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Foreword

Executive Summary

Self-management has been available in England since the 1990’s with the Expert Patients
Programme (EPP), then managed by the Department of Health, introducing the Chronic
Disease Self Management Programme’' (CDSMP - referred to as EPP in England) in 2002.
Politically, the spotlight on self care and self-management has intensified over this time with

them both now being at the centre of the Government’s vision of a patient-centred NHS.

Whilst many pieces of research, quantitative and qualitative, have highlighted the personal
benefits that attending a self-management course can provide, the economic benefits for the
NHS have not always been so clear. This has led to claims that self-management, or EPP,

is not a cost effective use of resources as it does not have a clear impact on NHS service use.

This report addresses these claims by reviewing existing literature on self-management, as well
as conducting our own research through questionnaires, focus groups and in-depth interviews.
Using the literature available and our own qualitative data, we have been able to provide
illustrative examples of how economically beneficial EPP could be for the NHS. What has also
emerged is how effective a targeted approach could be in reducing unplanned hospital
admissions and improving people’s quality of life.

This report documents our methodology and sets out key recommendations for

an integrated approach to self care.
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Improving the lives of people with long-term conditions

Introduction

Over the last decade the emphasis in the NHS has increasingly been about putting the patient
at the centre of their own healthcare. To support this, various papers and proposals have been
put forward in support of self-management, the personal benefits of which have been
demonstrated quite vigorously since the Expert Patients Programme (EPP) was piloted in the
NHS in 2001-2004 then mainstreamed 2004 - 2007. With this has come the question, “how
economically effective is self-management?”. In addition, there has been a lack of clarity
around what an effective self care support service would look like.

This report will look at evidence available to answer these questions and will put forward a
clear model for the commissioning of self care support services, which will provide a truly

patient-centred service with the potential to realise the full economic potential of self care support.

Review of evidence

Two approaches were taken; firstly, existing academic papers and reviews were looked at, the
majority of which positively outlined the patient benefits of attending a course. What was not so
clear from these papers was whether EPP could lead to a reduction in healthcare usage. The
feedback from course participants suggested that the way they use healthcare services did
change after going on a course — fewer unscheduled visits to the GP and secondary care, and
more effective use of the NHS being common.

Secondly, to support these claims and to investigate them further, 1000 course participants
who had attended EPP courses over the last 24 months were invited to complete a questionnaire
on health service use.

The questionnaire produced positive results regarding healthcare usage with over 50% reporting
they now have fewer unscheduled visits to their GP and A&E. Further to this, over 35% of people
who completed the questionnaire reported that since attending an EPP course they have reduced
the amount of medication they use.

Focus groups and in-depth interviews were held to investigate these claims further, as well

as to determine how ‘active self-managers’ felt the health service supported them to be active
patients. The results from these groups and individuals reflects the questionnaire results,
supporting the claim that people who attend self-management courses do make better use of
healthcare services.

www.expertpatients.co.uk
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Executive Summary

Economic implications

Using the questionnaire feedback, focus groups data and interviews with “expert patients,” as
well as emerging evidence from integrated self-management pilots, illustrative examples of the
potential economic benefits that may be expected from the introduction of an integrated and
targeted self care service have been designed.

These show cost savings of around £1,800 per person per year.
The full report illustrates these claims in further detail.

What started to emerge was that EPP would be most effective when targeted at people with
the poorest health outcomes and introduced as part of their care pathway. To do this
successfully, further training is needed for clinicians and more understanding is heeded around
the profiling of patients for targeted self-management.

An integrated approach

Key to realising the benefits of EPP is ensuring an integrated approach to self care that
incorporates three core spheres of influence:

1. How the service is delivered and accessed

2. The extent to which the clinical team enhance behaviour change and don’t reinforce
negative beliefs or behaviours (rescuing behaviour)

3. Access to individually tailored self-management support skills training.

The report shows an average cost
saving of around £1,800 per person

Improving the lives of people with long-term conditions

The way forward - key recommendations

EPP significantly improves the quality of life for the people who go on the courses. There

is strong evidence to demonstrate the economic benefits that EPP could have on the NHS.
Combine this with the feedback from course participants, which suggests that the NHS is
still not meeting the support needs of patients, and it becomes clear that a more integrated

approach is needed.

To achieve this, the following must be undertaken:
N Further training is needed for clinicians in the core competencies of self care
N A self-management pathway for patients should be developed
Al The collective experience of the clinical teams and the patients need to be fed back
into the design of services that support patients to self-manage
N More effective methods to identify and refer patients with low levels of health literacy
are required
A Personal self-management goals should be fully integrated into the care planning process
A Introduction of a self care case management and whole family approach for patients

with the poorest outcomes and highest social barriers to behavioural change.

Case Study

Participant 1

Participant 1, aged 62, had a number kind of “social service”. For example,
of long-term conditions, including help to set up on-going condition
paroxysmal tachycardia which she specific groups where patients could
had lived with since the age of 19. meet and share ideas and strategies
She valued the healthcare she for managing day-to-day life. Group
had received but felt healthcare members could provide support

professionals were not in a position and information for each other and

to deliver all the services that people pro-actively decide on what services

with long-term conditions needed. they required. For instance, to engage

She felt the ongoing evolution of a healthcare professional to deliver a

long-term conditions required a new lecture on a specific topic.

www.expertpatients.co.uk 5




Expert Patients Programme

In 1999, the Department of Health (DH) white paper, ‘Saving Lives: Our healthier nation’
announced that an Expert Patients Programme (EPP) would be established to help people living
with long-term health conditions to improve their quality of life. This was further endorsed by the
‘NHS Plan’ which outlined a vision of a health service designed around the patient. To support
this, in 2001, a national task force, chaired by the Chief Medical Officer Sir Liam Donaldson,
produced a report” outlining the benefits of the introduction of an Expert Patient Programme
(EPP). The report made a number of key observations and recommendations including:

A The view of many healthcare professionals is that, “my patient understands their disease
better than | do”

A The knowledge and expertise of the patient is an untapped resource

Al Patients should be more than just a recipient of care; they should have an active role in
their healthcare

Al Self-management or expert patient programmes are not simply about educating or
instructing patients about their conditions, they are based on developing the confidence and
motivation of patients to use their own skills and knowledge to take effective control over life
with a chronic illness

N An Expert Patients Programme would be piloted in the NHS between 2001-2004 and
mainstreamed between 2004-2007.

A core hypothesis of DH and EPP CIC self care strategy, is that if people with long-term health
conditions are given the right skills and support to improve their health literacy, they will make
more effective use of healthcare services. This would help to reduce the overall burden of
chronic disease on society. Kemper et al, as early as 1992, proposed that a 5% increase in self
care led to a 20% decrease in professional care.

The concept of EPP and the overall DH self care policy was integral to the treasury
report by Sir Derek Wanless'into the future of the NHS and the growing cost burden.
Wanless put forward the view that there was only one viable long-term scenario for

the NHS - the fully engaged scenario whereby citizens became partners in care and

took responsibility for the maintenance of their physical and mental wellbeing.

Improving the lives of people with long-term conditions

The recent NHS strategy document' published with the new operating framework"' directly
quotes Wanless, “As the Wanless Report of 2002 showed, the dividend created by an NHS that
promotes health, self care and early intervention, and that integrates services around patients,

is potentially sizeable, amounting to billions of pounds,” (1.38). The paper goes on to say that,

“Compared with other countries, for example, we have high rates of emergency admissions to

hospital for those with diabetes and asthma. Better management of these conditions and

better support for self care and family carers could avoid such distressing experiences, leading

to care that is more effective, a better experience and more productive.” (2.69)

The benefits of supporting self care are clearly recognised on a philosophical basis, along with

the theory that this will have an economic benefit as well as benefiting the patient and their

family, however, to date this has not always been clearly demonstrated. In addition, there has

been a lack of clarity on what an effective self care support service may look like.

Case Study

Participant 2

Participant 2 had a major heart attack
4 years ago at age 48. The most
profound impact of this was a life
change that took him out of a work
environment with its associated
sense of purpose and belonging,

and being in mainstream society.

He praised “clinical and medical”
personnel, but felt a gap in services
could be filled by automatic access to

a group/s in which patients with the

same condition could help each other
with living with long-term conditions.
He envisaged this service structure as:

(a) A group context in which clinical
reviews took place, rather than
one-to-one;

(b) A facilitated group designed to help
people “handle the emotional and...
physical side of it... the ongoing...
living with it on a daily basis...”, run by
a layperson trained as a facilitator.

www.expertpatients.co.uk
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Self care support programmes

This report looks specifically at the range of self care support programmes that come under the

Expert Patients Programme in England and those associated with it.

Two approaches were taken; firstly, a rapid review of academic evaluations and Cochrane
reviews (some of which are outlined below) and secondly, questionnaires, focus groups and

in-depth interviews with EPP course participants.

The majority of research demonstrates the positive personal benefits of attending a course —
increased confidence, better quality of life and improved communication with healthcare
professionals. Whilst these benefits are often very clear, the reduction in healthcare usage was
not always so obvious. It is this area that has sometimes led to claims that EPP is not effective.
Since EPP was incorporated into the NHS in 2002, the feedback received from course
participants is that the way they use healthcare services has changed - fewer unscheduled

visits to the GP and secondary care, and more effective use of the NHS being common.

To support these claims, 1000 course participants who have attended EPP courses over the
last 24 months were invited to complete a questionnaire on health service use.

In addition, three focus groups for people from a broad range of backgrounds were run, along
with in-depth interviews. One purpose was to find out how ‘active self-managers’ felt the

health service supported them to be active patients.

Improving the lives of people with long-term conditions

Reviews

There have been a number of reviews of self-management programmes, including a NICE rapid
review'', a Cochrane review of lay led self-management> and the paper, ‘Meta-Analysis: Chronic

Disease Self-Management Programmes for Older Adults~’.

Some of these studies need to be treated with care; they are often used to demonstrate lack of
effect of EPP, yet most are referring to other self-management programmes all using different

methodologies.

In many of the published papers there is no clear definition of an ‘Expert Patient Programme’.

In addition, nearly all the studies are from the general population, i.e. the people attending are
entirely self-referred and not selected on a basis of need to treat. In some cases payment to GP’s
was made to refer patients, with the only guideline being having a diagnosed chronic condition.

Many of the meta-analyses are not comparing the same interventions; most have very different
methods of delivery. It needs to be clearly stated that many of the published papers are not
referring to the CDSMP and this needs to be more widely recognised.

When papers which just refer to programmes that come under EPP in England e.g. the CDSMP,

are reviewed, a different picture emerges.

A review paper, produced by the US centre for disease control, concluded that there was a very
high certainty of improvements in health utilisation. They said that, “The statement ‘CDSMP results
in reductions in healthcare expenditures’ is made with a reasonably high degree of confidence.
This finding is consistent with the available evidence, but is limited by the fact that measurement
approaches differ across studies and utilisation decreases are not uniform. In four studies there
were fewer emergency room (ER) visits, in three studies there were fewer hospitalisations, and in
four studies there were fewer days in the hospital. In two studies there were reductions in
outpatient visits. All of the preceding studies were able to demonstrate statistical significance. We

found no studies in which costs were increased.”

www.expertpatients.co.uk
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The main UK RCT (Rodgers et al) clearly concluded that the EPP programme was fully cost

effective in relation to improved quality of life. The study also found an average of one less hospital
bed day per person over a six month period. It can be assumed that this would continue to be a
year on year saving.

The DH published the results of a 6 month longitudinal study from 963 participants.

The key outcomes (all statistically significant) involving NHS services were:

Use of care services Percentage decrease

GP consultations 7%
Outpatient visits 10%
A&E attendances 16%
Physiotherapy use 9%

Why don’t we see greater change?

A significant proportion of the participants in the majority of the studies are people who already
had well controlled and managed disease and were already good self-managers. Therefore, the
programmes reinforced existing behaviour, but allowed no further room for change or
improvements to health literacy.

The term health literacy is being used to mean the ability of a patient to navigate a healthcare
system in a positive way, to be able to work in equal partnership with the care team and to be a
fully activated patient - undertaking the necessary lifestyle changes to achieve optimum outcomes

from treatment and disease management.

In addition, many programmes were run with no links to the care pathway or knowledge of the
patient’s clinician.

What is beginning to emerge is that a targeted approach will produce significant changes.
When the question, “who benefits the most from EPP?” is asked, a very different picture begins
to develop.

Improving the lives of people with long-term conditions

A further analysis of this RCT showed that for those sampled who had poorly managed symptoms
and high disease impact, greater changes were made to the extent that further disease
progression was halted, particularly in younger participants. This finding has significant
implications. The authors say:

“The present results suggest that the Expert Patients Programme may have a protective effect on
health-related quality of life for patients with poor health or low confidence. The course can help
such patients to resist a deterioration in their health-related quality of life that would otherwise
have occurred. If this is the case, the results have important implications*.”

This will be explored further with the results from the group focus sessions and in-depth interviews.

The quotes below from past course participants are reflective of the feedback received, and again
highlight the difference between what is captured in research papers and RCT’s and what is being
fed back after the course.

Al “Before going on the EPP course, | was very much dependent on my GP to sort things out
for me, but now | go to discuss my health condition with my nurse and not my GP. | don’t
feel like | need to rely on him so much.”

Al “Before | didn’t know what my medicines were for and felt stupid asking my doctor. Since
completing my EPP course, | feel more confident to discuss my medication and treatment.”

A key piece of feedback is that past participants feel that their relationship with their healthcare
team is improved. Many feel more confident about their consultations and often write down any
questions or concerns in advance so they can use their time productively. Many participants
have also reported a reduction in unscheduled visits to their GP as they feel they are effectively
managing their condition through other techniques taught on the course.

A “After finishing the EPP course, | realised that | was not managing my diabetes very well, so |
went to talk to my nurse and asked her to change my treatment plan. | was also keen to find
out and discuss new treatment plans. My unscheduled visits to my GP have gone down to
nil and now | go after three months just for my scheduled visits.”

www.expertpatients.co.uk
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Quantitative Questionnaire

To investigate the differences further, a quantitative questionnaire was set up. The questionnaire is
based on the one originally used in the DH longitudinal study of EPP. 1000 course participants were
invited to complete the questionnaire. Incorporated into this was the question, “Have you changed
the way you use health services since attending an EPP course?” with space for participants to add
their own comments.

The graph below shows the results of the questions on the use of various NHS services. These are
backed up by more detailed explanations from the respondents - some of which are shown. The
changes in visits to A&E and unscheduled GP visits are particularly interesting, with over 50% of
respondents reporting that they use these services less.

Although hard to quantify at this early stage the data indicates significant savings above
those already established and proven through improvement in quality of life.

After attending an EPP self-management course, has the amount of contact you have with health services changed?
Since attending an EPP course do you think that you use the following services more, the same, or less?

Il More [l Same [H Less 20% 40% 60% 80%

Routine visits to a GP
Unscheduled visits to a GP
Visits to a practice nurse

Visits to any other health professional

Visits to A&E

Planned visits to hospital doctor

Unplanned visits to a hospital doctor

Planned hospital admissions

Unplanned hospital admissions

Admissions through A&E

Improving the lives of people with long-term conditions

The results shown here do demonstrate the positive impact attending an EPP course can
have on the way a participant uses health services. The comments below reinforce this,
showing how people who have been on a course now feel more prepared for their scheduled
appointments and therefore require less unscheduled visits.

Al “| learnt a lot from the better breathing activity that was taught during the first week of the
EPP course. Before, | used to visit my doctor a lot about my breathing problem. Now |
don’t see the doctor as often because | feel that I’'m more able to manage it myself by
controlling my anger and doing breathing exercises.”

N “| understand my condition more now and feel more in control so | don’t need to see my
doctor as much.”

Al “| underestimated my own potential to cope with my condition. The EPP course has made
me feel confident and empowered me to take an active part in my treatment.”

Al “| used to see my doctor a lot because of a pain in my legs. EPP taught me how to make
an action plan to help me to manage my pain. By using my action plan, | now walk more

and have less pain. So | don’t need to see my doctor as much.”

Another significant result was that over 35% of participants who completed the questionnaire
reported that since attending an EPP course they have reduced the amount of medication they
use. Some of the reasons for this are highlighted below:

After attending an EPP CIC self-management course, have you changed the amount of medication that you use?

B 51.9% Taking the same

¥ 11.7% Taking more

B 36.4% Taking less

www.expertpatients.co.uk 13




Al “| reduced the amount of medication that | take for pain now as | have learnt some The summary of findings from the focus group sessions:

Al “The positive thinking sessions taught by EPP have lifted my mood and | don’t need N Reduction in Did Not Attend (DNA) rate

to take anti-depressants anymore.” N Reduction in unscheduled visits

N “Before | didn’t know what my medicines were for and felt stupid asking my doctor. Al Improvement in taking control of treatment plans

Since completing my EPP course, | feel more confident to discuss my medication Al Better communication with healthcare professionals

and treatment.” D "
AN Better and regular use of medication to control health condition

N “| learnt how to make an action plan which helps me to take medication regularly. Nl Better self-management skills

Before EPP, | used to forget to take it so now my action plan helps me to take my . . . . )

N Transformation from a patient to a person who can play an active role in society
medicine when | should, and | feel much better.”

N Reduction in time off work due to sickness.

Much of the change in medication usage referred to people coming off anti-depressants

or reducing pain medication.

. “The EPP course has made me able to look after myself more and that’s why
Focus groups to determine the effect of EPP courses on I rarely take time off sick from my job.”

healthcare utilisation

Three focus groups were conducted in the North of England in November 2009, to determine “l rarely go to my doctor now because | have learnt a lot of self-management

the impact of EPP self-management courses on healthcare utilisation. The following table techniques on the EPP course. These have helped me to look after my health

shows where these focus groups were held and the characteristics of its participants: and | can manage it on my own.”

No of

10 male (67%)

“Before EPP, | rarely attended my scheduled appointments. Since taking more
control of the management of my health condition, | go now.”

Bradford 50-70 All Indian

5 female (33%)
Eccles (Manchester) 7 18-64 7 female (100%) 3 Indian 4 Pakistani
Warrington 6 30-55 2O (€874 5 British 1 Pakistani

4 female (67%)

An interview guide was used by the facilitators and focused on the questions incorporated
in the questionnaire. The closed questions of the questionnaire were deliberately kept open
to encourage discussion. The facilitators also probed the responses given by participants in
order to gain an in-depth understanding of how participants use healthcare services after

attending an EPP CIC self-management course.
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Summary table

Before attending an EPP course

Passive role as a patient in treatment/management.

Did not attend (DNA) appointments because of
lack of confidence to communicate with doctor
and unaware of importance of scheduled visits.

Apathy towards acting upon medical
advice, treatment and exercise.

Unable to control symptoms and unawareness of
self-management techniques resulted in booking
unscheduled visits to see health professionals.

Lack of self-confidence and self-management
skills — solely reliant on doctor for treatment.

Entirely dependent on doctor.

Lack of communication and confidence made

it difficult for participants to discuss their treatment
and medication with healthcare professionals.

This resulted in more unscheduled visits to

health professionals.

More active role in treatment/management.

Better communication skills and confidence
building has helped participants to attend the
scheduled visits. Also advice on preparing of list
of questions related to their condition has helped
them to get more out of their appointments.

Take part as an equal stakeholder in treatment

plan and treatment towards better self-management

and well being.

Better understanding of own long-term condition
and use of self-management techniques have
helped participants to deal with day to day life
and symptoms. More ability to discuss other
treatment/management techniques. They no
longer make as many or any unscheduled visits
to see health professionals.

Better self-management techniques have
equipped participants to become more confident
and self-reliant to manage long-term conditions.

Use of other healthcare professionals such
as nurses and pharmacists.

Able to communicate with health professionals
during scheduled visits. This decreased
unscheduled visits by almost 100%.

Improving the lives of people with long-term conditions

Economic implications

Using the questionnaire feedback, focus groups data and interviews with “expert patients”,

as well as emerging evidence from integrated self-management pilots, some illustrative examples

of potential economic benefits that may be expected from the introduction of an integrated and

targeted self care service in the first year were put together.

The average cost per person for the intervention is in the region of £400. This includes £300 per

person for the self-management support and £100 per person for the clinician training and support.

These costs do not take into account the wider economic benefits, for example, participants who

attended EPP courses with type 2 diabetes reported improved management of their condition that

may be assumed will potentially delay or remove the need to go onto insulin.

Diabetic patient

GP

Diabetic Nurse

OP Consultation

OP Consultation

IP Admission

Exisiting cost to NHS
Cost of intervention

Total saving (PA)

£/visit

£30.00

£20.00

£216.00

£84.00

£1,396.00

Number of
visits saved

(PA) (PA)

4 £120.00
4 £80.00
1 £216.00
3 £252.00
1 £1,396.00
£2,064.00
£400.00
£1,664.00

£/saving

Comments

Estimated price

Estimated price

National Tariff 2009/10.
First consultation

National Tariff 2009/10.
Follow up attendance

National Tariff 2009/10.
HRG code KBO2E as an
example for fairly simple case

www.expertpatients.co.uk
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Asthma patient

GP

Nurse Specialist

OP Consultation

OP Consultation

IP Admission

Exisiting cost to NHS
Cost of intervention

Total saving (PA)

£30.00

£20.00

£242.00

£110.00

£1,476.00

Number of g/saving

(PA)

visits saved
(PA)

4 £120.00
4 £80.00
1 £242.00
3 £330.00
1 £1,476.00
£2,248.00
£400.00
£1,848.00

Comments

Estimated price

Estimated price

National Tariff 2009/10.
First consultation

National Tariff 2009/10.
Follow up attendance

National Tariff 2009/10.
HRG code DZ15E as an
example for fairly simple case

Case Study

Participant 3

Participant 3 was diagnosed with
coronary heart disease in 1986 and
had been self-managing for many
years prior to attending an EPP
course this year, which he said

extended his self-management skills.

He recognised healthcare professionals’
time limitations but needed a
communication process whereby

he could receive information about the

validity and appropriateness of

the latest medication and surgical
procedures related to his condition
which he read/heard about in the
media. He suggested such a service
could be provided by a national

call centre where emails or telephone
calls could be received and responses
to questions and enquiries sent

back to patients.

COPD patient

GP

Nurse Specialist

OP Consultation

OP Consultation

IP Admission

Exisiting cost to NHS

Cost of intervention

Total saving (PA)

£30.00

£20.00

£242.00

£110.00

£1,476.00

Number of £/saving

(PA)

visits saved
(PA)

4 £120.00
4 £80.00
1 £242.00
3 £330.00
1 £1,476.00
£2,248.00
£400.00
£1,848.00

Comments

Estimated price

Estimated price

National Tariff 2009/10.
First consultation

National Tariff 2009/10.
Follow up attendance

National Tariff 2009/10.
HRG code DZ15E as an
example for fairly simple case

Improving the lives of people with long-term conditions

Case Study

Participant 4

At 49 Participant 4 had lived with
type 2 diabetes and osteoarthritis
for some years. Due to the latter she
had had to give up work but praised
clinicians who had treated her for
these conditions and encouraged
her to attend an EPP course, the
impact of which, she said, had led

to her becoming “...me again.”

However, based on previous

experience, Participant 4 felt patients
needed access to specialist help
within 24 hours when a medical
crisis occurred. Ideally this should

be the consultant, but if not, GP
practices needed to ensure a system
whereby receptionists facilitated
automatic access to a nurse who
could assess care needs and

ensure patients received these.

www.expertpatients.co.uk
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The wider benefits

EPP CIC, in conjunction with NHS Salford, looked at the wider economic benefits of EPP using
a Social Return on Investment Evaluation.

The provisional results suggest that for every £1 that has been invested in the Expert

Patient Programme a social return on investment of £16.53 has been realised.

This is illustrated by the following example:

Working as a police officer is a physically and mentally challenging career choice, but after retiring

from the force due to injury at the age of 27, Anne had no idea what life was about to throw at her.

Looking for a new challenge, Anne decided to set up her own business with her now ex partner,
and start a family. Although she worked hard, an unknown health condition continually dragged

her down. Diagnosed 15 years ago with Fibromyalgia it became more apparent recently that her
symptoms no longer fitted the original diagnosis and Anne was informed that she was suffering

from a rare form of muscular dystrophy.

Anne said, “The summer was a turning point for me and after struggling with being housebound
for weeks on end, | decided to take matters into my own hands. During this rollercoaster time,

| had an ‘up’ day and took this chance to do some research into self-management. Having already
heard about the EPP, | enrolled on the next available course.

“The course was for people living with long-term health conditions and when | found out they were
run by people in the same boat, | felt, for the first time in a long while, that | could see light at the
end of a very long tunnel.

“I learnt how to set realistic goals in bite sized chunks — instead of aiming for the stars — and
as a result of the self-management course, | applied for funding so | could update my previous
qualifications and start a small business. | now work within my limitations with help and support
from the Department for Work and Pensions.

“Today | live a life that | could have only dreamt about before. | feel fulfilled as a professional
person, | have social inclusion and when I’'m having a bad day | just tell myself to take it easy.

| work around my needs and this is an essential requirement of successful self-management.”

Improving the lives of people with long-term conditions

Self-management and the use of healthcare

The Kaiser triangle is often used to illustrate chronic disease management and the role of self care.

Level 1

Complex cases
with co-morbidities

[l High % of professional care

Level 2
High risk cases

[ Equally shared care

Level 3

70-80% of the people
with long-term conditions

Il High % of self care

Level 1: Case management — requires the identification of the very high intensity users of
unplanned secondary care. Care for these patients is to be managed using a community matron
or other professional using a case management approach, to anticipate, co-ordinate and join up
health and social care.

Level 2: Disease-specific care management — this involves providing people who have a complex
single need or multiple conditions with responsive, specialist services using multi-disciplinary teams
and disease-specific protocols and pathways, such as the National Service Frameworks and

Quality and Outcomes Framework.

Level 3: Supported self care - collaboratively helping individuals and their carers to develop the
knowledge, skills and confidence to care for themselves and their condition effectively.
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Those in the bottom two segments are where traditionally self care is seen as having the largest

role. Often what is observed by clinicians among these two groups is that frequency of hospital
admissions, service use and care is not always consistent with clinical severity of the condition.

Often the level of disability or disease burden is disproportionate to the degree of actual impairment.

This is demonstrated by the chart below:*V
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Can we modify the predictors of greater disability to improve health status?

There are a range of people who have low impairment but high disability. Or in other words
are not coping or have not fully realised the implications of not changing their behaviour.

For these people issues such as depression, poor health literacy and social factors all interplay
resulting in higher numbers of unplanned admissions, GP visits etc than would be expected for

the severity of the condition.

A key question for NHS services that has become apparent is,“why are people with relatively
straightforward treatment issues high users of services?”

The answer doesn’t necessarily sit within the direct sphere of the clinical team, although a
significant amount often lies within the individuals’ responsibility.

22 Improving the lives of people with long-term conditions

These patients are exactly the group who can most benefit from EPP courses and support to
self care because the areas that need to change are directly under their sphere of control and not
the clinicians’.

Key to realising the benefits of EPP is ensuring an integrated approach to self care that
incorporates three core spheres of influence:

N How the service is delivered and accessed

N The extent to which the clinical team enhance behaviour change and don’t
reinforce negative beliefs or behaviours (rescuing behaviour)

A Access to individually tailored self-management support skills training.

Kl Service design

A World class commissioning

N Patient-centred services

N Open access
Public patient involvement N Self referral

1

Area of
high effect

Care pathway and
community services

H Activated patient H Activated clinician

N EPP N Core competencies
N DESMOND in self care

Al Self Care for You N Clinician development
Al Synergy programmes

Care planning
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Over the last two years evidence is beginning to come through from pilot programmes that are

incorporating these three elements. One such programme was set up by the Health Foundation
and is called Co-Creating Health. Early indicators are extremely positive for the four disease areas
targeted - COPD, diabetes, depression and pain.

Whittington Hospital is one of the sites and is running the diabetes programme. In a recent news
letter~ the hospital reported:

N statistically significant reductions in HbA1C and LDL cholesterol in patients participating in the
Self-Management Programme

Nl 89% of clinicians who have attended the Advanced Development Programme agree that they
have significantly improved their knowledge of how to support patient self-management

N monthly process and outcome measures are demonstrating improvements in the percentages of
consultations where a care planning consultation is taking place, with increases of recorded

collaborative agenda setting, goal setting and follow up on goals.

The above demonstrate the very immediate benefits in terms of improved health when

self-management programmes are combined with clinician training and targeting of patients.

Improving the lives of people with long-term conditions

This is further supported by comments from people attending EPP courses when they are
discussing barriers to improving health that come from the healthcare team.

Typical comments are that:

N Lack of plans of action

N No follow up on what was discussed at last consultation
N Clinicians don’t discuss goals or provide support in changing diet etc
A Right hand does not know what the left hand is doing

AN No contact

N Lack of knowledge

A Blame condition

N Departments not talking to each other

N Lack of information

AN Treat you like a robot — all the same

N They're terribly negative

A Have to push for what you want

N Experience largely ignored.

When these comments were looked at in more detail, a picture emerged of a NHS that is still
not meeting the needs of the patient. Some people reported being unsure of the purpose of
appointments. Some felt that appointments were made routinely and not based on need, yet
when the patient felt they had a genuine need or change in symptoms they could not access
services quickly enough to avoid an acute episode.

In-depth interviews with participants from EPP courses saw two key themes emerge which help
demonstrate the complex relationship between patients, clinicians and access to services:

(1) Prior to development of self-management skills

Interviewees placed a high value on the clinical and technical skills of healthcare professionals.
During the process of reaching a decision about diagnosis and treatment they had control over an
individual’s long-term condition — they were the experts. However, once this stage was completed
interviewees experienced “being on their own”, without further support. Necessarily, apart from

scheduled medical reviews, this required participants to “self-manage” their long-term condition.
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For this to be possible they wanted their treatment plan to include signposting to condition-specific

resources which could help them acquire the skills and knowledge to self-manage. Examples of
key self-management tasks identified by interviewees included:

A taking back control of the management of their long-term condition following diagnosis and
treatment decisions by healthcare professionals

A a process of acceptance of the often dramatic life changes consequent upon the event of their
long-term condition

N management of an evolving process of day to day self-management of living with a long-term
condition - for some, this challenge included developing and sustaining a positive future out of a
complete reversal of personal, social and economic circumstances.

(2) Following the development of self-management skills

All interviewees had been living with long-term conditions for a minimum of ten years. During this
time they had all taken on self-management tasks — on their own, through attendance at an EPP
CIC course, and through contact with other people with the same, or other, long-term conditions.
The interviewees took charge of their health problems through, for example, taking medicines,
watching their diet, exercising and managing emotional changes brought about by their condition.
They had become “experts” in living with their specific condition. As patients who had taken on
some of the “responsibilities” of managing their condition they were looking for a different kind

of relationship with healthcare professionals; one which was more a “conversation”, a two-way
relationship where both patient and clinician learnt from each other. These patients wanted their
intelligent management taken seriously, for example, so that if they reported a medical crisis they
were facilitated in making contact with a specialist within 24 hours in order to limit the deterioration
of their condition. The clinicians’ key role in medical management remained highly valued, but
contact with other people with the same condition had become equally important. For this reason
the suggestion was made that a group of same-condition patients could fruitfully meet as a clinical
review group — patients could learn from each other and a clinician and a 30 minute session would
release clinician time from the current system of only one-to-one reviews.

The self-management support needs of patients are not being met by the NHS. When they are, it
can provide great benefits to the patient and the clinician, as well as reducing costs and improving
services. At present, self-management support is often commissioned in a way that does not
generate the full benefits.

Improving the lives of people with long-term conditions

The findings

The findings demonstrate that a more integrated approach is needed.

This involves clinician training in the core competencies of self care, a more individualised self-

management pathway for patients and the collective experience of the clinical team and the

patients to feedback into the service development - this may include group clinics, better access to

specialists and greater freedom for the patient to make changes to medication dosage.

Central to this is a more tailored approach for the individual for self-management where the person

is more actively supported to improve health literacy.

The self-management pathway

Works with clinician
on care plan

Works in partnership with
patient to agree care plan
and regularly review

Is designed so that
supports care planning and
‘Expert Patients’

Takes on responsibility
for making changes to diet,
managing medication,
following treatment plans

Ensures changes to lifestyle
and goals are appropriate to
patient’s ability to change

The patient can access
a range of support services
when they need them and
in a timely way

Given support to deal with
problems in changing behaviour,
achieving goals etc

Uses action planning,
problem solving as key skills
in supporting patients and as

part of review process

The experience of the
patient feeds directly back
into service design
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The patient pathway

Theoretically, DH guidance on core competencies for self care and world class commissioning, if
fully implemented, will support the improved engagement of clinicians and the potential for more

responsive services.

There is still, however, little guidance on what a self care support service may look like. EPP’s
experience in using a case management approach to self care support in supporting people on
incapacity benefit proved very effective in improving people’s disease management and symptom
management to the extent they were able to return to work. This expertise and EPP’s experience of
working in an integrated way in some pilot sites has led to the development of an approach that is
specifically designed to optimise outcomes.

This is illustrated by the flowchart on the right.*"

Self care pathway

Does the person have a long-term condition?

Case Study

Participant 5

Participant 5 had been diagnosed with
endometriosis eleven years ago when
she was just twenty and was happy
with the medical treatment she had
received.

But Participant 5 felt that once
clinicians had “...exhaust(ed) all of
their options you...feel...you’re on
your own...” to deal with living with a
life-long condition. The task then for

the patient was to take back control
of their condition and incorporate
this into daily life. To facilitate this,
she felt that GP practices and
specialist services needed to be
aware of this task and extend their
care by ensuring patients were
advised of self-management
resources within the community as

part of the patient’s treatment plan.

Improving the lives of people with long-term conditions

Define the need - as part of care planning process

Key Healthcare Professional (HCP) identified.

Person and professional jointly:

® Assess persons level of health literacy — activation

¢ |dentify the impact of the condition-lifestyle, physical and
psychological effects

e |dentify factors to preserve and promote quality of life eg diet,
exercise, medication regime

* Determine factors affecting capacity for self-management.

Planning (goals)

Person and professional jointly:

¢ Determine state of action

® Determine specific goals

* Prioritise goals

o |dentify outcomes

¢ Determine realistic time-frames and responsibilities
® Select appropriate interventions

* Document the plan

Guided self-management

Person and professional jointly select appropriate

mix of strategies for self-management depending on:

¢ Context

® Goals

¢ Availability of resources

® Quality of resources

* Personal capacity (eg disease specific education, generic skills)

Monitoring and systematic follow-up

Person and professional jointly assess progress with:

o Lifestyle outcomes: better use of aids and transport;
improvements in social and role activities

® Physical outcomes: sustained reduction in symptoms
and distress; improvements in clinical measures

¢ Psychological outcomes: enhanced self-efficacy;
improved psychological health

e Service outcomes: improved service utilisation; improved
quality of communication between person and professionals,
feedback into service improvement.

Active ongoing
care planning

Assess state of action:

if person has history of
poor engagement or ability
to act, prohibitive social
circumstances, mild to
moderate depression

then consider referral

for self care.

Self care case

management

¢ Individualised self care plan

¢ 1:1 coaching and mentoring

¢ Motivational interviewin
Developing and g

ongoing partnership
between HCP and
person with LTC

e Telephone support

¢ Fast access to specialist nurse

* Ongoing lifestyle support

® Regular feedback between
self care support manager
and lead HCP

¢ Possible onward
referral for specialist

If poor progress or
emerging underlying
social and psychological
factors then consider
referral for self care
case management.

psychological services

\

/

Fully engaged patient
maximum outcomes

Normal care
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Self-management as a standalone intervention does provide benefits, both personal and economic

as outlined above. However, if it were to be integrated with NHS services and part of the patient
care pathway then it is likely to produce greater cost savings.

Those who attend EPP courses, who are already active self-managers, have limited scope for
improvement, but if NHS trusts were to target those with higher needs who have emotional and
environmental barriers to behavioural change, then further benefits will be realised.

To achieve this, the following key recommendations are suggested:

A Further training is needed for clinicians in the core competencies of self care

Al A more individualised self-management pathway for patients should be introduced

A The collective experience of the clinical teams and the patients needs to be fed back into
service design that takes account of the needs of health literate patients

N Need to target those who will most benefit from self-management

Al Need to fully integrate self-management goals into the care planning process

A Introduction of a self care case management approach for patients with the poorest
outcomes and high social barriers to behaviour change.

Report prepared by Jim Phillips, Director Policy and Evaluation EPP CIC
Focus group study Aamir Shah, Trainer EPP CIC

In-depth interviews by Rosemary Ramsay, Research Manager

For further information contact get.info@eppcic.co.uk
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patients with long-term conditions: a pragmatic randomised controlled trial - Kennedy A, Reeves D, Bower
P, Lee V, Middleton E, Richardson G, Gardner C, Gately C, Rogers A. J Epidemiol Community Health.
2007 Mar;61(3):254-61

Predicting who will benefit from an Expert Patients Programme self-management course D Reeves,
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Thanks to Professor Bob Lewin
http://www.whittington.nhs.uk/Documents/CCH%20Winter%202009%20newsletter_8575.pdf

Some text in this chart is drawn from a paper “Guided Self Management in Salford” by Chris Dabbs CEO
of CHAPs

* This does not include recruitment costs which may vary.
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