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I the way we see it

Long term conditions:
from dependency to responsibility

This document reports on the
efficacy of the current models
of care for people living with
long term conditions, and

will investigate the possibility
that new services and new
technologies can help re-design
the way care is delivered for

long term conditions.

It defines a new model of segmentation
for people living with long term conditions
that is complimentary but additional to
the traditional Kaiser Triangle —and
shows how this model can help us
define packages and systems of care
that are appropriate and personalised
to patient needs.

What is a long term condition?

Long-term conditions are those that
can only be controlled and not, at

present, cured. They included diabetes,
asthma, chronic heart disease (CHD)),
chronic obstructive pulmonary disease
(COPD), sickle cell anaemia, dementia
and a range of disabling neurological
conditions. They usually require

Current prevalence and
care model

Approximately 17.5 million people are
living with a long term condition, and
some, especially older people, are living
with two or more long term conditions’.
Thus far, care for people with long term
conditions has been reactive rather
than proactive, typically unplanned,
and subject to geographical variations
in quality and service model**. This
sporadic model of care has caused
patients’ conditions to become out of
control, their health to deteriorate, and
finally to unplanned, resource intensive
and distressing acute interventions’. This
is especially true for our most vulnerable
citizens, who often feel unable to cope
with and manage their condition(s).

Deprivation, lifestyle and
rising prevalence

Almost all long term conditions are
strongly statistically correlated with
deprivation, specific ethnic groups and
social disadvantage®’. There are many
reasons for this correlation including:

a lack of education; poor access to
information and health services; poor
diet and nutrition; a lack of exercise;
ahigh 'evalence of substance a
alcohol abuse; and a high rate of

ditions is also increasing,
g population, an almost
se in obesity, and the lack
nd exercise especially

typ abetics receiving no treatment
whatsoever for their condition'.



Long term conditions

Historically the NHS has been focused
on delivering excellent quality care, free
at the point of delivery, based on clinical
need and not ability to pay. However,
this focus on delivering care can imply
aneglect of maintaining health, or
promoting self-care and self-reliance.
Given the rising prevalence of long
term conditions, and the fact that the
conditions themselves and acute
escalations can often be delayed or
prevented, it has now become imperative
for the NHS to move on to become a
true health service and not just a
sickness service'.

Economic case for health
promotion and self-care

This new philosophy of promoting
health, self-care and self-reliance makes
economic as well as clinical sense'.
Even with the historic programme of
investment in the NHS within the last

8 years, the service is still often running
at full capacity, and may not be able

to cope with large percentage increases
in acute escalations from long term
conditions. Furthermore, economic
inactivity is often associated with ill
health, reducing available resources
through taxation needed to fund the
NHS. If we are to create the means for
each citizen to realise their true potential
—and a community in which power,
wealth and opportunity are in the hands
of the many, not the few — then it is
imperative that we empower the most
vulnerable and the most deprived
people in our society with the means

to make informed choices to maintain
their own health, and to manage their
conditions should they arise.

Yet currently, despite the necessity for a
patient-centred approach that empowers
people to take responsibility for the care
of their own condition, the prevalent
models of patient segmentation are based
on risk of escalation, not on patient
behaviour, attitude or aptitude. In order
to move from a state of dependence to
one in which the rights we enjoy reflect
the responsibilities we owe, it is critical
that we understand the ways in which
we can encourage people, through their
own actions, to take more responsibility
for the treatment and management of
their own conditions. This requires a
personal model based on the patient, as
well as the severity and risk associated
with the condition.

A model to recognise the
complexity and behaviour of
the patient

A new model of stratification and
treatment is therefore required in

the NHS for people with long term
conditions. This model should clearly
define the sorts of services that are
appropriate to deliver to each type of
patient, building on the risk structure
provided by the traditional Kaiser triangle.
The 4-box diagram below defines this
new model:



It is important to recognise

the role of the community, and
community based research
programmes, in the stratification
and assessment of patient

groups

Disempowered Enthusiast

e Poor/Medium Control
¢ Realistic about seriousness of condition
e Lack understanding of
— lliness
— Symptoms
— Medicines etc
e Poor access to information resources
e Require more dedicated intervention
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high willingness

Empowered Self-Carer

e Good control

e Working understanding of:

— lliness

- Symptoms

— Medicines

— Causes

— Metabolic Indicators

Good drug compliance/concordance
Low reliance/lite-touch services
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Socially Dependent

e Poor Control

e Typically:
— Low levels of educational achievement
— Social Deprivation
— Co-morbidities / high health risk

e High dependence on services

* Poor access to technology

* Require personalised, direct and
focussed intervention

Able Denialist

Poor/Medium Control

Lack of motivation to self-care

Denial of seriousness/impact of condition
Good access to information

Working level of knowledge of:

— lliness

— Symptoms

- Causes

* Require more dedicated intervention

Anjige ybiy

low willingness

Clearly each of these groups requires a
different intervention type. For example,
interventions that might be appropriate
for the empowered self-carer would
assume too high a level of knowledge
and ability for the socially dependent,
whereas interventions for the socially
dependent would be too intensive and
resource-consuming for the self-carers.
Furthermore, the goal of any intervention
for patients not in the empowered self-
carer quadrant should be to migrate, if
possible, that patient into that quadrant.
Mobility through these quadrants, like
social mobility, is dependent on the power
of education and knowledge and the
spark of understanding and motivation,
and therefore services should be
designed to encourage this mobility.

This model compliments the Kaiser
triangle by suggesting the shape and
type of services for each type of patient,
and by recognising that patient behaviour
and response to services is driven by
their will and ability to act, rather than
necessarily by their risk of escalation.
By segmenting patients in this way we
can choose services that will have the
highest probability of positive response
given the patients’ level of knowledge,

their general ability, and how willing
they are to manage their condition and
take it seriously. The model is also
generalisable outside of the immediate
sphere of long term conditions
management, to related areas such as
general health promotion, weight
management and smoking cessation.

Finally, it is important to recognise the
role of the community, and community
based research programmes, in the
stratification and assessment of patient
groups'”. Whereas the primary
responsibility for stratification and
assessment on an individual patient
basis lies at the GP level, the targeting
of wider programmes and initiatives
aimed at communities will require
sensitivity and understanding of the
habits, lifestyles, beliefs and customs of
people living within those communities.
Good research is therefore critical, but
more than this, the willingness to work
with partners such as the Post Office,
supermarkets, pharmacies and all other
stakeholders that make up the fabric of
a community will enable health services
to provide more effective outreach, and
better population level interventions.
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Once patients have been stratified

and categorised by their GP or primary
care-giver, it is necessary then to design
and build services that are appropriate to
each patient group. However, the variety
of possible services can be confusing.
Furthermore, outside of the 5% of
patients who require case management,
a question remains concerning the
economic viability of managing such

a high volume of patients. Here we
evaluate different types of services,

and how they relate to the patient
groupings in the 4 box model above.

Case management

Case management essentially consists of
using a clinician, (usually a community
matron), to anticipate, manage and join-
up care across health and social services
for high risk patients - typically older
people living with 2 or more long term
conditions, taking 4 or more prescription
medications, requiring frequent acute
intervention, and making up approxi-
mately 5% of the total number of long
term conditions patients. LTC Patients
within the Socially Dependent quadrant
are more likely to require Case
Management services because they are
less likely to adopt an effective self-care
programme without such high intensity
intervention due to the complexity of
their condition. Furthermore, since
Community Matrons will typically be
working with older people it is vital that
co-morbidities, and especially mental
health co-morbidities such as dementia,
are taken into account —and that Case
Management services are effectively
integrated with assertive community
outreach programmes in Mental

Health Trusts.

There are several different methodologies
of case management. However, the
Kings Fund review of competing case
management methodologies found that
no methodology was significantly superior
to any other", although some positive
results have been reviewed. For example,
the Castlefields model found a significant
reduction in length of stay, total bed days
and admissions, saving a significant
amount of acute capacity.

Remote patient monitoring

Remote patient monitoring comes in
several forms. At its most technologically
advanced it can involve elderly or
vulnerable patients being constantly
monitored by sensors in their homes,

or indeed metabolic sensors carried
around with the patient. Less invasive
monitoring is possible with the periodic
use of electronic metabolic measurement
devices that upload metrics to a central
database, producing automatic alerts at
pre-set levels for carers or clinicians.
Such approaches have proven very
successful indeed at preventing escalations
and providing better patient care'°.
However with all forms of remote patient
monitoring, but especially the more
technologically complex and invasive
forms, it is important to put in place a
robust system of patient concordance
and consent to preempt any medico-legal
and ethical issues.

Remote patient monitoring is
inappropriate and unnecessarily
complex and expensive in the treatment
of empowered self-carers, but has very
positive results for disempowered
enthusiasts and able denialists who have
poorer control and require education
and motivation respectively. The
technology can be used both to improve
concordance and educate a patient, as
well as providing clinicians with up-to-
date information to prevent escalations
before they happen.



Proactive contact centre
management

Proactive contact centre approaches to
the management of long term conditions
solve the problem of high cost, face to
face interventions by employing tele-carers
and facilitating a much higher case load
than a district nurse or community matron
could possibly take on. The proactive
contact centre approach has been
shown to work on its own'"'®or more
effectively in tandem with remote
patient monitoring®. Research also
shows that the approach is acceptable
to patients™.

Proactive contact centre management is
of limited effectiveness for patients with
good control however, but can be very
useful in motivating and educating
patients. The approach also bridges the
digital divide for the socially dependent,
given that over 99% of homes have a
telephone and most people are happy
with their use. Therefore this approach is
suitable for disempowered enthusiasts,
able denialists, and some socially
dependent patients.

Patient education programmes,
support groups and advocacy

Whereas contact centre management
approaches, especially in conjunction
with remote monitoring devices, do
provide a certain level of education and
awareness to the patient — it is often
necessary and appropriate to provide
dedicated, face to face education for
patients. This can be very effective —and
studies have shown that educating and
following up patients can slow or reverse
the deterioration of their condition, as
well as increasing confidence and con-
trol’!. Studies also show that the efficacy
of patient education can be augmented
when used in conjunction with remote
patient monitoring technology*.
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Patient education and support

groups are especially appropriate for
the disempowered enthusiast who lacks
the practical or theoretical skills to
self-manage their condition, and also
for able denialists where motivation and
understanding is required in order to start
managing the condition and complying
with treatment. This approach is also
effective with a proportion of the socially
dependent, where self-management of
the condition is a practicable future
goal. Whereas the intervention itself
may be unnecessary with empowered
self-carers, expert patients can be a
powerful tool in the community to

run patient education and outreach
programmes, especially to ethnic
minority communities, if properly
trained and managed®’.

Furthermore, in communities where
language and culture can be a barrier to
care, it is particularly important to put
in place strong patient advocacy and
translation services to compliment support
groups and education programmes, to
make these new and existing services
accessible and welcoming to diverse
groups of citizens.

Concordance/reminder systems

There are approximately 9 million Did
Not Attends (DNAs) per year in the NHS,
costing £300M?*. Furthermore, only
50% of drugs are taken as prescribed?®.
This endangers the patient, encourages
the evolution of resistant bacteria, and
costs money. Systems that remind
patients to take their medicines
appropriately, or to attend scheduled
outpatient appointments, are therefore
necessary as part of a framework of
services in the treatment and management
of long term conditions.

Long term conditions
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Concordance and reminder services
can be run over several technologies. At
the high end of the spectrum, electronic
dispensaries in the home can provide
alerts to carers for follow up if drugs are
not dispensed regularly as part of a
remote patient monitoring portfolio.
Reminders can also be delivered by text
message, email or phone —indeed various
text message trials are underway in the
NHS, and have proven successful thus
far*®. Clearly though text messaging
cannot be the exclusive medium of
communication, since socially dependent
patients, who need services the most,
are least likely to have access to or
awareness of mobile technologies.
Therefore reminder services could also
be adopted as part of a proactive contact
centre portfolio where appropriate.

Long Term Condition
Clinics/Reassessment

Traditionally clinics (such as asthma
and diabetes clinics) have been run on a
practice by practice level, for all patients
registered with the condition. However,
research has shown that, in asthma
management at least, telephone clinics
can be just as effective and acceptable to
patients, and cost considerably less?*.
Such services can be made available to
all, but may be most effective as an
alternative to proactive management
for empowered self-carers, as a form

of continuing reassessment of their
condition.

All this said, it is vitally important

to recognise that the barriers to
implementing these services are not
purely technical or theoretical — they
are also practical. For example, with the
institution of Payment by Results and
practice-based commissioning, there
are now perverse financial incentives
for Acute trusts to encourage acute
escalations to protect their funding
source, rather than to prevent them.
These incentives are perverse because
they naturally conflict with the clinical
aims of Acute Trusts and of the NHS, and
they are also opposite to the financial
incentives of Primary Care Trusts under
Payment by Results. Therefore any
solution to manage and prevent long
term conditions will have to be based
on a sound business case for the future
viability of Acute trusts, which may
include diversification of acute services,
or even co-location of primary services
in secondary care.

Furthermore, changing working
practices can, if presented poorly,
represent a threat to existing services
and workforce, which could create
conflict and resistance. Therefore clinical
and workforce buy-in and involvement
at the solution design stage rather than
retrospectively will be crucially important
to the successful implementation of any
long term conditions strategy.

Similarly, consistent access to high
quality patient information will be
required at every stage, and therefore
early and close links with Connecting
for Health (formerly NPfIT) will be
vital in any solution implementation.
Indeed, working closely with all existing
programmes and organisations that
impact on the NHS, such as Shared
Services Initiatives and Social Care, will
be important in the delivery of service
change in long term conditions.
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The high and rising prevalence of long
term conditions is a present and rapidly
growing problem for the NHS. Even
given the recent surge in funding to the
Health Services, it will not be possible
to either stem the tide of new long term
conditions patients, or to deal with
these patients effectively without a
fundamental change in the philosophy
of the NHS, and the way it delivers care
—ashift from an illness service to a
wellness service. The NHS must become
aproactive health and self-care promoting
service that engages patients, rather
than relying on the historical model of
reactive care.

In order to institute this new way of
working, and the new services this will
entail, the NHS needs to identify and
segment patients in a way that provides
abehavioural as well as a risk assessment
model. Itis no longer sufficient to classify
patients by risk alone, since the design
and implementation of new services
will require patient recruitment, and
recruitment implies appropriateness
and effectiveness of treatment, which
can only be assured by a patient’s
willingness and ability to comply and
concord with such treatment. Only a

model that acknowledges the complexity
of the patient, and their motivations and
barriers to act will succeed in optimising
clinical outcomes at the lowest

possible cost.

Once patients have been recruited,
appropriate services that are proactive
and focus on health promotion, education
and empowerment need to be built
around local patient and community
needs. Such services must be designed
to modify patient behaviour so as to
promote healthy choices, and will
therefore be extendable to health
promotion services such as weight
management and smoking cessation.
These services will be diverse and due
to their diversity, and often their
technological underpinnings, will
require able and understanding partners
from the private sector to help deliver
them — helping to meet the new
Department of Health targets concerning
diversity of provision. This holistic
approach to long term conditions and to
health promotion, re-designing clinical
practice by focusing on community
needs and working effectively with
partners, will prove invaluable to

those who adopt it.

Long term conditions
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Supporting People with Long Term Conditions, [Department of Health, 5th January 2005]
Supporting People with Long Term Conditions, [Department of Health, 5th January 2005]
National Service Frameworks, various.

Supporting People with Long Term Conditions, [Department of Health, 5th January 2005]
Supporting People with Long Term Conditions, [Department of Health, 5th January 2005]
National Service Frameworks, various.

Choosing Health, [Department of Health, December 2004]

Will prevention of type 2 diabetes reduce the future burden of cardiovascular disease? The
evidence base today [British Journal of Cardiology Volume 11 Number 2, John HB Scarpello]

Choosing Health, [Department of Health, December 2004]
Choosing Health, [Department of Health, December 2004]
Choosing Health, [Department of Health, December 2004]

Slough PCT Health Activists et al Stories that can change your life [Sue cavill, NatPact, 1st
February 2005]

Case Managing Long Term Conditions, [Hutt, Rosen, McCauley, King's Fund, November 2004]

Remote Monitoring With the MetrikLink® Telehealth Device Improves Diabetes Care With
Decreased Visit Frequency in Underserved, Ethnic Communities [Athena Philis-Tsimikas MD et al,
Whittier Institute for Diabetes]

Remote Cardiovascular Monitoring [NEHI report, July 2004].

Pro-active call center treatment support (PACCTS) to improve glucose control in type 2 diabetes:
arandomized controlled trial. [RJ, Young et al. Diabetes & Endocrinology, Hope Hospital, Salford]

Re-engineering systems for the treatment of depression in Primary care: cluster randomised
controlled trial. [Dietrich et al,Centre for Health Studies Seattle, BMJ September 2004]

Remote Monitoring With the MetrikLink® Telehealth Device Improves Diabetes Care With
Decreased Visit Frequency in Underserved, Ethnic Communities [Athena Philis-Tsimikas MD et al,
Whittier Institute for Diabetes]

Acceptability and satisfaction with a telecarer approach to the management of type 2 diabetes.
[RJ, Young et al. Diabetes & Endocrinology, Hope Hospital, Salford]

Portsmouth City PCT Diabetes Education Programme, Supporting People with Long Term
Conditions, [Department of Health, 5th January 2005]

Improving Asthma Outcomes and Self-Management Behaviors of Inner City Children: A
Randomized Trial of the Health Buddy Interactive Device and an Asthma Diary [In Archives of
Pediatric Adolescent Medicine, 2002; 156: 114-120]

Slough PCT Health Activists et al Stories that can change your life [Sue Cavill, NatPact,
1st February 2005]

Missed hospital appointments and transport [Hamilton et al, King's Fund, December 2002]
Medicines and Older People [Department of Health, 27th March 2001]
Text messaging for sexual health outpatient appointments [Homerton Hospital]

Accessibility, acceptability, and effectiveness in primary care of routine telephone review of
asthma: pragmatic, randomised controlled trial. [Pinnock et al. BMJ. 2003 Mar 1;326(7387):477-9.]

Cost-effectiveness of telephone or surgery asthma reviews: economic analysis of a randomised
controlled trial. [Pinnock et al. Br J Gen Pract. 2005 Feb;55(511):119-24.]
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