction in completed
appointments for 12 months after enrolment. For the six, nine and 12 month periods after
enrolment with PEP an increase in A&E visits was observed though no statistical inferences were
possible.
The use of healthcare resources in EMIS practices suggests a statistically significant increase in ‘Did
Not Attend’ appointments in the nine month period following enrolment. Average monthly
completed appointments significantly reduced during the three month post enrolment period though
at the 12 month point the number of appointments completed had significantly increased in
comparison to the 12 months prior to enrolment. Statistically significant increases in the number of
telephone consultations were also observed during the nine and 12 month periods after enrolment.
A&E visits were observed to have increased in the 12months following enrolment though no
statistical inferences were possible. It should be noted that no firm conclusions can be drawn on
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healthcare utilisation as the read-coded data did not reflect the full PEP cohort and some sample
sizes were small.
Limitations in the data impact on any estimation of the cost-effectiveness of the intervention. It was
not possible to assess accurately any changes in utility nor demonstrate this change over an
appropriate period of time.
Improvement in patient’s self-reported well-being and ability to self-manage their condition
Statistically significant improvements in patients’ self-reported wellbeing and ability to self-manage
their condition were observed with happiness and satisfaction improving at each time point though
levels of anxiety and health-related self-efficacy deteriorated by the third review. Confidence in the
management of long term conditions was reported as higher at all review points. Patients reported
highest levels of confidence in relation to the medical management of their conditions i.e. judging
when they should visit a doctor and taking their medication to manage their condition.
Make it easier for primary care to access local services and therefore reduce service fragmentation
No firm conclusions can be drawn from the staff survey in terms of improvements in primary care
access to local services or the reduction of service fragmentation. Survey respondents indicated that
PEP was an important service to offer but the majority did not agree that they worked better with
PEP or other organisations providing support to patients.
Increase uptake of prevention / support / self-care management groups
No firm conclusions can be drawn from the services survey in terms of the increased uptake of
prevention, support or self-care groups. The majority of survey respondents indicated that PEP had
increased the number of service users / clients they saw and few negative impacts from PEP were
reported. A number of groups have been developed by BARCA-Leeds to offer support to patients
where previously unmet need had been identified.
Promote social inclusion in local community
The promotion of social inclusion as indicated by postcode data suggested that engagement with PEP
was spread across the CCG though a greater proportion of patients originated from the LS13
postcode. Patients from the most deprived quintile received the largest proportion of onward
referral to support services and ‘Community based’ and ‘Mental health’ services received the
greatest proportion of all patient referrals.
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Provide a link to primary care to help approach a patient’s needs in a holistic manner leading to
improved patient experience
No firm conclusions can be drawn from the primary care staff survey on providing a link to help
approach a patient’s need in a holistic manner though an increasing proportion of survey
respondents indicated that they thought patient wellbeing and care had improved throughout the
intervention period and that PEP made a positive difference to patients. Patients indicated that the
support they received from local services had helped them manage their health better and that they
would return to PEP in the future should similar problems arise. The support received from both
PEP and local services was highly rated by patients and a number of case studies demonstrate how
the needs of individual patients are addressed in a holistic manner.

Conclusion
Overall, this evaluation provides evidence of improvements in patient-reported measures of mental
wellbeing, health-related quality of life and health-related self-efficacy and health management
following engagement with PEP. This observational data does not however confer a causal link
between PEP and these outcomes, confounding variables must also be considered. Only through
comparison to a control group would it be possible to assess the direct impact of PEP on these
outcomes.
It is not clear if primary care access to local services is easier, a holistic approach to care is achieved
or whether service fragmentation has been reduced because of limitations in the data. Likewise no
firm conclusions can be drawn about the uptake of support groups. However, there were a greater
number of referrals to support services for those from the most deprived quintile suggesting the
promotion of social inclusion. Patients who provided PEP with feedback regarded the service in a
positive light and the majority would use the service in the future.
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Introduction
The Patient Empowerment Project (PEP) was an intervention developed by NHS Leeds West
Clinical Commissioning Group (CCG) to address unmet patient needs by increasing signposting to,
and knowledge about, local services and voluntary groups that could provide appropriate support. In
particular, the intervention aimed to support older and more vulnerable patients, and in line with
key strategic objectives of the CCG focused on priority health goals relating to long-term
conditions, health promotion, mental health and the reduction of health inequalities.
PEP was provided in all 37 member practices of the CCG from the 1st September 2014 and was
open to all adults (18 years and above) who were not acutely ill or subject to a high level of risk at
the time of referral. Individuals could self-refer to the service or could be referred by a number of
different health care professionals in primary care. On referral a patient was assigned a link worker
from one of the three PEP providers (BARCA-Leeds, Better Leeds Communities, or Mind Leeds)
who would assess the individual’s needs and link them with third sector or statutory services or
groups that would be best placed to help them. After the initial assessment, service-users were then
reassessed at three-month follow-up reviews. See Figure 1 below.
Figure 1: Patient Empowerment Project model.
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Where it was noted that appropriate support groups or services did not exist, PEP aimed to set up
new groups where sufficient numbers of service users required support. These groups would be led
by volunteer service users supported by link workers. Where higher levels of health need were
noted link workers would provide more focused support to a small case load using an asset-based
approach to engagement with services.
The Health Economics, Evaluation and Evidence Service (HEEES) designed a mixed methods
evaluation framework to enable assessment of the impact of PEP against the following CCG aims:


Improve the wider health and wellbeing of patients



Improve patients self-reported wellbeing and ability to self-manage their condition



Make it easier for primary care to access local services, thereby reducing fragmentation



Increase uptake of support groups



Promote social inclusion in local communities



Provide access for primary care to facilitate the holistic approach to patient welfare,
thereby improving the patient experience.

PEP was also particularly focussed on the improvement of wellbeing and self-management of
individuals with one (or more) of four long-term health conditions; depression, diabetes, chronic
obstructive pulmonary disease (COPD) or cardiovascular disease (CVD) and specific clinical
outcomes were monitored as part of the evaluation.
This report has been commissioned to provide the summative evaluation of the two years of PEP
delivery from September 2014 to October 2016 across Leeds West and has been prepared in
collaboration with the York Health Economics Consortium.
Objectives
The objectives of this summative report were to:


Analyse data in relation to the six aims of PEP



Discuss the findings of this analysis and provide conclusions regarding the impact of the
intervention.
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Methods
As part of this mixed methods design multiple sources of data were required to assess impact
against the six aims of the PEP intervention. These comprised both routine and bespoke data
collection tools and are described below. Table 1 (p12) summarises the outcomes and measures
defined for the PEP evaluation.

Data Collection
Provider data
A bespoke data collection tool was designed by HEEES to capture a range of variables (see Appendix
1 for details of the tool used at initial assessment and follow up). This included:


Description of cohort: Number and source of referral to PEP was captured along with
demographic data. This included: gender, age, ethnicity, postcode, living situation,
relationship status, number of dependents, employment status, smoking status and number
of number of long term conditions.



Short Warwick-Edinburgh Mental Well Being Scale (SWEMWBS)1: a seven item scale
designed to form a coherent measure of mental well-being. Each item is responded to along
a five point Likert response scale where higher scores indicate higher levels of mental wellbeing.



EQ-5D-5L2: a tool designed to measure health related quality of life through the extent of
problems an individual may have over five domains of health (mobility, ability to do their
usual activities, ability to care for themselves, level of pain and / or discomfort and level of
anxiety and / or depression) and their overall rating of health using a visual analogue scale
(VAS). It should be noted that the VAS used recorded responses on a scale of 0-10 whereas
the standardised assessment tool collects data on a scale of 0-100.



Office of National Statistics (ONS)3 well-being items: three items from the ONS UK Annual
Population survey (ONS, 2013) were included to assess levels of well-being. These items
were responded to on a 10 point Likert scale.

Stewart-Brown S, Tennant A, Tennant R, Platt S, Parkinson J, Weich S. Internal construct validity of the
Warwick-Edinburgh mental well-being scale (WEMWBS): a Rasch analysis using data from the Scottish health
education population survey. Health and quality of life outcomes. 2009 Feb 19;7(1):1.
2
Rabin R, Oemar M, Oppe M, Janssen B, Herdman M. EQ-5D-5L user guide. Basic information on how to use
the EQ-5D-5L instrument. Rotterdam: EuroQol Group. 2011 Apr;22.
3 Office for National Statistics. 2013. Annual Population Survey. UK Statistics Authority.
1
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Bespoke self-efficacy items: A single item assessed all respondents’ confidence that they
could manage their own health on a five point Likert scale where higher scores indicated
higher confidence. A further five self-efficacy items were designed to assess respondents
who had indicated that they had one or more of the four target long term conditions ability
to manage their long term condition(s). These were also assessed on a five point Likert scale
where higher scores were indicative of greater levels of confidence.



Recommendations, referrals, and supporting to attend services: the number of statutory or
community services that a PEP service user was recommended or referred to was captured
along with any occasion where a PEP worker accompanied the service user to attend a
group or service.



Patient experience items: at each review an additional four items assessed patient
experience of the support received from PEP and other services, whether this had helped
the patient to better manage their health and what they would do in the future if they
experienced similar problems. Two items required patients to select one of a range of
categorical responses and two items used a 10 point Likert scale with responses ranging
from 0 (had a very poor experience) to 10 (had a very good experience).

Data was collected from 1st October 2014 to 30th Sept 2016 on initial assessment by the link worker
and at each review; three, six and nine months after referral and recorded in four spreadsheets in
MS Excel workbooks. As PEP is delivered by three providers (BARCA-Leeds, Better Leeds
Communities, or Mind Leeds) the resulting 16 spreadsheets were merged to form one master data
sheet which contained all provider data collected for the full PEP cohort. The index for multiple
deprivation (IMD) decile score for each patient was retrieved using the postcode for their home
address.
A series of case studies were selected by BARCA-Leeds to provide insights into the experiences of
PEP patients and the outcomes achieved. No sampling approach was adopted in the selection of
these case studies. An overview of the number and range of groups developed by PEP to provide
support to service users was also collated by BARCA-Leeds.
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General Practice data
Data were supplied from the two clinical systems used across the CCG; SystmOne and EMIS. Files
were extracted by the eMBED Data Quality Team for all member practices of the CCG, with the
exception of one practice which did not grant permission for data sharing, during the first week of
October 2016 to capture the full two years of delivery of PEP. The data collection period ran from
1st October 2014 to 30th Sept 2016.
To generate data pertaining to either (i) agreed indicators of the four target long term conditions or
(ii) healthcare utilisation indicated by number of primary care appointments or visits to A&E three
read-codes were assigned to the patient record through ongoing communication about the status of
each patient between the provider and the GP practices. These read-codes were:


‘Referred’: applied when a patient has been referred to the PEP service by passing their
details on to the PEP co-ordinator who will then make contact with the patient



‘Enrolled’: applied when the patient has engaged with the service



‘Completed / left’: applied when the patient is no longer engaged with the service.

Data from each practice for all three read-codes were extracted. These files reported4:


HbA1c readings for all patients in the cohort and diagnosed with diabetes



Blood pressure values for all patients in the cohort and diagnosed with cardiovascular
disease (CVD) defined by the PEP Clinical Lead as coronary heart disease, atrial fibrillation,
heart failure and hypertension.



MRC breathlessness score for all patients in the cohort and diagnosed with chronic
obstructive pulmonary disease (COPD)



Primary care appointments for all patients in the cohort



A&E visits for all patients in the cohort.

Primary care staff survey
The aim of the primary care staff survey was to seek feedback on staff perceptions of how PEP and
practice staff worked together, the levels of engagement of staff with both PEP and the wider
voluntary and community sector and the impact of PEP on patients, staff and the wider community.
The CCG was interested in gathering feedback from the following staff groups across the 37
member practices in the CCG as they would work directly with or make referrals to the PEP team:

The fourth target long term condition was assessed through SWEMWBS scores captured in the provider
data.
4
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GP Partners



GP Salaried



GP Registrars



GP Locums



Practice Nurses



Healthcare Assistants



Practice Managers



Business Managers



Administration



Reception



Secretaries.

The survey tool was designed by the CCG in collaboration with HEEES and administered at three
points: January 2015 four months after the implementation of PEP to allow time for the spread of
the intervention, July 2015 ten months into the first year of delivery and towards the end of the
second year of delivery during September and October 2016. The tool consisted of 16 short
statements using a Likert scale to assess levels of agreement with each statement. See Appendix 2
for further details.
In January and July 2015 the survey was administered in hard copy at the Leeds West CCG Locality
Development Sessions (LDS) attended by approximately 70 attendees representing all 37 Leeds
West practices. Members of the CCG handed out copies of the survey to attendees of the
meeting, typically a lead GP and Practice Manager and a convenience sample of completed surveys
from attendees were returned at the end of the session.
For the third administration of the primary care staff survey it was initially agreed to host the survey
on the CCG Snap Survey platform to open up the opportunity for completing the survey to those
staff groups not represented at the LDS meeting and to encourage the maximum number of
responses. The survey tool used at the two previous data collection points was uploaded by the
Communications Team within the CCG and collected data for a seven week period.
To ensure all practices and their staff in Leeds West had access to the survey an invitation to
complete the survey was sent out by the CCG Primary Care Team via the weekly GP Bulletin which
is the agreed main form of communication between practices and the CCG. This included the link
to the survey and instructions for the Practice Managers to disseminate the link to their staff
members in the roles identified by the CCG. No structured approach to sampling was employed
and a convenience sample was expected.

Page 13 of 150

NHS Leeds West Clinical Commissioning Group: Patient Empowerment Project Final Report
Reminders to complete the survey were issued by the CCG at two LDS and twice through via the
GP Bulletin however the response rate remained very low. Consequently it was decided to increase
the number of respondents to the survey by attending the October LDS and distributing hard
copies of the survey to the attendees.
To prevent any individual filling in both the electronic and paper survey instructions were given to
attendees not to complete the survey if they had already completed it online. Likewise as practice
representatives were asked to promote the electronic survey to colleagues once they returned to
their practice they were also instructed not to complete it again online.
The completed paper copies of the survey were then collated with the electronic survey by the
CCG and shared with HEEES.

Services survey
The impact of PEP across the wider voluntary and community sector was assessed via a short online
survey administered at the end of the second year of delivery during September and October 2016.
The survey was hosted on the CCG Snap Survey platform and uploaded by the Communications
Team within the CCG. The survey consisted of three fixed response items and two free text items
to elicit feedback on the nature of the impacts of PEP. See Appendix 3 for further details.
To gain access to those services and groups in the wider voluntary and community sector which
may have experience of the impact of PEP BARCA-Leeds provided the contact details of all
organisations / services that have received a referral or signposting from a PEP link worker during
the two years of delivery. An anonymous opportunity sample of this population was taken based on
the existence of a valid email address.
A standardised email invitation to take part in the survey, including the web link, was sent to the
named contact in all those organisations / services with a valid email address. The survey remained
live in Snap Survey for a four week period during which two standardised reminder emails were sent
out to all recipients. These reminders were sent two weeks and one week before the close of the
survey.
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Summary of outcomes and measures
Table 1: PEP outcomes and measures.
PEP Outcome

Measure(s)




Improve the wider health and wellbeing
of patients.

Improvement in patient’s self-reported
well-being and ability to self-manage
their condition.

Short Warwick-Edinburgh Mental Well-being
Scale (SWEMWBS)
EQ-5D-5L and VAS
Healthcare utilisation data (primary care
appointments and A&E visits)

Additionally for the LTC cohort:
 Cardiovascular disease – blood pressure
management
 COPD – MRC dyspnoea score
 Diabetes – HbA1c
 Depression - SWEMWBS.




3 ONS wellbeing questions used in the UK
Annual Population Survey
Bespoke self-efficacy questions used at follow
up.

Make it easier for primary care to
access local services and therefore
reduce service fragmentation.



Survey to practice staff.

Increase uptake of prevention / support
/ self-care management groups.



Survey to service and group organisations.

Promote social inclusion in local
communities.




Index of Multiple Deprivation (IMD) score
Referral rate to PEP and service interactions.

Provide a link to primary care to help
approach a patient’s needs in a holistic
manner leading to improved patient
experience.




Survey to practice staff
Bespoke patient experience questions used at
follow up
Case studies provided by BARCA-Leeds.
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Data Analysis
Provider data
Data for all patients for the full two years of delivery of the PEP intervention were aggregated for
analysis and all missing data were excluded from all analyses. As a range of items made up the data
collection tool the analysis undertaken for each variable will be described in detail below. Where
suitable individual variables were exported to SPSS to conduct descriptive and inferential analysis and
some data were re-coded in order to conduct these analyses. Each variable was analysed at each
time point i.e. Initial Assessment, Review 1, Review 2 and Review 3 as appropriate.


Description of cohort: The number and source of referrals to PEP were described in total
numbers and proportions at each time point. The usage in the GP practices of the three PEP
read-codes was also reported.
Demographic variables were analysed descriptively using frequencies and proportions. IMD
values were assigned using patient postcodes and the deciles re-coded into quintiles to
mirror the categories reported in the Year One PEP evaluation report.



SWEMWBS: analysis was undertaken on the summed scale score rather than the seven
individual items which comprise the measure therefore the lowest SWEMWBS scale score
an individual could receive was 7 (1x7) and the highest score was 35 (5x7). Mean, standard
deviation, minimum and maximum scores were reported to describe the variability within
the data. After conversion to a metric scale the mean score at each time point was also
compared to the population mean score derived from the Health Survey for England (2011).
Repeated measures analysis of variance (ANOVA) and paired sample t-tests were undertake
to assess the statistical significance of changes in mean scores. Effect sizes were also
indicated were appropriate.
SWEMWBS score was also cross tabulated with IMD quintile and reported as mean and
standard deviation with change in score summarised at only initial assessment and review 1
due to the small sample size.



EQ-5D-5L: EQ-5D-5L data were converted into utilities by applying the UK preference
weighting algorithm5. Frequencies and proportions of individuals reporting each level of
difficulty (no problems – extreme problems) in each of the five domains were recorded and
the mean, standard deviation, minimum and maximum for both index and VAS scores
reported. Further descriptive statistics were used to illustrate the direction of change
(improvement or worsening) in health-related quality of life at each time point. Change in
health related quality of life was assessed for statistical significance using repeated measures

5

Szende A et al. EQ-5D Value Sets. Springer: The Netherlands. 2007.
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ANOVA and paired sample t-tests. A mixed ANOVA with time point as a repeated
measures factor and IMD quintile as a difference between groups factor was undertaken for
both index and VAS scores.
Cost-effectiveness of the intervention was estimated following NICE cost-per-QALY,
whereby the cost of the intervention was divided by the quality-adjusted life year (QALY)
gains associated with the intervention. A QALY is the change in health-related quality of life
induced by the intervention, multiplied by the duration of the change in health-related quality
of life resulting from the intervention. The change in health-related quality of life was
calculated by measuring the difference in the EQ-5D utility value from the Initial Assessment
to the review dates. Due to the limitations in replicating the approach undertaken at the end
of year one a sensitivity analysis was also completed. Costs of the service were taken from
the combined contract value of both years of delivery and are not able to account for any
other resources deployed in the delivery of PEP.


ONS well-being items: When scoring the responses on the 10 point Likert scale higher
scores were indicative of a more positive response with the exception of the anxiety scale
where a higher score indicted higher levels of anxiety. For ease of reporting the anxiety
score was reversed such that a high score represented a more positive response i.e. a lower
level of anxiety.
Descriptive statistics including the mean, standard deviation, minimum and maximum score
were presented at each time point and compared with the population average score
recorded by the ONS in the 2012/2013 Annual Population Survey. Repeated measures
analysis of variance (ANOVA) and paired sample t-tests were undertake to assess the
statistical significance of changes in mean scores. Effect sizes were also indicated were
appropriate.



Bespoke health-related self-efficacy items: The single item completed by all respondents was
reported using descriptive statistics of mean, standard deviation, minimum and maximum
score at each time point. The statistical significance of changes in mean scores was assessed
using repeated measures ANOVA and paired sample t-tests. Effect sizes were also indicated
were appropriate.
As the five self-efficacy items which were only completed by service users who reported
experiencing one or more of the four target long term health conditions returned smaller
sample sizes these were reported using only the mean at each time point.
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Recommendations, referrals and supporting to attend services: The frequency of services
referred to, signposted to and supported to attend were analysed by the nine categories of
group defined by BARCA-Leeds at each time point. The data fields ‘subsequently supported
to attend’ and ‘subsequently recommended to attend’ were not reported due to infrequent
recording in the spreadsheet. The proportion of patients recommendations, referrals and
supporting to attend were also described for each IMD quintile.



Patient experience items: Each item was analysed separately. Those items with categorical
data reported descriptive statistics for the frequency of each response at each time point.
Those items with interval data reported responses using descriptive statistics of mean,
standard deviation, minimum and maximum score at each time point. No inferential analysis
was carried out.

General Practice data
Data were analysed using pivot tables within Excel. Only data for all patients who were read-coded
as ‘enrolled’ in the PEP program were aggregated for analysis. Data for patients read-coded as
‘referred’ was not considered to be appropriate for analysis as it was not clear (i) whether they did
enrol but this was not appropriately coded, or (ii) if they did not enrol, whether this was due to an
improvement that rendered PEP unnecessary, or because they were not receptive to the service.
Data for patients read-coded as ‘completed / left’ was not considered to be appropriate for analysis
as it was not clear whether individuals completed or left the program due to an improvement in
circumstances, or because they were not receptive to the service.
Patient data was aggregated on the basis of specified periods of time before and after the date of
enrolment as per the read-coding entry. Due to discrepancies in the read coding, some patients had
more than one date of enrolment. The dates were evaluated for the possibility that the patient had
re-enrolled onto the PEP programme, and where this was not considered likely, it was assumed the
second read-code date was a double-entry error. Therefore, the earliest date was used as the date
of enrolment in analyses.
For each of the outcome measures, aggregate scores in each of the given time-periods were
calculated for each patient. These were calculated before all data files were merged into one.
Due to the infrequency with which clinical outcomes were measured (e.g. only once or twice a year)
scores were reported for the 12 months before enrolment, and the 12 months after enrolment.

Page 18 of 150

NHS Leeds West Clinical Commissioning Group: Patient Empowerment Project Final Report
Where the outcome was measured more than once pre or post enrolment, rules were applied to
provide an aggregate score for that period. Due to the differing types of data measured in the
different outcome measures, the rules applied were as follows:


HbA1C scores: the mean was calculated for the 12 months pre and post enrolment and
management of diabetes established through comparison to the NICE clinical guideline target
of 48mmol / mol for adults with type 2 diabetes manged either through lifestyle and diet or
by lifestyle and diet combined with a single drug not associated with hypoglycaemia (NICE,
2015a). For adults on a drug associated with hypoglycaemia the target level of HbA1c was
53mmol / mol (NICE, 2015b).



Blood pressure score: established thresholds were used to calculate the proportion of times
the patient presented with BP considered hypertensive in the 12 months pre and post
enrolment (NICE, 2010). These defined blood pressure control as within the threshold of
140 (systolic) over 80 (diastolic).



MRC breathlessness score: as these were not continuous data the latest score measured in
the pre-enrolment 12 months, and the latest score measured in the 12 months postenrolment were reported and the change in score reported.

Resource utilisation scores were aggregated by type of ‘event’, where ‘event’ refers to any of the
read-coded outcomes in the primary care appointment and A&E use files, as follows:


Total number of events by event type (e.g. completed GP appointment, did not attend):
-

For the three months before and after enrolment;

-

For the six months before and after enrolment;

-

For the nine months before and after enrolment;

-

For twelve months before and after enrolment.

For primary care appointment data the mean and standard deviation of events by event type (e.g.
completed GP appointment) were statistically compared using paired sample t-tests at three, six,
nine and twelve months before and after enrolment where sample sizes allowed. A&E usage data
were aggregated as above but due to small numbers no statistical analysis was undertaken. Events
described as ‘cancelled’, whether by patients, services or units, were not considered to be reflective
of resource use or as likely to change as a result of PEP enrolment, therefore were not reported.
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Primary care staff survey
At all three data collection points only respondents who indicated that they were aware of the
Leeds West Patient Empowerment Project in response to the first question were included in the full
analysis. The responses of those who stated they were unaware of PEP were excluded from further
analysis.
To assess levels of agreement with each of the 16 statements at each time point the data generated
from the survey questions was dichotomised into those who agreed or strongly agreed with each
statement and those who disagreed or selected ‘neither agree nor disagree’. Descriptive statistics
were used to summarise the findings and all percentages were rounded.
Items in the survey were reported against one of two of the aims of PEP as described below:


Make it easier for primary care to access local services and therefore reduce service
fragmentation: Q1, 2, 4, 5, 6, 7, 8 and 12



Provide a link to primary care to help approach a patient’s needs in a holistic manner leading
to improved patient experience: Q3, 9, 10, 11, 13, 14, 15, and 16.

Services survey
Respondents who indicated in response to the first question that they were aware of the Leeds
West Patient Empowerment Project were included in the full analysis. The responses of those who
stated they were unaware of PEP were excluded from further analysis.
The quantitative data generated from the survey questions was analysed using descriptive statistics.
All percentages were rounded. The qualitative data generated from the free text responses was
analysed using inductive content analysis. Data was interrogated in an open and exploratory way
allowing systematic scrutiny of the textual information, giving insight into the frequency and variety
of messages, themes and concepts within it (Corner et al, 2013).
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Results
Description of PEP cohort
Referrals
The total number of people referred to PEP during the two years of delivery was 1,411. Figure 2 (a)
below shows that around half of all referrals were made by GPs, with 46% done via self-referral and
a far smaller proportion referred by social prescribing projects operating in Leeds North or Leeds
South and East CCG.
Figure 2 (b) shows that of those referred, 70% went on to attend at least one assessment or review,
and can be considered as ‘enrolled’ in the PEP programme (see Table 1 in Appendix 4 for a table of
exact results).
Figure 2: Pie charts to show the percentage of patients referred to PEP by method of referral (a) and
by subsequent assessments (b).

Of the total number referred 69.8% (985) people attended their Initial Assessment, 28.6% (404)
attended Review 1, 9.5% (134) attended Review 2 and 3.9% (55) attended Review 3. It should be
made clear that although Reviews 1, 2 and 3 were scheduled at three, six and nine months
respectively from the initial assessment, patients who attended their second review had not always
attended their first review, and those who attended Review 3 had not always attended both, or
either, of the first two reviews. Total numbers for each review are displayed in Table 2, along with
numbers for each of the different combinations of reviews attended.
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Table 2: PEP status and patient flow.
Assessments
Total assessed at initial assessment
Of which have no further follow-ups
Total assessed at Review 1 a
Total assessed at Review 2 b
Of which were assessed at the initial
assessment, Review 1 and Review 2
Of which were only assessed at the initial
assessment and Review 2
Total assessed at Review 3
Of which were assessed at the initial
assessment, Review 1, Review 2 and Review 3
Of which were only assessed at the initial
assessment and Review 3
Of which were only assessed at the initial
assessment, Review 1 and Review 3
Of which were only assessed at the initial
assessment, Review 2 and Review 3

Number of
cases
985
508
404
134

% of those
assessed
51.6%
41.0%
13.6%

% of those
referred
69.8%
36.0%
28.6%
9.5%

55

5.6%

3.9%

56

5.7%

4.0%

55

5.6%

3.9%

16

1.6%

1.1%

11

1.1%

0.8%

21

2.1%

1.5%

7

0.7%

0.5%

a

One patient has data for Review 1, but not for the initial assessment, Review 2 or Review 3.
It should be noted that some patients did not have a review date specified, but data were present in other
fields in the database, these are not included in this count.
b

Figure 3 shows that overall around 51% of patients did not attend any further reviews after their
initial assessment. Values in Figure 3 indicate patient flow (i.e. those who attended each review in
sequential order) and may, therefore, differ from the totals at each review point shown in Table 2 (e.g.
those who attended Review 1 only, as shown in Figure 3, are a subset of the total number who were
assessed at Review 1 in Table 2). Almost a third (32%) attended only Review 1, 6% attended
Reviews 1 and 2 only, and 2% attended all three reviews. An additional 9% attended a combination
of some of the reviews, but missed one or more of the reviews that are usually scheduled at the
three, six and nine month intervals following initial assessment.
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Figure 3: PEP patient flow for all patients who attended the initial assessment.

In order to further assess PEP patient outcomes, GPs were informed about the PEP status of any
patients in their practice who were included in the PEP program. Codes had been developed for the
clinical system to indicate patients who were ‘referred’, ‘enrolled’ and ‘completed or left’. The
current system is imperfect, and read-coding was not always accurate.

Age and Gender
For all subsequent analyses describing the sociodemographic characteristics of the PEP cohort, data
are described by numbers of patients at each assessment point. Data for some of these items
appears to have been collected prior to the initial assessment, either through GP correspondence or
during a phone call to set up the initial assessment, therefore, these items contain data for patients
who were referred but never attended an assessment.
In terms of age and gender, it can be seen in Figure 4 that across all assessment time points, the
greatest proportion of patients were females aged between 40-65 years (see Table 2 in Appendix 4
for full table of frequencies and proportions). Overall more females than males were referred to
PEP and attended PEP assessments. For referrals, Initial Assessments and Review 1, the female to
male ratios stay consistent at around 60:40, a rate that is higher than the 50:50 gender split for the
population of Leeds West CCG that were registered with any Leeds GP in October 2014.
Moreover, for Reviews 2 and 3 the rate of females to males continuing in PEP increased to a level
where more than three quarters of PEP patients were female by Review 3. It is unclear whether this
was because females had greater need or were both more likely to be referred and required more
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PEP support and, therefore, stayed in PEP longer. Alternatively, it may have been that rates of
adherence were lower for males despite similar levels of need.
Figure 4: PEP status by age and gender.
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Ethnicity
In terms of ethnicity, there was very little data for patients who were referred but not assessed,
presumably because this data was collected during the initial assessment for the majority of patients.
From the initial assessment onwards, it can be seen in Table 3 that the proportion of patients in each
category was consistent across time, with the vast majority (approximately 90%) of patients
identifying as White British. No other single ethnicity constituted a large proportion of the data.
Relative to the split of the Leeds West CCG population, as recorded by GP practices in October
2014, this suggests an overrepresentation of White British patients, who comprise only 58% the
CCG population. However, as 22% of the Leeds West CCG population did not have ethnicity data
recorded; it is not possible to accurately assess any discrepancy between the PEP cohort and the
wider CCG population. There appears there may be some level of underrepresentation in the PEP
cohort for two ethnic groups; those with ‘Other White Background’, who constitute at most, 2.3%
of the PEP cohort, but 9% of the population, and those from a ‘Chinese’ background, who constitute
1.5% of the population but are not observed in the PEP cohort at any time point.
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Table 3: PEP status by ethnicity.

Ethnicity
White British
White Irish
Other White
Background
Black African
Black Caribbean
Mixed: White and
Black African
Mixed: White and
Black Caribbean
Other Black
Background
Chinese
Indian or British
Indian
Pakistani or British
Pakistani
Bangladeshi or
British Bangladeshi
Mixed: White and
Asian
Other Asian
Background
Other Ethnic
Background
Other mixed
background
Other/rather not
say/ unknown
a

Leeds
Referred
West
Initial
Review
but not
Review 1 Review 2
CCG
Assessment
3
assessed
(N=397a)
(N=130a)
a
population
(N= 963 )
(N=54a)
(N= 11a)
6
(2014)
58.0%
72.7%(8)
88.7%(854) 90.2%(358) 85.4%(111) 88.9%(48)
0.5%
0
1.1%(11)
0.8%(3)
0.8%(1)
9.0%

0

1.5%(14)

2%(5)

2.3%(3)

1.9%(1)

1.2%
0.3%

0
0

1.2%(10)
1.7%(16)

0.5%(2)
2%(8)

1.5%(2)
3.8%(5)

1.9%(1)
3.7%(2)

0.4%

0

0.1%(1)

0.3%(1)

0

0

0.4%

0

0.5%(5)

0.5%(2)

0.8%(1)

0

0.0%

0

0.2%(2)

0

0

0

1.5%

0

0

0

0

0

1.7%

9.1%(1)

1.1%(11)

1%(4)

1.5%(2)

0

1.5%

18.2%(2)

1.6%(15)

2%(5)

3.1%(4)

3.7%(2)

0.1%

0

0.2%(2)

0.3%(1)

0

0

0.4%

0

0.2%(2)

0

0.8%(1)

0

1.5%

0

0.3%(3)

0.8%(3)

0

0

1.0%

0

0.6%(6)

0.3%(1)

0

0

0.0%

0

0.2%(2)

0.3%(1)

0

0

22.0%

0

0.9(9)

0.8%(3)

0

0

Total number with a given response at each time point.

Level of deprivation
It can be observed from the data in Table 4 that for all time points, the largest proportion of
individuals in the PEP cohort are from the most deprived quintile, with frequencies in the cohort
declining as the level of deprivation declines. This is in contrast to the population of Leeds West
CCG, which indicates that the smallest proportion of the population would be considered ‘most
deprived’. This suggests that those most in need for PEP support are those with the highest levels of
deprivation.

6

Leeds City Council (2016). West Clinical Commissioning Group Public Health Profile.
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One notable pattern of results is that frequencies and proportions in the most deprived quintile
reduce across the different time points of PEP. It is not possible from these data to conclude
whether this is due to lower adherence to PEP for those experience the greatest deprivation, or
because the needs for this population are more easily met, and thus later reviews are unnecessary.
Table 4: PEP status by level of deprivation.
Leeds
West
CCG
population
(2014)2

Referred
but not
assessed
(N= 400a)

Initial
assessment
(N= 985a)

Review 1
(N= 398a)

Review
2
(N= 132a)

Review
3
(N= 55a)

6.7%

47.5%(190)

41.3%(397)

36.9%(147)

34.8%(46)

32.7%(18)

30.7%

26.0%(104)

25.3%(243)

27.4%(109)

32.6%(43)

27.3%(15)

26.5%

11.5%(46)

15.2%(146)

16.6%(66)

12.1%(16)

18.2%(10)

21.7%

8.5%(34)

12.0%(115)

11.1%(44)

14.4%(19)

14.5%(8)

14.3%

6.5%(26)

6.2%(60)

8.0%(32)

6.1%(8)

7.3%(4)

Most deprived
High deprivation
Moderate
deprivation
Low deprivation
Least deprived
a

Total number with a given response at each time point.

Lifestyle Factors
There was very little data present for patients who were referred but not assessed. This may be due
to the data being collected during the Initial Assessment for the majority of patients. It can be
observed in Table 5 that at Initial Assessment, approximately half of the PEP cohort had no
dependents, and around one quarter had adult children. Around a quarter of patients had non-adult
children. This question was not repeated at later assessment dates.
Table 5: PEP cohort by dependents.
Do you have any dependents?
No
Adult child(ren)
Child(ren)
Grandchild(ren)
Parent(s)
Partner
a

Referred but not assessed
(N= 14a)
28.6%(4)
21.4%(3)
50.0%(7)
0
0
0

Initial Assessment
(N= 962a)
48.2%(464)
24.6%(237)
24.2%(233)
1.6%(15)
0.5%(5)
0.8%(8)

Total number with a given response at each time point.

At each assessment point 30-37% of PEP patients lived in homes rented from the local authority (see
Figure 5), with 25-36% of PEP patients living in their own homes (see Table 3 in Appendix 4 for all
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frequencies and proportions). While a greater proportion of the PEP cohort lived with others, 3649% reported that they lived alone though this question has only 20-30% of patient responses (see
Table 6).
This suggests that a greater proportion of the sample may live alone, but that it was either
considered insensitive for PEP administrators to ask this question, or patients were not keen to
respond. In Figure 5, it can also be observed that the largest proportion of patients (55-61%) in the
PEP cohort reported being single compared with those reporting being in a relationship, married or
widowed (see Table 4 in Appendix 4 for all frequencies and proportions).
Figure 5: PEP cohort by living situation and marital status.
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Table 6: PEP cohort by living alone
Do you live alone?
Yes
No
a

Referred
but not
assessed
(N= 5a)
20.0%(1)
80.0%(4)

Initial
assessment
(N= 372a)

Review 1
(N= 104a)

Review 2
(N=30a)

Review 3
(N=13a)

49.2%(183)
50.8%(189)

39.4%(41)
60.6%(63)

36.7%(11)
63.3%(19)

38.5%(5)
61.5%(8)

Due to missing data for these items, these samples are lower than for the full cohort. The reason for
missing data is unknown therefore frequencies are reported on the basis of valid data only. Please note
that the sample sizes for this item are very small, with only 20-30% patient responses.

Figure 6 shows that the largest proportion of PEP patients reported either being retired (27-34%) or
being unable to work due to long-term ill-health (31-44%). See Table 5 in Appendix 4 all frequencies
and proportions.
Figure 6: Employment status of the PEP cohort
350
Unable to work due to long-term ill-health

Number of People

300

Retired from paid work

250

Paid work (full time or part time)

200

Unemployed

150

Unable to work due to long-term disability
Carer (full time or part time)

100

Looking after the family

50

Full time education or training

0
Initial
Assessment

Review 1

Review 2

Review 3

Other
Voluntary work

Assessment Point

Table 7 shows that the majority of patients reported being non-smokers with the proportion of
patients stating they did not smoke increasing at each review point (57-70%). The proportion of
patients stating that they smoked decreased from 31% at Initial Assessment to 23% at Review 3.
Relatively few patients stated that they were in the process of giving up smoking.
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Table 7: PEP cohort by smoking status.
Smoking status
I don’t smoke
I have recently stopped
smoking
I smoke
I’m trying to smoke less
I’m trying to stop
smoking

Referred
but not
assessed
(N= 2a)
100%(2)

Initial
assessment
(N= 957a)

Review 1
(N= 397a)

Review 2
(N=139a)

Review 3
(N=51a)

57.9%(570)

62.5%(248)

65.5%(91)

70.6%(36)

0

1.8%(17)

2.3%(9)

0

0

0
0

31.1%(298)
4.6%(44)

23.9%(95)
5.8%(23)

19.4%(27)
8.6%(12)

23.5%(12)
5.9%(3)

0

2.9%(28)

5.5%(22)

6.5%(9)

0

Long Term Conditions
Table 8 shows that at Initial Assessment, approximately 75% of the sample had at least one of the
four target long-term conditions and this proportion was maintained at Reviews 1 and 2 but
increased at Review 3. The data shown in Table 8 and Figure 7 indicate a large number of individuals
with comorbidities, demonstrating the complexity of the patients within the PEP cohort.
Furthermore, it may be that the needs were greater for PEP patients with one or more of these
conditions, so a larger proportion of individuals with a long-term condition remained in the program
for the full three reviews.
Of the four conditions, depression was most common, reported in 63-76% of the sample across the
time points, far higher than the 5.7% estimated prevalence within the CCG7. This may suggest that
PEP is attractive to patients with depression. Second to depression, diabetes was the next most
common condition, with 12-17% the PEP sample reporting as having diabetes. Again this is a higher
prevalence rate than estimated in the CCG population7 (4.7%). Rates of CVD and COPD were
similar at 6-9% of the PEP sample. For CVD this is similar, or at some time points lower, than the
estimated CCG prevalence7 of 8.4%. For COPD, as with depression and diabetes, the proportion of
the PEP sample is higher than the CCG prevalence estimate7 of 3.29%.
This assumes that the read-coded date of enrolment is accurate, though one caveat to bear in mind
during interpretation is that read-coding in GP surgeries may not always have been completed in a
timely manner, and may therefore not represent the precise date of PEP enrolment. The reason for
missing data for these questions was assumed to be because patients did not have any of the target
long term conditions, however, because it was not possible to determine this, percentages are
provided out of the number of patients who gave a response to the question.

7

Leeds City Council (2016). West Clinical Commissioning Group Public Health Profile.
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Table 8: PEP cohort by target long term condition.

Total with a long-term
condition
Total with depression
(regardless of comorbidity)
Of which only have
depression
Of which also have diabetes
Of which also have COPD
Of which also have CVD
Of which also have diabetes
and COPD
Of which also have diabetes
and CVD
Of which also have COPD
and CVD
Of which also have diabetes,
COPD and CVD
Total with diabetes (regardless
of comorbidity)
Of which only have diabetes
Of which also have COPD
Of which also have CVD
Of which also have COPD
and CVD
Total with COPD (regardless
of comorbidity)
Of which only have COPD
Of which also have CVD
Total with CVD (regardless of
comorbidity)
Of which only have CVD
Total responded other/none
a

Referred
but not
assessed
(N= 12a)

Initial
assessment
(N= 969a)

Review 1
(N= 391a)

Review 2
(N=133a)

Review 3
(N=49a)

66.7%(8)

75.5%(732)

76.0%(297)

76.7%(102)

83.7%(41)

66.7%(8)

66.9%(648)

65.7%(257)

63.2%(84)

75.5%(37)

66.7%(8)

54.5%(528)

53.5%(209)

49.6%(66)

61.2%(30)

0
0
0

5.3%(51)
2.6%(25)
1.8%(17)

6.1%(24)
2.6%(10)
1.5%(6)

6.0%(8)
3.0%(4)
2.3%(3)

8.2%(4)
2.0%(1)
2.0%(1)

0

0.5%(5)

0.5%(2)

0

0

0

0.9%(9)

0.8%(3)

0

0

0

0.8%(8)

0

1.5%(2)

2.0%(1)

0

0.5%(5)

0.8%(3)

0.8%(1)

0

0

11.8%(114)

14.6%(57)

17.3%(23)

12.2%(6)

0
0
0

3.4%(33)
0.2%(2)
0.8%(8)

4.9%(19)
0.5%(2)
0.8%(3)

9.0%(12)
0
1.5%(2)

4.1%(2)
0
0

0

0.1%(1)

0.3%(1)

0

0

0

7.1%(69)

5.9%(23)

6.0%(8)

6.1%(3)

0
0

2.0%(19)
0.4%(4)

1.3%(5)
0

0
0.8%(1)

2.0%(1)
0

0

7.1%(69)

6.6%(26)

9.0%(12)

6.1%(3)

0
33.3%(4)

1.8%(17)
24.5%(237)

2.6%(10)
24.0%(94)

2.3%(3)
23.3%(31)

2.0%(1)
16.3%(8)

Total number with a given response at each time point.
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Figure 7: Bar chart of PEP cohort by target long term conditions.
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Summary of description of cohort
As a result of data for most items being collected at assessment there was very little data available
for patients who were referred but never assessed. Age and gender information are the only data
that contained sufficient sample sizes and these proportions were similar for both those who were
not assessed and those who attended the initial assessment and reviews. However, proportions of
both males and females referred but not assessed aged 18-39 were higher compared with patients
who did attend for an assessment. It is possible that patients in this age group had lower levels of
need or more chaotic lifestyles and therefore decided not to attend the PEP service.
985 patients attended the initial assessment in the first two years of PEP which is 70% of those
referred. Of these, approximately 50% returned for at least one follow-up review assessment.
The PEP cohort had a larger proportion of females than males, and predominantly consisted of
White British patients in the two quintiles of the highest deprivation. It is not possible to assess any
underrepresentation of other ethnicities fully due to missing ethnicity data relating to the CCG
population. The PEP cohort contained a similar number of patients who owned their own home to
those who rented from local authorities, and most were single. A small proportion of the PEP
cohort were in paid employment, with most patients either reporting being retired or being unable
to work due to long-term ill-health. The majority of patients reported being non-smokers with the
proportion of patients stating they did not smoke increasing at each review point (57-70%). The
proportion of patients stating that they smoked decreased from 31% at Initial Assessment to 23% at
Review 3.
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Approximately three quarters of the PEP cohort reported having at least one of the four long-term
health conditions targeted which is consistent with the aims of the intervention. By far the most
frequently reported condition in the PEP cohort was depression. The data at each review point
indicates that the proportion of patients with comorbidities increases over time suggesting those
who remain in PEP are those patients with greater need.
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Improve the wider health and wellbeing of patients
As described in the methods section to assess the impact of PEP against the aim of improving the
wider health and wellbeing of patients the clinical outcomes for three of the target long term
conditions will be considered whilst the fourth, depression, will be considered in the reporting of
outcomes for the SWEMWBS. The outcomes for EQ-5D-5L and VAS and the GP data will also be
considered here. The cost-effectiveness of PEP will also be discussed.

Clinical outcomes for the target long term conditions
It should be noted that these findings assume that the read-coded date of enrolment is accurate,
though read-coding in GP surgeries may not always have been completed in a timely manner, and
may therefore not represent the precise date of PEP enrolment.
Diabetes
To assess any association between engagement with the PEP intervention and diabetes control,
mean HbA1c scores at 12 months pre PEP engagement and 12 months post PEP engagement were
calculated based on the combined SystmOne and EMIS data. The mean and standard deviation for
pre intervention HbA1c values was 61.42 (standard deviation=18.68). The post intervention HbA1c
value was 59.70 (standard deviation=17.53) a mean difference of -1.72mmol/mol. See Figure 8
below.
Figure 8: Mean pre and post PEP HbA1c scores for patients with diabetes
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The mean HbA1c values pre and post engagement with PEP were compared using a paired samples
t-test. Any service-users not providing HbA1c values at both time points were excluded, reducing
the sample down to N=35.
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The paired samples t-test did not show a statistically significant difference for the 1.72mmol/mol
reduction in HbA1c values after engagement with PEP (t=0.86, p=0.40). The effect size was assessed
with Cohen’s d=0.1 demonstrating a small effect size. This may not only be due to the small size of
the difference, but also result from the high variability (high standard deviation) in the scores at both
time points.
We cannot, therefore, have any certainty that PEP had any meaningful impact on HbA1c levels. The
mean pre and post HbA1c values also remain above the NICE recommended targets; 48mmol/mol
for adults with type 2 diabetes managed either by lifestyle and diet, or by lifestyle and diet combined
with a single drug not associated with hypoglycaemia, or 53mmol/mol for adults on a drug associated
with hypoglycaemia, the target HbA1c level is. The same target values are also recommended for
adults with type 1 diabetes (NICE, 2015).
Cardiovascular Disease
To assess any association between engagement with the PEP intervention and management of CVD,
the number of CVD patients with blood pressure (BP) levels above the hypertension threshold
(‘hypertensive BP result’) and below the hypertension threshold (‘normal BP result’) were counted
at 12 months pre and post engagement with the PEP intervention and then converted to percentages
for both datasets. This is summarised in Table 9.
Table 9: Pre and post PEP blood pressure results for patients with CVD.
SystmOne
Blood pressure result
Hypertensive BP result
Normal BP result
EMIS
Blood pressure result
Hypertensive BP result
Normal BP result

Before
N=321
40% (128 of cases before)
60% (193 of cases before)

After
N=290
33% (97 of cases after)
67% (193 of cases after)

Before
N=89
46% (41of cases before)
54% (48 of cases before)

After
N=127
40% (51of cases after)
60% (76 of cases after)

The proportion of hypertensive BP readings for each patient that had data on both hypertensive and
non-hypertensive readings (N=70) was then calculated, dividing the number of hypertensive readings
by the total number of readings taken pre versus post PEP engagement. This is presented in Figure
9. On average, 45% of blood pressure readings taken for CVD patients before engagement with PEP
were hypertensive, compared with 30% after engagement with PEP. This 15% reduction was not
statistically compared due to the nominal (count) nature of the data and the inappropriateness of
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using the Z score for comparing population proportions when the populations being compared are
not independent. That is the same patients providing pre and post scores.
Figure 9: Pre and post percentage of hypertensive BP readings for patients with CVD.
Percentage of BP readings per patient
that were hypertensive
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Chronic Obstructive Pulmonary Disease
To assess the association between engagement with the PEP intervention and progression of COPD,
the most recent MRC breathless score recorded in the 12 months before engagement with PEP and
the most recent breathlessness score recorded in the 12 months after engagement with PEP were
summarised in Table 10 for SystmOne and EMIS combined. This is at the individual patient level due
to the small sample size (N=22).
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Table10: Pre and post MRC scores for patients with COPD.
Pre PEP MRC score
1
2
2
3
3
4
5
3
3
3
1
5
2
3
2
1

Post PEP MRC score
3
1
2
2
3
3
4
4
5
3
2
3
5
4
3
5
2
-

For patients who had both a pre and post MRC score there was typically no change in the score
between the two time points. This was the case for 9 out of the 11 patients who had before and
after scores. This could be expected due to the progressive nature of the condition. Given the
small sample size and the ordinal nature of the data, it was not appropriate to perform inferential
statistics on this data and so statistical significance cannot be inferred.
Clinical outcomes summary
A decrease in the average HbA1c scores (-1.72mmol/mol) was seen for patients with diabetes after
enrolment with PEP though it failed to reach statistical significance and both pre and post
intervention values were above the recommended target for HbA1c. A 15% reduction in the
percentage of hypertensive readings in patients with CVD was recorded though no statistical
inference can be drawn due to limitations of the data. Finally, for patients with COPD there was
typically no change in the MRC score recorded before and after enrolment with PEP. The outcomes
relating to the fourth target long term condition, depression, will be considered in the following
section.
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Short Warwick Edinburgh Mental Wellbeing Scale (SWEMWBS)
Only patients who responded to all seven items in the SWEMWBS tool were included in the analysis
to enable fair and consistent analysis of the results. This resulted in 848 cases available for analysis
with 563 missing cases.
Descriptive analysis
Table 11 shows the mean score increases from Initial Assessment to Review 1 and to Review 2,
before decreasing at Review 3 to a level higher than at Initial Assessment but lower than at Review 1
and Review 2. The standard deviation scores are high, indicating variability in scores (they are not all
tightly bunched around the overall mean). Scores span the range from 7 (lowest possible score) to
35 (highest possible score) for time points Review 1 and 2, indicating that service-users have used
the full range of responses on the 1-5 point scales, rather than all bunching around the middle value
or all responding very positively or negatively. However, the highest score recorded at initial
assessment was 34 and the highest at review 3 is 32 out of a possible 35. The skew and kurtosis
values fall within the acceptable range (less than 1) further indicating a normal distribution/spread of
scores.
Table 11: PEP cohort SWEMWBS score at each time point.
Statistic
Mean
Standard deviation
Minimum score
Maximum score
Skew
Kurtosis

Initial Assessment
(N= 848)
18.81
5.46
7
34
0.12
-0.32

Review 1
(N=355)
21.90
5.51
7
35
-0.15
-0.00

Review 2
(N=128)
21.96
6.42
7
35
-0.04
-0.33

Review 3
(N=47)
20.41
5.33
10
32
0.10
-0.49

SWEMWBS scores were compared to the population mean score derived from the Health Survey
for England 2011. When comparing to the population norm, the SWEMWBS score first needs to be
converted to a metric scale. The metric conversion was performed on the SWEMWBS PEP data,
with the mean metric score then calculated for each time point and compared to the population
norm of 23.61. The mean metric scores at each time point are summarised in Table 12.

Page 38 of 150

NHS Leeds West Clinical Commissioning Group: Patient Empowerment Project Final Report
Table 12: SWEMWBS metric scores for the PEP cohort
Statistic

Initial Assessment
(N= 848)

Mean metric score

18.16

Review 1
(N=355)
20.41

Review 2
(N=128)

Review 3
(N=47)

20.62

19.36

Population
norm
23.61

The PEP sample has lower scores than the population norm at each time point, despite the increases
in the mean scores from Initial Assessment through to Review 2. This may be expected as the
population norm is derived from a general population, whereas the PEP sample is a clinical sample,
with a high proportion of individuals experiencing mental and physical health problems. SWEMWBS
is not validated for a mental health population which may, for example, have a lower population
norm score.
The SWEMWBS total scale score (metric conversion) was cross tabulated with IMD quintile to
provide an indication as to whether SWEMWBS varies by quintile and whether this changes over
time. Given the small number of patients within the sample at Reviews 2 and 3, it was decided to
present the mean SWEMWBS score by IMD quintile at Initial Assessment, and at Review 1 to
provide an overview. The means, standard deviations and change in scores are summarised in Table
13.
Table 13: SWEMWBS score by IMD quintile
IMD quintile
Most deprived (N=123)
High deprivation (N=92)
Moderate deprivation
(N=49)
Low deprivation (N=31)
Least deprivation (N=22)

Initial Assessment
Mean SWEMWBS
(standard
deviation)
18.49 (4.01)
17.61 (3.53)

Review 1
Mean SWEMWBS
(standard
deviation)
20.44 (4.17)
19.80 (4.67)

18.09 (3.26)

21.20 (4.99)

+3.11

18.54 (3.23)
19.24 (4.78)

20.20 (4.29)
20.82 (4.36)

+1.66
+1.58

Change in
SWEMWBS score
+1.95
+2.19

At initial assessment the highest mean score is for patients experiencing ‘least deprivation’, these
patients may be expected to report higher levels of mental wellbeing in comparison to those
experiencing ‘high deprivation’ who reported the lowest mean SWEMWBS score.
By Review 1, the highest mean is for the ‘moderate deprivation’ group, and the lowest mean remains
for the ‘high deprivation’ group. For all quintiles, the SWEMWBS score is, however, higher at
Review 1 than at Initial Assessment, with the biggest increase seen for the ‘moderate deprivation’
group, and the smallest increase for the ‘least deprivation’ group. This possibly reflects the baseline
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SWEMWBS scores of these two groups, with greater scope for improvement in scores for those in
the ‘moderate deprivation’ group compared with the ‘least deprivation’ group.
Inferential analysis
To test the statistical significance of the change in mean scores at each time point, several analyses
were performed on the converted metric scores.
Analysis 1
There was a statistically significant increase in the mean scores for patients who provided scores at
Initial Assessment and Review 1 only (see Table 14). This provided a sample size of 241.
Table 14: SWEMWBS metric score for patients at Initial Assessment and Review 1 only.
Statistic
Mean metric score

Initial Assessment
18.30

Review 1
20.58

The paired samples t-test found there to be a statistically significant increase (t=9.22, p≤0.0001) in
metric SWEMWBS scores from Initial Assessment (mean=18.30, SD=3.96) to Review 1
(mean=20.58, SD=4.60,). The eta squared statistic (0.26) indicates this to be a large effect size.
Analysis 2
A significant effect of time was found from a one way within groups ANOVA which compared mean
scores over time for those patients who provided scores at Initial Assessment, Review 1 and Review
2 only (see Table 15). This provided a sample size of 54.
Table 15: SWEMWBS metric score for patients at Initial Assessment, Review 1 and Review 2 only.
Statistic
Mean metric score

Initial Assessment
18.52

Review 1
20.53

Review 2
20.81

As the variation of the differences between all the combinations of the related groups were equal
(Mauchley’s test χ2 (2) =3.76, p=0.15). The Wilks’ Lambda, which looks at the difference between the
means of a number of groups on a combination of dependent variables, indicated a significant effect
of time on SWEMWBS scores (Wilks’ Lambda=0.73, F(2, 52)=9.70, p≤0.001). A large effect size of
time was found with partial eta square=0.27 (Cohen, 1988).
Further comparisons were performed to identify where the difference was. These comparisons
were adjusted using Bonferroni correction to reduce the likelihood of finding a significant difference
due to chance when running multiple tests on a single set of data. The resulting t-statistic for the test
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of difference between Initial Assessment and Review 1 and Initial Assessment and Review 2 was
statistically significant, indicating that scores had increased from Initial Assessment to Review 1 and
2. However, the t statistic comparing Review 1 to Review 2 scores was not significant suggesting the
increase in scores between review 1 and review 2 was not statistically significant.
Analysis 3
No significant effect was found when comparing mean scores for patients who provided scores at
each time point though the effect size suggests some meaningful difference between the scores. A
one way within groups ANOVA compared mean scores at Initial Assessment, Review 1, Review 2
and Review 3 only. This provided a sample size of 13. Figure 10 shows the mean SWEMWBS metric
score at each time point.
Figure 10: SWEMWBS metric score for patients at Initial Assessment, Review 1, Review 2 and
Review 3.
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The variation of the differences between all the combinations of the related groups was not equal
(Mauchley’s test χ2 (5) =12.28, p=0.03) therefore, the Greenhouse-Geisser test of the difference in
scores was referred to for a valid F-ratio. This was found to be not significant, p=0.09. It should be
noted that the analysis was underpowered due to small sample size. The partial eta square statistic
of 0.19 equates to a large effect size (Cohen, 1988) suggesting there to be some meaningful
difference amongst the scores.
SWEMWBS summary
For the sample as a whole, scores increased between Initial Assessment and Reviews 1 and 2, but
decreased by Review 3. There was a statistically significant increase for those patients that provided
scores at Initial Assessment and Review 1 with a large effect size. Similarly, for those who provided
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scores at Initial Assessment, Review 1 and Review 2, scores increased significantly between Initial
assessment and Review 1 and Initial Assessment and Review 2, but not between Review 1 and
Review 2. For the small sample that provided measures at all 4 time points, a large effect size was
obtained suggesting some meaningful change amongst the scores though the analysis was
underpowered and non-significant. Despite the increases in the mean scale score, the mean at each
time point was lower than the published population norm though it should be noted that those
patients who remained under the care of PEP at the third review are also likely to be those with
more complex conditions. Improvements in mental wellbeing were further observed in all
deprivation quintiles at the first review with the biggest increase seen for those experiencing
moderate deprivation.
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EQ-5D-5L and VAS
To enable a fair and detailed analysis of both the index score and VAS the scores from each domain
were included separately in the results. This resulted in maximum of 974 cases available for analysis
different rates of missing cases for each domain. See Table 6 in Appendix 4 for details of frequencies
and proportions.
Descriptive analysis
Figure 11 shows the proportions of individuals reporting each level of difficulty in each of the five
domains at each time point. Across the different time points a greater proportion of patients had
problems with anxiety / depression than any other domain. More than half reported no problems
with self-care and more than a third reported no problems with mobility. It should be noted that
changes in the proportion of patients at each review indicating a level of difficulty in each of the
domains of the EQ-5D-5L may reflect the exit from the programme of those patients with problems
that were resolved. Those remaining at the third review point may have greater health needs.
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Figure 11: Proportion of PEP patients indicating each level of difficulty on each domain of the EQ-5D5L at each time point.
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The average scores based on EQ-5D utility values and the visual analogue scale item were calculated
for the total sample at each assessment point to demonstrate the average HR-QOL scores see Table
16.
Table 16: Average EQ-5D summary scores by assessment point.
Initial
Review 1
Review 2
Assessment
Score
Mean
Mean
Mean
Na
Na
Na
(SD)
(SD)
(SD)
Visual analogue
4.80
5.77
5.63
899
388
138
scale (0-10)
(2.13)
(2.05)
(2.22)
Utility index (0=
0.57
0.64
0.60
‘death’, 1=
947
400
137
(0.28)
(0.27)
(0.27)
‘perfect health’)
a

Review 3
Na
51
52

Mean
(SD)
5.65
(1.93)
0.56
(0.26)

Total number with a given response at each time point.

Table 16 shows that for both the VAS and utility scores, the average patient score at Initial
Assessment was lower than at the reviews. For the VAS, the scores appears to increase across the
time points while utility scores at Review 3 dipped relative to those at all other time points. This
may be the result of greater need and poorer overall health states in those who continued the PEP
assessments to Review 3.
In general, a similar pattern would be expected in the VAS and the utility scores. Utility is derived on
the basis of problems across the five domains; while the VAS is a single self-report. This means that
while patients who experience an improvement in one domain but a worsening in another may
consider their health to have improved when asked directly in the VAS. However, this change may
not be rated as highly by the general population leading to a lower utility for the latter health state
generated from the index score.
Due to differences in which patients make up the sample at each time point the observed mean at
each time point cannot provide us with information about whether or not an individual’s health has
improved following PEP enrolment, only that the health for the sample at each time point had
changed.
As such, Tables 17 and 18 report the frequencies and proportions of patients who showed an
improvement, no change, or a worsening in VAS or utility scores between the different time points.
It can be seen that there is a consistently higher proportion of patients who ‘improved’ over time
though only 37% of patients improved between Review 1 and 2.
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It is important to note that positive or negative changes in VAS and utility score cannot necessarily
be attributable to PEP. Moreover, these patients are heterogeneous with a complex mix of problems
that may affect their quality of life, including chronic health conditions which deteriorate over time
such as COPD. Such declines in health may, in some cases, outweigh any health benefits resulting
from PEP.
Table 17: Change in EQ-5D VAS scores between assessment points.
Initial
Initial
Initial
Review 1 to
Direction of
assessment
assessment
assessment
review 2
change
to review 1
to review 2
to review 3
(N= 75a)
(N= 361a)
(N= 131a)
(N= 50a)
Worsening
16.6%(60)
26.0%(34)
10.0%(5)
34.7%(26)
No change
24.9%(90)
20.6%(27)
18.0%(9)
30.7%(23)
Improvement
58.4%(211)
53.4%(70)
72.0%(36)
34.7%(26)
a

13.6%(3)
27.3%(6)
59.1%(13)

Total number with a given response at both time points.

Table 18: Change in EQ-5D utility scores between assessment points.
Initial
Initial
Initial
Review 1 to
Direction of
assessment
assessment
assessment
review 2
change
to review 1
to review 2
to review 3
(N= 75a)
(N= 155a)
(N= 135a)
(N= 52a)
Worsening
23.2%(91)
36.3%(49)
26.9%(14)
45.3%(34)
No change
16.3%(64)
11.1%(15)
15.4%(8)
13.3%(10)
Improvement
60.5%(237)
52.6%(71)
57.7%(30)
41.3%(31)
a

Review 2 to
review 3
(N= 22a)

Review 2 to
review 3
(N= 23a)
30.4%(7)
4.3%(1)
65.2%(15)

Total number with a given response at both time points.

Inferential analysis
To test the statistical significance of the change in mean scores at each time point, several analyses
were performed on the VAS and utility scores.
VAS Analysis 1
A statistically significant increase in VAS scores for patients who attended the Initial Assessment and
Review 1was observed. The ANOVA indicated that VAS scores were significantly higher at Review 1
than baseline (mean difference = 0.97, standard error = 0.11; F(1,274) = 75.67, p<0.001, η2p=0.22),
with a large effect size.
VAS Analysis 2
A statistically significant difference was observed over time for patients who attended the Initial
Assessment and Reviews 1 and 2. The ANOVA indicated that VAS scores differed significantly over
time (F(2,106)=5.46, p=0.006, η2p=0.09), with a moderate effect size. Post-hoc pairwise comparisons
indicated that the VAS scores at Review 1 and Review 2, were significantly higher than at baseline
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(R1 mean difference= 0.96, standard error = 0.36, p=0.01; R2 mean difference = 0.94, standard
error = 0.33, p=0.006), but did not differ significantly between the two review points.
VAS Analysis 3
A statistically significant effect of time was observed for patients who attended Initial Assessment
and all three reviews. The ANOVA indicated a significant effect of time (F(3,48)=7.365, p<0.001,
η2p=0.32). Post-hoc pairwise comparisons indicated that the VAS score at Review 3 was significantly
higher than that at the Initial Assessment (mean difference = 2.41, standard error = 0.56, p=0.001).
VAS scores did not differ significantly between the initial assessment and either Review 1 or 2,
between Reviews 1 and 2, or between Reviews 2 and 3. See Table 19 and Figure 12 below.
Table 19: Difference in EQ-5D VAS scores between assessment points.
EQ-5D VAS
Initial
Review 1 Review 2
Assessment
Mean
Mean
Mean (SD)
(SD)
(SD)
Patients who had only the
initial assessment and
4.91 (2.09)
5.87 (2.02)
review 1 (n=275)

Review 3
Mean
(SD)
-

Patients who had only the
initial assessment and
reviews 1 and 2 (n= 54)

4.93 (2.27)

5.89 (2.15)

5.87 (2.25)

-

Patients who had the initial
assessment and all reviews
(n=17)

4.00 (2.21)

4.47 (2.07)

5.35 (2.18)

6.41 (1.87)

a

Significant
differences
(p<0.05)
Review 1>
Initial
Assessment
Review 2 =
Review 1 >
Initial
Assessment
Review 3>
Initial
Assessment

Total number with a given response at relevant time points and not included in other ANOVAs.

Figure 12: Mean EQ-5D VAS scores for patients who completed all assessments.
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These findings, along with the observation that the initial assessment VAS scores were lowest in
those who attended all reviews, suggest that patients who had the greatest need remained in PEP
longer.
Utility score Analysis 1
A statistically significant difference in utility score was observed for patients who attended the Initial
Assessment and only Review 1. The ANOVA indicated that utility improved significantly with a large
effect size (mean difference = 0.07, standard error = 0.01; F(1,301) = 49.40, p<0.001, η2p=0.14).
Utility score Analysis 2
No statistically significant effect was observed for patients who attended the Initial Assessment,
Review 1 and Review 2. The ANOVA indicated no significant improvement in utility over time
(F(1.581, 93.30) = 1.638, p=0.204, η2p=0.03).
Utility score Analysis 3
No statistically significant effect was observed for patients who attended the Initial Assessment and
all three reviews. The ANOVA indicated that the effect of time was not significant (F(1.929, 28,929)
= 2.80, p=0.079, η2p= 0.16) when Greenhouse Geisser was reported to adjust for the observed
variation of the differences between all the combinations of the related groups not being equal
(Mauchly’s test χ2 = 17.832, p<0.001) although the partial eta squared value indicated a large effect
size. Small sample sizes are likely a large contributing factor as to why this analysis did not meet
significance and we cannot be confident that this did not occur by chance. See Table 20 and Figure
13 below.
Although this test did not meet significance when p<0.05, post-hoc pairwise comparisons did
indicate that the utility value at Review 3 was significantly higher than that at the Initial Assessment
(mean difference = 0.15, standard error = 0.07, p=0.039). Due to the main effect being only
marginally significant and the small sample size, this finding should be regarded with caution.
However it may suggest that for patients who attended all reviews, health utility improved compared
to baseline by the third review. If replicated in a larger sample in a subsequent year, this analysis
may provide more robust evidence.
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Table 20: Differences in EQ-5D utility scores between assessment points.
EQ-5D utility
Initial
Review 1
Review 2
assessment
Mean
Mean
Mean (SD)
(SD)
(SD)
Patients who had only the
initial assessment and
review 1 (n=302)
Patients who had only the
initial assessment and
reviews 1 and 2 (n=60)
Patients who had the initial
assessment and all reviews
(n=16)
**
a

Review 3
Mean
(SD)

0.58 (0.26)

0.65 (0.27)

-

-

0.59 (0.26)

0.61 (0.25)

0.64 (0.25)

-

0.47 (0.31)

0.51 (0.29)

0.52 (0.24)

0.63 (0.19)

Significant
differences
(p<0.05)
Review 1 >
Initial
Assessment
No
significant
differences
**Review 3
> Initial
Assessment

Note: this finding should be regarded with caution given that the ANOVA effect was marginal, and that
the sample size was small.
Total number with a given response at relevant time points and not included in other ANOVAs.

Figure 13: Mean EQ-5D utility scores for patients who completed all assessments.
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These findings largely mirrored those observed in the VAS data. Both sets of ANOVAs above
indicate that overall, PEP led to an improvement in health-related quality of life, as measured by the
EQ-5D. However, for some analyses, the effects did not reach significance. Again, the Initial
Assessment utility was lowest in those who attended all reviews, and for these patients no significant
improvement was seen until Review 3, in line with the idea that patients who had the greatest need
remained in PEP longer. Although patients who attended Reviews 1 and 2 did see some
improvement, these analyses indicate that this improvement was not greater than may have
occurred by chance.
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In order to assess whether there was any difference between changes in EQ-5D over time across
different levels of deprivation, an additional set of analyses was conducted. However, due to smaller
samples of patients who had attended Reviews 2 and 3 following the Initial Assessment, when split
by IMD quintile, sample sizes were insufficient to repeat the analyses conducted above, and only the
analysis of patient improvement between the Initial Assessment and Review 1 could be compared
across different levels of deprivation.
A mixed ANOVA with time point as a repeated-measures factor and IMD quintile as a betweengroups factor indicated that VAS scores were significantly higher at Review 1 (mean = 5.90,
SD=0.13) than at Initial Assessment (mean = 4.89, SD= 0.13; F(1,351) = 63.753, p<0.001, η2p= 0.15),
but that they did not differ significantly across quintiles (F(4,351) = 1.02, p=0.40, η2p= 0.01), and that
there was no interaction between assessment point and level of deprivation (F(4, 351) = 1.62,
p=0.169, η2p= 0.02).
The pattern of results was the same for utility values. Utility values were significantly higher at
Review 1 (mean = 0.65, SD=0.02) than at Initial Assessment (mean = 0.59, SD= 0.02; F(1,381) =
38.204, p<0.001, η2p= 0.09), but that they did not differ significantly across quintiles (F(4,381) = 1.56,
p=0.19, η2p<0.02), and there was no interaction between assessment point and level of deprivation
(F(4,381) = 0.06, p=0.99, η2p<0.01).
This suggests that for all levels of deprivation, the pattern of findings was the same, with similar
health-related quality of life scores at all time points and similar levels of improvement from the
Initial Assessment to Review 1.
EQ-5D-5L Summary
Overall, the results from the EQ-5D analysis indicated that health-related quality of life in the PEP
cohort was most affected by high levels of depression and/or anxiety. Evidence collected at different
assessment points indicated that the intervention appeared to be improving health-related quality of
life overall, although the effects were difficult to disentangle. In part this is due to the complex range
of issues faced by patients in PEP, some of which are likely to be improved through PEP support, but
some of which, including progressive long-term health conditions, are likely to continue to decline.
In addition, complexities surround the nature of the review system, whereby those who continue to
Review 3 are likely to be those with the greatest need. Those patients who have fewer needs or
those whose needs have been met, are likely to leave PEP sooner. As such, lower health-related
quality of life values for those who attended Review 3 are not unexpected. Of interest, there does
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not appear to be an effect of deprivation on the health-related quality of life improvements between
Initial Assessment and Review 1.

Healthcare utilisation: Primary care appointments
Descriptive analysis
The total numbers of PEP patients who were read-coded as ‘enrolled’ and were coded as having
primary care appointments at different lengths of time pre- and post- enrolment date were counted
and are presented in Table 21 and Figure 14 and 15. Due to differences in the terminology used for
coding, these datasets have been presented separately for each data system.
Table 21: Total primary care appointments pre and post PEP enrolment.
EMIS
Arrived
Booked
DNA
Left
Send in
Start call
Telephone – complete
Telephone – not in
Visited
Walked out
SystmOne
Arrived
Booked
Did Not Attend
Finished
In Progress
No Access Visit
Patient Walked Out
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3 months
Pre
Post
2
0
5
2
37
21
284
224
1
1
2
0
34
53
1
4
7
1
1
0
Pre
Post
0
1
4
6
99
103
1,563 1,412
1
1
0
0
4
2

6 months
Pre
Post
2
0
7
5
63
38
459
394
1
1
2
2
70
105
2
5
7
1
1
0
Pre
Post
0
0
6
11
161
163
2,568 1,914
2
2
2
1
7
4

9 months
Pre
Post
2
0
7
6
68
57
577
546
2
1
2
3
96
164
2
7
7
1
1
0
Pre
Post
0
1
12
17
227
266
3,379 3,326
4
3
2
1
8
6

12 months
Pre
Post
2
0
12
7
80
77
689
697
2
1
2
4
108
206
2
11
8
3
1
0
Pre
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Figure 14: Number of patients on the EMIS database with visits coded as ‘left’ pre and post PEP
enrolment.
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Figure 15: Number of patients on the SystmOne database with visits coded as ‘finished’ pre and post
PEP enrolment.
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Total patient numbers suggest that fewer visits were made following enrolment overall, but do not
indicate whether PEP enrolment reduced visits on a per-patient basis, nor whether any reductions
were greater than would be expected by chance.
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Inferential analysis
The average number of primary care visits per month for read-coded patients was compared before
and after PEP enrolment using paired-samples t-tests (Table 22). This was assessed at 3, 6, 9 and 12
months pre- and post- PEP in order to assess whether healthcare utilisation changes were affected
by the length of time since enrolment into PEP. These analyses were restricted to appointments
coded as ‘do not attend’, ‘finished’ or ‘left’, and ‘telephone – complete’ due to sample sizes.
Table 22: Average primary care appointments per month pre and post PEP enrolment.
3 months
6 months
9 months
12 months
Pre
Post
Pre Post
Pre
Post
Pre
Post
n
Mean Mean
n
Mean Mean
n
Mean Mean
n
Mean Mean
(SD)
(SD)
(SD) (SD)
(SD)
(SD)
(SD)
(SD)
SystmOne
Did not
106 0.32
0.31
84
0.26
0.20
76
0.35
0.17
62
0.36
0.19
attend
(0.35) (0.37)
(0.42) (0.36)
(0.70) (0.37)
(1.18) (0.35)
311 1.51
1.68 266 1.44
1.42 217 2.34
1.35 190 2.06
1.21
Finished
(1.80) (1.54)
(1.41) (1.20)
(2.47) (1.20)
(2.24) (1.29)
EMIS
Did not
24
0.51
0.29
19
0.35
0.21
13
0.08
0.22
16
0.09
0.17
attend
(0.62) (0.25)
(0.28) (0.34)
(0.18) (0.18)
(0.15) (0.21)
64
1.48
1.17
48
1.38
1.20
46
0.93
1.12
43
0.64
1.12
Left
(1.04) (1.08)
(0.97) (0.99)
(0.98) (0.98)
(0.89) (0.98)
Telephone 27
0.42
0.65
22
0.39
0.68
21
0.39
0.69
16
0.31
0.86
-complete
(0.61) (0.91)
(0.86) (0.74)
(0.81) (0.78)
(0.78) (0.70)
Note: Means highlighted in bold italics differed significantly for pre- and post- enrolment.
Comparisons of data retrieved from the SystmOne database indicated that patients made
significantly fewer visits per month coded as ‘did not attend’ in the 9 month period after enrolment
compared to the 9 month period before enrolment (t(75)= 2.95, p=0.004) but that the differences
observed at other time periods did not reach significance. In contrast, finished appointments were
significantly higher in the 3 months post enrolment than in the 3 months pre enrolment (t(310)=
2.04, p=0.042), however by 6 months there were no significant differences between before and after.
At both 9 and 12 months, finished primary care appointments had reduced compared with preenrolment. The mean difference observed at 9 months was -0.99 appointments (t(216)= 7.24,
p<0.001) and -0.85 appointments at 12 months (t(189)= 6.42, p<0.001).
Data retrieved from the EMIS database comprised smaller sample sizes, and as such the analyses are
less robust. Comparisons indicated that patients made marginally more visits per month coded as
‘did not attend’ in the 9 month period after enrolment (t(12)= 2.168, p=0.051), but there were no
other significant differences. Given that the effect was only marginal and the very small sample size,
this finding should be interpreted with a high degree of caution and replication with a larger sample
for accurate interpretation is recommended.
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With regard to visits coded as ‘left’, comparisons indicated that at the 3 month period, average
monthly visits had reduced post-enrolment compared with pre-enrolment, mean difference -0.31
appointments (t(63)= 2.34, p=0.022). At the 12 month period, average monthly visits had increased
post-enrolment compared with pre-enrolment, mean difference +0.48 appointments (t(42)= 2.38,
p=0.022). The differences at 6 and 9 months did not meet criteria for significance. The EMIS
database also contained sufficient data on completed telephone consultations for statistical
comparison. Results indicated that more telephone consultations were made per month in the 9
month period after enrolment than before, mean difference +0.3 consultations (t(20)= 2.70,
p=0.014). This was also observed in the 12 month periods after enrolment than the 12 month
periods before enrolment, mean difference +0.55 consultations t(15)= 3.82, p=0.002). No other
differences met significance. Again, given the small sample sizes these findings should be interpreted
with caution and replicated with larger sample sizes where possible.
Healthcare utilisation summary
Overall, findings regarding primary care visits are mixed with reference to PEP enrolment and do not
show a clear pattern. These analyses suffered from small sample sizes and do not reflect the whole
PEP cohort, but those with the most data seem to indicate that at 9 and 12 months post
intervention, there is a decrease in the number of finished primary care appointments. Aggregation
with data collected in the third year of PEP may allow us to establish whether this is a robust effect.

Healthcare utilisation: A&E visits
Descriptive analysis
The total numbers of PEP patients who were read-coded as ‘enrolled’ and were coded as having
A&E visit at different lengths of time pre- and post- enrolment date were counted and are presented
in Table 23 and Figure 16 and 17 below. As above, due to differences in the terminology used for
coding, these datasets have been presented separately for each clinical data system. Given the small
total numbers of appointments made by members of the PEP cohort, with few having made even one
visit in both the pre- and post- time periods, these figures were not compared statistically.
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Table 23: Total A&E appointments pre and post PEP enrolment.
3 months
Pre Post

EMIS
Asthma accident and emergency
attendance since last visit
Seen in accident and emergency
department
Seen in hospital casualty
Self-referral to accident and emergency
department
SystmOne
Seen in accident and emergency
department
Discharge from accident and emergency
service
Admission to accident and emergency
department
Self-referral to accident and emergency
department

6 months
Pre Post

9 months
Pre Post

12 months
Pre Post

0

0

1

0

1

1

1

1

0

0

0

0

1

0

1

0

14

13

23

21

29

26

31

36

0

1

2

1

4

4

6

5

Pre

Post

Pre

Post

Pre

Post

Pre

Post

18

16

28

31

37

48

51

60

12

16

18

31

27

46

34

58

1

0

2

0

2

0

4

0

4

0

7

0

7

1

7

1

Figure 16: Number of patients on the EMIS database with visits coded as ‘seen in hospital casualty’
pre and post PEP enrolment.
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Figure 17: Number of patients on the SystmOne database with visits coded as ‘seen in accident and
emergency department’ pre and post PEP enrolment.
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It can be seen that the numbers of patients ‘seen in hospital casualty’ recorded in the EMIS data
were similar pre- and post- PEP enrolment at the 3, 6 and 9 month period with a reduction of A&E
visits of one, two and three visits respectively. At 12 months there was an increase of five visits after
enrolment with PEP.
SystmOne data appears to indicate a decrease of two in the total numbers seen in A&E at 3 months
post enrolment. At 6, 9 and 12 month post-enrolment there is an increase in visits compared with
pre-enrolment of 3, 11 and 9 visits respectively though it is not clear what would have caused this.
It may result from progression of the long-term conditions suffered by members of the PEP cohort,
resulting in more unscheduled hospital admissions or may be due to other confounding variables.

Cost effectiveness
In the Year 1 evaluation, the total utility gain across the sample was calculated by multiplying the
difference between the EQ-5D utility at Initial Assessment and at follow-up review (0.036), by the
number of patients who attended the Initial Assessment (417). It was assumed that the utility gain
would last for the period of one year; therefore this value was multiplied by 1. This resulted in a
QALY gain across the sample of 15.04 QALYs, which was divided by the total Year 1 PEP cost of
£298,418, to result in an indicative cost/QALY of £19,842. This value falls just within the broadly
accepted cost-effective threshold of £20,000 used by NICE. As there are data from three review
points at the end of year two a more sophisticated approach must be taken.
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Applying the calculations from year one using just the total utility difference between initial
assessment and Review 1, and continuing to assume utility changes last a full year, the results are as
follows (Row 1 of Table 24):
Total intervention cost = £751,750
Total QALY gains across the sample = 68.95
Indicative cost/QALY = £10,902.83
However, it is clear from our EQ-5D utility analyses described above (see Table 24) that it cannot
be assumed that utility increases from the mean utility at Initial Assessment to the mean utility at
Review 1 was experienced by all patients who attended the Initial Assessment nor that it lasted for 1
year. Indeed the utility difference compared to Initial Assessment was smaller at Review 2 and
negative at Review 3. As such, some sensitivity and threshold analyses were conducted to
demonstrate the impact on the cost/QALY of using alternative values.
Rows 2 and 3 of Table 24 show the results of repeating the year one cost/QALY calculation using
the utility figures from Review 2 and 3. This does not produce such favourable results, with the
cost/QALY using Review 2 values above the NICE threshold, and no QALY calculated as no health
gain was demonstrated using Review 3 values.
Similarly, it could be assumed from the decreasing utility difference at later review points that the
treatment effect did not last a full year. Rows 5 and 6 in Table 24 show that even using the highest
utility difference between Review 1 and the Initial Assessment, the improvements would have to
continue for seven months for the cost/QALY to be within NICE’s threshold. Alternatively row 4
shows that if using the utility difference between Review 2 and the Initial Assessment, the utility
improvement would need to last for 16 months to result in a cost/QALY within the NICE threshold.

Page 57 of 150

NHS Leeds West Clinical Commissioning Group: Patient Empowerment Project Final Report
Table 24: Cost per QALY Sensitivity Analyses.
Length
Utility
of
difference
improvement
1. Review
1 utility vs.
IA
2. Review
2 utility vs.
IA
3. Review
3 utility vs.
IA
4. Review
2 utility vs.
IA
5. Review
1 utility vs.
IA
6. Review
1 utility vs.
IA
7. Review
1 utility vs.
IA
*

Total
attended
Initial
Assessment

Total
QALYs
gained
across
sample

Cost

Cost
per
QALY
gained

0.07

1 year

985

68.95

£751,750

£10,903*

0.03

1 year

985

29.55

£751,750

£25,440

-0.01

1 year

985

-9.85

£751,750

N/A

0.03

1 year and 4
months

985

39.30

£751,750

£19,128*

0.07

4 months

985

22.75

£751,750

£33,039

0.07

6 months

985

34.48

£751,750

£21.806

0.07

7 months

985

40.22

£751,750

£18,691*

Value below the cost-effectiveness threshold.

Overall, these sensitivity analyses demonstrate that the cost/QALY is vulnerable to very small
changes in the values of each of its components. The PEP intervention was not designed to measure
the duration of the utility differences that result from the intervention, and does not fulfil the needs
of such an analysis in multiple ways. For example, EQ-5D scores after the PEP intervention are only
measured in those who return to follow-up reviews, thereby resulting in a large amount of missing
data. This may be unavoidable due to the nature of the intervention, whereby those whose needs
have been met at earlier reviews are unlikely to return for reviews 2 and / or 3.
The above calculations assume that the change in utility between the means of two time points was
experienced by all patients who had the Initial Assessment. It can be seen by the earlier EQ-5D
analyses that this was not the case, and due to missing data for individuals who did not return to
later reviews, it is not possible to systematically account for these differences. Moreover, it is
difficult to attribute all utility change to PEP itself, as the group are heterogeneous and may receive
support from other sources or changes in utility be subject to confounding variables.
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In order to conduct a robust cost-effectiveness analysis in future, collection of EQ-5D data would
need to be conducted for all patients separately to the progress assessments to generate more
accurate evidence-based inputs for the parameters in the cost/QALY calculation. Should it be
possible, and should accurate evidence have been generated, allocations of resources dedicated to
cost-effectiveness analysis should be increased. This would allow for a full economic model to be
built in order to incorporate all of the complexities usually included in cost-effectiveness analyses
submitted to NICE.
It should also be noted that the healthcare utilisation data did not show clear patterns of change
following PEP enrolment. Moreover, the collected data do not lend themselves to robust costeffectiveness analysis.

Summary of findings for the aim: improve the wider health and wellbeing of
patients.
An average decrease in the average HbA1c scores of 1.72mmol/mol was seen for patients with
diabetes after enrolment with PEP though it failed to reach statistical significance and both pre and
post intervention values were above the recommended target for HbA1c. A reduction of 15% in the
percentage of hypertensive readings in patients with CVD was recorded though no statistical
inference can be drawn due to limitations of the data. Finally, for patients with COPD there was
typically no change in the MRC score recorded before and after enrolment with PEP. The outcomes
relating to the fourth target long term condition, depression, will be considered below.
For SWEMWBS mental wellbeing scores increased between Initial Assessment and Reviews 1 and 2,
but decreased by Review 3. There was a statistically significance increase from Initial Assessment at
Review and Review 2 but not between Review 1 and Review 2. The analysis at all four time points
was underpowered and not significant though a large effect size was observed suggesting some
meaningful change amongst the scores.
The scores in the PEP cohort were lower than for the population norm at all review dates. It should
be noted that the SWEMWBS scale has been validated for use in the general population rather than
a mental health or clinical population. When considering changes in mental wellbeing in relation to
the level of deprivation experienced by patients it can be seen that each of the five quintiles
improved at the first review with the biggest improvement seen in those in the ‘moderate
deprivation’ group.
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Overall, the results from the EQ-5D analysis indicated that health-related quality of life in the PEP
cohort was most affected by high levels of depression and/or anxiety. Problems with self-care and
mobility were relatively rare, and slightly more people reported moderate or extreme problems
with usual activities or pain and discomfort. For patients who attended follow-up when comparing
direction of change in VAS and utility scores across assessment points, the highest proportion of
patients was consistently those who ‘improved’ over time (35-72%). This indicates that for the
majority of PEP patients, improvements in overall health-related quality of life could be observed.
Statistical analysis of patients who attended follow-up reviews in the intended sequence indicated
that both the VAS and utility scores increased at each review point. However, these upward
increases were not always statistically significant, meaning it is difficult to tell whether they occurred
by chance. There does not appear to be an effect of deprivation on the health-related quality of life
improvements between Initial Assessment and Review 1.
For healthcare utilisation, analysis of primary care appointments and A&E visits before and after PEP
gave mixed results and did not show a clear pattern. This may be due to small sample sizes. In
SystmOne practices a statistically significant increase in the number of appointments completed in
the three months after enrolment with PEP was observed. However, at 9 and 12 months after
enrolment the number of appointments was significantly reduced. Significantly fewer ‘Did Not
Attends’ were recorded at 9 months post enrolment though not at any other time point. A&E visits
increased at 6, 9 and 12 months after enrolment with PEP.
In EMIS practices marginally more ‘Did Not Attends’ were observed at 9 months post enrolment
with PEP though not at any other time point. At 3 months post enrolment completed appointments
were significantly fewer than the three months prior to enrolment though by 12 months post
enrolment the average number of appointments had significantly increased. There were also more
telephone consultations made in the 9 and 12 month period after enrolment than before. A&E visits
were decreased at 3, 6 and 9 months after enrolment but increased at 12 months after enrolment.
The effects of the small sample size should be considered when reviewing these results.
With regards to assessment of cost-effectiveness, it is important to note that the design of the utility
data collection did not provide sufficient data for robust QALY calculation as it does not follow up
all patients who attended the initial PEP assessment to provide an accurate indication of utility
change. Additionally, it is not collected for an appropriate time period to accurately demonstrate
the duration of any utility change that results from PEP. As such, any assessments of costeffectiveness are indicative only, and should be interpreted with great caution. Sensitivity analysis
indicates that the health gain recorded at Review 1would need to be experienced by patients for a
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minimum of seven months to be cost-effective and if a smaller health gain was recorded, i.e. that
reported at Review 2, it would need to be experienced by patients for 16 months in order to be
cost-effective.
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Improvement in patient’s self-reported well-being and ability to self-manage
their condition
As described in the methods section to assess the impact of PEP against the aim of improving the
patient’s self-reported wellbeing and ability to self-manage their condition the outcomes for the
ONS wellbeing questions and bespoke self-efficacy questions will be considered here.

ONS wellbeing questions
The sample size for each item varied for the descriptive and inferential analysis as the latter included
only those respondents who provided responses for all the time points required rather than
including all service users who provided a response at each time point.
Descriptive analysis
The three ONS items in the survey were all responded to on a 0-10 point Likert response scale,
with higher scores indicative of a more positive response, except for the anxiety scale for which a
higher score indicates greater anxiety. For ease of reporting, the anxiety score was reverse scored,
such that a high score represents a more positive (lower level of anxiety) finding. The reverse
scoring does not affect the findings in anyway; rather, it makes interpretation easier, with all 3 items
able to be interpreted as ‘a higher score is a more positive finding’.
Table 25 shows the mean score and variability for the ONS happiness item and compares the score
at each time point to population average score recorded from the 2012 / 2013 Annual Population
Survey. Scores tend to increase from Initial Assessment to Review 1 before decreasing at Review 2
and again at Review 3 remaining below the population average throughout. Responses at all time
points fall into a normal distribution, with the majority of skew and kurtosis values falling within the
acceptable range (less than 1) and modal scores of 5 and 7, falling within the middle of the 0-10
response scale.
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Table 25: PEP cohort happiness item score at each time point.
Statistic
Population mean score
Mean
Standard deviation
Mode
Minimum
Maximum
Skew
Kurtosis

Initial
Assessment
(N=872)
7.3
4.13
2.41
5
0
10
0.13
-0.47

Review 1

Review 2

Review 3

(N=375)
7.3
5.55
2.51
5
0
10
-0.29
-0.50

(N=132)
7.3
5.44
2.56
7
0
10
-0.23
-0.76

(N=52)
7.3
4.81
2.57
7
0
10
-0.08
-0.86

Table 26 shows the mean score and variability for the ONS satisfaction item and compares the score
at each time point to population average score recorded from the 2012 / 2013 Annual Population
Survey. Scores tend to increase from Initial Assessment to Review 1 before decreasing at Review 2
and again at Review 3 remaining below the population average throughout. Responses at all time
points fall into a normal distribution, with the majority of skew and kurtosis values falling within the
acceptable range (less than 1) and modal scores of 5 and 7, falling within the middle of the 0-10
response scale.

Table 26: PEP cohort satisfaction item score at each time point.
Statistic
Population mean score =
Mean
Standard deviation
Mode
Minimum
Maximum
Skew
Kurtosis

Initial
Assessment
(N=849)
7.5
3.71
2.53
5
0
10
0.30
-0.57

Review 1

Review 2

Review 3

(N=368)
7.5
5.15
2.64
5
0
10
-0.23
-0.66

(N=130)
7.5
5.05
2.56
5
0
10
0.01
-0.50

(N=52)
7.5
4.27
2.55
5
0
9
0.05
-1.02

Table 27 shows the mean score and variability for the ONS anxiety item (reversed scoring) and
compares the score at each time point to population average score recorded from the 2012 / 2013
Annual Population Survey. Scores tend to increase from Initial Assessment to Review 1 before
decreasing at Review 2 and again at Review 3 remaining below the population average throughout.
Responses show a peaked distribution (kurtosis values greater than 1 at each time point) and a
modal score of 10 (‘not at all anxious’) at each time point. This is not unexpected given the nature
of anxiety which could be considered to have a clinical underpinning, with people tending to
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experience it to varying levels or not at all, compared with happiness or satisfaction which would be
expected to fall within a more normal distribution.
Table 27: PEP cohort anxiety item score at each time point (reverse scored).
Statistic
Population mean score
Mean (reversed scoring)
Standard deviation
Mode
Minimum
Maximum
Skew
Kurtosis

Initial
Assessment
(N=833)
7.0
(equivalent of
3.0)
4.89
3.16
10
0
10
0.21
-1.08

Review 1

Review 2

Review 3

(N=361)
7.0
(equivalent
of 3.0)
5.83
2.98
10
0
10
-0.11
-1.03

(N=132)
7.0
(equivalent
of 3.0)
5.82
2.95
10
0
10
-0.07
-1.07

(N=50)
7.0
(equivalent
of 3.0)
5.56
3.00
2
0
10
0.02
-1.13

Inferential analysis
To test the statistical significance of the change in mean scores at each time point, several analyses
were performed on the three ONS scores.
Analysis 1
A statistically significant increase from Initial Assessment to Review 1with a medium effect size was
observed for happiness and satisfaction scores with a small effect size for anxiety scores. Table 28
shows the paired sample t-test for all three ONS items based on sample sizes of 260 (happiness),
249 (satisfaction) and 243 (anxiety).
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Table 28: ONS item scores at Initial Assessment and Review 1 only.

Item

Initial
Review
Sample
Assessment
1
size*
mean
mean

Happiness

N=260

4.22

5.59

Satisfaction

N=249

3.93

5.32

Anxiety

N=243

4.98

5.76

Significance (*
significant at
p≤0.05) and
effect size
*p≤0.001;
Cohen’s d =0.53
(medium effect
size)
*p≤0.001;
Cohen’s d =
0.56 (medium
effect size)
*p≤0.001;
Cohen’s d = 0.2
(small effect size)

Post hoc
comparison
(where significant
overall difference
found)
-

-

-

* Only service-users with responses at Initial Assessment and Review 1 were entered into analysis rather than
all service users who provided responses at these two time points.

Analysis 2
Table 29 shows that for the happiness and satisfaction items a statistically significant effect of time
was found between the Initial Assessment and Review 1 and the Initial Assessment and Review 2
with a large effect size but not between Review 1 and 2. No significant difference was found between
these time points for the anxiety item. A one way within groups ANOVA compared mean scores
over time for those service-users who provide scores at Initial Assessment, Review 1 and Review 2
only. This gave the sample sizes of 51 (happiness), 49 (satisfaction) and 49 (anxiety).
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Table 29: ONS item scores at Initial Assessment, Review 1 and Review 2 only.

Item

Happiness

Satisfaction

Anxiety

Initial
Sample
Assessment
size
mean

N=51

N=49

N=49

4.42

3.99

5.65

Review
1 mean

5.86

5.30

6.22

Review
2 mean

Significance
(*
significant
at p≤0.05)
and effect
size

5.61

*p≤0.001; eta
square =
0.24 (large
effect size)

5.57

*p≤0.001; eta
square 0.32
(large effect
size)

5.84

p=0.45; eta
square =
0.03 (small
effect size)

Post hoc
comparison
(where
significant
overall
difference
found)
Significance
difference lies
between initial
assessment and
review 1 and
initial
assessment and
review 2
Significant
difference lies
between initial
assessment and
review 1 and
initial
assessment and
review 2 scores
only
-

* Only service-users with responses at Initial Assessment, Review 1 and Review 2 were entered into analysis
rather than all service users who provided responses at these two time points.

Analysis 3
Table 30 shows that for the happiness item a statistically significant effect of time was found between
the Initial Assessment and Review 1 and between Review 1 and 3 with a large effect size. For the
satisfaction item a statistically significant effect of time was found between the Initial Assessment and
Review 3 only with a large effect size. No significant difference was found between these time points
for the anxiety item though the large effect size may suggest some meaningful difference exists. A
one way within groups ANOVA compared mean scores over time for those service-users who
provide scores at Initial Assessment, Review 1, Review 2 and Review 3 only. This gave the sample
sizes of 17 (happiness), 15 (satisfaction) and 15 (anxiety). Figure 17 illustrates the mean scores on all
three ONS items at each time point.
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Table 30: ONS item scores at Initial Assessment, Review 1, Review 2 and Review 3 only.
Post hoc
comparison
Significance
Initial
Review Review Review
(where
(*at p≤0.05)
Sample
Item
Assessment
1
2
3
significant
size
and effect
mean
mean
mean
mean
overall
size
difference
found)
Significance
difference lies
*p≤0.001; eta
between
square = 0.75
initial
Happiness
N=17
3.82
4.35
5.29
6.35
(large effect
assessment
size)
and review 3
and review 1
and review 3
Significant
difference lies
*p≤0.05; eta
between
square = 0.47
Satisfaction N=15
3.43
4.20
4.70
5.13
initial
(large effect
assessment
size)
and review 3
scores only
p=0.35; eta
square = 0.15
Anxiety
N=15
4.80
5.20
-5.53
3.73
(large effect
size)

* Only service-users with responses at Initial Assessment Review 1, Review 2 and Review 3 were entered into
analysis rather than all service users who provided responses at these two time points.
Note: For all items, higher scores are indicative of better wellbeing (i.e. higher happiness and satisfaction and
lower anxiety).

Figure 17: Mean ONS scores for patients who attended Review 1, Review 2 and Review 3 only.
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ONS wellbeing questions summary
The mean scores for the happiness item increase at each time point with a statistically significant
effect found between Initial Assessment and each review point. Mean scores for the satisfaction item
increase at each time point with a statistically significant effect found between Initial Assessment and
each review point. Mean scores for the anxiety item (reversed scored) increased at the first two
review points but then decreased at Review 3. A statistically significant effect was found between
Initial Assessment and Review 1 only possibly due to the more significant needs of those falling into
this sample.

Health-related self-efficacy
The single health related self-efficacy item was eligible for completion by all patients. This resulted in
a maximum sample size of 943. The response scale to the question ‘How confident are you that you
can manage your own health?’ indicated increasing confidence with higher scores.
Descriptive analysis
Table 31 shows that the mean score increased from Initial Assessment to Review 1 and to Review 2,
before decreasing at Review 3 to a level below what it was at Initial Assessment. Responses for each
time point formed a normal distribution, with a concentration of service-users scoring within the
middle of the response scale, decreasing out towards the extremes of the response scale (scores of
1 and 5).
Table 31: PEP cohort health-related self-efficacy score at each time point.
Statistic
Mean
Standard deviation
Minimum score
Maximum score
Skew
Kurtosis

Initial assessment
(N= 943)
2.92
1.18
1
5
0.10
-0.84

Review 1
(N=393)
3.16
1.10
1
5
-0.06
-0.71

Review 2
(N=130)
3.28
1.09
1
5
-0.10
-0.77

Review 3
(N=53)
2.74
1.02
1
5
-0.11
-0.71

Inferential analysis
To test the statistical significance of the change in mean scores at each time point, several analyses
were performed on the health-related self-efficacy score.
Analysis 1
A statistically significant increase in mean scores was observed from Initial Assessment to Review
1.A paired samples t-test compared mean scores over time for patients who provided scores at
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Initial Assessment and Review 1 only. This provided a sample size of 290. Table 32 shows that the
paired samples t-test found there to be a statistically significant increase in scores (t(289)=-3.42,
p≤0.001) from Initial Assessment (mean=2.99, SD=1.13) to Review 1 (mean=3.23, SD=1.11). The eta
squared statistic (0.04) indicates the difference in scores to equate to a small effect size.
Table 32: Mean health-related self-efficacy score for patients at Initial Assessment and Review 1 only.
Statistic
Mean confidence rating

Initial Assessment
2.99

Review 1
3.23

Analysis 2
A significant effect of time was observed between Initial Assessment and Review 1 and 2. A one way
within groups ANOVA compared mean scores over time for those service-users who provided
scores at Initial Assessment, Review 1 and Review 2 only see Table 33. This provided a sample size
of 57. The variation of the differences between all the combinations of the related groups was not
equal (Mauchley’s test χ2 (2)=6.25, p≤0.05) therefore, the Greenhouse-Geisser test of the difference
in mean scores at each time point is referred to for a valid F-ratio. This was found to be significant
(Greenhouse-Geisser=7.91, F(1.8, 101.1)=5.57, p≤0.05). This indicates that there is a significant
difference in confidence ratings somewhere across the time points. To identify where the difference
lies, a series of post hoc t –tests were performed These comparisons were adjusted using
Bonferroni correction to reduce the likelihood of finding a significant difference due to chance when
running multiple tests on a single set of data. The only significant difference across the time points
was found to be between Initial Assessment and Review 1, p≤0.01.
Table 33: Mean health-related self-efficacy score for patients at Initial Assessment, Review 1 and
Review 2 only.
Statistic
Mean confidence rating

Initial Assessment
2.96

Review 1
3.21

Review 2
3.49

Analysis 3
No significant effect of time was observed between Initial Assessment and all three review points
though the analysis was underpowered due to the small sample size. A one way within groups
ANOVA compared mean scores over time for those service-users who provide scores at Initial
Assessment, Review 1, Review 2 and Review 3 only. This provided a sample size of 17 see Figure 18
for the mean score at each time point.
As the variation of the differences between all the combinations of the related groups were equal
(Mauchley’s test χ2 (5) =6.95, p=0.23) the Wilks’ Lambda, which looks at the difference between the
means of a number of groups on a combination of dependent variables, indicated there to be a non-
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significant effect of time on confidence ratings (Wilks’ Lambda=0.92, F(3, 14)=0.41, p=0.75). The
partial eta square statistic of 0.08 equates to a moderate effect size (Cohen, 1988).
Figure 18: Mean health-related self-efficacy score for patients at Initial Assessment, Review 1, Review

Mean Health-Related Self-Efficacy Score
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Health-related self-efficacy summary
A statistically significant effect was found between Initial Assessment and Review 1 only with the
mean scores for the health-related self-efficacy increasing at each time point before decreasing at
Review 3 to a level below that recorded for the Initial Assessment.

Confidence managing long term conditions
Five additional questions were completed by those experiencing one or more of the four target
health conditions using a five point Likert scale, with higher scores indicative of greater confidence.
Descriptive analysis
Replicating the approach taken for the end of year one no inferential statistics were performed on
these items. The mean scores were calculated for all four time points and are summarised in Table
34.
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Table 34: Long term conditions confidence items.
Item: How confident are you
that you can…
1. Do all the things necessary to
manage your illness on a day to
day basis
2. Judge when changes in your
illness mean you should visit a
doctor
3. Cope with your illness so that it
does not affect your everyday life
4. Take your medicines to reduce
how much your illness affects your
everyday life
5. Do other things other than just
taking medicines to reduce how
much your illness affects your
everyday life

Mean at
Initial
Assessment
(N=681)

Mean at
Review 1
(N=218)

Mean at
Review 2
(N=81)

Mean at
Review 3
(N=39)

2.36

2.83

2.62

2.69

3.08

3.48

3.38

3.51

1.99

2.58

2.63

2.51

3.36

3.71

3.78

3.56

1.98

2.74

2.53

2.70

All five items had higher mean confidence score at each review point than at Initial Assessment
though no consistent pattern could be found for the scores at each time point for each item. The
highest levels of confidence were shown at Initial Assessment for item 2 (judge when illness means
visit doctor) which then increased at each review point with a dip at Review 2 and item 4
(medication taking) which then increased at each review point with a decrease at Review 3.
The lowest levels of confidence were shown for item 3(cope with illness) though this increased at all
review points with a decrease at Review 3 and item 5 (do things other than taking medication) which
then increased at each review point with a dip at Review 2. Item 1 also demonstrated an increase
from Initial Assessment in confidence at each review point but decreases from Review 1 onwards.
These findings suggest that people may feel more confident with the medical management of their
condition than the more holistic options for care that may reduce how much their illness impacts
their everyday life throughout the duration of their engagement with PEP. This may reflect the fact
that those patients with more complex needs are still engaged with PEP at the follow up
assessments.
Confidence managing long term conditions summary
Confidence increased from Initial Assessment across all five items relating to the management of
long term conditions though no consistent pattern could be found in relation to the decreases in
confidence observed at different review points for different items. Patients reported higher levels of
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confidence in relation to judging when changes in their illness meant they should visit a doctor and
taking their medication to reduce how much their illness affected their everyday life. These findings
suggest that people may feel more confident with the medical management of their condition than
the more holistic options for care that may reduce how much their illness impacts their everyday life
though consideration should be given to the complex needs of those patients remaining engaged
with PEP.

Summary of findings for the aim: Improvement in patient’s self-reported wellbeing and ability to self- manage their condition
Improvements in well-being were observed in the outcomes for the ONS items of happiness and
satisfaction. Statistically significant improvements in well-being were found for the mean scores at
each review point for both items. Mean scores for the anxiety (reversed scored) increased at the
first two review points, with a statistically significant improvement found between Initial Assessment
and Review 1 but then decreased at Review 3.
For the whole cohort health related self-efficacy increased at each time point before decreasing at
Review 3 to a level below that recorded for the Initial Assessment. A statistically significant effect
was found between Initial Assessment and Review 1 only.
For those with one or more of the four target long term conditions confidence increased from Initial
Assessment across all five items relating to the management of long term conditions though no
consistent pattern could be found in relation to the decreases in confidence observed at different
review points for different items. Patients reported higher levels of confidence in relation to judging
when changes in their illness meant they should visit a doctor and taking their medication to reduce
how much their illness affected their everyday life. These findings suggest that people may feel more
confident with the medical management of their condition than the more holistic options for care
that may reduce how much their illness impacts their everyday life though consideration should be
given to the complex needs of those patients remaining engaged with PEP.
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Make it easier for primary care to access local services and therefore reduce
service fragmentation
As described in the methods section to assess the impact of PEP against the aim of making it easier
for primary care to access local services and therefore reduce service fragmentation the findings
from the primary care staff survey (Q1, 2, 4, 5, 6, 7, 8 and 12) will be considered here.

Primary care staff survey responses
The aim of the primary care staff survey was to capture the perceptions of primary care staff across
the CCG of different aspects of PEP. Based on the approximated number of attendees at the LDS
the response rates were as follows:
 January 2015 (4 months after intervention) – 34%
 July 2015 (10 months after intervention) – 19%
 October 2016 (24 months after intervention) – 27%. It should be noted that this response
rate is inclusive of a small number of online surveys which were retained in the analysis and so
is not the true response rate for the LDS. This response rate would be 19%.
Table 35 provides details of the survey respondents in relation to the range of practices and staff
members who have completed the survey.
Table 35: Characteristics of survey respondents.
Number of practices
Data collection point
represented*
4 months post
13 practices
implementation
10 months post
implementation

9 practices

24 months post
implementation

13 practices

Staff groups and number of
respondents*
Administration (2)
GP Partner (16)
Practice Manager (2)
GP Partner (9)
Practice Manager (2)
Practice Nurse (1)
Business Manager (1)
GP Partner (9)
Practice Manager (3)
Practice Nurse (2)

*Where identified by respondent.

Primary care staff survey findings
I am aware of the Leeds West PEP.
Figure 19 shows that at all three data collection points the majority of survey respondents agreed
they were aware of PEP. At ten months post implementation this increases and remains at 100% of
respondents.
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Figure 19: I am aware of the Leeds West PEP.
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I am aware of the purpose of the Leeds West PEP.
Figure 20 shows that all three data collection points the majority of survey respondents agree that
they were aware of the purpose of PEP with the proportion increasing from 85% to 95%
throughout the intervention period.
Figure 20: I am aware of the purpose of the Leeds West PEP.
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Referral to the Leeds West PEP is seen as an important service offered by our practice.
Figure 21 shows that throughout the intervention period the proportion of respondents who agree
that referral to PEP was an important service offered by their practice increased from 55% to 84%.
Figure 21: Referral to the Leeds West PEP is seen as an important service offered by our practice.
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Since the start of the Leeds West PEP practice staff and members of the PEP team talk more.
Figure 22 shows that throughout the intervention period less than half of respondents agreed that
practice staff and members of the PEP team had talked more since the start of PEP and that this
reduced from 45% to 37%.
Figure 22: Since the start of the Leeds West PEP practice staff and members of the PEP team talk
more.
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Since the start of the Leeds West PEP practice staff and members of the PEP team now work
together better.
Figure 23 shows that throughout the intervention period approximately half of respondents agreed
that practice staff and members of the PEP team worked together better since the start of PEP.
There was in reduction in the number of staff agreeing that practice staff and members of the PEP
team worked together better towards the end of the first year.
Figure 23: Since the start of the Leeds West PEP practice staff and members of the PEP team now
work together better.
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Since the start of the Leeds West PEP practice staff talk more with other organisations about
providing care and support for our patients.
Figure 24 shows that throughout the intervention period there was an increase from 30% to 53% in
the proportion of respondents who agreed that practice staff talked more with other organisations
about providing care and support for patients. Towards the end of the first year of delivery this had
reduced to 25% of respondents.
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Figure 24: Since the start of the Leeds West PEP practice staff talk more with other organisations
about providing care and support for our patients.
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Since the start of the Leeds West PEP practice staff work better with other organisations to provide
care and support for our patients.
Figure 25 shows that in the early stages of implementation 25% of respondents agreed that practice
staff worked better with other organisations to provide care and support to patients. This increased
throughout the intervention period to 37%.
Figure 25: Since the start of the Leeds West PEP practice staff work better with other organisations
to provide care and support for our patients.
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There has been a positive impact on my work load since the start of the Leeds West PEP.
Figure 26 shows that in the early stages of implementation 20% of respondents agreed that there
had been a positive impact on their work load since the start of PEP. This increased throughout the
intervention period to 37% of respondents.
Figure 26: There has been a positive impact on my work load since the start of the Leeds West PEP.
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Summary of findings for the aim: Make it easier for primary care to access local
services and therefore reduce service fragmentation
Due to the small number of responses at each data collection point to the primary care staff survey
the sample size and response rate lack statistical power and these findings should be viewed with
caution. Furthermore, as the results are based on a small self-selected convenience sample there
may be characteristics shared by those who completed the survey which may not be representative
of primary care staff in the CCG as a whole and some level of bias may be present in the results.
Indeed, as the majority of respondents at each time point are GP partners the findings may not be
representative of the experiences of other staff groups of interest for the CCG nor can the findings
be considered representative of the experiences of PEP for all 37 member practices of the CCG as
only around a third of practices are included in the findings at each time point.
When considering whether PEP has made it easier for primary care to access local services and
therefore reduce service fragmentation it can be seen that the majority of survey respondents were
aware of the existence and purpose of PEP throughout the intervention period and that an
increasing proportion of respondents agreed that referral to PEP was an important service to offer.
However, less than half of respondents agreed that practice staff and PEP staff talked more or
worked together better.
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The number of respondents agreeing that practice staff talk more or work better with other
organisations to provide care and support for patients was also lower than, or around half,
throughout the intervention period and less than half of respondents agreed that PEP has had a
positive impact on their work load.
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Increase uptake of prevention / support / self-care management groups
As described in the methods section to assess the impact of PEP against the aim to increase uptake
of prevention / support / self-care management groups the findings from the survey of the services
and organisations that PEP refer or signpost patients on to along with the information on the range
of groups commissioned by the PEP provider will be considered here.

Services survey responses
The aim of the services survey was to capture the positive and negative impacts of PEP across the
wider voluntary and community sector in Leeds West. There was a 33% response rate to the
survey.

Services survey findings
Are you aware of the Leeds West Patient Empowerment Project (PEP)?
Figure 27 shows that the majority of survey respondents (77%) indicated that they were aware of
the Patient Empowerment Project commissioned by Leeds West CCG. Around a fifth of
respondents indicated that they were not aware of PEP; these respondents were then excluded from
the analysis of subsequent survey items.
Figure 27: Are you aware of the Leeds West Patient Empowerment Project?
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To what extent do you agree that sign posting / referral by the Patient Empowerment Project (PEP)
has affected the number of service users / clients that you have seen in your service / group?
Figure 28 shows that 70% of survey respondents agreed or strongly agreed that PEP had affected the
numbers of service users / clients that they had seen in their service / group. Twelve percent of
respondents strongly disagreed that PEP had affected the number of service users / clients they had
seen in their service or group.
Figure 28: To what extent do you agree that sign posting / referral by the Patient Empowerment
Project (PEP) has affected the number of service users / clients that you have seen in your service /
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Do you think that the Patient Empowerment Project (PEP) has increased or decreased the number
of service users / clients you have seen?
Figure 29 shows that over half of respondents (59%) thought that PEP had increased the number of
service users / clients that their service / group had seen though 41% indicated that PEP had not
affected the number of service users / clients they had seen.
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Figure 29: Do you think that the Patient Empowerment Project (PEP) has increased or decreased the
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What positive impacts has the Patient Empowerment Project (PEP) had on the delivery of your
service / group?
Comments were left by 16 respondents in response to the question ‘What positive impacts has the
Patient Empowerment Project (PEP) had on the delivery of your service / group?’ Half of these
comments related to an increase in the number of referrals that the service / groups had received as
a result of the project:
“It has brought in some new members that would otherwise not joined XXXXX.” Respondent 4.
A large proportion of comments (n=6) related to the positive impact of an increased awareness of
other local services and groups which may be of benefit to their own service users. This includes
both other voluntary and community sector groups and services and those offered by statutory
organisations such as Leeds City Council:
“…it has been good to work further with other services in the area.” Respondent 7.
Other comments (n=5) suggested that a positive impact of PEP was its role as a resource offering
access to additional support for service users, support that individual organisations and services
were not directly able to provide:
“There have been a few referrals / enquiries made by our service to the PEP team which have resulted
in some clients being signposted / supported to access other relevant services specific to their
particular needs.” Respondent 5.

Page 82 of 150

NHS Leeds West Clinical Commissioning Group: Patient Empowerment Project Final Report
Some comments (n=4) indicate that a positive impact of PEP has been from its support for positive
changes that service users were already making:
“It has been used to provide social support to our clients in their recovery and has helped them to
sustain positive changes and build on changes already made.” Respondent 6.
A few comments (n=2) suggested that a positive impact of PEP had been the development of positive
working relationships with the PEP team:
“Good working relationships developed with some workers from PEP.” Respondent 11.

What negative impacts has the Patient Empowerment Project (PEP) had on the delivery of your
service / group?
Comments were left by 15 respondents in response to the question ‘What negative impacts has the
Patient Empowerment Project (PEP) had on the delivery of your service / group?’ The majority of
respondents (n=10) commented that there had been no negative impact from PEP on their service
or group.
“None as far as we are aware!” Respondent 3.
Some comments (n=3) indicated negative impacts in relation to referrals. This includes inappropriate
referrals from PEP workers, a disappointing number of referrals or issues relating to the increase of
referrals with no corresponding increase in funding:
“There have been some incidents of inappropriate referrals from PEP to our service…” Respondent 5.
Other individual comments suggested that there had formerly been some communication difficulties
with PEP (though these had improved), or that there was a lack of awareness of the PEP project
locally in comparison to other areas of Leeds West:
“Anecdotally we do hear that most PEP work / referrals happen in the Bramley end of West Leeds.”
Respondent 15.
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Groups developed or supported by PEP
Barca-Leeds collated information on the number and range of prevention / support / selfmanagement groups developed by PEP where it was noted at assessment that appropriate support
groups or services did not exist, See Table 36 below.
Table 36: Number and range of prevention / support / self-management groups developed by PEP.
Groups developed by PEP
Diabetes Group
West Leeds Social Group
Healthy Cooking at BLC
Arthritis PALS
Dog Walking Group
Eating Disorder Focus group
Yeadon Wellbeing Group

Groups supported / commissioned by PEP
3x Headspace Groups
Managing Your Mental Health
Chronic Pain Management

Summary of findings for the aim: Increase uptake of prevention / support / selfcare management groups
The majority of survey respondents were aware of PEP and of these a high proportion agreed that
PEP had increased the numbers of service users / clients they had seen.
Respondents indicated that PEP had positive impacts on the voluntary and community sector in
West Leeds including this increase in referrals, increased awareness of other organisations and
services available to service users and the additional support that these could provide.
The negative impacts identified by respondents of PEP on the wider voluntary and community sector
were limited but some negative impacts on referrals were reported (i.e. inappropriate, unfunded). A
disparity of engagement with PEP across Leeds West was also noted.
As a consequence of the low response rate the representativeness of these findings for all services
and organisations that receive referrals or signposting from PEP is likely to be limited. The number
of responses to the survey did not reach the level required for a confidence level of 95% with a 5%
margin of error. It should also be noted that the small sample generated through opportunity
sampling may be subject to a systematic bias in the characteristics of those who completed the
survey.
A range of support groups have also been developed by PEP to increase the uptake of prevention
and self-management support.
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Promote social inclusion in local communities
As described in the methods section to assess the impact of PEP against the aim of promoting social
inclusion in local communities the outcomes of the recommendations, referrals and supported to
attend data will be considered here along with the patient postcodes contained within the provider
data.

Geographical spread
Table 37 shows that at Initial Assessment all Leeds West postcode areas were represented with the
exception of WF12. The percentage of patients referred from individual Leeds West postcode areas
varies from 1.0% up to 25.5% and there appears to be an uneven distribution in the PEP cohort
between postcode areas with 43.1% of patients in two postcode areas LS12 (17.6%) and LS13
(25.5%). A number of patients (3.2%) lived outside the Leeds West postcode area.
At Review 1 there were a greater proportion of patients from LS12 and LS13 engaged with PEP but
at Review 2 this also includes a high proportion of patients from LS6 and LS27. At Review 3 the
greatest proportion of patients engaged with PEP come from LS13, LS19 and WF3 postcodes. This
suggests there is a greater proportion of patients from the LS13 postcode engaged with PEP at all
stages.
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Table 37: PEP status by postcode area of residence.
Postcode
BD1
BD3
BD10
BD11
CR0
HX3
LS1
LS2
LS3
LS4
LS5
LS6
LS7
LS8
LS9
LS10
LS11
LS12
LS13
LS14
LS16
LS17
LS18
LS19
LS20
LS27
LS28
LS29
WF2
WF3
WF17
a

Initial
Assessment
(N= 974a)
0.0% (0)
0.1% (1)
0.2% (2)
1.0% (10)
0.1% (1)
0.1% (1)
0.3% (3)
4 (0.4%)
0.3% (3)
4.1% (40)
2.8% (27)
7.7% (75)
0.7% (7)
0.2% (2)
0.2% (2)
0.1% (1)
0.5% (5)
17.6% (171)
25.5% (248)
0.1% (1)
7.8% (76)
0.2% (2)
2.2% (21)
6.9% (67)
1.0% (10)
9.0% (88)
6.4% (62)
0.2% (2)
0.2% (2)
4.0% (39)
0.1% (1)

Review 1
(N=404a)

Review 2
(N=134a)

Review 3
(N=55a)

0.0% (0)
0.2% (1)
0.2% (1)
1.2% (5)
0.0% (0)
0.0% (0)
0.7% (3)
0.2% (1)
0.0% (0)
5.2% (21)
2.0% (8)
7.9% (32)
0.7% (3)
0.5% (2)
0.2% (1)
0.0% (0)
0.2% (1)
13.9% (56)
25.7% (104)
0.0% (0)
7.9% (32)
0.5% (2)
2.7% (11)
8.4% (34)
1.5% (6)
8.4% (34)
6.7% (27)
0.2% (1)
0.2% (1)
4.2% (17)
0.0% (0)

0.0% (0)
0.0% (0)
0.0% (0)
0.0% (0)
0.0% (0)
0.0% (0)
0.7% (1)
0.7% (1)
0.0% (0)
6.7% (9)
5.2% (7)
11.9% (16)
1.5% (2)
0.0% (0)
0.0% (0)
0.0% (0)
0.7% (1)
11.2% (15)
19.4% (26)
0.0% (0)
6.7% (9)
0.0% (0)
2.2% (3)
9.7% (13)
0.0% (0)
12.7% (17)
3.0% (4)
0.7% (1)
0.7% (1)
6.0% (8)
0.0% (0)

0.0% (0)
0.0% (0)
0.0% (0)
1.8% (1)
0.0% (0)
0.0% (0)
1.8% (1)
0.0% (0)
0.0% (0)
9.1% (5)
1.8% (1)
3.6% (2)
0.0% (0)
0.0% (0)
0.0% (0)
0.0% (0)
0.0% (0)
9.1% (5)
23.6% (13)
0.0% (0)
5.5% (3)
0.0% (0)
1.8% (1)
12.7% (7)
0.0% (0)
9.1% (5)
5.5% (3)
1.8% (1)
0.0% (0)
12.7% (7)
0.0% (0)

Total number with a given response at each time point. Entries in bold and italics
denotes postcode districts in Leeds West CCG.

Recommendations, referral to and supported to attend
The sample size for the descriptive analysis varied at each time point as it included only those
respondents who provided responses at Initial Assessment and review point.
Descriptive analysis
There were 3,283 onward referrals of PEP patients throughout delivery of the intervention. These
were to third sector or statutory services, groups or organisations which may meet the needs of
patients identified at each assessment. Each patient could be referred to more than one group or
service depending on the complexity of their needs. Where a support group did not exist but unmet
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need was identified PEP could commission or develop a group to provide this service (see page 79
for further details).
To aid analysis of the range of services, groups and organisations used by PEP link workers BARCALeeds developed a nine point scheme of classification. See Table 38.
Table 38: Taxonomy of services, groups and organisations.
Category

Definition

Benefits / Debt management /
Financial inclusion

A wide range of services provided by both statutory and
voluntary agencies which address issues around benefit
entitlement, debt or financial crisis and ongoing budgeting
money management support.

Community based

Local services for local communities and may include groups
to enjoy a leisure activity such as dog walking to peer
support groups for a long term health condition.

Healthy living

Services to support people who would like to make lifestyle
changes, such as stopping smoking, reducing alcohol or losing
weight.

Housing

Services which address housing related need and can be
either Local Authority services or voluntary services,
including floating support.

Other

Services which do not fall into any other category.

Mental health

A wide umbrella of services provided by both statutory and
voluntary agencies ranging from community groups for
mindfulness or individual counselling to community mental
health and crisis services.

Physical health

Includes services to address physical health conditions and
range from primary care services to groups in the community
for particular conditions, such as arthritis or chronic pain.

Social Services

Services provided by the Local Authority. They have a
statutory duty to safeguard children, young people and
vulnerable adults and also provide support to people in their
homes. This can include support with equipment to help
with mobility issues.

Structured support

Services that offer a particular programme or structured
intervention such as parenting classes or detox programme.
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It can be seen in Table 39 that the largest number of ways that PEP patients were supported was
through services and groups that were recommended, followed by those that were referred to, with
those that were supported to attend being the least common method of additional support. It can be
also be seen that the most common services for recommendation or referral across all assessment
points were those categorised as ‘community based’ or ‘mental health’.

Table 39: PEP patients by each service type.
Service Category
Initial Assessment (N=985)
Benefits / Debt Management
/ Financial Inclusion
Community Based
Healthy Living
Housing
Mental Health
Other
Physical Health
Social Services
Structured Support
Initial Assessment Total
Review 1 (N=404)
Benefits / Debt Management
/ Financial Inclusion
Community Based
Healthy Living
Housing
Mental Health
Other
Physical Health
Social Services
Structured Support
Review 1 Total
Review 2 (N=134)
Benefits / Debt Management
/ Financial Inclusion
Community Based
Healthy Living
Housing
Mental Health
Other
Physical Health
Social Services
Structured Support
Review 2 Total
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Recommended to
attend

Services referred
to

Supported to
attend

5.4%(94)

14.1%(126)

18.0%(37)

32.3%(558)
12.1%(210)
2.9%(51)
24.7%(427)
7.5%(129)
4.7%(82)
2.9%(51)
7.4%(128)
1,730

19.4%(174)
4.7%(42)
9.3%(83)
20.9%(187)
4.9%(44)
4.6%(41)
15.1%(135)
7.1%(64)
896

28.8%(59)
8.8%(18)
9.8%(20)
13.7%(28)
11.7%(24)
4.9%(10)
2.0%(4)
2.4%(5)
205

3.8%(7)

11.5%(14)

9.7%(3)

32.8%(60)
14.8%(27)
1.6%(3)
24.6%(45)
9.3%(17)
6.6%(12)
1.6%(3)
4.9%(9)
183

20.5%(25)
10.7%(13)
15.6%(19)
16.4%(20)
7.4%(9)
5.7%(7)
9.8%(12)
2.5%(3)
122

29.0%(9)
22.6%(7)
9.7%(3)
0
25.8%(8)
0
3.2%(1)
0
31

2.7%(1)

2.9%(1)

25.0%(2)

35.1%(13)
16.2%(6)
2.7%(1)
18.9%(7)
5.4%(2)
5.4%(2)
10.8%(4)
2.7%(1)
37

20.6%(7)
2.9%(1)
17.6%(6)
17.6%(6)
5.9%(2)
5.9%(2)
14.7%(5)
11.8%(4)
34

0
0
37.5%(3)
0
12.5%(1)
12.5%(1)
12.5%(1)
0
8
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Review 3 (N=55)
Benefits / Debt Management
/ Financial Inclusion
Community Based
Healthy Living
Housing
Mental Health
Other
Physical Health
Social Services
Structured Support
Review 3 Total

9.1%(1)

28.6%(6)

0

54.5%(6)
0
0
0
18.2%(2)
18.2%(2)
0
0
11

14.3%(3)
4.8%(1)
14.3%(3)
14.3%(3)
4.8%(1)
14.3%(3)
0
4.8%(1)
21

40.0%(2)
40.0%(2)
0
20.0%(1)
0
0
0
0
5

In order to assess whether the levels of services recommended, referred to or supported to attend
varied by level of deprivation, total numbers within each classification were collapsed across
assessment point (Initial Assessment, Reviews 1, 2 and 3) and type of referral (recommended,
referred to or supported to attend).
Figure 30 shows that overall, an average of 42% of onward referrals were made to patients in the
most deprived quintile for all categories of services, compared with just 6% in the least deprived
quintile. This may not be due solely to the needs of the patients however as patients in the most
deprived quintile also make up the largest proportion of patients engaged with PEP at each time
point.
On average 24.8% of onward referrals to all categories of service were for patients experiencing
high levels of deprivation, 15.3% for those experiencing moderate levels of deprivation and 11.7% for
those experiencing low levels of deprivation.
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Figure 30: Recommendations, referrals and support for each service category by level of deprivation.
Overall percent of referrals, recommendations or support
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Figure 31 indicates that referral to ‘Community-based’ services is the most frequent onward referral for all
deprivation quintiles with ‘Mental health’ services the second most frequent. For patients from the most
deprived quintile the third most frequent onward referral is to ‘Benefits / debt management / financial
inclusion’ services. For patients from the high and moderate deprivation quintiles the third most frequent
onward referral is to ‘Healthy living’ services with ‘Social services’ being the third most frequent onward
referral for patients experiencing low deprivation or the least deprived. Physical health and housing services
received the lowest proportion of onward referrals across all quintiles.
Figure 31: Recommendations, referrals and support for each quintile of deprivation by service category.
Overall percent of referrals, recommendations or
support
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Summary of findings for the aim: promote social inclusion in local community
At Initial Assessment all Leeds West postcode areas were represented with the exception of WF12. However,
there were a greater proportion of patients from the LS13 postcode engaged with PEP at all stages.
There is a reduction in the proportion of services made as the level of deprivation decreases with an average
of 42% onward referrals made to patients in the most deprived quintile for all categories of services, compared
with just 6% in the least deprived quintile. This may not be due solely to the needs of the patients however as
patients in the most deprived quintile also make up the largest proportion of patients engaged with PEP at each
time point.
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Onward referral to ‘Community-based’ services is the most frequent for all deprivation quintiles with ‘Mental
health’ services the second most frequent. Physical health and housing services received the lowest proportion
of onward referrals across all quintiles.
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Provide a link to primary care to help approach a patient’s needs in a holistic manner
leading to improved patient experience
As described in the methods section to assess the impact of PEP against the aim of providing a link to primary
care to help approach a patient’s needs in a holistic manner leading to improved patient experience the
findings from the primary care staff survey (Q3, 9, 10, 11, 13, 14, 15, and 16), the patient experience items
collected in the provider data and an overview of the case studies from BARCA-Leeds will be considered here.

Primary care staff survey responses
See page 68 for a description of the responses to the primary care staff survey.

Primary care staff survey findings
I am confident in talking to patients about why I am referring them into the Leeds West PEP.
Figure 32 shows that at all three data collection points the majority of survey respondents were confident
talking to patients about their referral into PEP with the proportion remaining at 80% or above throughout the
intervention period.
Figure 32: I am confident in talking to patients about why I am referring them into the Leeds West PEP.
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Patient care is better co-ordinated for our patients since the start of the Leeds West PEP.
Figure 33 shows that in the early stages of implementation 45% of respondents agreed that patient care was
better co-ordinated since the start of PEP. This decreased towards the end of the first year of the intervention
though the proportion of respondents agreeing that patient care was better co-ordinated increased to 63% of
respondents at the end of year two.
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Figure 33: Patient care is better co-ordinated for our patients since the start of the Leeds West PEP.
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I have seen improvements in patient care since the start of the Leeds West PEP.
Figure 34 shows that in the early stages of implementation 45% of respondents agreed that patient care had
improved since the start of PEP. This increased throughout the intervention period to 68% of respondents.
Figure 34: I have seen improvements in patient care since the start of the Leeds West PEP.
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I have seen a reduction in number of visits by frequent attending patients since the start of the Leeds West
PEP.
Figure 35 shows that in the early stages of implementation 10% of respondents agreed that there had been a
reduction in the number of visits by frequent attenders since the start of PEP. This increased throughout the
intervention period to 32% of respondents.
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Figure 35: I have seen a reduction in number of visits by frequent attending patients since the start of the
Leeds West PEP.
100
90

80

Percentage

70
60
50
40

32%

30

27%

Percentage of
respondents who
agree or strongly
agree

20
10

10%

0
4 months
10 months
24 months
Data collection point

In my opinion the wellbeing of our patients has improved since the start of the Leeds West PEP.
Figure 36 shows that in the early stages of implementation 45% of respondents agreed that the wellbeing of
patients had improved since the start of PEP. This increased throughout the intervention period to 63% of
respondents.
Figure 36: In my opinion the wellbeing of our patients has improved since the start of the Leeds West PEP.
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The Leeds West PEP is enhancing the experience of our patients.
Figure 37 shows that in the early stages of implementation 65% of respondents agreed that PEP enhanced the
experience of patients. While this decreased towards the end of the first year of the intervention the
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proportion of respondents agreeing that PEP enhanced the experience of patients increased to 74% of
respondents by the end of year two.
Figure 37: The Leeds West PEP is enhancing the experience of our patients.
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The Leeds West PEP makes a positive difference to our patients.
Figure 38 shows that in the early stages of implementation 75% of respondents agreed that PEP was making a
positive difference for their patients. While this decreased towards the end of the first year of the intervention
the proportion of respondents agreeing that PEP made a positive difference to patients returned to a similar
level (79%) at the end of year two.
Figure 38: The Leeds West PEP makes a positive difference to our patients.
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The Leeds West PEP makes a positive difference to our local community.
Figure 39 shows that in the early stages of implementation 65% of respondents agreed that PEP was making a
positive difference to their community. While this increased towards the end of the first year of the
intervention the proportion of respondents agreeing that PEP made a positive difference to the community
reduced to 58% by the end of year two.
Figure 39: The Leeds West PEP makes a positive difference to our local community.
100
90

75%

80

Percentage

70
60

65%
58%

50

40
30

Percentage of
respondents who
agree or strongly
agree

20
10
0
4 months
10 months
24 months
Data collection point

Primary care staff survey summary
Due to the small number of responses at each data collection point to the primary care staff survey the sample
size and response rate lack statistical power and these findings should be viewed with caution. Furthermore, as
the results are based on a small self-selected convenience sample there may be characteristics shared by those
who completed the survey which may not be representative of primary care staff in the CCG as a whole and
some level of bias may be present in the results. Indeed, as the majority of respondents at each time point are
GP partners the findings may not be representative of the experiences of other staff groups of interest for the
CCG nor can the findings be considered representative of the experiences of PEP for all 37 member practices
of the CCG as only around a third of practices are included in the findings at each time point.

When considering whether PEP has provided a link to primary care to help approach a patient’s needs in a
holistic manner leading to improved patient experience it can be seen that the majority of survey respondents
agreed that they were confident about talking to patients about their referral to PEP and that the proportion
of respondents agreeing that patient care has improved and is better co-ordinated increases throughout the
intervention period.
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The number of respondents agreeing that visits from frequent attenders has reduced since the start of PEP
remains below a third but has increased throughout the intervention period.
The number of respondents agreeing that the wellbeing of patients has improved and that patient experience
has been enhanced since the start of PEP has increased throughout the intervention period. Likewise, the
majority of respondents agreed that PEP made a positive difference to patients throughout the intervention
period despite a reduction in the numbers of respondents agreeing towards the end of year one. However,
the number of respondents agreeing that PEP has made a positive difference to the community has decreased
throughout the intervention period.

Patient experience items
At each review four additional items aimed at assessing the patients experience of PEP were presented.
Descriptive analysis
Each of the four items were analysed independently.
If you have received support from local services or organisations has this helped you to manage your health
better in the local community?
This item had a range of categorical responses for patients to select (see Table 40). At each time point, the
highest proportion of patients responded ‘yes’ to this question with the percentage responding ‘yes’ increasing
over the time points (for example, at Review 1 the percentage of ‘yes’ responses was 47.7% compared to
76.7% at Review 3). The percentage of patients responding ‘no’ remained relatively consistent at Review 1 and
Review 2 (15.6% and 16.1% respectively) but decreased to 3.3% (n=1) at Review 3. The remaining participants
responded to suggest that the item was not relevant (‘I haven’t needed such support’ or ‘not applicable’) or
that they ‘don’t know/can’t say’.
Table 40: Responses to ‘If you have received support from local services or organisations has this helped you
to manage your health better in the local community?’ by time point.
Response
Yes, to some extent
No
I haven’t need such support
Don’t know/can’t say
Not applicable
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Frequency and % at
review 1
N=237
47.7%(113)
15.6%(37)
6.3%(15)
7.6%(18)
22.8%(54)

Frequency and % at
review 2
N=87
52.9%(46)
16.1%(14)
6.9%(6)
5(5.7%)
18.4%(16)

Frequency and % at
review 3
N=30
76.7%(23)
3.3%(1)
3.3%(1)
6.7%(2)
10%(3)
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If you encountered a similar problem again would you…
This item had a range of categorical responses for patients to select (see Table 41). At each time point, the
highest proportion of patients responded that if they encountered similar problems in the future they would
speak to or visit the PEP team, with the percentage choosing this response ranging from 62% (Review 3), to
72.5% (Review 2). Visiting the doctor was the next most frequently opted for response: 23.4% of patients at
Review 1 selected this option, 21.4% at Review 2 and 34% at Review 3.
Table 41: Responses to ‘If you encountered a similar problem again would you…’ by time point.
Response
Speak to or visit
group/activity/service
Speak to or visit PEP team
Visit my doctor
Visit A&E
Visit local pharmacy
Visit the practice nurse

Frequency and % at
review 1
N=380

Frequency and % at
review 2
N=131

Frequency and % at
review 3
N=50

4.7%(18)

6.1%(8)

2%(1)

70.8%(269)
23.4%(89)
0
0
1.1%(4)

72.5%(95)
21.4%(28)
0
0
0

62%(31)
34%(17)
2%(1)
0
0

Thinking about the help and support you have received from me / the PEP coordinator / PEP service in the last
few weeks/month, would you say you…
This item had a Likert response scale from 0 (had a very poor experience) to 10 (had a very good experience).
The mean score remained consistently high across the three review time points (see Table 42). This is
reinforced by the modal score being 10 (‘had a very good experience’) at each time point, with the minimum
score recorded by a service-user being 5 at Review 3, although at Reviews 1 and 2 the lowest recorded scores
were 0 and 1 respectively, suggesting some service-users to still have responded negatively, despite the overall
high mean scores.
Table 42: Responses to ‘Thinking about the help and support you have received from me/the PEP
coordinator/PEP service in the last few weeks/month, would you say you…’ by time point.
Statistic
Mean
Standard deviation
Mode
Minimum score
Maximum score
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Review 1
(N=366)
8.40
1.80
10
0
10

Review 2
(N=127)
8.39
2.00
10
1
10

Review 3
(N=51)
8.43
1.55
10
5
10
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Thinking about the overall help and support you have received from local services or organisations in the last
few weeks/month would you say you…
This item had a Likert response scale from 0 (had a very poor experience) to 10 (had a very good experience).
The mean score remained consistently high across the three review points; all 3 means were above 7, with the
highest recorded at Review 3 (7.89) and a modal score of 10 at Reviews 1 and 2, dropping to 8 at Review 3.
See Table 43.
Table 43: Responses to ‘Thinking about the overall help and support you have received from local services or
organisations in the last few weeks/month would you say you…’ by time point.
Statistic
Mean
Standard deviation
Mode
Minimum score
Maximum score

Review 1
(N=302)
7.36
2.61
10
0
10

Review 2
(N=105)
7.45
2.75
10
0
10

Review 3
(N=44)
7.89
1.76
8
4
10

Patient experience items summary
Four items were used to measure patient experience of the PEP intervention at each review point. The
responses were largely very positive, with the highest proportion of responders to item 1 at each review point
indicating that they felt that the support received from local services or organisations had helped them to
manage their health better, and the highest proportion of responders to item 2 at each review point indicating
that if they encountered a similar problem in the future they would speak to or visit the PEP team. Focussing
on the experience of support received from both the PEP team and from local services or organisations, at
each time point the mean scores on a 0-10 Likert scale were high (above 7) suggesting service users to have
had a good experience.

Case studies
Seven case studies were selected by BARCA-Leeds to illustrate the holistic approach to patient care that PEP
has provided. It should be noted that these case studies may not represent the full range of experiences of
patients and no robust approach to sampling of studies was undertaken. The full case studies can be found in
full at Appendix 5 and are summarised below.
Case study 1
This patient wished to build her confidence she could get out more regularly and decrease her dependence on
her partner. At the initial assessment the patient outlined that she was interested in learning to cook and bake
for her family but she feared spending time in large groups. She also outlined that she felt overwhelmed by too
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much information or support at once. PEP supported the client to develop a plan, provided the client some
self-help guides and supported her to attend the centre twice a week. At her final appointment with PEP, the
client stated that she felt that she had achieved what she set out to achieve and was feeling more confident
about spending time away from her partner whilst at out at XXXX.
Case study 2
This patient contacted PEP stating that she could not cope and felt that she was on the verge of a ‘breakdown’
unless she sought help. The patient was confined to her house daily and spent every day coordinating her
husband’s various support needs, She talked of feeling isolated from her friends and family due to her caring
responsibilities and was also experiencing agoraphobia. At her initial assessment the patient stated that she
wanted to find time for herself. PEP supported the client with a referral to the Positive Care Programme and
encouraged her to re-engage with Carers Leeds, as well as signposting her to online peer support. The patient
is now leaving the house each week and has befriended another carer.
Case study 3
This patient was referred to PEP by his GP as he was experiencing suicidal thoughts following the death of his
wife 18 months earlier. At his initial assessment he stated that he wanted to seek support and improve his life.
He also had a number of physical health conditions including COPD, asthma, arthritis and blocked arteries, and
was increasingly starting to struggle with managing these conditions. He also felt his property provided a
constant reminder of his late wife yet he spent most of his time inside due to his low moods and lack of
motivation to leave his property. PEP referred the client for counselling and for an assessment of his home
with Occupational Therapy for adaptations to his property as well as referring him to Great Places to access
support with moving house. The client’s property has now been adapted and as a result he can now prepare
meals and pour drinks more easily. The client has started bidding on new properties in XXXX to move closer
to his family.
Case study 4
This patient was referred to PEP by his GP as he was alcohol dependent, having seizures, living alone, struggling
to cope in his property with cooking and cleaning and was quite confused. PEP arranged to visit the client in
his home. He was referred to Adult Social Care for a Social Worker and Occupational Therapist assessment
as he was struggling to cope with daily living tasks such as washing, dressing and cooking. PEP was unable to
complete a full assessment with the client as he became confused with the questions, but they were able to
gather detailed information regarding his health and support needs. PEP also referred the client to his local
neighbourhood network for social support, Age UK for mental health and alcohol misuse support and a
referral to the Dementia team for further investigation into memory issues. PEP also contacted the client’s
pharmacy to arrange for medication to be prescribed in a dosette box. The patient now accesses social
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activities, is regularly visited by a worker from Age UK and has had an MRI scan and been diagnosed with
Dementia. He is also being supported for his mental health issues and alcohol dependency.
Case study 5
This patient self-referred to PEP on advice of her GP. She had a history of depressive episodes but was more
recently suffering from stress/anxiety. This was causing her to withdraw from activities and avoid situations
where any confrontation may occur. She was becoming increasingly isolated and not being as active as she
used to. She was suffering with intrusive thoughts and these were impacting on her relationships with family
members. She also had some debts and worries over her finances. PEP referred the patient to the Financial
Inclusion worker and recommended that she contact IAPT for counselling. PEP also referred her to a
confidence course and linked her to community employment support where she was able to update her CV
and begin applying for jobs. The patient now has a regular income, and has become more active. She has stated
that she feels much more motivated now and that she feels she can “get back to being me” (feeling happier and
confident in herself).
Case study 6
The patient self-referred on advice of her GP. She had recently been diagnosed with Fibromyalgia and had
additional long term medical conditions. She was no longer able to work but was unaware about her
entitlement to benefits for financial support. She reported having low mood which was impacting on her family,
as she no longer felt able to support them. PEP referred her to and supported her during the medical
assessment for the PIP benefit. PEP provided information on local free exercise sessions and suggested that she
attend the Arthritis peer support group. A referral to the IAPT team was also made along with further liaison
with the GP to request a referral to Leeds Adult Social Care Occupational Therapy Service. The patient was
awarded PIP benefit and has received a” blue badge” and some home adaptations, which has meant that she
relies on her husband less to help her. She has also started to go swimming at the local leisure which has given
her further independence.
Case study 7
This patient self-referred, having recently been struggling to cope with some long term medical conditions and
supporting her adult children with their mental health conditions. At assessment, the client identified that she
felt she would benefit from some mental health support, having disclosed some personal experiences which
caused her distress. She also expressed the wish to find information in relation to her medical conditions. PEP
provided information on local free exercise sessions and completed a referral to the Women’s Counselling
and Therapy Service. PEP informed the patient of a peer support group for people with Chronic Fatigue/M.E.
and supported a first attendance to the group and provided information sheets on M.E. Liaison with the GP led
to a referral to the NHS Community Dietetics Service to support her understanding of her diet in support of
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her medical needs. The patient has attended counselling sessions and the M.E support group which she found
beneficial.

Summary of findings for the aim: provide a link to primary care to help approach a
patient’s needs in a holistic manner leading to improved patient experience
When considering whether PEP has provided a link to primary care to help approach a patient’s needs in a
holistic manner leading to improved patient experience it can be seen that the majority of respondents to the
primary care staff survey agreed that they were confident about talking to patients about their referral to PEP
and that the proportion of respondents agreeing that patient care has improved and is better co-ordinated
increased throughout the intervention period. The proportion of respondents agreeing that visits from
frequent attenders had reduced since the start of PEP remained below a third but has increased throughout
the intervention period.
The number of respondents agreeing that the wellbeing of patients has improved and that patient experience
has been enhanced since the start of PEP has increased throughout the intervention period. Likewise, the
majority of respondents agreed that PEP made a positive difference to patients throughout the intervention
period despite a reduction in the numbers of respondents agreeing towards the end of year one. However,
the number of respondents agreeing that PEP has made a positive difference to the community has decreased
throughout the intervention period.

Four items were used to measure patient experience of the PEP intervention at each review point. The
responses were largely very positive, with respondents indicating that they felt that the support received from
local services or organisations had helped them to manage their health better, and that if they encountered a
similar problem in the future they would speak to or visit the PEP team. The experience of the support
received from both the PEP team and from local services or organisations was rated highly suggesting patients
have had a good experience.
A number of case studies provide insight into how PEP has approached the needs of individual patients in a
holistic manner making multiple referrals to appropriate support services and receiving positive feedback on
changes the patients have made.
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Discussion and conclusions
Rationale
This evaluation was commissioned to replicate the evaluation framework put in place to assess the outcomes
of PEP at the end of the first year of delivery and has largely achieved this aim. However, some changes were
required to the evaluation approach in order to provide a fair and robust analysis of the findings after two
years of delivery.
Overall a more detailed level of analysis has been achieved by moving away from the simple before and after
approach where variations in the outcomes would be obscured to reporting outcomes at each review point.
Individual changes to the statistical analysis conducted in year one have been described as appropriate
throughout the report and have been implemented to ensure the analysis provides well-founded results.
The treatment of the EQ-5D domain severity scores and a more detailed analysis of cost-effectiveness also
differ from the approach taken at the end of the first year. Here the EQ-5D domain scores are reported using
the full five category distinction as intended by the developers of the instrument, rather than dichotomising
these five categories into “no problems vs. problems”. This provides a fuller picture of the severity of
problems across the PEP cohort in each domain.
The increased data available in this evaluation then also allowed sensitivity analyses to be conducted where the
input parameters for the cost-effectiveness calculation were varied in order to provide an indication of the
impact of various assumptions on the cost per QALY calculation. The limitations of the QALY calculation
undertaken at year one have already been described and this sensitivity analysis allows the commissioner to
appreciate that the data collected cannot provide a sufficiently robust statement of the cost per QALY for
PEP.

Summary of main findings
The PEP cohort
A total of 1,411 patients were referred to PEP during the two years of delivery. Around half of these referrals
were made by GPs and 46% were self-referral. While 70% of those referred attend the Initial Assessment, 30%
do not. To assess the extent to which there may be systematic differences between those patients who engage
with PEP at the Initial Assessment and those that do not the data is very limited. Only age and gender resulted
in sufficient data being captured and suggest that both males and females aged 18-39 are underrepresented in
the cohort though it is unclear why this may be.
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Patients are then reviewed at three month intervals until discharge from the service. Approximately 50% of
patients returned for at least one follow-up review assessment. Of those attending the Initial Assessment 41%
attend at three months (Review 1), 13.6% attended at six months (Review 2) and 5.6% attended at none
months (Review 3). While it may be that those patients still engaged with PEP at nine months have greater
levels of need it is not clear what the reason for this attrition may be.
Overall, the PEP cohort had a larger proportion of females than males, was aged between 40 and 65 years and
predominantly consisted of White British patients in the two quintiles of the highest deprivation. At Review 3
more than three quarters of the cohort are female suggesting an underrepresentation of males although it is
not clear to what extent this reflects different levels of need or different levels of uptake. The cohort was
predominantly White British though the any underrepresentation of other ethnicities is difficult to assess due
to missing ethnicity data relating to the CCG population.
While the majority of patients in the cohort were from the two quintiles with the highest levels of deprivation
the proportions of those from the most deprived quintile reduce over the three review points. Again, it is
unclear whether this is a result of the needs of this group being met or poor uptake.
The PEP cohort contained a similar number of patients who owned their own home to those who rented
from local authorities, and most were single. A small proportion of the PEP cohort were in paid employment,
with most patients either reporting being retired or being unable to work due to long-term ill-health.
The majority of patients reported being non-smokers with the proportion of patients stating they did not
smoke increasing at each review point (57-70%). The proportion of patients stating that they smoked
decreased from 31% at Initial Assessment to 23% at Review 3.
Approximately three quarters of the PEP cohort reported having at least one of the four long-term health
conditions targeted which is consistent with the aims of the intervention. By far the most frequently reported
condition in the PEP cohort was depression. This was considerably higher than the estimated prevalence for
the CCG. The rates of diabetes and COPD were also higher than the estimated CCG prevalence and the
rates for CVD were comparable to those expected. The high proportion of patients in the cohort with long
term conditions and in particular depression may indicate that the role of PEP has been well understood by
health professionals and patients. However, the potential for the intervention to have a positive impact on
conditions with a well-defined natural progression is limited and where co-morbidities exist there may be
multiple factors beyond the scope of PEP which impact on the outcome of an individual. The outcomes of PEP
against each of the six aims will now be considered.
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Improve the wider health and wellbeing of patients
Though a decrease in the average HbA1c scores of 1.72mmol/mol was seen for patients with diabetes after
enrolment with PEP it failed to reach statistical significance and both pre and post intervention values were
above the recommended target for HbA1c. A 15% reduction in the percentage of hypertensive readings in
patients with CVD was recorded though no statistical inference can be drawn due to limitations of the data.
Finally, for patients with COPD there was typically no change in the MRC score recorded before and after
enrolment with PEP. The outcomes relating to the fourth target long term condition, depression, will be
considered in the following section.
The SWEMWBS scale scores increased between Initial Assessment and Reviews 1 and 2, but decreased by
Review 3. Improvements in mental wellbeing between Initial Assessment, Review 1 and Review 2 were
statistically significant though differences between Review 1 and Review 2 were not.
No significant change was found for changes across all four time points though the analysis was underpowered.
A large effect size was obtained suggesting there to be some meaningful change amongst the scores. Despite
the increases in mental wellbeing, the mean at each time point was lower than the published population norm
though this scale was not validated for use in a clinical population.
Overall, the results from the EQ-5D analysis indicated that health-related quality of life in the PEP cohort was
most affected by high levels of depression and/or anxiety. Evidence collected at different assessment points
indicated that the intervention appeared to be improving health-related quality of life overall, although the
effects were difficult to disentangle. In part this is due to the complex range of issues faced by patients in PEP,
some of which are likely to be improved through PEP support, but some of which, including progressive longterm health conditions, are likely to continue to decline.
In addition, complexities arising from the nature of the review system, whereby those who continue to Review
3 are likely to be those with the greatest need, with those who have fewer needs or for those whom needs
have been met, are likely to leave PEP sooner. As such, lower health-related quality of life values for those
who attended Review 3 are not unexpected and because of the underpowered samples, it is not possible to
rule out the play of chance. Of interest, there does not appear to be an effect of deprivation on the healthrelated quality of life improvements between Initial Assessment and Review 1.
The use of healthcare resources in SystmOne practices suggest a statistically significant increase in completed
appointments during the three month period following enrolment with PEP. There was a statistically significant
reduction in both the number of ‘Did Not Attend’ and completed appointments during the nine month period
post-enrolment and a continued reduction in completed appointments for 12 months after enrolment. For
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the six, nine and 12 month periods after enrolment with PEP an increase in A&E visits was observed though no
statistical inferences were possible.
The use of healthcare resources in EMIS practices suggests a statistically significant increase in ‘Did Not
Attend’ appointments in the nine month period following enrolment. Average monthly completed
appointments significantly reduced during the three month post enrolment period though at the 12 month
point the number of appointments completed had significantly increased in comparison to the 12 months prior
to enrolment. Statistically significant increases in the number of telephone consultations were also observed
during the nine and 12 month periods after enrolment. A&E visits were observed to have increased in the
12months following enrolment though no statistical inferences were possible. It should be noted that no firm
conclusions can be drawn on healthcare utilisation as the read-coded data did not reflect the full PEP cohort
and some sample sizes were small.
The healthcare utilisation data did not lend themselves to robust cost-effectiveness analysis. Likewise, the
design of the collection of utility data also did not lend itself to robust analysis of cost effectiveness as the loss
to follow up of patients attending the Initial Assessment does not provide an accurate indication of utility
change, nor does it demonstrate the duration of any utility change across an appropriate time period. Overall,
the sensitivity analyses demonstrate that the cost/QALY is vulnerable to very small changes in the values of
each of its components. When repeating the calculations used in year one the cost per QALY at year two is
only below the £20,000 threshold set by NICE when comparing the Initial Assessment to the review at three
months. Sensitivity analysis indicates that the health gain recorded at Review 1would need to be experienced
by patients for a minimum of seven months to be cost-effective and if a smaller health gain was recorded, i.e.
that reported at Review 2, it would need to be experienced by patients for 16 months in order to be costeffective.
Improvement in patient’s self-reported well-being and ability to self-manage their condition
The mean scores for the happiness and satisfaction item increase at each time point with a statistically
significant effect found between Initial Assessment and each review point. Mean scores for the anxiety item
(reversed scored) increased at the first two review points but then decreased at Review 3. A statistically
significant effect was found between Initial Assessment and Review 1 only. This suggests that self-reported
wellbeing broadly increased though it still remained lower than that of the general population.
The mean scores for the health-related self-efficacy increase at each time point before decreasing at Review 3
to a level below that recorded for the Initial Assessment. A statistically significant effect was found between
Initial Assessment and Review 1 only suggesting that self-efficacy may not have been improved over the longer
term.
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Confidence increased from Initial Assessment across all five items relating to the management of long term
conditions though no consistent pattern could be found in relation to the decreases in confidence observed at
different review points for different items. Patients reported higher levels of confidence in relation to judging
when changes in their illness meant they should visit a doctor and taking their medication to reduce how much
their illness affected their everyday life. These findings suggest that people may feel more confident with the
medical management of their condition than the more holistic options for care that may reduce how much
their illness impacts their everyday life though consideration should be given to the complex needs of those
patients remaining engaged with PEP.
Make it easier for primary care to access local services and therefore reduce service fragmentation
Due to the small number of responses to the primary care staff survey at each data collection point these
findings should be viewed with caution. Furthermore, as the results are based on a small self-selected
convenience sample there may be characteristics shared by those who completed the survey which may not
be representative of primary care staff in the CCG as a whole and some level of bias may be present in the
results.
The majority of survey respondents were aware of the existence and purpose of PEP throughout the
intervention period and an increasing proportion of respondents agreed that referral to PEP was an important
service to offer. However, less than half of respondents agreed that practice staff and PEP staff talked more or
worked together better.
The number of respondents agreeing that practice staff talk more or work better with other organisations to
provide care and support for patients was also lower than, or around half, throughout the intervention period
and less than half of respondents agreed that PEP has had a positive impact on their work load.
Increase uptake of prevention / support / self-care management groups
As a consequence of the low response rate the representativeness of the findings of the survey for services
and organisations that receive referrals or signposting from PEP is likely to be limited. It should also be noted
that the small sample generated through opportunity sampling may be subject to a systematic bias in the
characteristics of those who completed the survey.
The majority of survey respondents were aware of PEP and of these a high proportion agreed that PEP had
increased the numbers of service users / clients they had seen. Respondents indicated that PEP had positive
impacts on the voluntary and community sector in Leeds West including the increase in referrals, increased
awareness of other organisations and services available to service users and the additional support that these
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could provide. The negative impacts identified by respondents of PEP on the wider voluntary and community
sector were limited but some reported negative impacts on referrals (i.e. inappropriate, unfunded) and a
disparity of engagement with PEP across Leeds West.
A range of support groups have also been developed by PEP to increase the uptake of prevention and selfmanagement support.
Promote social inclusion in local community
At Initial Assessment all Leeds West postcode areas were represented in the PEP cohort with the exception
of WF12. However there were a greater proportion of patients from the LS13 postcode engaged with PEP at
all stages.
There is a reduction in the proportion of services made as the level of deprivation decreases with an average
of 42% onward referrals made to patients in the most deprived quintile for all categories of services, compared
with just 6% in the least deprived quintile. However, this may not be due solely to the needs of the patients as
patients in the most deprived quintile also make up the largest proportion of patients engaged with PEP at each
time point.
Onward referral to ‘Community-based’ services is the most frequent for all deprivation quintiles with ‘Mental
health’ services the second most frequent. Physical health and housing services received the lowest proportion
of onward referrals across all quintiles.
Provide a link to primary care to help approach a patient’s needs in a holistic manner leading to improved
patient experience
Due to the small number of responses to the primary care staff survey at each data collection point these
findings should be viewed with caution. Furthermore, as the results are based on a small self-selected
convenience sample there may be characteristics shared by those who completed the survey which may not
be representative of primary care staff in the CCG as a whole and some level of bias may be present in the
results.
The majority of survey respondents to the primary care staff survey agreed that they were confident about
talking to patients about their referral to PEP and the proportion of respondents agreeing that patient care had
improved and was better co-ordinated increased throughout the intervention period. The proportion of
respondents agreeing that visits from frequent attenders had reduced since the start of PEP remained below a
third but did increase throughout the intervention period.
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The number of respondents agreeing that the wellbeing of patients had improved and that patient experience
has been enhanced since the start of PEP increased throughout the intervention period. Likewise, the majority
of respondents agreed that PEP made a positive difference to patients throughout the intervention period
despite a reduction in the numbers of respondents agreeing towards the end of year one. However, the
number of respondents agreeing that PEP has made a positive difference to the community decreased
throughout the intervention period.

Four items were used to measure patient experience of the PEP intervention at each review point. The
responses were largely very positive, with respondents indicating that they felt that the support received from
local services or organisations had helped them to manage their health better, and that if they encountered a
similar problem in the future they would speak to or visit the PEP team. The experience of the support
received from both the PEP team and from local services or organisations was rated highly suggesting patients
have had a good experience.
A number of case studies provide insight into how PEP has approached the needs of individual patients in a
holistic manner making multiple referrals to appropriate support services and receiving positive feedback on
changes the patients have made.

Conclusions
The data generated from PEP, an intervention developed by Leeds West CCG to address unmet patient needs
by increasing signposting to, and knowledge about, local services and voluntary groups that could provide
appropriate support, was evaluated through a mixed methods evaluation. PEP was designed to address the
following aims:


Improve the wider health and wellbeing of patients



Improve patients self-reported wellbeing and ability to self-manage their condition



Make it easier for primary care to access local services, thereby reducing fragmentation



Increase uptake of support groups



Promote social inclusion in local communities



Provide access for primary care to facilitate the holistic approach to patient welfare, thereby
improving the patient experience.

It has not been possible to assess whether there are systematic differences between those patients who are
referred to PEP and take up the service and those who are referred and do not. There is a large attrition rate
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for patients after their initial assessment though it is not clear if this relates to needs being met through
engagement with PEP or poor uptake of the service.
The demographics of the PEP cohort may show an over representation of females and those from a White
British background in comparison to the CCG population profile though it is difficult to assess due to missing
ethnicity data in the CCG population profile. The majority of patients in the PEP cohort experience the highest
levels of deprivation, though the proportion of those from the most deprived quintile reduces over the nine
months of engagement with PEP. Only a small proportion of those in the cohort were in paid employment. It
is not clear to what extent these findings may reflect the levels of need in these groups or level of uptake of
the service.
There is a mixed picture with regard to the extent to which PEP has improved the wider health and wellbeing
of patients. It appears that it was successful in providing a service for those with long term health conditions as
approximately three quarters of the cohort reported having at least one of the four target conditions and by
far the most frequently reported condition in the PEP cohort was depression. However, there does not
appear to have been a statistically significant positive impact on the clinical outcomes for those with diabetes,
CVD or COPD. Improvements in mental wellbeing were observed but not robustly demonstrated at the nine
month review. Improvements in health-related quality of life were observed up to and including the nine
month review though not all the changes between each time point were statistically significant. This may
reflect the complexities of the issues faced by PEP patients and in part be an artefact of the review system
where not all patients were able to be followed up. No clear pattern was found in the use of healthcare
resources and it is difficult to draw firm conclusions as the read-coded data did not reflect the full cohort.
Limitations in the data also impact on any estimation of the cost-effectiveness of the intervention. It was not
possible to accurately assess any change in utility nor demonstrate this change over an appropriate period of
time.
Improvements in patients self-reported wellbeing and ability to self-manage their condition were observed
with happiness and satisfaction improving at each time point though levels of anxiety and health-related selfefficacy deteriorated at the nine month point. Confidence in the management of long term conditions was
reported as higher in relation to the medical management of the conditions rather than holistic approaches.
No firm conclusions can be drawn from the staff survey in terms of improvements in primary care access to
local services or the reduction of service fragmentation. Survey respondents indicated that PEP was an
important service to offer but the majority did not agree that they worked better with PEP or other
organisations providing support to patients.
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No firm conclusions can be drawn from the services survey in terms of the increased uptake of prevention,
support or self-care groups. The majority of survey respondents indicated that PEP had increased the number
of service users / clients they saw and few negative impacts from PEP were reported. A number of groups
have been developed by BARCA-Leeds to offer support to patients where previously unmet need had been
identified.
The promotion of social inclusion as indicated by postcode data suggested that engagement with PEP was
spread across the CCG though a greater proportion of patients originated from the LS13 postcode. Patients
from the most deprived quintile received the largest proportion of onward referral to support services and
‘Community based’ and ‘Mental health’ services received the greatest proportion of all patient referrals.
No firm conclusions can be drawn from the primary care staff survey on providing a link to help approach a
patient’s need in a holistic manner though an increasing proportion of survey respondents indicated that they
thought patient wellbeing and care had improved throughout the intervention period and that PEP made a
positive difference to patients. Patients indicated that the support they received from local services had helped
them manage their health better and that they would return to PEP in the future should similar problems arise.
The support received from both PEP and local services was highly rated by patients and a number of case
studies demonstrate how the needs of individual patients are addressed in a holistic manner.
Overall, this evaluation provides evidence of improvements in patient-reported measures of mental wellbeing,
health-related quality of life and health-related self-efficacy and health management following engagement with
PEP. This observational data does not however confer a causal link between PEP and these outcomes,
confounding variables must also be considered. Only through comparison to a control group would it be
possible to assess the direct impact of PEP on these outcomes.
Assessment of changes in resource utilisation and clinical outcomes using biomarkers was less conclusive, and
where sample sizes were sufficient for statistical analysis, no clear patterns could be observed.
It is not clear if primary care access to local services is easier and a holistic approach to care achieved nor
whether service fragmentation has been reduced because of limitations in the data. Likewise no firm
conclusions can be drawn about the uptake of support groups. However, there were a greater number of
referrals to support services for those from the most deprived quintile suggesting the promotion of social
inclusion. Patients who provided PEP with feedback regarded the service in a positive light and the majority
would use the service in the future.
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There are a number of areas of measurement where both the type of data collected and evaluation carried out
could be potentially improved.
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Appendix 1
PEP Data collection tool
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Please complete the following assessment tool with the patient. Where answers are elaborated
on or further information is gained through discussion which identifies further needs and/or
may prove relevant to the patients care plan, please record in the Assessor Comments box
provided.
Personal Details
Unique Patient identifier:

Name

Gender (Please tick one option only)
Male
Female

□
□

Date of Birth

18 – 39
40 – 65
66 – 74
over 75
Contact Telephone Number(s)

E-mail address
Referring GPs name
GPs name & Surgery

Address
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Postcode
Which of these best describes your living situation? (Please tick one option only)

□
□
□
□
□
□
□

Owner-occupied/mortgaged
Rented from local authority
Rented from a private landlord
Sheltered housing
Residential home/care home
Living with parents
Other arrangements
Please specify
Assessor comments:

Which of these best describes your relationship status? (Please tick one option only)

□
□
□
□

Single
In a relationship
Married
Widowed

Do you have any dependents (e.g. children or relatives)?
Yes children
Yes adult children
Yes I’m my partner’s carer
Yes I’m my parent’s carer
Yes grand-children
No
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Assessor comments:

Which of these best describes how you fill your time? (Please tick all that apply)
In paid work (full or part-time including self-employed)
Unemployed
Retired from paid work
Unable to work because of long term disability
Unable to work because of long term ill health
Looking after the family
In full time education or training
Carer (full or part-time)
Voluntary work
Other

□
□
□
□
□
□
□
□
□
□

Assessor comments:

Do you have any of the following illnesses? (Please tick all that apply)
Cardiovascular Disease (CVD)
□
Chronic obstructive pulmonary disease (COPD)
Diabetes
Depression
Other/None of the above

□
□
□
□

Nb: If any of the first 4 boxes ticked, please also complete PEP Long-Term Conditions Assessment
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Assessor comments:

Support Need(s) (reason for referral):

Ethnicity (Please tick one option only)
White British
White Irish
Other white background
Mixed White and Black African
Mixed White and Black Caribbean
Mixed White and Asian
Mixed - Any Other Mixed Background
Asian or Asian British – Indian
Asian or Asian British – Pakistani
Asian or Asian British – Bangladeshi
Any Other Asian Background
Black or Black British – Caribbean
Black or Black British – African
Any Other Black Background
Chinese
Any other ethnic group
Please specify

Page 119 of 150

□
□
□
□
□
□
□
□
□
□
□
□
□
□
□
□

NHS Leeds West Clinical Commissioning Group: Patient Empowerment Project Final Report

Which of these best describes your smoking status? (Please tick one option only)
I don’t smoke
I have recently stopped smoking
I am trying to stop smoking
I am trying to smoke less
I smoke
Assessor comments:

Next 3 sheets for patient self-completion
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Please tick to describe how you feel about the following aspects of your life:
Mobility (Please tick one option only)
I have no problems in walking about
I have slight problems in walking about
I have moderate problems in walking about
I have severe problems in walking about
I am unable to walk about

□
□
□
□
□

Self-Care (Please tick one option only)
I have no problems washing or dressing myself
I have slight problems washing and dressing myself
I have moderate problems washing and dressing myself
I have severe problems washing and dressing myself
I am unable to wash or dress myself

□
□
□
□
□

Usual Activities (e.g. work, study, housework, family or leisure activities) (Please
tick one option only)
I have no problems with performing my usual activities.
□
I have slight problems with performing my usual activities
□
I have moderate problems with performing my usual activities □
I have severe problems with performing my usual activities
□
I am unable to perform my usual activities.
□
Pain/Discomfort (Please tick one option only)
I have no pain or discomfort
I have slight pain or discomfort
I have moderate pain or discomfort
I have severe pain or discomfort
I have extreme pain or discomfort

□
□
□
□
□

Anxiety/Depression (Please tick one option only)
I am not anxious or depressed
I am slightly anxious or depressed
I am moderately anxious or depressed
I am severely anxious or depressed
I am extremely anxious or depressed

□
□
□
□
□
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We would like to know how good or bad your health is TODAY
This scale is numbered 0 to 100, 100 means the BEST health you can imagine and 0
means the WORST health you can imagine. Mark an X on the scale to indicate how your
health is TODAY
Now, please write the number you marked on the scale in the box

the BEST health
you can
imagine
100
90
80
70
60
50
40
30
20
10
0
the WORST
health you can
imagine
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Thinking about the last two weeks which best describes your response to the following
statements
I’ve been feeling optimistic about the future (Please tick one option only)
None of the time
Rarely
Some of the time
Often
All of the time

□
□
□
□
□

I’ve been feeling useful (Please tick one option only)
None of the time
Rarely
Some of the time
Often
All of the time

□
□
□
□
□

I’ve been feeling relaxed (Please tick one option only)
None of the time
Rarely
Some of the time
Often
All of the time

□
□
□
□
□

I’ve been dealing with problems well (Please tick one option only)
None of the time
Rarely
Some of the time
Often
All of the time

□
□
□
□
□

I’ve been thinking clearly (Please tick one option only)
None of the time
Rarely
Some of the time
Often
All of the time

□
□
□
□
□

I’ve been feeling close to other people (Please tick one option only)
None of the time
Rarely
Some of the time
Often
All of the time

□
□
□
□
□
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I’ve been able to make up my mind about things (Please tick one option only)
None of the time
□
Rarely
□
Some of the time
□
Often
□
All of the time
□
Who suggested you contact/see a member of the PEP team? (Please tick one option only)
A doctor
□

□
□
□
□

A member of the nursing team
A member of the practice staff (e.g. Receptionist)
A family member or friend
No-one I saw the leaflet when I visited the practice

How confident are you that you can manage your own health? (Please tick one option
only)
Not at all confident
□

□
□
□
□

Some confidence
Moderately confident
Very confident
Totally confident
Assessor comments:

Overall, how happy did you feel yesterday?
On the scale of 0 to 10, 0 meaning extremely an and 10 meaning extremely happy
0
1
extremely unhappy
Assessor comments:
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Overall how anxious did you feel yesterday?
On the scale of 0 to 10, 0 meaning not at all anxious and 10 meaning extremely anxious
0
1
Not at all anxious

2

3

4

5

6

7

8

9
10
extremely anxious

Assessor comments:

Overall, how satisfied are you with your life nowadays?
On the scale of 0 to 10, 0 meaning extremely dissatisfied and 10 meaning extremely satisfied
0
1
2
extremely dissatisfied

3

4

5

6

7

8

9
10
extremely satisfied

Assessor comments:

To be completed with patients with FOUR FOCUS LONG TERM CONDITIONS ONLY
please tick the ONE box only
Which best describes how confident you are TODAY
How confident are you that you can...
1 …do all things necessary to manage your illness on a day to day basis?
(for example eat a healthy balanced diet, exercise, not smoking)
Not at all confident
□
Some confidence
Moderately confident
Very confident
Totally confident
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2 …judge when changes in your illness mean you should visit a doctor?
Not at all confident
Some confidence
Moderately confident
Very confident
Totally confident

□
□
□
□
□

3 …cope with your illness so that it does not affect your everyday life?
Not at all confident
Some confidence
Moderately confident
Very confident
Totally confident

□
□
□
□
□

4 … take your medicines to reduce how much your illness affects your everyday
life?
Not at all confident
Some confidence
Moderately confident
Very confident
Totally confident

□
□
□
□
□

5 …do other things other than just taking medicines to reduce how much your
illness affects your everyday life?
Not at all confident
Some confidence
Moderately confident
Very confident
Totally confident

Assessor comments:
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Completed by:

Date:
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Please complete the following additional questions at review with the patient collected
every quarter or on exit if less than 3 months. Where answers are elaborated on or
further information is gained through discussion which identifies further needs and/or
may prove relevant to the patients care plan, please record in the Assessor Comments box
provided.
Unique Patient identifier

If you have received support from local services or organisations has this helped you
to manage your health better in the local community? (Please tick one option only)
Yes, definitely
□

□
□
□
□
□

Yes, to some extent
No
I haven’t needed such support
Don’t know / can’t say
Not applicable

If you encountered a similar problem again would you…(Please tick one option only)
Speak to or visit a West Leeds PEP team member
□
Speak to or visit the community group/activity/ service where you went before
Visit a local pharmacy
Visit the practice nurse
Visit my doctor
Visit A&E

□
□
□
□
□

Thinking about the help and support you have received from me/the PEP
coordinator/PEP service (framed in context of conversation) in the last few weeks/months
(asked as applicable) would you say you…..
0
1
2
Had a very poor experience

3

4

5

6

7
8
9
10
Had a very good experience

Thinking about the overall help and support you have received from local services or
organisations in the last few weeks/months (asked as applicable) would you say you…..
0
1
2
Had a very poor experience
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Assessor comments:

Completed by:

Date:
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Appendix 2
PEP Primary care staff survey tool
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eMBED Health Consortium are working with NHS Leeds West Clinical Commissioning Group
and BARCA-Leeds (in partnership with Leeds Mind, Better Leeds Communities and
Touchstone)to evaluate the Leeds West Patient Empowerment Project (PEP).
Your feedback is important to us and we would like to thank you for taking part in this survey
which will form a valuable part of understanding the impact of project.
We anticipate that the survey will take less than 5 minutes to complete.
Please select the ONE option that best describes your level of agreement to each statement
1. I am aware of the Leeds West PEP
Strongly
Disagree
Neither agree or
disagree
disagree

Agree

Strongly
agree

2. I am aware of the purpose of the Leeds West PEP
Strongly
Disagree
Neither agree or
disagree
disagree

Agree

Strongly
agree

3. I am confident in talking to patients about why I am referring them into the Leeds West
PEP
Strongly
disagree

Disagree

Neither agree or
disagree

Agree

Strongly
agree

4. Referral to the Leeds West PEP is seen as an important service offered by our practice
Strongly
disagree

Disagree

Neither agree or
disagree

Agree

Strongly
agree

5. Since the start of the Leeds West PEP practice staff and members of the PEP team talk
more
Strongly
disagree

Disagree

Neither agree or
disagree

Agree

Strongly
agree

6. Since the start of the Leeds West PEP practice staff and members of the PEP team now
work together better
Strongly
disagree

Disagree

Neither agree or
disagree

Agree

Strongly
agree

7. Since the start of the Leeds West PEP practice staff talk more with other organisations
about providing care and support for our patients
Strongly
disagree

Disagree

Neither agree or
disagree

Agree

Strongly
agree

8. Since the start of the Leeds West PEP practice staff work better with other organisations
to provide care and support for our patients
Strongly
disagree
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9. Patient care is better coordinated for our patients since the start of the Leeds West PEP
Strongly
disagree

Disagree

Neither agree or
disagree

Agree

Strongly
agree

10. I have seen improvements in patient care since the start of the Leeds West PEP
Strongly
disagree

Disagree

Neither agree or
disagree

Agree

Strongly
agree

11. I have seen a reduction in number of visits by frequent attending patients since the start
of the Leeds West PEP
Strongly
disagree

Disagree

Neither agree or
disagree

Agree

Strongly
agree

12. There has been a positive impact on my work load since the start of the Leeds West PEP
Strongly
disagree

Disagree

Neither agree or
disagree

Agree

Strongly
agree

13. In my opinion the wellbeing of our patients has improved since the start of the Leeds
West PEP
Strongly
disagree

Disagree

Neither agree or
disagree

Agree

Strongly
agree

14. The Leeds West PEP is enhancing the experience of our patients
Strongly
disagree

Disagree

Neither agree or
disagree

Agree

Strongly
agree

15. The Leeds West PEP makes a positive difference to our patients
Strongly
disagree

Disagree

Neither agree or
disagree

Agree

Strongly
agree

16. The Leeds West PEP makes a positive difference to our local community
Strongly
disagree
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Please select the name of your practice:
Abbey Medical Centre
Armley Medical Practice
Beech Tree Medical Centre
Burley Park Medical Centre
Burton Croft Surgery
Craven Road Medical Practice
Drighlington Medical Centre
Fieldhead Surgery
Fountain Medical Centre
Gildersome Health Centre
Guiseley and Yeadon Medical Practice
Hawthorn Surgery
High Field Surgery
Hillfoot Surgery
Hyde Park Surgery
Ireland Wood & Horsforth Medical Practice
Kirkstall Lane Medical Centre
Laurel Bank Surgery
Leeds Student Medical Practice
Leigh View Medical Practice
Manor Park Surgery
Menston and Guiseley Medical Centre
Morley Health Centre
Priory View Medical Centre
Pudsey Health Centre
Rawdon Surgery
Robin Lane Medical Centre
The Highfield Medical Centre
South Queen Street Medical Centre
Sunfield Medical Centre
The Gables Surgery
Thornton Medical Centre
Vesper Road Surgery
West Lodge Surgery
Windsor House Group Practice
Whitehall Surgery
Yeadon Tarn Medical Practice
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Please select your staff group:
GP Partner
GP Salaried
GP Registrar
GP Locum
Practice Manager
Practice Nurse
Healthcare Assistant
Reception
Administration
Health Visitor
Secretary
Other, please specify _______________________________________________
Thank you for your time all information provided will not be attributed to an individual.
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Appendix 3
PEP Services survey tool
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Patient Empowerment Project Services and Groups Survey
eMBED Health Consortium are working with NHS Leeds West Clinical Commissioning Group and BARCALeeds (in partnership with Leeds Mind, Better Leeds Communities and Touchstone) to evaluate the Leeds
West Patient Empowerment Project (PEP).
Your feedback is important to us and we would like to thank you for taking part in this survey which will form
a valuable part of understanding the impact of PEP across the wider voluntary and community sector.
We anticipate that the survey will take less than 5 minutes to complete. All answers are anonymous and will
kept confidential.
Question 1. Are you aware of the Leeds West Patient Empowerment Project (PEP)?
Yes

No

Question 2. To what extent do you agree that sign posting / referral by the Patient
Empowerment Project (PEP) has affected the number of service users / clients that you have
seen in your service / group?
Strongly agree / Agree / Neither agree nor disagree / Disagree / Strongly disagree
Question 3. Do you think that the Patient Empowerment Project (PEP) has increased or
decreased the number of service users / clients you have seen?
Increased / Decreased / Not affected our numbers / Don’t know

Question 4. What positive impacts has the Patient Empowerment Project (PEP) had on the
delivery of your service / group?
Free text box
Question 5. What negative impacts has the Patient Empowerment Project (PEP) had on the
delivery of your service / group?
Free text box

THANK YOU FOR YOUR TIME
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Additional results
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Table 1: Referrals by method of referral and attendance at PEP assessments
Referrals
Total referred
Referred by GP
Self-referral
Referred by the Social Prescribing Project
Of which were never assessed

Number of cases
1411
49.5%(698)
45.7%(645)
4.7%(68)
30.1%(425)

Table 2: PEP status by age and gender
Referred but
Initial
not assessed
Assessment
(N= 390a)
(N= 982a)
Male
42.3%(165)
40.0%(393)
18-39 years
21.3%(83)
11.3%(111)
40-65 years
12.8%(50)
19.5%(191)
65-74 years
3.3%(13)
3.5%(34)
75 years and over
4.9%(19)
5.8%(57)
Female
57.7%(225)
60.0%(589)
18-39 years
22.3%(87)
15.2%(149)
40-65 years
19.7%(77)
27.5%(270)
65-74 years
5.1%(20)
6.0%(59)
75 years and over
10.5%(41)
11.3%(111)
a
Total number with a given response at each time point.

Review 1
(N= 404a)

Review 2
(N= 134a)

Review 3
(N= 55a)

39.1%(158)
9.2%(37)
19.8%(80)
4.0%(16)
6.2%(25)
60.9%(246)
13.4%(54)
27.0%(109)
7.2%(29)
13.4%(54)

28.4%(38)
4.5%(6)
15.7%(21)
3.0%(4)
5.2%(7)
71.6%(96)
10.4%(14)
38.1%(51)
7.5%(10)
15.7%(21)

23.6%(13)
3.6%(2)
12.7%(7)
3.6%(2)
3.6%(2)
76.4%(42)
16.4%(9)
40.0%(22)
10.9%(6)
9.1%(5)

Table 3: PEP cohort by living situation
Referred
Initial
but not
Living situation
Assessment
assessed
(N= 962a)
(N= 7a)
With parents
14.3%(1)
6.4%(62)
Owner-occupied/mortgaged
28.6%(2)
30.1%(290)
Rented (private landlord)
0
13.6%(132)
Rented (local authority)
28.6%(2
37.4%(360)
Residential/care home
0
0.1%(1)
Sheltered housing
0
2.6%(25)
Other
28.6%(2
9.6%(92)
a
Total number with a given response at each time point.
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Review 1
(N= 403a)

Review 2
(N=139a)

Review 3
(N=54a)

5.2%(21)
33.3%(134)
14.1%(57)
34.7%(140)
0.7%(3)
3.7%(15)
8.2%(33)

6.5%(9)
36.0%(50)
12.9%(18)
30.2%(42)
0
5.8%(8)
8.6%(12)

7.4%(4)
24.1%(13)
20.4%(11)
33.3%(18)
0
1.9%(1)
13%(7)
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Table 4: PEP cohort by relationship status
Referred
Initial
but not
Relationship status
Assessment
assessed
(N= 968a)
(N= 11a)
In a relationship
18.2%(2)
13.4%(130)
Married
63.6%(7)
16.5%(160)
Single
18.2%(2)
56.4%(546)
Widowed
0
13.6%(132)
a Total number with a given response at each time point.

Review 1
(N= 391a)

Review 2
(N=135a)

Review 3
(N=54a)

13.8%(54)
16.4%(64)
55.8%(218)
14.1%(55)

11.9%(16)
14.8%(20)
61.5%(83)
11.9%(16)

9.3%(5)
18.5%(10)
59.3%(32)
13.0%(7)

Table 5: PEP cohort by employment status

Employment status
Carer (full time or part time)
Full time education or training
Paid work (full time or part time)
Looking after the family
Retired from paid work

Referred but
not assessed
(N= 10a)
0
0
50.0%(5)
10.0%(1)

Initial
assessment
(N= 975a)
2.7%(26)
0.8%(8)
13.9%(136)
2.5%(24)

20.0%(2)

27.1%(264)

Unable to work due to long-term
0
7.0%(68)
disability
Unable to work due to long-term
0
34.9%(340)
ill-health
Unemployed
20.0%(2)
10.3%(100)
Voluntary work
0
0.4%(4)
Other
0
0.5%(5)
a
Total number with a given response at each time point.
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Review 1
(N= 397a)

Review 2
(N=137a)

Review 3
(N=54a)

2.8%(11)
0.8%(3)
13.2%(52)
1.8%(7)
31.0%
(123)

5.8%(8)
0.7%(1)
9.5%(13)
2.9%(4)

1.9%(1)
1.9%(1)
3.7%(2)
7.4%(4)

34.3%(47)

27.8%(15)

8.8%(12)

9.3%(5)

31.4%(43)

44.4%(24)

5.8%(8)
0.7%(1)
0

3.7%(2)
0
0

7.6%(30)
31.7%
(126)
10.1%(40)
1.0%(4)
0.3%(1)
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Table 6: EQ-5D domain scores by assessment point
EQ-5D

Mobility

Usual activities

Self-Care

Pain or
discomfort

Anxiety or
depression

N
No problems
Slight problems
Moderate problems
Severe problems
Extreme problems
N
No problems
Slight problems
Moderate problems
Severe problems
Extreme problems
N
No problems
Slight problems
Moderate problems
Severe problems
Extreme problems
N
No problems
Slight problems
Moderate problems
Severe problems
Extreme problems
N
No problems
Slight problems
Moderate problems
Severe problems
Extreme problems
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Initial
assessment
974
45.5%(443)
15.0%(146)
16.9%(165)
20.6%(201)
2.0%(19)
963
32.3%(311)
17.5%(169)
27.6%(266)
19.5%(188)
3.0%(29)
968
59.0%(571)
15.8%(153)
15.9%(154)
8.0%(77)
1.3%(13)
958
33.7%(323)
17.1%(164)
24.6%(236)
20.8%(199)
3.8%(36)
961
11.1%(107)
14.0%(135)
29.2%(281)
32.5%(312)
13.1%(126)

Review 1

Review 2

Review 3

402
43.0%(173)
21.4%(86)
15.9%(64)
17.7%(71)
2.0%(8)
402
36.3%(146)
20.9%(84)
24.9%(100)
14.4%(58)
3.5%(14)
401
58.1%(233)
17.2%(69)
16.7%(67)
7.7%(31)
0.2%(1)
402
33.1%(133)
22.9%(92)
25.4%(102)
4.5%(63)
3.0%(12)
401
16.2%(65)
26.4%(106)
31.7%(127)
19.2%(77)
6.5%(26)

139
33.8%(47)
20.9%(29)
21.6%(30)
20.1%(28)
3.6%(5)
138
28.3%(39)
23.9%(33)
23.9%(33)
18.1%(25)
5.8%(8)
139
59.0%(82)
23.0%(32)
15.1%(21)
2.2%(3)
0.7%(1)
137
19.0%(26)
29.2%(40)
29.9%(41)
16.1%(22)
5.8%(8)
139
20.9%(29)
21.6%(30)
2.8%(39)
2.2%(31)
7.2%(10)

53
34.0%(18)
18.9%(10)
18.9%(10)
22.6%(12)
5.7%(3)
52
26.9%(14)
23.1%(12)
26.9%(14)
15.4%(8)
7.7%(4)
53
49.1%(26)
22.6%(12)
24.5%(13)
1.9%(1)
1.9%(1)
53
20.8%(11)
24.5%(13)
34.0%(18)
20.8%(11)
0
53
3.8%(2)
22.6%(12)
41.5%(22)
22.6%(12)
9.4%(5)
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Appendix 5
Case studies
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Case study 1
THE BEGINNING
Setting the scene
Who was referred and what
were the presenting issues?
What was the impact?

THE MIDDLE
PEP arrives
What did we do?
What changed?

THE END
The difference
What impact did the change
have?
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This lady self-referred to PEP seeking support with her
agoraphobia and anxiety. She had been newly discharged
from the Community Mental Health Team after receiving
support intermittently for 12 years and her Mental Health
worker suggested to her that she try PEP. She lives with her
partner, who is her registered carer, and 2 young children.
She wanted to build her confidence so she could get out
more regularly and decrease her dependence on her partner.

At her initial assessment, the client outlined that she was
interested in learning to cook and bake in order to cook for
her family but she feared spending time in large groups. She
also outlined that she wanted to focus on individual tasks as
she felt overwhelmed by too much information or support at
once. PEP supported the client to develop a plan with the
end goal of hoping to attend a baking group at XXXX Day
Centre in XXXX. PEP initially provided the client with a selfhelp guide for managing anxiety and agoraphobia from a
website called ‘Mood Juice’ run by the NHS. The client began
to work through the steps in these guides gradually,
supported by her partner. After a few weeks, the client
stated she felt ready for a referral to XXXX Day Centre to
be made and supported her to attend an assessment at the
Centre.
The client was successfully allocated a Key Worker at XXXX
and now attends the centre twice a week. She is part of
regular Baking and Chocolate Making groups, and now bakes
with her children using her knowledge learn from these
sessions. The client is also waiting to start a Pottery course
at XXXX. At her final appointment with PEP, the client
stated that she felt that she had achieved what she set out to
achieve and was feeling more confident about spending time
away from her partner whilst at out at XXXX.
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Case study 2
THE BEGINNING
Setting the scene
Who was referred and what
were the presenting issues?
What was the impact?

THE MIDDLE
PEP arrives
What did we do?
What changed?

THE END
The difference
What impact did the change
have?
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This lady self-referred to PEP on advice of her GP. She has
been a full-time carer for her husband for the last 34 years,
who is severely disabled and has both legs amputated. The
client contacted PEP stating that she could not cope and felt
that she was on the verge of a ‘breakdown’ unless she sought
help. The client was confined to her house daily and spent
every day coordinating her husband’s various support needs,
such as hospital appointments and transport, visits from his
social care workers and providing out-of-hours personal care
for her husband. She talked of feeling isolated from her
friends and family due to her caring responsibilities and she
discussed feelings of resentment towards her husband at the
same time as anxiety about leaving her husband alone. She
was also experiencing agoraphobia about leaving her home.
At her initial assessment, the client stated that she wanted to
make changes to her life so that she could find time for
herself and reduce the resentment she felt against her
husband. PEP supported the client with a referral to the
Positive Care Programme where the client could access
various complementary therapies and group work for
relaxation and to help her transition towards taking time
away from her husband. PEP also encouraged the client to
re-engage with Carers Leeds, whom she had had difficulties
with in the past and signposted her to online forums for
carers to access peer support. PEP provided the client with
options for holidays and transport so she could go away with
knowledge that transport could be arranged to transport
XXXX belongings from respite care to hospital. PEP also
accompanied the client to attend her first one-to-one Healing
Session at Better Leeds Communities for relaxation.

The client is now leaving the house each week to attend the
Positive Care Programme in XXXX. She has also
reconnected with Carers Leeds through which she
befriended another carer and they have been on holiday
together while her husband was in respite. She also regularly
attends Healing Sessions at Better Leeds Communities.
Although the client still worries about her husband when she
is not with him, she has stated that she will be taking holidays
on a quarterly basis to ensure time for herself.
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Case study 3
THE BEGINNING
Setting the scene
Who was referred and what
were the presenting issues?
What was the impact?

THE MIDDLE
PEP arrives
What did we do?
What changed?

THE END
The difference
What impact did the change
have?
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This 58-year-old man was referred to PEP by his GP as he
was experiencing suicidal thoughts following the death of his
wife 18 months earlier. At his initial assessment, the client
disclosed he had experienced depression prior to the death
of his wife, but after she died he did not want to live
anymore and attempted suicide through alcohol. He stated
this experience shocked him and although he still felt suicidal
he did not want to act on this and wanted to seek support
and improve his life. He has a number of physical health
conditions including COPD, asthma, arthritis and blocked
arteries, and was increasingly starting to struggle with
managing these conditions. He also felt his property provided
a constant reminder of his late wife yet he spent most of his
time inside due to his low moods and lack of motivation to
leave his property.

PEP has referred the client for counselling with BARCALeeds and the client is currently waiting to be allocated a
therapist to see weekly. PEP also referred the client for an
assessment of his home with Occupational Therapy for
adaptations to his property. PEP referred the client to Great
Places to access support with moving house. PEP also
supported the client with an application for Personal
Independence Payment and attended his medical assessment
with him. PEP also sourced a grant from the Annie Guthrie
Trust to fund a number of kitchen aids for the client and has
arranged for him to test out mobility scooters at the William
Merit Centre.

The client’s property has now been adapted with lever taps
and hand rails, and the client has adapted kitchen aids. As
result he can now prepare meals and pour drinks more easily
without risk of harming himself. The client sees his Great
Places Housing Worker weekly and has started bidding on
new properties in XXXX to move closer to his family. The
client was successfully awarded the higher rate of Personal
Independence Payment for his disabilities and is now saving
this extra money to support him with his house move.

NHS Leeds West Clinical Commissioning Group: Patient Empowerment Project Final Report

Case study 4
THE BEGINNING
Setting the scene
Who was referred and what
were the presenting issues?
What was the impact?
(Consider the individual, family,
friends, neighbours, community, other
agencies)

THE MIDDLE
PEP arrives
What did we do?

A male in his 70s was referred to PEP by his GP as he was
alcohol dependent, having seizures, living alone, struggling to
cope within his property with cooking and cleaning and was
quite confused. PEP arranged to visit the client in his home
and his daughter and neighbour were present.
PEP identified that the client needed to be referred to Adult
Social Care for a Social Worker and Occupational Therapist
assessment as he was struggling to cope with daily living tasks
such as washing, dressing and cooking. The client’s property
had a lot of trip hazards and the kitchen was very dirty. The
client had a history of falls and his neighbour had found him
unconscious in his garden as well as inside of the property on
several previous occasions.
The client was wearing a blood stained shirt at the
assessment which was from a previous fall. He had not
changed his clothes for approx. two weeks. The client was
struggling with motivation, had memory issues, was socially
isolated, had depression, struggled to manage his medication
and was drinking a bottle of red wine per day. PEP was
unable to complete a full assessment with the client as he
became confused with the questions, but they were able to
gather detailed information regarding his health and support
needs.
Following a referral to Adult Social Care, PEP also referred
the client to his local neighbourhood network for social
support, Age UK for mental health support and support with
alcohol consumption, a referral to the dementia team for
further investigation into memory issues and contacted the
client’s pharmacy to arrange for medication to be prescribed
in a dosette box.

What changed?
(Consider the individual, family,
friends, neighbours, community, other
agencies)

THE END
The difference
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The client now receives his medication in a dosette box, he
has been visited by his local neighbourhood network and can
access social activities, is regularly visited by a worker from
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Age UK and has had an MRI scan and been diagnosed with
What impact did the change
dementia. The client is now being supported for his mental
have?
health and alcohol dependency and his memory issues have
(Consider the individual, family,
been diagnosed.
friends, neighbours, community, other
agencies)

Case study 5
THE BEGINNING
Setting the scene
Who was referred and what
were the presenting issues?
What was the impact?

THE MIDDLE
PEP arrives
What did we do?
What changed?

THE END
The difference
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The client self-referred to PEP on advice of her GP. She has
a history of depressive episodes over last 6 years but was
more recently suffering from stress/anxiety; she had been
signed off work and her elderly father had been unwell,
meaning that she was providing a lot of care to him and
supporting her mother. Stress and anxiety were causing the
client to withdraw from activities and avoid situations where
any confrontation may occur. She was becoming increasingly
isolated and not being as active as she used to; only walking
her dog minimally, whereas she had previously been an active
runner. The client was suffering with intrusive thoughts and
these were impacting on her relationships with family
members, feeling that she didn’t want to spend time with
them. The client had some debts and worries over her
finances. She was visibly anxious and tearful during initial
assessment.

Discussed options of what support available and ideas of
what may be useful and relevant to her. A referral was made
to the Financial Inclusion worker. Client contacted IAPT
services from suggestion of PEP and began attending
counselling sessions. PEP referred her to, and she attended, a
confidence course at the local community centre. PEP linked
her to community employment support at through local
library and community centre and she was able to update her
CV and begin applying for jobs.

The client is now claiming ESA so has a regular income
and financial inclusion worker was able to assist with
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What impact did the change
have?

local council rent payment issues.

The client has started to attend a ‘Clubbercise’ exercise
session each week which she really enjoys, is walking her dog
frequently and wants to try swimming.
Client has recently been successful at interview and is now
employed. She has also been involved in a PEP celebration
event and in promoting the benefits of PEP, including being
filmed about her experience of the service.
She has stated to link worker that she feels much more
motivated now and that she feels she can “get back to being
me” (feeling happier and confident in herself).

Case study 6
THE BEGINNING
Setting the scene
Who was referred and what
were the presenting issues?
What was the impact?

THE MIDDLE
PEP arrives
What did we do?
What changed?
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The client referred herself on advice of her GP. She had
recently been diagnosed with Fibromyalgia and also had
additional long term medical conditions (Osteoarthritis and
reduced mobility due to historic brain injury).
The client was no longer able to work but was unaware
about her entitlement to benefits for financial support that
might also support her wellbeing.
The client reported having low mood, which was also
impacting on her family, as she no longer felt able to support
them in the way she had for many years and she was
frustrated with her limitations due to pain she was
experiencing. The client reported having a short temper and
‘snapping’ at people around her.
PEP suggested that the client make contact with Welfare
Rights, who were able to support her to apply for Personal
Independence Payment (PIP) benefit. PEP link worker was
present as moral support during her medical assessment for
the PIP benefit.
PEP provided information to the client on local free exercise
sessions through Leeds Let’s Get Active and the client was
able to attend free swimming sessions. Also a suggestion to
attend the Arthritis peer support group (who support
fibromyalgia patients additionally) was made.
A referral to the Improving Access to Psychological
Therapies (IAPT) team was made by the PEP Link Worker
and the client is now awaiting some therapy sessions to
support her acceptance of the diagnosis and frustrations.
The PEP link worker liaised with the GP to request a referral
to Leeds Adult Social Care Occupational Therapy service, in
the hope that some adaptations can be made to support the
client’s mobility in the home.
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The client was awarded the enhanced rate of PIP benefit and
THE END
has received a” blue badge” so she doesn’t have to walk as
The difference
far when out with her husband. She has also had some home
adaptations, which has meant that she can wash
What impact did the change
independently, rather than relying on her husband to help
have?
her. The client has expressed her gratitude to PEP, as wasn’t
aware of how much support was available for someone with
her conditions and she hopes to now develop ways to selfmanage her conditions. The client has also started to go
swimming at the local leisure with her daughter-in-law, which
has given her further independence.

Case study 7
THE BEGINNING
Setting the scene
Who was referred and what
were the presenting issues?
What was the impact?

THE MIDDLE
PEP arrives
What did we do?
What changed?
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The client self-referred, having recently been struggling to
cope with some long term medical conditions and also with
family life, supporting her adult children and their mental
health conditions.
At assessment, the client identified that she felt she would
benefit from some mental health support, having disclosed
some personal experiences which caused her distress.
She was also finding that though she had support through her
church and Carers Leeds, that she didn’t know enough to
support herself through her medical diagnosis of Myalgic
Encephalomyelitis (M.E). She also was suffering with some
memory problems which may be linked to her medical
conditions
PEP was able to provide the client with information on local
free exercise sessions through Leeds Let’s Get Active, as she
had previously been finding exercise helpful for her wellbeing.
PEP link also discussed and completed a referral to the
Women’s Counselling and Therapy Service, who accepted
the referral for the client to receive some counselling
sessions.
The link worker informed the client of an informal peer
support group for people with Chronic Fatigue/M.E. and
supported a first attendance to the group.
PEP was able to provide information sheets on healthy eating
for M.E. and also to liaise with the GP to obtain a referral to
the NHS Community Dietetics Service, to support clients
learning of her own diet in support of her medical needs.
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The client has now begun attending counselling sessions and
THE END
attended the M.E support group. She found it beneficial to
The difference
talk to peers who understand her difficulties with this
diagnosis. She has undergone memory tests and received
support through this.
What impact did the change
She is awaiting an appointment with the Community
have?
Dietetics Service but feels that she has been better
supported and has been given additional encouragement
through the PEP service.
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