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“Many congratulations to all those who put
together this significant resource. | am
confident that it will inspire MPs and other
parliamentarians to actively engage in
establishing policies to meet the challenge
of the diabetes epidemic.”

Anne Marie Felton President, Foundation

of European Nurses in Diabetes (FEND)

primary care disbetes europe

“Compliments to all who contributed to this
important project and established a closer
collaboration between MP’s and the key
diabetes stakeholders to improve the
policies for diabetes”

Prof. Johan Wens, Chairman,

Primary Care Diabetes Europe (PCDE)
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Executive
Summary

Why this toolkit?

Sir George Alberti after the publication of the UN Resolution on Diabetes (61/225, Dec 2006)

Why diabetes?

Diabetes kills more people than breast cancer and prostate cancer put together." It costs society
more than all cancers combined.?? Yet despite multiple policy reports and international declarations, action

e

. . . X . . . : . Adrian Sanders Georgios Teresa Czeslaw
on and funding for diabetes still lags behind other chronic conditions like cancer or cardiovascular disease.* MP Papanikolaou Caeiro Czechyra
Meanwhile the clock is ticking: rising obesity and population ageing are pushing up the numbers of people Chair MEP mp MP

with type 2 diabetes,® and there is a yet unexplained increase in type 1 diabetes, notably in children.®
We cannot afford to be complacent - direct healthcare costs alone already stand at €109bn per year in
Europe, and these are likely to rise in future.®

Who we are Martin Sophie Joao Umberto

The European Policy Action Network on Diabetes (EXPAND) was created in 2011 to bring together Gregora Peresson Nabais \[/)E_"e”““il .
Members of Parliament (MPs), Members of the European Parliament and key diabetes stakeholders from BATEE {DF-Europe iabete ltalia
across Europe. We have been working together over the past year to build this toolkit and drive a new

generation of diabetes policies.

As members of EXPAND, we firmly believe that governments should make diabetes a priority. They can
make healthy choices easier and more affordable, shape the environment to encourage physical activity,
foster education on diabetes for the whole population, help reduce socioeconomic inequalities and make

Maite Valverde Margarida Cristian

sure that appropriate prevention and care are offered to all those who need it. Sociedad Jansa Andriciuc
Espanola de Sociedad The Romanian
Diabete Espanola de Federation
= = Diabete of Diabetes,
Why thIS TOOIklt? - - - Nutrition and
We know what to do, now the challenge is implementation. This toolkit was created by us, for you, and is IJ - ng:z:"
intended as a practical tool for MPs and other parliamentarians across Europe to start making concrete Valentina Gagik Galstyan
changes in diabetes policies. Visconti Professor of
Diabete Italia Endocrinology

As MPs and people who can make change happen, let's work together to make a real difference for people
living with diabetes today and in future generations.
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Why this toolkit?

Why this toolkit?

A key piece of a bigger puzzle

Executive
Summary

How to use
the toolkit

We recognise the vital contributions of others to improving the prevention, care and management of diabetes in
Europe. This toolkit has sought to add value to the existing family of diabetes resources by providing a practical

and comprehensive diabetes policy toolkit that is aimed specifically at parliamentarians across Europe.

A Guide

to National
Diabetes
Programmes

A Guide to National
Diabetes Programmes

International Diabetes
Federation, 2010

Guidelines on Diabetes,
Pre-diabetes, and
cardiovascular diseases

European Society for
Cardiology & European
Association for the Study
of Diabetes, 2013

Is Europe Making Progress?

The Policy Puzzle —

is Europe Making Progress?
European Coalition for
Diabetes (FEND, EURADIA,
IDF Europe and PCDE), 2011

Copenhagen Roadmap O

Foreword

The Copenhagen Roadmap

European Diabetes

Leadership Forum and

OECD, 2012

IDF EUROPE ADVOCACY <7 s
& COMMUNICATIONS =
TOOLKIT

- o —
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IDF DIABETES ATLAS

Advocacy and

Communications Toolkit

International Diabetes
Federation-Europe, 2012

Calling the World to Action
on Diabetes: an advocacy

toolkit

International Diabetes
Federation Europe, 2012

IDF Diabetes Atlas
6th edition

International Diabetes

Federation, 2013
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CHRONIC DISEASE ALLIANCE

A UNIFIED PREVENTION APPROACH

Chronic Disease Alliance — a
Unified Prevention Approach

European Chronic Disease

Alliance, 2010

TAKE ACTION
TO PREVENT
DIABETES
Atoolct for the prvertion
oftype 2diabetes  Europe

Take Action to Prevent Diabetes
- A toolkit for the prevention of
type 2 diabetes in Europe

European study group of the
IMAGE Project, 2010

Click on images to
access documents
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Executive summary: why action is needed now

Diabetes is on the increase ) A huge toll on society )

e By 2035, 1 in 10 people will have diabetes in Europe - e Costs more than all cancers combined,*® and kills more
or 70 million people’ people than breast and prostate cancer together ©

¢ |Increasing numbers of people with type 2 diabetes * 10% of total healthcare expenditure in Europe’
linked to rise in obesity and ageing population®? e Responsible for 1 in 10 deaths, or 619,000 deaths in

e Unexplained increase of type 1 diabetes in children’ Europe every year'

e Huge social costs in terms of lost productivity and
dependence — at least €100bn®

A A\
14 . .
Unmet health needs J Health impact beyond diabetes J
e Up to half of all cases of diabetes are undiagnosed in ¢ Diabetes is the number one cause of:
Europe®' ' | - End-stage renal disease’®
* Of those diagnosed, 50% do not achieve - New cases of blindness in adults of working age's”

adequate glucose control, putting them at increased
risk of heart disease, stroke, kidney disease and
blindness'12

e imits to even the most basic diabetes care exist in

some EU countries.?281314
y 4 A\

e Diabetes leads to a 3-5 times greater risk of heart
disease' and doubles the risk of stroke™

e Diabetes increases the risk of foot amputation 23-fold.?°
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Why this toolkit?

Executive summary: what can be done

Diabetes policies need to focus on the prevention of diabetes as well as improving the care of those will diabetes.

Moreover, we have special responsibilities towards certain, more vulnerable groups of people with diabetes - for ¢
example, children and older people — as they have specific needs that are often neglected in existing policies.

1. Preventing diabetes

Priority areas for action Why is this important? What can be done

Diabetes shares the same risk
factors as many other chronic
diseases (e.g. smoking, diet,
exercise and overweight), which
are often more common in people
of low socioeconomic status

A chronic disease conditions, including diabetes.
approach to preventing

diabetes

policies.

We could halve the number of
people with type 2 diabetes through
effective prevention. Up to half of all
cases of diabetes are undiagnosed,

and the delay to diagnosis can be as
long as 7 years.

Preventing diabetes
in people at risk and

catching diabetes early earlier diagnosis

Population-level prevention programmmes can
tackle risk factors common to most chronic

e 'Health in all policies” approaches can design
and build healthier communities through better
housing, planning, employment and other social

¢ |ntensive behavioural change programmes can
be targeted at people at high risk

e Screening programmes can help ensure much

e Community-based models can link the
screening, prevention and care of diabetes

y

continues...
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Priority areas for action

Providing care for
diabetes beyond
glucose control alone

Patient education and
self-management

Securing access to care
and fostering innovation
in diabetes

Why is this important?

Diabetic complications (e.g. heart
disease, stroke, renal failure,...) have
the greatest impact on premature
mortality and quality of life for people
with diabetes. They are also the
greatest driver of costs, particularly
hospital costs.

Up to 95% of management of
diabetes is self-management, yet
patient education is still a ‘missing
link" in diabetes care.

Limits to even the most basic
aspects of diabetes care

(eg. glucose testing strips) exist
in some countries. The economic
crisis risks exacerbating existing
gaps in diabetes care and
strangling innovation.

What can be done

Patient-centred, multidisciplinary models of care
can integrate the prevention of complications
and management of co-morbidities with glucose
control

Provide individualised patient education and
support by trained diabetes professionals to all
patients and their families

Raise awareness of the importance of patient
education in professional training and accreditation

Adapt patient education to meet the needs of
ethnic or disadvantaged groups

Aim to reduce inequalities in access to diagnosis,
monitoring and care

Use national diabetes plans to guide long-term
innovation strategies and investments and ensure
that incentives for innovation are maintained
despite fiscal pressures

continues... 09
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3. A special responsibility

Priority areas for action Why is this important? What can be done

e Provide better training for schools on diabetes
management

e Provide care guidelines that bridge education
and health sectors, with each child having an
individualised healthcare plan

Diabetes is the second most
common disease in children after
asthma yet schools often lack the
training and resources to meet the
needs of children with diabetes.

Children with diabetes
at school

e Establish specific standards and goals for
the management of diabetes in older people
in guidelines and care models

e Ensure better care provision for diabetes
residents in care homes.

Older people are the single largest
group with diabetes. Approximately
one quarter of nursing home
residents have diabetes.

Older people with
diabetes
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A whole-population approach: diabetes as part of chronic disease prevention

A. Essential briefing

Multidisciplinary Patient
empowerment

Whom to
involve

Children
in schools

Innovation and
access to care

References and
resources

Case
studies

“Whole-of-society approaches are the only real solution to the diabetes
epidemic. Diabetes is part of a much wider epidemic of chronic diseases,
which is being driven by social, environmental and behavioural factors.

We cannot simply ‘correct’ individual behaviours, we must understand their
origins and work together across different sectors of society and government

to promote healthier lifestyles for the whole population”
Joao Nabais, President, International Diabetes Federation Europe

Priorities for action

’ ¢ Governments can implement the European Chronic Disease Alliance’s

5 things you need to know:

urden of type 2 diabetes is
ysical exercise,

ch as

su
driven by preventable factors h ¢

B smoking and alcohol consumption.
i ' f ph

obesity, poor diet, lack 0 -

riving a wider chromc d

lled ‘too big to fail'®— as

ble to the recent €CO

isease epidemic across
erious threat to our social and

nomic crisis.>®
cient.©" As things stand,
diovascular health

2. These same factors are d
Europe.*® This has been ca
economic future’® that s compara

ic disease are insuffi
:ting efforts to prevent chronic
> E)k;:es:&r\‘/gcould wipe out the heal’gh_gams of suc;:essful car
promotion and anti-smoking policies by 2020.
World Health Orga

for joint preventio
3127 ywhich mus

nisation and the European

n models targeting chronic
t involve concerted efforts across

4. The United Nations, the
Parliament have all galleq ‘
disease to combat this epidemic, ‘
society if they are to succeed at scale.

5. Prevention must go beyond health_policiest allggtermmam& '
. influenced by complex social and environmenta

713,10
unlikely without tackling these root causes.

e. Health behaviours are d.eeply
nd change will be

Unified Prevention Approach — a suite of actions across public policy to
improve diet and exercise and reduce smoking and alcohol consumption.*

National, regional and local governments can work to build healthier
communities and tackle the ‘obesogenic environment’ across planning,

housing, transport, economic development, environmental protection and
other areas.*"

‘Health in all policies’ approaches can be adopted,”® for example by
setting health as a public policy priority, and conducting health impact
assessments across government departments.

National awareness campaigns and social marketing to promote healthy
choices can also be effective.

Research is needed to better understand population-wide approaches
to health improvement, and the economic and public health impact of
‘health in all policies’ approaches.®

No one group can lead this agenda on their own - governments,
professionals, patient advocates and the private sector can develop joint
guidelines that span different chronic diseases and target shared risk factors.
They can present a unified voice for change, consolidate interlinked initiatives,
share learning and thereby reduce development and delivery costs.
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A whole-population approach: diabetes as part of chronic disease prevention

B. Summary of evidence

¢ ‘Health in all policies’ approaches may enable health to be adopted as an overarching goal for governments. They may also clarify
the contributions of different agencies and policy areas to improving health and wellbeing across the population.

¢ Negative health behaviours are themselves driven by wider social and environmental determinants, influence over which may
be beyond the remit of traditional healthcare agencies.®'? Diabetes and chronic disease prevention initiatives must tackle these root
causes if they are to work.™

¢ Chronic diseases include heart disease, stroke, diabetes, kidney disease, cancer, respiratory and liver diseases.>* Some
conditions like high blood pressure and high cholesterol are both chronic diseases in their own right as well as risk factors for other
chronic diseases, such as diabetes.

¢ Chronic disease alliances are emerging in recognition of shared risk factors such as overweight, poor diet, lack of physical
exercise, smoking and alcohol use across the major chronic diseases.*

¢ Diabetes is closely linked to other chronic diseases. Studies have shown that the prevention of cardiovascular health is equally,
if not more, important to reducing mortality and morbidity in people with diabetes as blood glucose control.'*®

¢ Chronic diseases generate an enormous societal burden. They account for 86% of deaths in Europe and 77% of all healthcare

spend,® yet most are treatable if not curable.*
e Current health behaviours are a cause for serious concern. The prevalence of obesity has tripled in the last 25 years,'® yet only
1in 4 Europeans aged 15 and over takes part in moderate to vigorous physical exercise, and only 1 in 3 eats one or more portions of
fresh vegetables every day.”

¢ Too little is invested in prevention. The burden of ill health from chronic disease is largely preventable,* yet the vast majority of
health budgets is currently spent on treatment and care of disease, with only a minor fraction going to prevention.

continues... 15
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A whole-population approach: diabetes as part of chronic disease prevention

B. Summary of evidence (continued)

¢ Health behaviours are a complex societal problem that has proved difficult to reverse by any one area in chronic disease policy
acting alone.*™

¢ Investment in prevention returns economic benefits. For example, a major US study of diabetes prevention showed a benefit in
increased economic participation, saving 160 work days for each 100 people involved.™

e Small change approaches can reap major benefits in other chronic diseases, especially if adopted at scale:

- Weight loss and increased physical activity have been shown to reduce cardio-vascular risk factors (blood pressure, cholesterol) in
as little as 6 months.™

- Just two and half hours of moderate physical activity per week can reduce the risk of diabetes by 44-66% as compared to those
exercising for 1 hour or less.?°

- Increasing physical activity will reduce obesity, cancer, cardiovascular and respiratory diseases and improve mental health.*

¢ Ninety per cent of heart disease is caused by the ‘big four’ lifestyle behaviours (lack of exercise, unhealthy diet, smoking and
alcohol overuse).*

¢ Population-level prevention in diabetes is an emerging science.' This suggests that whilst behavioural change will indeed
prevent diabetes, investment in such approaches should be shared across the major chronic diseases.*
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C. Making it happen

Key issues
to think
about

JeSSONS

Jearrnt in
I.Mp/emeniail on

Lessons learnt

In societies that encourage unhealthy
behaviours, disseminating information
or focusing on individual behaviour
change will not be enough.™

Key issues to think about

How can we tackle the underlying determinants
of health that affect everyday lifestyle choices?

Innovation and
access to care

Children
in schools

Steps you need to take

Multiple barriers to collaboration across
different chronic diseases exist at the
organisational and professional level.

Are we clear as to the multiple disincentives
and/or barriers to collaboration which have
obstructed joint prevention approaches to date?
What will be different this time?

Different populations will encounter very
different barriers and socio-economic
influences on health behaviours

(i.e. economic, cultural, linguistic factors.)

Do we understand the needs and circumstances
of different groups (older people, adolescents,
ethnic minorities, vulnerable groups,...)?

We need to move from patient
education to citizen empowerment.

Behaviour change cannot be ‘done’ to people.
Is our system able to motivate and empower
people to help improve their own wellbeing and
quality of life?

Prevention may need ‘invest to save’
business cases to justify investment.

Can we articulate the returns that different
public agencies may draw from investing in
chronic disease prevention?
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C. Making it happen

Whom to Whom to involve Why are they important? What would you want their role to be?
b e Whom should you contact?

Patient advocacy groups for chronic Can provide a unified and powerful call to action
diseases to governments.
Government ministries To tackle underlying determinants of health and

'health in all policies’ approaches, across
e economic development e housing

e town planning e education
e transport ¢ welfare and social care
e sports and leisure ¢ industry regulation

® environment

Issuers of national clinical guidelines To clarify how combined chronic disease approaches
can translate into routine good practice.

Healthcare providers Can help adapt health systems, workforce and
infrastructure to deliver prevention programmes
and early outreach across all chronic diseases.

Professional associations Can lead efforts to ensure prevention programmes
(physicians, nurses, social care...) are valued and supported by their members.
Private sector (life science industry, Can be exemplar adopters of healthy workplaces
insurers and large employers) and built environment design. A healthy workforce,

workplace and access to healthy lifestyle choices in
journeys to and from work, and whilst at work, has
significant economic and productivity benefits.

Universities and research bodies Can conduct research into the economic case for
investment in whole population approaches to
prevention.

Media (print, broadcast, internet Can raise awareness of healthy lifestyle choices
and social) nationally, within different societal groups.
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D. Case studies

fCase study 1 \

prevention

The International Diabetes Federation National Preventio

The IDF has called for National Diabetes Prevention Plans that include:

Advocacy
e supportin

e promoting the econom

ic case for prevention

Community support

e Providing education in schools re: nutrition and physical activity
Promoting opportunities for physical activity through urban design
(e.g. to encourage cycling and walking)

e Supporting sports facilities for the general population

Fiscal and legislative measures
e Food pricing, labelling and advertising

e Enact and enforcing environmental and infrastructure regulation,

n Plan?' (IDF)

g national associations and non-government organizations

e.g. urban planning and transportation policy to enhance physical activity

r Case study 2 1

The * i
e ‘ChangedLife’ Programme (UK)2

ecoming overweight b

The UK “Cha '
nge4lLife” .
people from b Ife” programme is a government led pr
, Y encouraging ’chempt(?ge:aa’crgrent‘([a "
era

The program taims to prevent

me was intended as g |
nd exercise more.

Media communication

e Improving level of knowledge and motivation of the population

e Use of multiple outlets (press, TV, radio, social media)

Engagement of private sector 4

: . 3
e Promoting health in the workplace Case study

e Ensuring healthy food policies in food industry DEHKO

The Finnish Development P Care of Diabetes (Finland)®

DEHKO was the first national strategy in the world to include the population-vyide prevention of type 2
diabetes. It was built on the success of the earlier Finnish Diabetes _Prevent|on Stqdy and was run by
the Finnish Diabetes Association, in close collaboration with the Finnish Heart Asso_czlatlon.The alliance
ran a new campaign called ‘One Small Decision a Day’ that included models for yvelght—management
group education, instructor training and peergroup arrangements o help make lifestyle changes.

DEHKO was launched in 2000 with clear goals to be achieved by 2010, including 25 poncrete _
recommendations for action. This included the mobilisation of the health .wo_rkforce into a cor_nbmed
diabetes / heart health model, including access to new community nutntlomst_roles at the primary and
occupational healthcare level, and the establishment of support groups for weight management as a
permanent feature in local health-care centres and units of occupational health care.

rogramme for the Prevention and

continues...
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D. Case studies (continued)

r Case study 4
ECDA
The Euro
pean Chronic Dis .
The ECDA . ease Alliance Call to Acti
part of a pohausf published a series of targets th ction (Europe wide}*
realistic megs ation-wide prevention Strate fat o
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. anle . ' set
_chron,C respiratory k(ij;aths from cardiovascular disza
include fiscal policies ney and liver diseases by 259 Ze' cancer, diabetes,
smoking pre - Industry regulation >7 by 2025. Measures
valence, salt intake . Protection of children, reducin
’ g

Strategies to in . and insuffici ;
: tegrate the he ICient physical i

: alth- al exerc
diseases especially at primary hh System manag Ise, and

ement of .
ealth care levels. non communicable

Case study 6

Case study 5 \

t Guidelines — the European Soci
for the Study of Diabetes

Y government can adopt a
ronic disease. It outlines ’
d by the existing evidence
an overarching target to

i ety of Cardiology
ESC and EASD Join o
and European Association . (Euro?e wi :t
The ESC and EASD recognised that diabetes and cardlg\;ascu\e:r d;saenaszsargg

' i - and identified the nee oraclea _
present as two sides of a coin, an e o o both o e,
| for clinicians to understand optima managd it of _

zgc:r?rfi?\g screening, prevention and treatment. These guidelines provide a clear

i i i ut
model for diagnosis and decision making, and an executive summary was p
together for the practicing physician.

World Health Professions Alliance (WHPA) health score card (Global)®

The WHPA score card is intended as an easy-to-use, practical guide to help
individuals and their health professionals monitor and reduce the risk of
non-communicable diseases (NCDs). The scorecard helps individuals rate their
behaviours on a “stoplight-type” fashion. Four biometric indicators (BMI,
cholesterol, blood glucose, and blood pressure) and four lifestyle indicators
provide a comprehensive assessment of the patient’s health status. The card
aims to help professionals provide tailored advice and treatment to the
individual as well as highlight the link between social determinants of health
and NCDs — extending the scope 1o mental and oral health ilinesses.
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E. Questions and answers

Healthy living is an individual choice
- there is nothing governments can
do to change people’s habits

It is true that each individual must
be empowered to understand his or her
own health, and not all people will wish
to change their habits. But individual
choices are heavily influenced by factors
such as the built environment and the
social and economic opportunities
presented to each person.’%"

Why should other government
departments have to get involved
in health issues?

Healthcare systems alone cannot
meet the challenge of preventing chronic
diseases such as diabetes.” Diabetes is
most prevalent in people of lower
socioeconomic status,? and poor
housing, diet, education and other social
and environmental factors play an
important part in driving up the
number of people with diabetes and
other chronic diseases.”’ Thus a joined-
up government response is needed that
can tackle all of these factors, and not
simply focus on traditional ‘health’ policy
areas alone .37

Patient
care empowerment

Whom to
involve

Innovation and
access to care

Case
studies

What return can other areas of
government expect from investing
in health?

Health equals wealth:* healthier
populations will lead to more productive
societies, and the long term return to
society will be improved societal and
economic productivity across the whole
population.”® Health goals may also
support other policy goals (e.g. more
physical exercise means a reduced
burden on transport systems and
less pollution).

Children
in schools

References and
resources

Health in all policies approaches
are too difficult and too complex
to be practical.

Not so, and it is the job of health
ministries to take the lead in developing
national strategies that identify effective
and achievable contributions from differ-
ent agencies — such as housing, educa-
tion, transport, and other social policies.
Such approaches may require new ways
of thinking but they will be worth it:
chronic diseases account for 86 per cent
of deaths in Europe® and 70-80 per cent
of all healthcare spend® yet much of this
burden could be prevented.
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A whole-population approach - diabetes as part of chronic disease prevention





[image: ]















“Whole-of-society approaches are the only real solution to the diabetes epidemic. Diabetes is part of a much wider epidemic of chronic diseases, which is being driven by social, environmental and behavioural factors. We cannot simply ‘correct’ individual behaviours, we must understand their origins and work together across different sectors of society and government to promote healthier lifestyles for the whole population.”



Joao Nabais, President, International Diabetes Federation Europe

A. ESSENTIAL BRIEFING 



5 things you need to know



· Most of the burden of type 2 diabetes is driven by preventable factors such as obesity, poor diet, lack of physical exercise, smoking and alcohol consumption. 1,2,3 

· These same factors are driving a wider chronic disease epidemic across Europe. 4,5 This has been called ‘too big to fail’ 6 –  a serious threat to our social and economic future 7;8 that is comparable to the recent economic crisis.3;9

· Existing efforts to prevent chronic disease are insufficient.10 11  As things stand, obesity could wipe out the health gains of successful cardiovascular health promotion and anti-smoking policies by 2020.4 

· The United Nations, the World Health Organisation and the European Parliament have all called for joint prevention models targeting chronic disease to combat this epidemic,3,12,7 which must involve concerted efforts across society if they are to succeed at scale. 

· Prevention must go beyond health policies alone. Health behaviours are deeply influenced by complex social and environmental determinants, and change will be unlikely without tackling these root causes.7,13,10



Priorities for action



· Governments can implement the European Chronic Disease Alliance’s Unified Prevention Approach – a suite of actions across public policy to improve diet and exercise and reduce smoking and alcohol consumption.4

· National, regional and local governments can work to build healthier communities and tackle the ‘obesogenic environment’  across planning, housing, transport, economic development, environmental protection and other areas.4,10 

· ‘Health in all policies’ approaches can be adopted,7,9 for example by setting health as a public policy priority, and conducting health impact assessments across government departments.

· National awareness campaigns and social marketing to promote healthy choices can also be effective.

· Research is needed to better understand population-wide approaches to health improvement, and the economic and public health impact of ‘health in all policies’ approaches.3

· No one group can lead this agenda on their own - governments, professionals, patient advocates and the private sector can develop joint guidelines that span different chronic diseases and target shared risk factors. They can present a unified voice for change, consolidate interlinked initiatives, share learning and thereby reduce development and delivery costs.

B. EVIDENCE SUMMARY



What this means



· ‘Health in all policies’ approaches may enable health to be adopted as an overarching goal for governments. They may also clarify the contributions of different agencies and policy areas to improving health and wellbeing across the population.

· Negative health behaviours are themselves driven by wider social and environmental determinants, influence over which may be beyond the remit of traditional healthcare agencies.5,12 Diabetes and chronic disease prevention initiatives must tackle these root causes if they are to work.10 

· Chronic diseases include heart disease, stroke, diabetes, kidney disease, cancer, respiratory and liver diseases.3,4 Some conditions like high blood pressure and high cholesterol are both chronic diseases in their own right as well as risk factors for other chronic diseases, such as diabetes.

· Chronic disease alliances are emerging in recognition of shared risk factors such as overweight, poor diet, lack of physical exercise, smoking and alcohol use across the major chronic diseases.4



Why this is important



· Diabetes is closely linked to other chronic diseases. Studies have shown that the prevention of cardiovascular health is equally, if not more, important to reducing mortality and morbidity in people with diabetes as blood glucose control.14,15

· Chronic diseases generate an enormous societal burden. They account for 86% of deaths in Europe  and 77% of all healthcare spend,3 yet most are treatable if not curable.4 

· Current health behaviours are a cause for serious concern. The prevalence of obesity has tripled in the last 25 years,16 yet only 1 in 4 Europeans aged 15 takes part in moderate to vigorous physical exercise, and only 1 in 3 eats one or more portions of fresh vegetables every day.17

· Too little is invested in prevention. The burden of ill health from chronic disease is largely preventable,4 yet the vast majority of health budget is currently spent on treatment and care of disease, with only a minor fraction going to prevention. 









What the evidence says



· Health behaviours are a complex societal problem that has proved difficult to reverse by any one area in chronic disease policy acting alone. 4,13 

· Investment in prevention returns economic benefits. For example, a major US study of diabetes prevention showed a benefit in increased economic participation, saving 160 work days per for each 100 people involved.18 

· Small change approaches can reap major benefits in other chronic diseases, especially if adopted at scale: 

· Weight loss and increased physical activity have been shown to reduce cardio-vascular risk factors (blood pressure, cholesterol) in as little as  6 months. 19 

· Just two and half hours of moderate physical activity per week can reduce the risk of diabetes by 44-66% as compared to those exercising for 1 hour or less.20

· Increasing physical activity will reduce obesity, cardiovascular and respiratory diseases, cancer and improve mental health.4 

· Ninety per cent of heart disease is caused by the ‘big four’ lifestyle behaviours (lack of exercise, unhealthy diet, smoking and alcohol overuse).4

· Population-level prevention in diabetes is an emerging science.19 This suggests that whilst behavioural change will indeed prevent diabetes, investment in such approaches should be shared across the major chronic diseases. 4 

C. MAKING IT HAPPEN



Key issues to think about – lessons learnt in implementation



		Lessons learnt

		Key issues to think about

		Steps you need to take



		In societies that encourage unhealthy behaviours, disseminating information or focusing on individual behaviour change will not be enough.10  

		How can we tackle the underlying determinants of health that affect everyday lifestyle choices?

		



		Multiple barriers to collaboration across different chronic diseases exist at the organisational and professional level



		Are we clear as to the multiple disincentives and/or barriers to collaboration which have obstructed joint prevention approaches to date? What will be different this time?

		



		Different populations will encounter very different barriers and socio-economic influences on health behaviours (i.e. economic, cultural, linguistic factors.)

		Do we understand the needs and circumstances of different groups (older people, adolescents, ethnic minorities, vulnerable groups,…)? 

		








		We need to move from patient education to citizen empowerment



		Behaviour change cannot be ‘done’ to people. Is our system able to motivate and empower people to help improve their own wellbeing and quality of life?

		



		Prevention may need ‘invest to save’ business cases to justify investment

		Can we articulate the returns that different public agencies may draw from investing in chronic disease prevention?

		









Whom to involve

		Whom to involve

		Why are they important?

		What would you want their role to be?

Whom should you contact?



		Patient advocacy groups for chronic diseases

		Can provide a unified and powerful call to action to governments 

		



		Government ministries

		To tackle underlying determinants of health and ‘health in all policies’ approaches, across 

· economic development

· town planning

· transport

· sports and leisure 

· environment

· housing

· education

· welfare and social care

· industry regulation



		



		Issuers of national clinical guidelines

		To clarify how combined chronic disease approaches can translate into routine good practice

		



		Healthcare providers 

		Can help adapt health systems, workforce and infrastructure to deliver prevention programmes and early outreach across all chronic diseases. 

		



		Professional associations (physicians, nurses, social care…)

		Can lead efforts to ensure prevention programmes are valued and supported by their members

		



		Private sector (life science industry, insurers and large employers)

		Can be exemplar adopters of healthy workplaces and built environment design. A healthy workforce, workplace and access to healthy lifestyle choices in journeys to and from work, and whilst at work, has significant economic and productivity benefits.

		



		Universities and research bodies 

		Can conduct research into the economic case for investment in whole population approaches to prevention.

		



		Media (print, broadcast, internet and social)

		Can raise awareness of healthy lifestyle choices nationally, within different societal groups. 

		







D. CASE STUDIES 





Case study 1: The International Diabetes Federation National Prevention Plan21



The IDF has called for National Diabetes Prevention Plans that include:



Advocacy

· supporting national associations and non-government organizations

· promoting the economic case for prevention



Community support

· Providing education in schools re: nutrition and physical activity

· Promoting opportunities for physical activity through urban design (e.g. to encourage cycling and walking)

· Supporting sports facilities for the general population



Fiscal and legislative measures

· Food pricing, labelling and advertising

· Enact and enforcing environmental and infrastructure regulation, e.g. urban planning and transportation policy to enhance physical activity



Engagement of private sector

· Promoting health in the workplace

· Ensuring healthy food policies in food industry



Media communication

· Improving level of knowledge and motivation of the population

· Use of multiple outlets (press, TV, radio, social media)




Case study 2: The ‘Change4Life’ programme (UK) 22

The UK “Change4Life” programme is a government led programme that aims to prevent people from becoming overweight by encouraging them to eat better and exercise more. The programme was intended as a ‘social movement’ to distinguish itself from earlier, largely unsuccessful government-led initiatives to promote behaviour change. The programme has targeted young families by advertising on television, in the press, on billboards and on the internet. 



The campaign was partly experimental, but an evaluation in 2012 showed some encouraging successes. For example, public recognition of the campaign in target groups was high (9 out of 10 mothers with children under 11 recognised it), 1 million mothers have claimed to have made changes to their children’s behaviours as a direct result, and 25,000 volunteers had been recruited to help their families and other people make positive health changes. 



Case study 3: DEHKO – the Finnish Development Programme for the Prevention and Care of Diabetes (Finland) 23

DEHKO was the first national strategy in the world to include the population-wide prevention of type 2 diabetes. It was built on the success of the earlier Finnish Diabetes Prevention Study and was run by the Finnish Diabetes Association, in close collaboration with the Finnish Heart Association. The alliance ran a new campaign called ‘One Small Decision a Day’ that included models for weight-management group education, instructor training and peer-group arrangements to help make lifestyle changes.

DEHKO was launched in 2000 with clear goals to be achieved by 2010, including 25 concrete recommendations for action. This included the mobilisation of the health workforce into a combined diabetes / heart health model, including access to new community nutritionist roles at the primary and occupational healthcare level, and the establishment of support groups for weight management as a permanent feature in local health-care centres and units of occupational health care.



Case study 4: ECDA - The European Chronic Disease Alliance Call to Action (Europe wide) 4

The ECDA has published a series of targets that any government can adopt in as part of a population-wide prevention strategy for chronic disease. It outlines realistic measures that are achievable and supported by the existing evidence base for behavioural and lifestyle changes, and sets an overarching target to reduce preventable deaths from cardiovascular disease, cancer, diabetes, chronic respiratory kidney and liver diseases by 25% by 2025. Measures include fiscal policies, industry regulation, protection of children, reducing smoking prevalence, salt intake, and insufficient physical exercise, and strategies to integrate the health-system management of non communicable diseases especially at primary health care levels. 



Case study 5: ESC and EASD Joint Guidelines – the European Society of Cardiology and European Association for the Study of Diabetes (Europe wide)24



The ESC and EASD recognised that diabetes and cardiovascular disease often present as ‘two sides of a coin’, and identified the need for a clear and shared protocol for clinicians to understand optimal management of both conditions, spanning screening, prevention and treatment. These guidelines provide a clear model for diagnosis and decision making, and an executive summary was put together for the practicing physician. 

Case study 6:  World Health Professions Alliance (WHPA) health score card (Global)25 

[bookmark: _GoBack]The WHPA is intended as an easy-to-use, practical guide to help individuals and their health professionals monitor and reduce the risk of non-communicable diseases (NCDs). The scorecard helps individuals rate their behaviours on a “stoplight-type” fashion. Four biometric indicators (BMI, cholesterol, blood glucose, and blood pressure) and four lifestyle indicators provide a comprehensive assessment of the patient’s health status. The card aims to help professionals provide tailored advice and treatment to the individual as well as highlight the link between social determinants of health and NCDs—extending the scope to mental and oral health illnesses. 



E. QUESTIONS & ANSWERS



Healthy living is an individual choice – there is nothing governments can do to change people’s habits

It is true that each individual must be empowered to understand his or her own health, and not all people will wish to change their habits. But individual choices are heavily influenced by factors such as the built environment and the social and economic opportunities presented to each person. 10;13



Why should other government departments have to get involved in health issues? 

Healthcare systems alone cannot meet the challenge of preventing chronic diseases such as diabetes.7 Diabetes is most prevalent in people of lower socioeconomic status,26 and poor housing, diet, education and other social and environmental factors play an important part in driving up the number of people with diabetes and other chronic diseases.13; 7  Thus a joined-up government response is needed that can tackle all of these factors, and not simply focus on traditional ‘health’ policy areas alone. 3,7



What return can other areas of government expect from investing in health?

Health equals wealth:4  healthier populations will lead to more productive societies, and the long term return to society will be improved societal and economic productivity across the whole population.7,9 Health goals may also support other policy goals (e.g. more physical exercise means a reduced burden on transport systems and less pollution). 



Health in all policies approaches are too difficult and too complex to be practical.

Not so. The agenda is surprisingly simple: helping everyone make small changes in habits for diet, exercise, smoking and alcohol use.4 It is the job of health ministries to take the lead in developing national strategies that identify effective and achievable contributions from different agencies – such as housing, education, transport, and other social policies. Such approaches may require new ways of thinking but they will be worth it: chronic diseases account for 86 per cent of deaths in Europe3 and 70-80 per cent of all healthcare spend3 yet much of this burden could be prevented.
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A. Essential briefing
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Priorities for action

Identify diabetes and pre-diabetic conditions as early as possible.
Use existing population data and opportunistic screening to identify high
risk individuals and invite them for diabetes testing.

Incentivise GPs and community healthcare professionals to
provide screening by providing financial rewards for successful
implementation. Measures should include testing for glucose levels,
cardiovascular health checks and behavioural change programmes to all
those considered at high risk of diabetes.

Make every contact matter - make screening a shared duty and
establish referral protocols for timely blood glucose testing in all relevant
community settings (i.e. via GPs, community care, citizen advice bureaus,
civic and community centres, the workplace, etc).

Secure reimbursement for behavioural change programmes proven to
prevent type 2 diabetes.

Develop national quality standards for intensive behavioural change
based on international evidence of effectiveness and commence provider
accreditation schemes.

Integrate new educator roles into primary care to help individuals
succeed in adhering to behavioural and lifestyle changes, using diabetes
specialist nurses, but also community nutritionists, physical exercise
therapists, group educators and counsellors.
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B. Summary of evidence

Summary of evidence 1:
Diabetes prevention through behavioural change

/
e The dominant models of diabetes prevention involve behavioural change to improve people’s diet, physical exercise, smoking and
alcohol habits.™

¢ |nterventions involve education about type 2 diabetes and the promotion of skills for adherence and self-management (e.g. goal
setting, motivation, and psychological resilience).’

e
@ o
g3
) s. 5

e Type 2 diabetes and 'pre-diabetic’ conditions are closely associated with long term negative lifestyle habits and social and 2 o
environmental determinants.” These habits and influences can be difficult to reverse,’® meaning targeted support for behavioural - ,?..
change is often necessary. g'g

e Combined but relatively modest lifestyle changes involving diet and physical exercise in high risk groups can have major benefits in a g
reducing diabetes and promoting good health.™% >

J

e The Finnish Diabetes Prevention Study and US Diabetes Prevention Programme both demonstrated that behavioural change
interventions could reduce the development of diabetes amongst people at high risk by 43% at 8 years and 34% at 10 years
respectively.®’

e Studies have also shown that type 2 diabetes may be virtually preventable amongst those individuals prepared to make very ®
significant behavioural changes across all five areas of healthy body weight, physical activity, and intake of fibre, fat and 2o
saturated fat.628 <o

¢ Diabetes prevention is cost-effective: Some behavioural change programmes have been delivered for as little as €184 per year, per %§
participant.™ The US Diabetes Prevention Programme showed that for every 100 high risk adults enrolled in intensive behavioural E.. 5
change over 3 years, 15 new cases of diabetes could be avoided, 160 work days could be saved, and savings of €80,000 in healthcare g“:
costs could be achieved.™ g._ 3

e Pharmacological intervention has also been recommended as an option for those that have not responded well to lifestyle and g

behavioural-based interventions, although the evidence needs further development.®

continues... 24
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B. Summary of evidence (continued)

Summary of evidence 2:
Screening, early diagnosis and ‘pre-diabetic’ conditions

e Screening is defined by the World Health Organisation as the identification of unrecognized diseases by the application of tests,
examinations, or other procedures which can be applied rapidly. Screening tests are not a diagnostic, rather they separate
apparently- well persons who probably have a disease from those who probably do not, and refer the first group to a clinician for
diagnosis and treatment.?

¢ |In the case of diabetes, screening may involve risk profiling followed by an invitation to have a blood glucose test. (see ‘What is

diabetes)
/
I ’ e Like many chronic conditions, type 2 diabetes is a condition with slow onset and many patients may live for years unaware that they
have diabetes or pre-diabetes.® 121917

e The longer a patient lives with poorly controlled blood glucose, high blood pressure or cholesterol, the greater the risk of
complications and disability.’®2?® Early identification of pre-diabetic conditions, diabetes, and associated cardiovascular disease is
key to ensure good patient outcomes.?

/
l ’ e |t is estimated that around half of cases of diabetes are undiagnosed.™® A UK study estimated that undiagnosed diabetes affects as
many as 1.8% of the population, or around 1 million people in the UK alone.®™
®
e Between 10-20% of people in Europe are thought to have a pre-diabetic condition and are at risk of deteriorating blood glucose 2o
control and developing type 2 diabetes.®™ <o
. . . . ) . . . 5@
¢ Risk factors for diabetes are well evidenced, and straightforward to assess. They include high blood pressure, overweight, high %g
cholesterol, lack of physical exercise and poor diet.'®2* E.. 5
e Simple and effective screening tools can be used by a variety of professionals in the primary care setting to help identify those at risk %“‘3
; 25,26 5
C ’ of diabetes.?> =4
o
S
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C. Making it happen

Key issues
to think
about

JeSSONS

Jearrnt in
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Lessons learnt

Preventative approaches may be
challenging to healthcare systems based
on the traditional ‘'medical model".

Key issues to think about

What are the current barriers to delivering
prevention — are they cultural, professional,
financial, regulatory, organisational, legal?

Innovation and
access to care

Children

in schools

Steps you need to take

Implementing diabetes prevention
programmes requires a complex, long
term and multi-agency undertaking.

Where can prevention programmes fit within the
existing health care delivery system? Does it
make sense to have a national strategy for
prevention?

‘Imposing’ prevention at scale on the
existing healthcare workforce may
achieve little.

How do we ensure all professionals understand,
value and collaborate effectively with prevention
services?

Behavioural and lifestyle change cannot
be ‘done’ to people.

How will we deliver prevention through a
new model of patient empowerment and
self-management?

Excluded, vulnerable and/or ethnic
minority groups often carry the greatest
burden of diabetes, yet experience the
most barriers to accessing services.

Adaptation and outreach will be needed for
different populations.

All cost effectiveness is ‘local’ — and
highly sensitive to local parameters.

What economic and feasibility studies will be
needed? |s there a way to standardise
cost-effectiveness models?
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C. Making it happen

Whom to
involve

Whom to involve

Patient representatives

Why are they important?

We must understand from patients themselves
what is feasible and realistic for diabetes prevention
based on behavioural change.

access to care

Children
in schools

tion and

What would you want their role to be?
Whom should you contact?

Diabetes nurses

Can work with or lead behavioural change
programmes, bringing experience of
self-management and patient education approaches.

Healthcare providers and voluntary
sector

Can prepare workforce and community facilities
to deliver prevention programmes.

Universities and research bodies

Can assess emerging clinical evidence and best
practice, and analyse cost effectiveness of
prevention models in national or regional context.

Health information systems

Can use existing population data to help identify
high risk individuals or target groups. Should
collect and monitor patient outcomes data to help
evaluate the impact of prevention programmes.

Ministries of health and other funders
(eg. sickness funds)

Can reimburse behavioural change interventions,
accredit individuals and organisations, and adapt or
issue supportive national clinical guidelines.

Professional associations

Can lead efforts to ensure prevention programmes
are valued and supported by each professional group.

Stakeholders from other chronic
disease areas

Can help collaborate across chronic disease
(e.g. cardiovascular disease, stroke, mental health).

Private sector (life science industry,
insurers, large employers)

May help create opportunities for public private
partnerships.
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D. Case studies

(" Case study 1 \

innish DPS . . .
Tr"rizllr:‘inr::?sh Diabetes Prevention Study (Finland)
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conditions. Pilot stu
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population roll out is expected shortly Case study 2

The US Diabetes Prevention Programme (USA)

The USDPP was the largest diabetes prevention trial ever undertaken. The study showed that
lifestyle interventions, such as a 5%-7% weight loss and performing brisk walking for 150 minutes/
week, could reduce the risk of developing type 2 diabetes by 68% after 3 years.’

As a follow up to the trial, the US National Diabetes Prevention Programme aims to recreate the
success of the US DPP at scale and is composed of four main components:™

* Training: build a workforce able to deliver the programme

he effect of lifestyle
st high risk groups after

Recognition and quality: quality assurance, sustainable funding, and programme registry
Develop intervention sites: build infrastructure and provide the programme
Health marketing: support uptake and referrals to the programme

To date, the programme has made real progress towards implementation, and has developed
community-based group lifestyle programmes across 122 sites which cost less than €184 per
participant per year. The US Diabetes Prevention Programme showed that for every 100 high risk
adults enrolled in intensive behavioural change over 3 years, 15 new cases of diabetes could be
avoided, 160 work days could be saved, and €80,000 saved in healthcare costs.™

continues... 28
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Case study 3 \
FINDRISC
The Finnish Type 2 Diabetes Risk Assessment Form (Finland)
The Finnish Type 2 Diabetes Risk Assessment Form (FINDRISC) is an example
of a patient questionnaire used for diabetes screening. The test is simple, effective,
and has been replicated around the world.* The test takes only a few minutes to
complete and has been adapted to be carried out in pharmacies or at various public 3’6';%‘;&'??:
DIABETES

campaign events, and even provided via the internet. It contains eight scored
and weighted guestions dealing with diabetic risk factors such as age, BMI, waist
circumference, high blood glucose, physical activity, and diet. The final test score
provides a probability of the interviewee developing type 2 diabetes over the
following 10 years, and has also been proven 1o be a helpful indicator of
‘pre-diabetes’ and cardiovascular health.3* The reverse of the FINDRISC form
contains brief advice on what respondents can do to lower their risk of developing
the disease, and whether they should seek advice or have clinical examinations.

To find out more, please see the IMAGE toolkit on diabetes prevention:
www.idf.org/sites/default/files/IMAGE %2520Toolkit.pdf

r Case study 4
The International Diabetel

Federation Blue Circle Test
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| e zdabern i
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T .

|Dh[(:5 gl:: _Clrcle Test, developed by

P Interactive onlin
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py;p;g. dlabgtes and displays the
o Itive actions that can be take
reduce a person’s risk. "

FOR MORE INFO: www.idf.org
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E. Questions and answers

We can’t prevent diabetes

This is true for type 1 diabetes, but
not for type 2 diabetes, which makes
up 90% of cases of diabetes.®' The
evidence suggests that as many as 50%
of cases of type 2 diabetes could be
prevented through behavioural change
aimed at achieving a healthy body
weight and increasing physical activity.™

Prevention isn’t cost effective

Wrong. Diabetes prevention is cost
effective — for example the US Diabetes
Prevention Programme showed that
for every 100 high risk adults enrolled
in intensive behavioural change over
three years, 15 new cases of diabetes
were prevented, and 160 work days and
€80,000 healthcare costs were saved
over 3 year." Prevention programmes
can also have a positive impact on
individual’s mental and overall physical
health and wellbeing, not just for
diabetes.?*?’

Prevention programmes are long
term, complex and difficult to
implement

Wrong. Whilst successful
prevention programmes will not bear
fruit overnight, major benefits to
individuals can accrue in as little as
2-3 years.%" The dominant models of
diabetes programmes are tried and
tested, and involve behavioural change
to improve a person’s diet, exercise and
alcohol and smoking habits.

With healthcare budgets under
pressure, why invest in prevention?

The prevalence and costs of
diabetes (to the healthcare system as
well as to society through lost
productivity) are increasing® and will
continue to do so if more investment is
not put into improving prevention,
treatment and care for diabetes. Today,
only a small fraction of health budgets
goes into prevention.

We can manage diabetes effectively
with drugs and other treatments,
why invest in prevention?

Almost half of people with
diabetes are undiagnosed,'® and of
those who are diagnosed, only half of
patients control their blood glucose
levels adequately.®*% This means
prevention and early detection are
absolutely crucial if countries are to
tackle the diabetes epidemic.

Won’t this mean cutting existing
provision for those with diabetes to
release extra investment?

Not necessarily. Prevention is
cost-effective,’® meaning that the
established models of prevention for
those at a high risk of diabetes should
free up more resources than they
consume over the long term. For those
who already have diabetes, early
diagnosis will still be enormously helpful
in avoiding the complications and costly
hospitalisations that result from diabetes
if left untreated.
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Preventing diabetes is one of the greatest imperatives facing European healthcare systems in the 21st Century. We cannot afford to treat diabetes if it continues to grow at current rates.  The evidence is very clear: in most cases we can halt or slow the onset of type 2 diabetes. Yet we still invest too little: the great majority of health budgets in Europe is currently spent on treatment and care of disease, with only a fraction going to prevention. The status quo is not a viable option.



Czeslaw Czechyra, MP (Poland)





5 things you need to know:



· Diabetes prevention is a fundamental issue for social and economic sustainability. The United Nations, the World Economic Forum, the World Health Organisation and the European Parliament have all called on governments to act decisively to prevent diabetes and chronic diseases,1,2-4 which have been called a 21st Century ‘epidemic’.5

· Behavioural change is effective in diabetes prevention. Proven models have been shown to halve the numbers of people developing diabetes,6,7 which will mean reduced hospitalisations, heathcare costs and costs to economy and society.

· We need better screening to catch diabetes earlier – approximately half of all type 2 diabetes cases are undiagnosed,8,9;10 and the delay to diagnosis can be up to 7 years.11,12 Between 10-20% of Europeans are living with pre-diabetic conditions, 8,13 most of which are also undiagnosed.13

· The challenge now is to roll out diabetes prevention across our communities.14,15 This is not easy but it can be done.16 

· Vulnerable, excluded groups will need tailored prevention programmes. The burden of diabetes is greater in these populations 17 and prevention programmes will need tailored approaches to be effective in the face of linguistic, cultural and other barriers.18,19,20,16;18;21



Priorities for action



· Identify diabetes and pre-diabetic conditions as early as possible. Use existing population data and mass screening to identify high risk individuals and invite them for diabetes testing (see FINDRISC case study).

· Incentivise GPs and community healthcare professionals to provide screening by providing financial rewards for successful implementation. Measures should include testing for glucose levels, cardiovascular health checks and behavioural change programmes to all those considered at high risk of diabetes.

· Make every contact matter – make screening a shared duty and establish referral protocols for timely blood glucose testing in all relevant community settings (i.e. via GPs, community care, citizen advice bureaus, civic and community centres, the workplace, etc).

· Secure reimbursement for behavioural change programmes proven to prevent type 2 diabetes.

· Develop national quality standards for intensive behavioural change based on international evidence of effectiveness and commence provider accreditation schemes.

· Integrate new educator roles into primary care to help individuals succeed in adhering to behavioural and lifestyle changes, using diabetes specialist nurses, but also community nutritionists, physical exercise therapists, group educators and counsellors.

B. EVIDENCE SUMMARY





Evidence summary 1: Research briefing: Screening, early diagnosis and ‘pre-diabetic’ conditions



What this means



· Screening is defined by the World Health Organisation as the identification of unrecognized diseases by the application of tests, examinations, or other procedures which can be applied rapidly. Screening tests are not a diagnostic, rather they separate apparently- well  persons  who  probably  have  a  disease from those  who  probably  do  not, and refer the first group to a clinician for diagnosis and treatment.22

· In the case of diabetes, screening may involve risk profiling followed by an invitation to have a blood glucose test. (see ‘What is diabetes’) 



Why this is important



· Like many chronic conditions, type 2 diabetes is a condition with slow onset and many patients may live for years unaware that they have diabetes or pre-diabetes. 9,11;12;19,17

· The longer a patient lives with poorly controlled blood glucose, high blood pressure or cholesterol, the greater the risk of complications and disability.19,23 Early identification of pre-diabetic conditions, diabetes, and associated cardiovascular disease are important to ensure good patient outcomes.5 



What the evidence says



· It is estimated that around half of cases of diabetes are undiagnosed.13,8 A UK study estimated that undiagnosed diabetes affects as many as 1.8% of the population, or around 1 million people in the UK alone.13 

· Between 10-20% of people in Europe are thought to have a pre-diabetic condition and are at risk of deteriorating blood glucose control and developing type 2 diabetes.8,13

· Risk factors for diabetes are well evidenced, and straightforward to assess. They include high blood pressure, overweight, high cholesterol, lack of physical exercise and poor diet. 19,24

· Simple and effective screening tools can be used by a variety of professionals in the primary care setting to help identify those at risk of diabetes.25,26 






Evidence summary 2: diabetes prevention through behavioural change

What this means



· The dominant models of diabetes prevention involve behavioural change to improve people’s diet, physical exercise, smoking and alcohol habits.19

· Interventions involve education about type 2 diabetes and the promotion of skills for adherence and self-management (e.g. goal setting, motivation, and psychological resilience).19,24



Why this is important



· Type 2 diabetes and ‘pre-diabetic’ conditions are closely associated with long term negative lifestyle habits and social and environmental determinants.17 These habits and influences can be difficult to reverse,19 meaning targeted support for behavioural change is often necessary.

· Combined but relatively modest lifestyle changes involving diet and physical exercise in high risk groups can have major benefits in reducing diabetes and promoting good health.19,27



What the evidence says



· The Finnish Diabetes Prevention Study and US Diabetes Prevention Programme both demonstrated that behavioural change interventions could reduce the development of diabetes amongst people at high risk by 43% at 8 years and 34% at 10 years respectively.6,7 

· Studies have also shown that type 2 diabetes may be virtually preventable amongst those individuals prepared to make very significant behavioural changes across all five areas of healthy body weight, physical activity, and intake of fibre, fat and saturated fat. 6,28

· Diabetes prevention is cost-effective: Some behavioural change programmes have been delivered for as little as $250 per year, per participant.14 The US Diabetes Prevention Programme showed that for every 100 high risk adults enrolled in intensive behavioural change over 3 years, 15 new cases of diabetes could be avoided, 160 work days could be saved, and savings of €80,000 in healthcare costs could be achieved.14

· Pharmacological intervention has also been recommended as an option for those that have not responded well to lifestyle and behavioural-based interventions, although the evidence needs further development.19 

C. MAKING IT HAPPEN



Key issues to consider – lessons learnt in implementation



		Lessons learnt

		Key issues to think about

		Steps you need to take



		Preventative approaches may be challenging to  healthcare systems based on the traditional ‘medical model’ 

		What are the current barriers to delivering prevention – are they cultural, professional, financial, regulatory, organisational, legal? 





		



		Implementing diabetes prevention programmes requires a complex, long term and multi-agency undertaking

		Where can prevention programmes fit within the existing health care delivery system? Does it make sense to have a national strategy for prevention?

		



		'Imposing’ prevention at scale on the existing healthcare workforce may achieve little

		How do we ensure all professionals understand, value and collaborate effectively with prevention services?

		



		Behavioural and lifestyle change cannot be ‘done’ to people 

		How will we deliver prevention through a new model of patient empowerment and self-management?

		



		Excluded, vulnerable and/or ethnic minority groups often carry the greatest burden of diabetes, yet experience the most barriers to accessing services 

		Adaptation and outreach will be needed for different populations

		



		All cost effectiveness is ‘local’ –  and highly sensitive to local parameters 

		What economic and feasibility studies will be needed? Is there a way to standardise cost-effectiveness models?

		







Whom to involve



		Whom to involve

		Why are they important?

		What would you want their role to be?

Whom should you contact?



		Patient representatives

		We must understand from patients themselves what is feasible and realistic for diabetes prevention based on behavioural change

		



		Diabetes nurses

		Can work with or lead behavioural change programmes, bringing experience of self-management and patient education approaches

		



		Healthcare providers and voluntary sector

		Can prepare workforce and community facilities to deliver prevention programmes

		



		Universities and research bodies

		Can assess  emerging clinical evidence and best practice, and analyse cost effectiveness of prevention models in the national or regional context

		



		Health information systems

		Can use existing population data to help identify high risk individuals or target groups. Should collect and monitor patient outcomes data to help evaluate the impact of prevention programmes                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                   

		



		Ministries of health and other funders (eg. sickness funds)

		Can reimburse behavioural change interventions, accredit individuals and organisations, and adapt or issue supportive national clinical guidelines. 

		



		Professional associations

		Can lead efforts to ensure prevention programmes are valued and supported by each professional group

		



		Stakeholders from other chronic disease areas

		Can help collaborate across chronic diseases  (e.g. cardiovascular disease, stroke, mental health)

		



		Private sector (life science industry, insurers, large employers)

		May help create opportunities for public private partnerships

		





D. CASE STUDIES



Case study 1: The Finnish Diabetes Prevention Study (DPS)(Finland)



The Finnish DPS was one of the first major trials to demonstrate the effect of lifestyle interventions in preventing Type 2 diabetes, halving the incidence amongst high risk groups after two years.6



The Finnish Diabetes Association has since led the Development Programme for the Prevention and Care of Diabetes in Finland, or DEKHO, over 2003–2010.29 The programme provides an overarching strategy combining initiatives to promote the health of the entire population alongside efforts to promote early diagnosis, prevention and management of diabetes and its associated conditions. Pilot studies assessing practical models and cost effectiveness are on-going and wider population roll out is expected shortly. 





Case study 2: The US Diabetes Prevention Programme (USDPP) (USA)



The USDPP was the largest diabetes prevention trial ever undertaken. The study showed that lifestyle interventions, such as a 5%–7% weight loss and performing brisk walking for 150 minutes/week, could reduce the risk of developing type 2 diabetes by 58% after 3 years.7

As a follow up to the trial, the US National Diabetes Prevention Programme aims to recreate the success of the US DPP at scale and is composed of four main components: 14



· Training: build a workforce able to deliver the programme

· Recognition and quality: quality assurance, sustainable funding, and programme registry 

· Develop intervention sites: build infrastructure and provide the programme

· Health marketing: support uptake and referrals to the programme



To date, the programme has made real progress towards implementation, and has developed community-based group lifestyle programmes across 122 sites which cost less than $250 per participant per year. The US Diabetes Prevention Programme showed that for every 100 high risk adults enrolled in intensive behavioural change over 3 years, 15 new cases of diabetes could be avoided, 160 work days could be saved, and €80,000 saved in healthcare costs.14 



Case study 3: FINDRISC – the Finnish Type 2 Diabetes Risk Assessment Form (Finland) 



The Finnish Type 2 Diabetes Risk Assessment Form (FINDRISC) is an example of a patient questionnaire used for diabetes screening. The test is simple, effective, and has been replicated around the world. 30 The test takes only a few minutes to complete and has been adapted to be carried out in pharmacies or at various public campaign events, and even provided via the internet. 19 It contains eight scored and weighted questions dealing with diabetic risk factors such as age, BMI, waist circumference, high blood glucose, physical activity, and diet. The final test score provides a probability of the interviewee developing type 2 diabetes over the following 10 years, and has also been proven to be a helpful indicator of ‘pre-diabetes’ and cardiovascular health.30 The reverse of the FINDRISC form contains brief advice on what respondents can do to lower their risk of developing the disease, and whether they should seek advice or have clinical examinations. 



To find out more, please see the IMAGE toolkit on diabetes prevention: http://www.idf.org/sites/default/files/IMAGE%2520Toolkit.pdf



[image: ][image: http://www.idf.org/sites/default/files/pictures/wdd-toolkit-risk-test-image.jpg]





Case study 4: The International Diabetes Federation Blue Circle Test 



The Blue Circle Test, developed by IDF, is an interactive online tool based that showcases the risk factors of type 2 diabetes and displays the positive actions that can be taken to reduce a person’s risk.

For more info: www.idf.org



[image: http://www.idf.org/sites/default/files/pictures/wdd-toolkit-risk-test-image.jpg]



E. QUESTIONS & ANSWERS



We can’t prevent diabetes

This is true for type 1 diabetes, but not for type 2 diabetes, which makes up 90% of cases of diabetes.31 The evidence suggests that as many as 50% of cases of type 2 diabetes could be prevented through behavioural change aimed at achieving a healthy body weight and increasing physical activity. 19



Prevention isn’t cost effective

Wrong.  Diabetes prevention is cost effective – for example the US Diabetes Prevention Programme showed that for every 100 high risk adults enrolled in intensive behavioural change over three years, 15 new cases of diabetes were prevented, and 160 work days and €80,000 healthcare costs were saved.14 Prevention programmes can also have a positive impact on individual’s mental and overall physical health and wellbeing, not just for diabetes.24,27



With healthcare budgets under pressure, why invest in prevention? 

The prevalence and costs of diabetes (to the healthcare system as well as to society through lost productivity) are increasingly 32,33 and will continue to do so if more investment is not put into improving prevention, treatment and care for diabetes. Today, only a small fraction of health budgets goes into prevention.



Won’t this mean cutting existing provision for those with diabetes to release extra investment?

Not necessarily.  Prevention is cost-effective, 16 meaning that the established models of prevention for those at a high risk of diabetes should free up more resources than they consume over the long term. For those who already have diabetes, early diagnosis will still be enormously helpful in avoiding the complications and costly hospitalisations that result from diabetes if left untreated.



Prevention programmes are long term, complex and difficult to implement

Wrong.  Whilst successful prevention programmes will not bear fruit overnight, major benefits to individuals can accrue in as little as 2-3 years. 6,14 The dominant models of diabetes programmes are tried and tested, and involve behavioural change to improve a person’s diet, exercise and alcohol and smoking habits. 



We can manage diabetes effectively with drugs and other treatments, why invest in prevention?

Almost half of people with diabetes are undiagnosed,13,8 and of those who are diagnosed, only half of patients control their blood glucose levels adequately.34,35 This means prevention and early detection are absolutely crucial if countries are to tackle the diabetes epidemic.
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“Patient-centred care save lives and improves the quality of life of people with diabetes; it is
the only credible model of care and management because it tackles the multiple risk factors
and co-morbidities associated with diabetes, not just glucose control on its own. To deliver
patient-centred care, we need community-based, multidisciplinary approaches.”

Priorities for action

¢ National clinical guidelines should reflect the overwhelming
evidence that patient-centred care is the only credible model for
diabetes management.

¢ Healthcare workforces must be realigned to support
multidisciplinary and patient-centred care, for example by creating
new, non-clinical roles, such as care coordination and therapeutic
patient education for self-management.

¢ Implementation programmes must test and roll out practical

delivery models for multidisciplinary care that offer patient-centred
care in the community setting

¢ Barriers to multidisciplinary working should be quickly identified
at the national and local level and tackled on a cultural, professional,
legal, financial and organisational basis

¢ Financial remuneration and incentives for health care
professionals should reflect long-term patient outcomes (for
example, the prevention of complications) and encourage patient-
centred and multidisciplinary approaches to diabetes care.

¢ Information systems should be reconfigured to facilitate
multidisciplinary working through the sharing of patient records and
monitoring of outcomes for all facets of patient care.
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B. Summary of evidence

¢ Leading models of patient-centred care in diabetes have combined interventions aimed at stabilising blood glucose levels,
controlling for associated risk factors (for example, blood pressure, cholesterol and obesity) and preventing complications linked to
diabetes (such as heart disease, damage to the eyes, kidneys, and nerves)®®

¢ Multidisciplinary care is a key component for delivering patient-centred care. It involves the close collaboration of care professionals
who provide joint and coordinated care and management of a given or multiple conditions. For diabetes, this may include general
practitioners, specialists, nurses and specialist diabetic nurses, nutritionists, therapeutic educators, pharmacists, laboratory
technicians, administrators, family carers and patients.

e Within the multidisciplinary team, there should be a division of labour with respect to care, monitoring, support, clinical

C ’ oversight, and patient therapeutic education roles.

e Diabetes is rarely a ‘stand alone’ condition. Damage to kidneys, eyes and nerves is common amongst people with diabetes.™
Also, overweight, high cholesterol and high blood pressure are thought to affect up to 85% of people with diabetes.™

e Complications are significant drivers of the risk of death, disability and quality of life’ in diabetes. Death rates increase
several-fold and costs are 3-5 fold higher when complications are present.'®'”'® Heart disease is the main cause of ill health and
premature death amongst people with diabetes.!

¢ Multidisciplinary teams are a sustainable delivery model in healthcare systems dominated by growing demand and chronic
disease. For example, they allow for the delegation of advice, support and monitoring to community nurses and pharmacists,
reducing the workload on doctors and other specialists.

¢ The United Nations, the European Parliament, the EU Diabetes Working Group and leading European clinicians
have all recognised the importance of patient centred care and multidisciplinary working in diabetes and have called for its
implementation .z

continues... 34
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B. Summary of evidence (continued)

¢ Patient-centred care models are needed to reduce ill-health and premature death for people with diabetes. Blood glucose
control on its own is not enough .88

¢ Leading models of patient-centred care have reduced hospitalisations caused by diabetic complications and could therefore
have a major impact on costs.® For example, some 34% of the total hospital inpatient days for diabetes patients are due to
cardiovascular disease.?

¢ All the major, successful trials of patient-centred care have relied on multidisciplinary working.?°2'22 For example, the UK
Prospective Diabetes Study and the Danish Steno Il study showed that the intensive targeting of multiple risk factors can reduce
disability from micro-vascular complications (e.g. sight loss) and reduce by as much as a half mortality from cardiovascular and kidney
C ’ disease.®? In the case of the Steno Il study, the benefits were maintained up to 8 years after the study commenced.®

¢ Research comparing multidisciplinary care programmes for diabetes suggests there is no ‘optimal’ organisational model? -
what matters is that patient-centred care takes place in everyday practice. Achieving this is likely to mean identifying and challenging
existing cultural, organisational, financial, professional or legal barriers to healthcare delivery.

e There is good evidence to support the valuable contribution of a wide variety of professional roles in improving care and
outcomes for people with diabetes. For example, multidisciplinary teams with foot care specialists can reduce amputation rates by
up to 85%,%* and nurse-led care has been shown to improve glucose control and reduce urgent care/emergency room visits and
hospitalizations for preventable diabetes-related causes.?®

¢ Patient-centred models of care must recognise that people with low health literacy are at higher risk of poor outcomes. For
example, a study of type 2 diabetes patients showed that inadequate health literacy was an independent predictor of poor glucose
control. Given that people with low socioeconomic status are at particularly high risk of having low health literacy, approaches to care
will need to be sensitive to the need to build individual health literacy.?®
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C. Making it happen

Key issues Lessons learnt Key issues to think about Steps you need to take
to think
about Healthcare systems are not configured | What organisational barriers may you face in
to deliver patient-centred, trying to move towards patient-centred and
JesSonS multidisciplinary care models. multidisciplinary care?
Jearst 17 Health care professionals may be How can you get different professionals to work

,'Mp/emeﬁfai’on suspicious of multidisciplinary working. | together? \What are the major barriers to
achieving this?

Decision-making may need to be shared | How will professionals share information and
or delegated between different what training is needed to help them adapt to
professionals, affecting governance their new ways of working?

and accountability.

There is no set model for How does one ensure multidisciplinary teams
multidisciplinary teams, and contain core roles yet can also be adapted to
composition will depend on the needs meet different patients’ needs?

of the patient populations being served. | Which professionals and roles are essential?
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C. Making it happen

Whom to Whom to involve Why are they important? What would you want their role to be?
Vi b Whom should you contact?

Diabetes nurses Provide a critical link between the patient and the
health care system.

Professional associations Can train professionals in patient-centred care and
(physicians, nurses, etc.) multidisciplinary working. Can lead efforts to
change cultures and behaviours.

Patient representatives Can help determine what has the greatest impact
on patient well-being and test new care models
based on their daily life with diabetes.

Stakeholders from other chronic Can help establish the common ground between
disease areas diabetes and other chronic disease models.
Ministries of Health Can lay out clinical guidelines for patient-centred

care, and state expectations of multidisciplinary care.

Local funding bodies Should reimburse care based on patient outcomes,
and work to remove financial barriers to
multidisciplinary working.

Universities and research bodies Can lead clinical and economic evaluation of new
care models, assess emerging clinical evidence
and best practice.

Health information systems Can help facilitate multidisciplinary working through
shared platforms and information sharing.
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E. Questions and answers

Patient-centred care for diabetes is
a luxury we cannot afford

We can’t afford not to. Diabetes
already accounts for 10% of healthcare
costs®! and much of this is caused by
diabetic complications.®2 The UN, the
WHO, the European Parliament and
many other leading commentators
have recognised that effective care
of diabetes is a critical issue for the
sustainability of healthcare
systems. 333434

Is patient-centred care cost
effective?

Yes. Leading models of patient-
centred and integrated care have been
proven to be cost effective in diabetes.®®
Such models reduce the use of costly
hospitalisations, meaning healthier, more
productive people who can better
contribute to society.

Changes to the way we treat
diabetes will impact on frontline
workers. Professionals may resist
changes to the status quo.

Whilst multidisciplinary,
patient-centred care may require
changes to existing ways of working,
healthier patients should mean more
satisfied care professionals. Any
proposed changes to health delivery
systems must be designed with
collaboration and support from the
relevant professional societies, so that
appropriate changes to professional
training and standards reflect the new
ways in which diabetes care is to be
delivered.

Patient
care empowerment

Innovation and
access to care

Whom to Case
involve

studies

What evidence is there that this will
work in my country?

Patient-centred models of care for
people with diabetes have been led
in the UK, Denmark, Germany, the
Netherlands 822" and many other
countries around the world. The
question is how best to make
patient-centred care a reality in our
own system, and what multidisciplinary
delivery models we need to do so.

Are multidisciplinary teams
necessary in diabetes? Do we really
need to include wider allied health
professionals, such as nutritionists
and podiatrists?

Yes. Multidisciplinary teams with foot

care specialists have been proven to reduce
amputation rates by up to 85 per cent.?* Those

teams with nurse-led care have also been
shown to reduce urgent care visits and
hospitalisations for preventable diabetes
related conditions.™

Children
in schools

References and
resources

The evidence base for
patient-centred care is ambiguous.

False. The clinical evidence for
leading models of patient-centred care
and prevention of diabetes is beyond
doubt." 793536 Different models of care
will continue to be tested and evaluated,
but what matters is that we implement
the most effective models into the
mainstream.
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Multidisciplinary care – patient-centred care beyond glucose control

A. ESSENTIAL BRIEFING
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Patient-centred care save lives and improves the quality of life of people with diabetes; it is the only credible model of care and management because it tackles the multiple risk factors and co-morbidities associated with diabetes, not just glucose control on its own. To deliver patient-centred care, we need community-based, multidisciplinary approaches.



Adrian Sanders, MP (UK)



5 things you need to know

 

· The United Nations, the World Health Organisation, the European Parliament, and leading diabetes guidelines have all called for patient-centred care as a matter of urgency. 1 2 3 4 5 Patient-centred care has been defined as ‘care that is respectful of and responsive to individual patient preferences, needs, and values and ensuring that patient values guide all clinical decisions’. 6,7

· Leading models of patient-centred care offer combined interventions that aim to stabilise blood glucose levels, but also control associated risk factors (for example, blood pressure, cholesterol and obesity) and prevent complications such as cardiovascular disease, damage to the eyes, kidneys, and nerves. 1, 8 9

· Multidisciplinary care is key to delivering patient-centred care. It involves the close collaboration of care professionals who provide joint and coordinated care and management of one or multiple conditions.  

· Patient-centred models of care are proven to be cost effective – if all patients had access to them we could reduce the risk of heart disease, stroke and disability amongst people with diabetes by as much as half, 8 9 and reduce associated hospitalisation and other costs.

· Patient-centred care is practical and achievable. Some  European countries have implemented models of patient-centred care at scale, using community-based, multidisciplinary approaches 10 11 and studies have shown that major benefits in reducing death and improving quality of life have been returned within as little as 2-3 years.8 12 



Priorities for action



· National clinical guidelines should reflect the overwhelming evidence that patient-centred care is the only credible model for diabetes management.

· Healthcare workforces must be realigned to support multidisciplinary and patient-centred care, for example by creating new, non-clinical roles, such as care coordination and therapeutic patient education for self-management.

· Implementation programmes must test and roll out practical delivery models for multidisciplinary care that offer patient-centred care in the community setting

· Barriers to multidisciplinary working should be quickly identified at the national and local level and tackled on a cultural, professional, legal, financial and organisational basis

· Financial remuneration and incentives for health care professionals should reflect long-term patient outcomes (for example, the prevention of complications) and encourage patient-centred and multidisciplinary approaches to diabetes care.

· Information systems should be reconfigured to facilitate multidisciplinary working through the sharing of patient records and monitoring of outcomes for all facets of patient care.

B. EVIDENCE SUMMARY



What this means



· Leading models of patient-centred care in diabetes have combined interventions aimed at stabilising blood glucose levels, controlling for associated risk factors (for example, blood pressure, cholesterol and obesity) and preventing complications linked to diabetes (such as heart disease, damage to the eyes, kidneys, and nerves) 8,9

· Multidisciplinary care is a key component for delivering patient-centred care. It involves the close collaboration of care professionals who provide joint and coordinated care and management of a given or multiple conditions.  For diabetes, this may include general practitioners, specialists, nurses and specialist diabetic nurses, nutritionists, therapeutic educators, pharmacists, laboratory technicians, administrators, family carers and patients.

· Within the multidisciplinary team, there should be a division of labour with respect to care, monitoring, support, clinical oversight, and patient therapeutic education roles.



Why this is important



· Diabetes is rarely a ‘stand alone’ condition. Damage to kidneys, eyes and nerves is common amongst people with diabetes.13  Also, overweight, high cholesterol and high blood pressure are thought to affect up to 85% of people with diabetes.14 

· Complications are significant drivers of the risk of death, disability and quality of life15 in diabetes. Death rates increase several-fold and costs are 3-5 fold higher when complications are present.16 17 18 Heart disease is the main cause of ill health and premature death amongst people with diabetes.1 

· Multidisciplinary teams are a sustainable delivery model in healthcare systems dominated by growing demand and chronic disease. For example, they allow for the delegation of advice, support and monitoring to community nurses and pharmacists, reducing the workload on doctors and other specialists.

· The United Nations, the European Parliament, the EU Diabetes Working Group and the and leading European clinicians have all recognised the importance of patient centred care and multidisciplinary working in diabetes and have called for its implementation. 2-4,19



What the evidence says



· Patient-centred care models are needed to reduce ill-health and premature death for people with diabetes. Blood glucose control on its own is not enough.8, 9, 19

· Leading models of patient-centred care have reduced hospitalisations caused by diabetic complications and could therefore have a major impact on costs.8 For example, some 34% of the total hospital inpatient days for diabetes patients are due to cardiovascular disease.20  

· All the major, successful trials of patient-centred care have relied on multidisciplinary working.8 9 21 22 For example, the UK Prospective Diabetes Study and the Danish Steno II study showed that the intensive targeting of multiple risk factors can reduce disability from micro-vascular complications (e.g. sight loss) and reduce by as much as a half mortality from cardiovascular and kidney  disease.8;9 In the case of the Steno II study, the benefits  were maintained up to 8 years after the study commenced. 9

· Research comparing multidisciplinary care programmes for diabetes suggests there is no ‘optimal’ organisational model 23 – what matters is that patient-centred care takes place in everyday practice. Achieving this is likely to mean identifying and challenging existing cultural, organisational, financial, professional or legal barriers to healthcare delivery.

· There is good evidence to support the valuable contribution of a wide variety of professional roles in improving care and outcomes for people with diabetes. For example, multidisciplinary teams with foot care specialists can reduce amputation rates by up to 85%, 24 and nurse-led care has been shown to improve glucose control and reduce urgent care/emergency room visits and hospitalizations for preventable diabetes-related causes. 25

· Patient-centred models of care must recognise that people with low health literacy are at higher risk of poor outcomes. For example, a study of type 2 diabetes patients showed that inadequate health literacy was an independent predictor of poor glucose control. Given that people with low socioeconomic status are at particularly high risk of having low health literacy, approaches to care will need to be sensitive to the need to build individual health literacy.26 

C. MAKING IT HAPPEN



Key issues to think about – lessons learnt from implementation



		Lessons learnt

		Key issues to think about

		Steps you need to take



		Healthcare systems are not configured to deliver patient-centred, multidisciplinary care models

		What organisational barriers may you face in trying to move towards patient-centred and multidisciplinary care?

		



		Health care professionals 

may be suspicious of multidisciplinary working

		How can you get different professionals to work together? What are the major barriers to achieving this?

		



		Decision-making may need to be shared or delegated between different professionals, affecting governance and accountability

		How will professionals share information and what training is needed to help them adapt to their new ways of working? 

		



		There is no set model for multidisciplinary teams, and composition will depend on the needs of the patient populations being served

		How does one ensure multidisciplinary teams contain core roles yet can also be adapted to meet different patients’ needs?

Which professionals and roles are essential?

		







Whom to involve



		Whom to involve

		Why are they important?

		What would you want their role to be?

Whom should you contact?



		Diabetes nurses

		Provide a critical link between the patient and the health care system

		



		Professional associations (physicians, nurses, etc.)

		Can train professionals in patient-centred care and multidisciplinary working. Can lead efforts to change cultures and behaviours

		



		Patient representatives

		Can help determine what has the greatest impact on patient well-being and test new care models based on their daily life with diabetes

		



		Stakeholders from other chronic disease areas

		Can help establish the common ground between diabetes and other chronic disease models 

		



		Ministries of Health 

		Can lay out clinical guidelines for patient-centred care, and state  expectations of multidisciplinary care 

		



		Local funding bodies

		Should reimburse care based on patient outcomes, and work to remove financial barriers to multidisciplinary working.

		



		Universities and research bodies

		Can lead clinical and economic evaluation of new care models, assess  emerging clinical evidence and best practice

		



		Health information systems

		Can help facilitate multidisciplinary working through shared platforms and information sharing

		










D. CASE STUDIES





		

Case study 1: National guidelines to define the multidisciplinary team (UK)27

The UK National Institute for Health and Clinical Excellence has stated that the range of professional skills needed for the delivery of optimal advice to adults with diabetes should be provided by a multidisciplinary team. Such a team should include members having specific training and interest to cover the following areas of care:

· education/information giving

· nutrition

· therapeutics

· identification and management of complications

· foot care

· counselling

· psychological care







		Case study 2: Patient-centred care at scale (Germany)12

The Saxon Diabetes Management Programme (SMDP) demonstrated that the mainstream implementation of integrated diabetes care was both possible and effective in improving patient outcomes at scale. At its heart, the programme involves a combination of care, management and patient education, delivered via close collaboration between Diabetic Specialist Nurses and GPs. Multidisciplinary working is facilitated via integrated practice guidelines, new management structures, continuous quality management, and dedicated working sessions to promote mutual recognition and knowledge exchange.



An evaluation conducted over 2000-2002 found that the number of ineffectively treated patients defined by HbA1C or blood pressure decreased by around 50% as a result of the programme.







Case study 3: Integrated funding for multi-disciplinary care in the Netherlands

In 2010 the Netherlands launched a national programme for the comprehensive management of diabetes, intended as a foundation for future initiatives in other chronic diseases.28 The programme involves a new national network of integrated GP-lead Diabetic Care Groups (DCGs) and performance-based reimbursement based around better outcomes in treatment and health. 



Each DCG is different, but all place GPs in the case management role for the majority of patients in the primary care setting, overseeing multi-disciplinary teams that provide eye and foot checks, regular health checks and laboratory analyses.11 For patients with more complex needs, the DCG system is also complemented by specialist outpatient care for diabetic foot, retinopathy, and nephropathy. 29



Despite challenges in IT and outcome monitoring, improvements have been observed in the organization and coordination of care, collaboration among health care providers, and adherence to care protocols.11,30  



E. QUESTIONS & ANSWERS



Patient-centred care for diabetes is a luxury we cannot afford

We can’t afford not to. Diabetes already accounts for 10% of healthcare costs31  and much of this is caused by diabetic complications.32 The UN, the WHO, the European Parliament and many other leading commentators have recognised that effective care of diabetes is a critical issue for the sustainability of healthcare systems. 33, 3,4,34



Is patient-centred care cost effective?

Yes. Leading models of patient-centred and integrated care have been proven to be cost effective in diabetes.8 9 Such models reduce the use of costly hospitalisations, meaning   healthier, more productive people who can better contribute to society. 



What evidence is there that this will work in my country? 

Patient-centred models of care for people with diabetes have been led  in the UK, Denmark, Germany, the Netherlands 8,9,12,11  and many other countries around the world.  The question is how best to make patient-centred care a reality in our own system, and what multidisciplinary delivery models we need to do so.



The evidence base for patient-centred care is ambiguous.  

False. The clinical evidence for leading models of patient-centred care and prevention of diabetes is beyond doubt.1;7-9;35;36 Different models of care will continue to be tested and evaluated, but what matters is that we implement the most effective models into the mainstream.



Changes to the way we treat diabetes will impact on frontline workers.  Professionals may resist changes to the status quo.

[bookmark: _GoBack]Whilst multidisciplinary, patient-centred care may require changes to existing ways of working, healthier patients should mean more satisfied care professionals. Any proposed changes to health delivery systems must be designed with collaboration and support from the relevant professional societies, so that appropriate changes to professional training and standards reflect the new ways in which diabetes care is to be delivered.



Are multidisciplinary teams necessary in diabetes?  Do we really need to include wider allied health professionals, such as nutritionists and podiatrists? 

Yes. Multidisciplinary teams with foot care specialists have been proven to reduce amputation rates by up to 85 per cent.24  Those teams with nurse-led care have also been shown to reduce urgent care visits and hospitalisations for preventable diabetes related conditions.10
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“Therapeutic patient education for self-management is key to the future of diabetes care and

indeed of chronic diseases more widely. Most people with diabetes can become confident and
informed patients, if health care systems provide them with flexible and high quality support
that works in harmony with each person’s individual wishes for independence and quality of
life and their ability to self-manage their condition.” Maite Valverde, Diabetes Specialist Nurse, Barcelona

Priorities for action

¢ Therapeutic patient education for self management should be
reimbursed as a normal part of diabetes care and support.

¢ Therapeutic patient education should feature in clinical guidance and
quality standards for diabetes care.

¢ Therapeutic patient education should be a core part of medical training
and professional accreditation, alongside multi-disciplinary working and
other key aspects of recognised chronic disease models.

¢ The role of diabetes specialist nurses in therapeutic patient education
should be recognised and a basic curriculum framework should be

established to define core competences of patient educators and help
implement workforce development strategies.

¢ Therapeutic patient education should be ongoing and adapted to the

individual, and should anticipate and be responsive to changing patients’
needs.

e New models of therapeutic patient education and empowerment can

be piloted and evaluated, with the learning used to help roll out at national
or regional level.

¢ The potential of new technologies and IT to support patients to
self-manage diabetes should be tested, evaluated, and integrated into
existing care models where proven to be effective.
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B. Summary of evidence

¢ The World Health Organisation has defined therapeutic patient education as the training of patients in the necessary coping
processes and skills to manage the treatment of their condition and prevent avoidable complications, while maintaining or improving
quality of life.!

e Self-management of diabetes means that patients are trained to actively monitor their glucose levels, to take appropriate actions
and make lifestyle choices to manage their condition independently, with the support of their care team.”'

¢ In diabetes, leading models of therapeutic patient education have focussed on health literacy (i.e. knowledge of the condition),
self-managed insulin therapy, and diet and lifestyle choices.”10:1:16:17

J
e Therapeutic patient education for self-management is crucial to the prevention and management of diabetes and other
chronic diseases®''® — which have been recognised as a major social and economic threat in the 21st Century'®% that may
overwhelm our healthcare systems.?’
e ‘Paternalistic’, traditional medical models are now widely considered ineffective in improving outcomes from diabetes,*
particularly where limited patient information is focussed on achieving compliance with clinical treatment. Outcomes are improved
when patients are involved in the whole care process.57

continues...
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B. Summary of evidence (continued)

C D

-
o

Structured therapeutic patient education for self-management is effective in stabilising blood glucose levels, reducing
diabetes-related complications, improving patient quality of life and reducing the costs of care.”'® It is also successful in
preventative interventions.” One study demonstrated improved blood glucose control, reduced hospitalisation and reduced incidence
of hypoglycaemia for those with Type 1 diabetes for up to 12 years post-intervention.?? Others studies have shown that combining
patient education with multi-disciplinary care could reduce amputations by as much as 85%.%

Therapeutic patient education is effective within a variety of care settings.”?

‘Structured education’ models (defined as ‘planned and graded programmes that are comprehensive in scope, flexible in content,
responsive to an individual’s clinical and psychological needs, and adaptable to his or her educational and cultural background’)” tend
to be more effective than one-off,2* informal, generalised or partial education models’?*

Therapeutic patient education programmes should be mindful of the underlying level of health literacy in the individuals
they are targeting,® and seek to improve health literacy. In particular, people over the age of 75, with low education, financial
difficulties, severe limitations due to health problems, more than one long-term iliness are more likely to have limited health literacy
than not.

Patient educators - ideally diabetes specialist nurses or other health care providers, such a diabetes nurses, pharmacists,
dieticians or doctors with special accreditation — must be excellent teachers and communicators able to understand and
engage in patient motivation.”?® Goal setting, managing setbacks, and interventions to build self-discipline and psychological
resilience are vital factors in the adoption of new behaviours, not simply optional extras.*%

All health professionals involved in patient education should follow a core curriculum, as recommended by the Diabetes
Education Study Group (DESG) of the European Association for Study of Diabetes (EASD)?%?” Countries should also promote an
accreditation programme similar to the European Nurses Diabetes Collaborative University Programme (ENDCUP)?® recommended
by Foundation of European Nurses in Diabetes (FEND) or the Board Certified-Advanced Diabetes Manager (BC-ADM) programme?
in United States.

Providing personalised IT support tools that are adapted to patients individual characteristics can also help in improving therapy
adherence and treatment outcomes.™

abueyd inoineyaq
ybnouayy uonuanaid
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C. Making it happen

Key issues Lessons learnt Key issues to think about Steps you need to take

to think

about Patient education cannot be ‘done’ to How ready are we to recognise and empower
people by healthcare providers. the patient as an expert in their own wellbeing

JesSonS and quality of life?

Jearst 17 . Healthcare systems may be poorly What are the workforce and logistical demands

,'Mp/emeﬁfai’on prepared for patient education and for rolling out therapeutic patient education for
self-management. self-management? Who will provide and support

such approaches, and in what setting?

Health professionals may not What training, guidelines or culture change

understand or value self-management. initiatives will help clinicians support such
approaches?

Diabetes specialist nurses are ideally Which professionals might be the best

placed to provide therapeutic patient educators? Could pharmacists play a role? How

education, however they are not do you ensure patient educators have the core

necessarily available in all countries. competencies required?

IT can be an important enabler of How do you embed the most appropriate IT

patient self-management, however solutions into clinical practice and ensure that

patients may differ in their preferences | they are tailored to different patient preferences?
for [T-based tools.

Education and empowerment How will we adapt therapeutic patient education
approaches are highly sensitive to to ethnic minorities or excluded groups? How
language, cultural and other patient can you make sure proposed solutions are
characteristics. tailored to individual preferences?
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C. Making it happen

Whom to Whom to involve Why are they important? What would you want their role to be?
Vi b Whom should you contact?

Patient groups Patients may help identify shortcomings in the
current support and education they receive and
identify what the best models may be to meet their
needs.

Clinicians Clinical champions will be useful in building
professional acceptance for the value and role of
therapeutic patient education for self-management.

Hospital and primary care managers Need to include posts for patient educators (ideally
diabetes specialist nurses) in their workforce plans.

Pharmacists May play an important role in training patients
about medicines management and may help
support therapeutic education initiatives.

Governments Can demand that therapeutic patient education
feature in national policy, clinical guidelines and
performance frameworks.

Ministries of Health and/or payers Can authorise reimbursement of therapeutic patient
education as well as IT patient support tools to

local providers, and/or request monitoring and
evaluation of existing programmes.

Medical and nursing colleges, training Can ensure therapeutic patient education for

bodies self-management feature in professional training.
Pharmaceutical, diagnostics and Have a common interest in ensuring appropriate
medical devices industry use of their products and may be knowledgeable

partners in developing educational solutions,
through patient education materials and/or
innovative IT solutions.
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D. Case studies

hCase study 1
DE-PLAN-CAT

\

in Catalonia (Spain)®

lifestyle interventions to prevent type 2 diabetes in

Europe-Prevention using Lifestyle, Physical Activity

Over 4 years, intensive lifestyle interventions were
diabetes incidence of 36.5%.

interventions to prevent type 2 diabetes in primary

Case study 3
DAFNE

was statistically significant and demonstrates the potential

The implementation of intensive lifestyle interventions in primary health care

A cohort study in Catalonia, Spain, assessed the feasibility and effectiveness of implementing

18 primary healthcare centres. Individuals were

screened using the FINDRISC questionnaire®' and glucose testing and then randomized into two
groups: one was offered standard care, including information about diet and exercise, and the other
was offered intensive lifestyle interventions. The latter were based on the DE-PLAN (Diabetes in

and Nutritional) interventions, a public health

programme which has demonstrated efficacy and cost-effectiveness within clinical trial settings.®

associated with a relative risk reduction in

Although lower than the impact seen in clinical trials, this difference

effectiveness of implementing lifestyle
care settings.
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Tailoring diabetes the’rapeutic
circumstances (USA)*
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D. Case studies (continued)

ﬁCase study 4 \
ROMEO -
Rethink Organization to iMprove Education and Outcomes (Italy)

i i inics i d that

i i l-based diabetes clinics I |taly showe :

- t programme across thirteen hospital-ba _ e
ﬁw4r\geirugléopa9cie§t education for lifestyle and behavioural chapge_s for peopli \/lvntggtfi\;‘pe 2di
coeuldpbe reproduced as a cost-effective, successful intervention in the hospital s g.

i i inati lving, real-life
ths, involved imaginative problem solving, ©
nfor 2 houre Sy e lemented by a minimum of one individual

Case study 5 l
Implementing therapeutic patient

education at scale (Germany)®

Perhaps more so than any other European country, Germany has
demonstrated the benefits of a national rollout of therapeutic
education models across a full spectrum of diabetes care, despite
the relatively decentralised nature of the insurance-based German
Health care system.

Group sessions ra :
simulations and role playi?]g.dS(jQSSlor;iuwp(aggrfﬁrggcessary
onsultation per year, with additiona . | |
ihe ilot hiived dramatic results, including lowered H_bA1 C, fas’qng glycaemla, choliskte(r)(\)/\l/,l:é(;%d
P re, b d ight and BMI improved health behaviours, quality pf I.n‘e and pgtlen n "
P dabert bOTXeW?L? ramme lea'ds highlighted the importance of rethinking trac_iltlonal E_rovn er
(r)(];lgfbrztse(;rces angattitudes, and supporting local operational leads tasked with teaching

materials, logistical support, and supervision.

Different programmes cater for the different needs of patients with
non-insulin dependent Type 2 diabetes, those on conventional insulin
treatment (types 1 and 2) and intensive insulin treatment (types 1
and 2).

All 3 programmes followed a similar path to implementation,
including testing through clinical trials, and piloting and evaluation in
‘real world’ settings. Training in therapeutic education is now

mandatory for healthcare professionals and several million patients
" have taken part across the different schemes.

Case study 6

A 6-step cycle for i
personalized diabetes self-
Much of diabetes self- oo

more effectively, resul
diabetes self-

1.

management can be standardi

. ised, and standardisati

ting in better outcom ‘Ceri ardisation may help patien i i

management, aided by e-Healt and safety. Ceriello et al. propose & 6-step | ts monitor their glucose levels
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patient receives structured therapeutic educati '

. Self- on to perform ‘structur
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g of blood . glucose testin
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Health professionals can ada
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E. Questions and answers

Developing a therapeutic patient
education programme for patients is
an expensive exercise, why bother?

Providing therapeutic patient
education to support patients to

self-manage can have huge advantages:

empowering people to better look after
themselves can improve health,
adherence to treatment and quality

of life,5'2'8 and is cost effective’ —

i.e. it is cheaper overall than paying for
expensive medical treatment when
things go wrong. Such models are
practical and achievable, many have
been tested and implemented into
primary care and hospital clinic
settings.”10:12

What return on investment can
we expect?

Structured patient education is cost
effective:’ it has been shown to stabilise
glucose levels, reduce complications and
hospital admissions and improve quality
of life for patients.”™ One study showed
that patient education for those with
Type 1 diabetes reduced hypoglycaemia
and improved quality for life of up to four
years.'® Others studies have shown that
combining patient education with
multi-disciplinary care could reduce
amputations by as much as 85%.%

Patient
care empowerment

Innovation and
access to care

Whom to Case
involve

studies

Not all patients will want or be able
to manage themselves.

True. But many will. It is
important that educators be trained to
understand each patient’s wishes and
circumstances, and tailor support
accordingly.?® Therapeutic education for
self-mnanagement approaches that do
this have been shown to be more
successful than those that offer ‘one
size fits all’ solutions.®?

Children
in schools

References and
resources

Don’t health care professionals
already educate patients? Why pay
for something that should already
be happening?

Structured therapeutic patient
education should be delivered by trained
healthcare professionals, but is not
usually part of standard diabetes care.
Specialists are often too busy to offer
diabetes patients the individualised and
continuous education and support they
require to achieve self-management. This
role is ideally led by nurses working in a
multi-disciplinary setting,' who require
specific additional training and resources
to deliver this support to patients.
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“Therapeutic patient education for self-management is key to the future of diabetes care and indeed of chronic diseases more widely. Most people with diabetes can become confident and informed patients, if health care systems provide them with flexible and high quality support that works in harmony with each person’s individual wishes for independence and quality of life and their ability to self-manage their condition.” 



Maite Valverde, Diabetes Specialist Nurse, Barcelona 

A. ESSENTIAL BRIEFING



5 things you need to know



· Therapeutic patient education (i.e. training patients in the skills and coping processes of self-managing a chronic disease1)  is a missing link in diabetes care.2,3,4 Leading commentators have recognised the limitations of ‘paternalistic’, traditional medical models in coping with chronic disease.1,4  

· Up to 95% of the management of diabetes is self-management,5 therefore patient education and empowerment is fundamental to improving health and making healthcare delivery more effective.6;7

· Therapeutic patient education for self-management in diabetes has been shown to be cost effective in improving glucose control, blood pressure and adherence to treatment, and achieving improvements to quality of life and reducing disability.6,8 A number of different models have been tested and adopted at scale across different countries.9,10,11,12

· eHealth solutions are an important strategic consideration for healthcare systems,13 and can be an enabler to self-management by helping to standardise the steps involved for self-management and offering patients practical tools that can help them achieve better control over their condition.14

· Building the health literacy of people with diabetes remains a priority step in achieving effective therapeutic patient education.6 Health literacy levels are grossly inadequate across Europe, particularly in people of lower socio-economic status.15 



Priorities for action



· Therapeutic patient education for self management should be reimbursed as a normal part of diabetes care and support.

· Therapeutic patient education should feature in clinical guidance and quality standards for diabetes care.

· Therapeutic patient education should be a core part of medical training and professional accreditation, alongside multi-disciplinary working and other key aspects of recognised chronic disease models.

· The role of diabetes specialist nurses in therapeutic patient education should be recognised and a basic curriculum framework should be established to define core competences of patient educators and help implement workforce development strategies.

· Therapeutic patient education should be ongoing and adapted to the individual, and should anticipate and be responsive to changing patients’ needs.

· New models of therapeutic patient education and empowerment can be piloted and evaluated, with the learning used to help roll out at national or regional level.

· The potential of new technologies and IT to support patients to self-manage diabetes should be tested, evaluated, and integrated into existing care models where proven to be effective.

B. EVIDENCE SUMMARY



What this means



· The World Health Organisation has defined therapeutic patient education as the training of patients in the necessary coping processes and skills to manage the treatment of their condition and prevent avoidable complications, while maintaining or improving quality of life.1

· Self-management of diabetes means that patients are trained to actively monitor their glucose levels, to take appropriate actions and make lifestyle choices to manage their condition independently, with the support of their care team.7;14

· In diabetes, leading models of therapeutic patient education have focussed on health literacy (i.e. knowledge of the condition), self-managed insulin therapy, and diet and lifestyle choices. 7,10;11;11;16;17 



Why this is important



· Therapeutic patient education for self-management is crucial to the prevention and management of diabetes and other chronic diseases 6;13,18 –  which have been recognised as a major social and economic threat in the 21st Century19,20 that may overwhelm our healthcare systems.21 

· ‘Paternalistic’, traditional medical models are now widely considered ineffective in improving outcomes from diabetes,4 particularly where limited patient information is focussed on achieving compliance with clinical treatment. Outcomes are improved when patients are involved in the whole care process.6,7;14



What the evidence says



· Structured therapeutic patient education for self-management is effective in stabilising blood glucose levels, reducing diabetes-related complications, improving patient quality of life and reducing the costs of care.7;18; It is also successful in preventative interventions.11 One study demonstrated improved blood glucose control, reduced hospitalisation and reduced incidence of hypoglycaemia for those with Type 1 diabetes for up to 12 years post-intervention.22 Others studies have shown that combining patient education with multi-disciplinary care could reduce amputations by as much as 85%.23

· Therapeutic patient education is effective within a variety of care settings.7;12

· ‘Structured education’ models (defined as ‘planned and graded programmes that are comprehensive in scope, flexible in content, responsive to an individual’s clinical and psychological needs, and adaptable to his or her educational and cultural background’)7 tend to be more effective than one-off,24 informal, generalised or partial education models 7,24

· Therapeutic patient education programmes should be mindful of the underlying level of health literacy in the individuals they are targeting,6 and seek to improve health literacy. In particular, people over the age of 75, with low education, financial difficulties, severe limitations due to health problems, more than one long-term illness are more likely to limited health literacy than not. 

· Patient educators – ideally diabetes specialist nurses or other health care providers, such a diabetes nurses, pharmacists, dieticians or doctors with special accreditation -- must be excellent teachers and communicators able to understand and engage in patient motivation.7;25 Goal setting, managing setbacks, and interventions to build self-discipline and psychological resilience are vital factors in the adoption of new behaviours, not simply optional extras. 4,25 

· [bookmark: _GoBack]All health professionals involved in patient education should follow a core curriculum, as recommended by the Diabetes Education Study Group (DESG) of the European Association for Study of Diabetes (EASD)26;27 Countries should also promote an accreditation programme similar to the European Nurses Diabetes Collaborative University Programme (ENDCUP)28  recommended by Foundation of European Nurses in Diabetes (FEND) or  the Board Certified-Advanced Diabetes Manager (BC-ADM) programme29 recommended in United States.  

· Providing personalised IT support tools that are adapted to patients individual characteristics can also help in improving therapy adherence and treatment outcomes.14 



C. MAKING IT HAPPEN



Key issues to think about – lessons learnt from implementation



		Lessons learnt

		Key issues to think about

		Steps you need to take



		Patient education cannot be ‘done’ to people by healthcare providers

		How ready are we to recognise and empower the patient as an expert in their own wellbeing and quality of life? 



		



		Healthcare systems may be poorly prepared for patient education and self- management.

		What are the workforce and logistical demands for rolling out therapeutic patient education for self-management? Who will provide and support such approaches, and in what setting?

		



		Health professionals may not understand or value self-management 

		What training, guidelines or culture change initiatives will help clinicians support such approaches?



		



		Diabetes specialist nurses are ideally placed to provide therapeutic patient education, however they are not necessarily available in all countries. 

		Which professionals might be the best educators? Could pharmacists play a role? How do you ensure patient educators have the core competencies required?

		



		IT can be an important enabler of patient self-management, however patients may differ in their preferences for IT-based tools.

		How do you embed the most appropriate IT solutions into clinical practice and ensure that they are tailored to different patient preferences?

		



		Education and empowerment approaches are highly sensitive to language, cultural and other patient characteristics

		How will we adapt therapeutic patient education to ethnic minorities or excluded groups? How can you make sure proposed solutions are tailored to individual preferences?

		







Whom to involve



		Whom to involve

		Why are they important?

		What would you want their role to be?

Whom should you contact?



		Patient groups

		Patients may help identify shortcomings in current support and education they receive and identify what the best models may be to meet their needs. 

		



		Clinicians 

		Clinical champions will be useful in building professional acceptance for the value and role of therapeutic patient education for self-management

		



		Hospital and primary care managers

		Need to include posts for patient educators (ideally diabetes specialist nurses) in their workforce plans.

		



		Pharmacists

		May play an important role in training patients about medicines management and may help support  therapeutic education initiatives

		



		Governments

		Can demand that therapeutic patient education feature in national policy, clinical guidelines and performance frameworks



		



		Ministries of Health and/or payers

		Can authorise reimbursement of therapeutic patient education as well as IT patient support tools to local providers, and/or request monitoring and evaluation of existing programmes. 



		



		Medical and nursing colleges, training bodies

		Can ensure therapeutic patient education for self-management feature in professional training 

		



		Pharmaceutical , diagnostics and medical devices industry

		Have a common interest in ensuring appropriate use of their products and may be knowledgeable partners in developing educational solutions, through patient education materials and/or innovative IT solutions.

		





D. CASE STUDIES



Case study 1: DE-PLAN-CAT - The implementation of intensive lifestyle interventions in primary health care in Catalonia (Spain)30



A cohort study in Catalonia, Spain, assessed the feasibility and effectiveness of implementing lifestyle interventions to prevent type 2 diabetes in 18 primary healthcare centres. Individuals were screened using the FINDRISC questionnaire31 and glucose testing and then randomized into two groups: one was offered standard care, including information about diet and exercise, and the other was offered intensive lifestyle interventions. The latter were based on the DE-PLAN (Diabetes in Europe-Prevention using Lifestyle, Physical Activity and Nutritional) interventions, a public health programme which has demonstrated efficacy and cost-effectiveness within clinical trial settings.30 

Over 4 years, intensive lifestyle interventions were associated with a relative risk reduction in diabetes incidence of 36.5%. Although lower than the impact seen in clinical trials, this difference was statistically significant and demonstrates the potential effectiveness of implementing lifestyle interventions to prevent type 2 diabetes in primary care settings.  



Case study 2: Tailoring diabetes therapeutic patient education to individual circumstances (USA)32



A study of tailored approaches to diabetes education in the LifeMasters DM program, California, tested a model where diabetes educators worked with patients to measure their knowledge, skill, and confidence for self-management, and select different approaches to thought to be more suitable to the patient’s circumstances. The system was flexible, and anticipated changing educational needs and re-evaluation as individuals moved through different stages of the care pathway. The study showed the approach had been successful in improving the health outcomes of people with diabetes relative to non-tailored education. Adherence to care and self-management regimens also improved, and hospital usage declined. The study authors concluded that tailored approaches to patient education would be helpful in improving both the outcomes and the efficiency of disease management programmes more widely.

Case study 3: DAFNE - The Dose Adjustment for Normal Eating Programme (UK)

The DAFNE model is recognised by the UK Department of Health as a classic example of therapeutic patient education programme for people with Type 1 Diabetes and is based on earlier models from the 1970s, sometimes referred to as Geneva – Dusseldorf models.7

The original DAFNE study model comprised a 5-day therapeutic patient education course with a booster session 6 weeks later, delivered to groups of up to eight by two trained diabetes educators. It helped people to estimate carbohydrate in each meal and inject the right dose of insulin, so promoting flexible, intensive insulin therapy in support of a flexible, varied diet with no forbidden foods.10

An economic evaluation showed that the model had the potential to save an estimated £2237 per patient over 10 years, increase life expectancy of people with diabetes by 5 years, and could effectively pay for itself within 5 years due to reduced rate of development of diabetic complications,33 and similar results were obtained in the wider implementation phase. 10



Case study 4: ROMEO - Rethink Organization to iMprove Education and Outcomes (Italy)12



A 4-year pilot programme across thirteen hospital-based diabetes clinics in Italy showed that therapeutic patient education for lifestyle and behavioural changes for people with Type 2 diabetes could be reproduced as a cost-effective, successful intervention in the hospital setting.

Group sessions ran for 2 hours every 3 months, involved imaginative problem solving, real-life simulations and role playing. Sessions were complemented by a minimum of one individual consultation per year, with additional support if necessary.

The pilot achieved dramatic results, including lowered HbA1C, fasting glycaemia, cholesterol, blood pressure, body weight and BMI, improved health behaviours, quality of life and patient knowledge of diabetes. The programme leads highlighted the importance of rethinking traditional provider roles, resources and attitudes, and supporting local operational leads tasked with teaching materials, logistical support, and supervision. 



Case study 5: Implementing therapeutic patient education at scale (Germany)9 



Perhaps more so than any other European country, Germany has demonstrated the benefits of a national rollout of therapeutic education models across a full spectrum of diabetes care, despite the relatively decentralised nature of the insurance-based German Health care system.

Different programmes cater for the different needs of patients with non-insulin dependent Type 2 diabetes, those on conventional insulin treatment (types 1 and 2) and intensive insulin treatment (types 1 and 2). 

All 3 programmes followed a similar path to implementation, including testing through clinical trials, and piloting and evaluation in ‘real world’ settings. Training in therapeutic education is now mandatory for healthcare professionals and several million patients have taken part across the different schemes. 




Case study 6: A 6-step cycle for personalized diabetes self-management14



Much of diabetes self-management can be standardised, and standardisation may help patients monitor their glucose levels more effectively, resulting in better outcomes and safety. Ceriello et al. propose a 6-step cycle which allows for personalised diabetes self-management, aided by e-Health technology. The 6 steps are:

1. The patient receives structured therapeutic education to perform ‘structured glucose testing’ at set times during the day

2. Self-monitoring of blood glucose is conducted during the day

3. Electronic devices/software collect and document blood glucose monitoring data directly from the blood glucose meter

4. The system presents easy-to-read graphical data formats to help patients take informed actions (eg. alter diet), and inform health professionals and educators

5. Health professionals can adapt treatment based on the characteristics of the individual patient and his/her self-management blood glucose profile, as appropriate

6. Treatment effectiveness is assessed on a regular basis. If treatment targets are not achieved, the patient is referred back to restructured therapeutic education.

E. QUESTIONS & ANSWERS



Developing a therapeutic patient education programme for patients is an expensive exercise, why bother?

Providing therapeutic patient education to support patients to self-manage can have huge advantages: empowering people to better look after themselves can improve health, adherence to treatment and quality of life,6;12;18 and is cost effective7 – i.e. it is cheaper overall than paying for expensive medical treatment when things go wrong. Such models are practical and achievable, many have been tested and implemented into primary care and hospital clinic settings. 7,9;10;12;12



What return on investment can we expect?

Structured patient education is cost effective:7 it has been shown to stabilise glucose levels, reduce complications and hospital admissions and improve quality of life for patients.18  One study showed that patient education for those with Type 1 diabetes reduced hypoglycaemia and improved quality of life of up to four years.16 Others studies have shown that combining patient education with multi-disciplinary care could reduce amputations by as much as 85%.23



Don’t health care professionals already educate patients? Why pay for something that should already be happening?

Structured therapeutic patient education should be delivered by trained healthcare professionals, but is not usually part of standard diabetes care.  Specialists are often too busy to offer diabetes patients the individualised and continuous education and support they require to achieve self-management. This role is ideally led by nurses working a multi-disciplinary setting,18 who require specific additional training and resources to deliver this support to patients. 



Not all patients will want or be able to manage themselves. 

True. But many will. It is important that educators be trained to understand each patient’s wishes and circumstances, and tailor support accordingly.25 Therapeutic education for self-management approaches that do this have been shown to be more successful than those that offer ‘one size fits all’ solutions. 32
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“Even in times of economic crisis, it is vital that we do not strangle innovation.
Investment in better diagnosis and care for people with diabetes will not only have
benefits for public health, it will allow us to curb the exploding costs that diabetes
poses to our health care systems and society. We cannot afford to take a narrow and
short-termist view on investing in diabetes care.” Teresa Caeiro, MP for Portugal

Priorities for action

¢ Make investment in diabetes a priority and maintain incentives for innovation
despite economic pressures — for example, through the creation of innovation funds.

¢ Encourage cross-sectoral collaboration involving governments, professional
societies, patient advocates, the life science industry and regulators to ensure that

people with diabetes have optimal and equal access to the best diabetes management
and care available.

¢ Ensure that patients have access to multiple diabetes treatment options to ensure

that each patient is offered the most appropriate treatment combination to meet his or
her individual needs.

¢ Align priorities for innovation with goals set in national diabetes plans and build in
mechanisms to health delivery to ensure that new interventions are used as effectively
as possible.

e Encourage the life sciences industry and research community to focus on
addressing the most important unmet needs of people with diabetes.

e Ensure that pricing and reimbursement processes are as efficient as possible to
avoid unnecessary delays in access to new interventions for patients.

e Ensure that reimbursement bodies, Health Technology Assessment (HTA)
Agencies and policymakers consider the full clinical and economic costs and benefits

of new interventions to patients, the healthcare system and wider society, instead of
only considering the immediate impact on healthcare budgets.
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B. Summary of evidence

¢ Within the current economic climate, it is essential to ensure that people with diabetes have access to the best care possible,
but also that investment in innovation - in terms of models of care as well as interventions - is not undermined by immediate fiscal
pressures.

e Traditionally, interventions in diabetes have been defined in terms of glucose control, yet the management of co-morbidities and
prevention of complications are just as important.®

e Therefore, the diabetes care processes and interventions that should be prioritised are those that help patients control their
blood glucose levels, manage co-morbidities and prevent or delay the onset of complications.

J

C ’ ¢ Healthcare cuts brought on by the economic crisis are putting an increased financial burden on patients with diabetes.?
¢ Limits in access to even the most essential diabetes care exist in some countries.®’
e Outcomes for many people with diabetes remain inadequate across Europe.

¢ Healthcare delivery and funding is increasingly localised, and system-wide incentives and processes are needed to avoid regional
disparities in access to innovative care.

C ’ e Diabetes is accorded a low priority in research budgets compared to other chronic diseases®, despite its growing prevalence in
all countries.

Outcomes for diabetes remain suboptimal — a lot still needs to be done to achieve ‘optimal’ levels of care for diabetes patients
across Europe.®
- Despite many advances in diabetes treatment and diagnostics over the past few decades, only approximately half of patients with
diabetes achieve good glucose control.” Moreover, up to 50% of cases of diabetes in Europe are thought to be undiagnosed, and
! ’ therefore remain untreated.®®
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B. Summary of evidence (continued)

Disparities in access to diabetes interventions persist across Europe.

- There is huge variability within Europe in the time it takes between regulatory approval of diabetes drugs and devices to their
availability in clinical practice.

- Disparities in access have been found for: glucose monitoring strips, self-monitoring blood glucose meters®®; medicines?®; insulin
pumps?®; and diagnosis.?

- Such limited access has been shown to compromise patient care and limit patients’ confidence in their ability to self-manage their
condition.®

- Psychological support and therapeutic education are not reimbursed in many countries.®

The financial burden on patients with diabetes is increasing.

- Co-payments for medicines and medical devices are increasingly being used as a means by governments to cut health care
expenditure.” Such measures have been shown to affect the most vulnerable and needy of patients disproportionately.”:

- Limited reimbursement of glucose monitoring strips have been shown to deter many people with diabetes from self-managing
their condition.®

Measures of ‘value’ of existing and new interventions should be more robust and take a societal approach to evaluation — taking
into account the overall impact on health care delivery, patient quality of life and productivity, as well as the potential for more efficient
use of health services (eg. reduced hospital admissions).

¢ Hospital admissions are the main cost driver for diabetes, accounting for close to half of direct costs.™"?

e Complications have the greatest impact on patients’ quality of life and increase the risk of death and costs several-fold. '3
® The impact of diabetes on productivity is a key concern to business leaders and employers.'®

e Indirect costs of diabetes are likely to overtake direct medical costs in the years to come.™®"’

Innovative approaches to ensure the appropriate use of new interventions are needed.

- Inappropriate use and poor adherence to diabetes medicines is a significant problem, therefore innovative models of care are
needed that may improve adherence and appropriate use of diabetes medicines, monitoring and other interventions and remove
existing barriers to care.®

- Improved adherence will not only improve patient outcomes but also reduce costs.™ 54
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C. Making it happen

Key issues Lessons learnt Key issues to think about Steps you need to take

to think

Children
in schools

References and

resources

about National policies on fostering better What mechanisms and processes can be built in
access to care may be ineffective given | to help avoid/reduce disparities in access across
JesSonS that health funding decisions are localities and ensure that best practices are
Jearnt n increasingly localised. spread throughout the system?
,'Mp/emeﬁfai’on When limits in access to even the most | Can a joint platform for determining the value of
basic components of diabetes care interventions (old and new) be established, to
exist, you will have to justify investment | ensure that interventions and care processes
in new interventions in diabetes. that offer the best value to patients, society and

health care delivery are prioritised?

Intersectoral collaboration is key to Is there an existing forum for dialogue between
focus research in diabetes on where the | regulatory agencies, Health Technology
greatest unmet needs are and agree a Assessment (HTA) bodies, industry and
common definition of ‘value” when patient organisations? Who are the necessary
assessing new and existing players?

interventions.

55



aldn
2\ | I PRIORITY

A whole population Prevention and Multidisciplinary Patient Innovation and Children
approach screening care empowerment access to care in schools

Essential Summary of Key issues to Whom to Case References and
briefing evidence think about involve studies resources

Innovation and access to care: securing access to care and fostering innovation in diabetes

C. Making it happen

Whom to Whom to involve Why are they important? What would you want their role to be?
Vi b Whom should you contact?

Patient representatives May help identify which innovations (in care
pathways, medicines, diagnosis and monitoring)
are most needed from the patient perspective.

Professional associations (physicians, Guidelines and training should be aligned to
nurses,...) encourage uptake of the best possible care in
accordance with national plans and a shared vision
for unmet needs in diabetes.

Health information systems Outcomes upon which care is evaluated should be
built into monitoring systems to guide future
funding decisions.

Regulatory bodies, pricing and Should incorporate a common definition of ‘value’
reimbursement, Health Technology into their decisions to fund/reimburse new
Assessment (HTA) agencies interventions.

Industry (diagnostics, monitoring, Major contributor of innovations — need to focus
devices, insulin, pharma) research efforts on areas of greatest unmet need;

can collaborate with health care providers to make
sure innovations are used appropriately.
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E. Questions and answers

Why should we invest in diabetes
as opposed to other disease areas?

Diabetes costs more than cancer
yet is still accorded relatively low
priority compared to other diseases.®
The prevalence and costs of diabetes
(to the healthcare system as well as to
society through lost productivity) are
increasing exponentially and will
continue to do so if more investment
is not put into improving prevention,
treatment and care for diabetes.

Shouldn’t we be putting all our
money into prevention, not care?

Preventing diabetes is vital, and
more efforts and resources are needed
to achieve more effective prevention —
although not all cases of diabetes are
preventable. But we also need to improve
the outcomes for the millions of people
who already have diabetes, by improving
the care they receive and reducing their
risk of developing complications and
associated health problems.

Shouldn’t we be focusing on
sustainable financing of our health
care systems, not investing in
‘new’ care?

Fostering innovation and
sustainable health care budgets should
not be incompatible, as long as we build
in mechanisms within health delivery
systems to make sure that any new
intervention is used appropriately so
that full benefits may be derived from
their use.

Wouldn’t one expect differences in
access to treatment and care for
diabetes within the EU, as they
reflect individual countries’ ability
to pay?

Differences in uptake of innovative
care across countries are not the
reflection of countries” GDP or ability
to pay, but depend on other factors such
as regulatory hurdles.?°

How can we justify paying more for
expensive new drugs and devices?

Drugs only make up a small fraction of
the total costs of diabetes.® The main cost
drivers are hospitalisations, which are in great
part due to the complications of diabetes
(heart disease, stroke, etc).® The key
questions we should be asking for any new
intervention are: will its use help decrease
hospital admissions? Will it allow patients to
achieve better self-management? Improve
their quality of life? Help prevent or delay
complications? Enable them to remain
productive and active citizens?

Children
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References and
resources

Why invest in new diabetes
medicines and devices when there
are so many diabetes treatments
already available?

Whilst it is true that many
treatment options currently exist, only
half of patients who have diabetes are
well controlled with the medicines at
their disposal and adherence to existing
medicines is low. Moreover, up to 50%
of cases of type 2 diabetes in Europe
are thought to be undiagnosed.®
Therefore investment in the best care
models, treatment, diagnostics and
monitoring devices possible will be
essential if we want to halt the burden
posed by diabetes.
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“Even in times of economic crisis, it is vital that we do not strangle innovation. Investment in better diagnosis and care for people with diabetes will not only have benefits for public health, it will allow us to curb the exploding costs that diabetes poses to our health care systems and society. We cannot afford to take a narrow and short-termist view on investing in diabetes care.”

 (Teresa Caeiro, MP for Portugal)

A. ESSENTIAL BRIEFING

5 things you need to know:



· Much still needs to be done to improve the prevention, diagnosis and care of people with diabetes. Half of people with diabetes do not have adequate blood glucose control, putting them at increased risk of complications such as heart disease, and damage to the eyes, nerves and kidneys.1 

· Limits in access to even the most essential diabetes care exist in some countries. Cuts in health care spending across Europe have resulted in limited access to diagnosis, treatment and care for many people with diabetes.2;3 

· We cannot afford to be complacent. The prevalence and costs of diabetes are increasing in all European countries and huge inequalities in outcomes exist.4

· Investment in optimal care is essential to drive down costs. Offering people with diabetes effective prevention, detection and care is key if we want to stop the spiralling costs of diabetes to our health care systems and to society, and enable people with diabetes to lead healthy and productive lives.

· Very little is invested in government-funded diabetes research compared to other chronic conditions. Diabetes needs to be given a greater priority in resources devoted to research and innovation.5

Priorities for action:



· Make investment in diabetes a priority and maintain incentives for innovation despite economic pressures – for example, through the creation of innovation funds.



· Encourage cross-sectoral collaboration involving governments, professional societies, patient advocates, the life science industry and regulators to ensure that people with diabetes have optimal and equal access to the best diabetes management and care available. 



· Ensure that patients have access to multiple diabetes treatment options to ensure that each patient is offered the most appropriate treatment combination to meet his or her individual needs.



· Align priorities for innovation with goals set in national diabetes plans and build in mechanisms to health delivery to ensure that new interventions are used as effectively as possible. 



· Encourage the life sciences industry and research community to focus on addressing the most important unmet needs of people with diabetes. 



· Ensure that pricing and reimbursement processes are as efficient as possible to avoid unnecessary delays in access to new interventions for patients.



· Ensure that reimbursement bodies, Health Technology Assessment (HTA) Agencies and policymakers consider the full clinical and economic costs and benefits of new interventions to patients, the healthcare system and wider society, instead of only considering the immediate impact on healthcare budgets.



B. EVIDENCE SUMMARY

What this means



· Within the current economic climate, it is essential to ensure that people with diabetes have access to the best care possible, but also that investment in innovation – in terms of models of care as well as interventions - is not undermined by immediate fiscal pressures.

· Traditionally, interventions in diabetes have been defined in terms of glucose control, yet the management of co-morbidities and prevention of complications are just as important.6 

· Therefore, the diabetes care processes and interventions that should be prioritised are those that help patients control their blood glucose levels, manage co-morbidities and prevent or delay the onset of complications. 

Why this is important



· Healthcare cuts brought on by the economic crisis are putting an increased financial burden on patients with diabetes.2 

· Limits in access to even the most essential diabetes care exist in some countries.3;7

· Outcomes for many people with diabetes remain inadequate across Europe.

· Healthcare delivery and funding is increasingly localised, and system-wide incentives and processes are needed to avoid regional disparities in access to innovative care. 

· Diabetes is accorded a low priority in research budgets compared to other chronic diseases5, despite its growing prevalence in all countries.

What the evidence says



Outcomes for diabetes remain suboptimal – a lot still needs to be done to achieve ‘optimal’ levels of care for diabetes patients across Europe.6

· Despite many advances in diabetes treatment and diagnostics over the past few decades, only approximately half of patients with diabetes achieve good glucose control.1 Moreover, up to 50% of cases of diabetes in Europe are thought to be undiagnosed, and therefore remain untreated.6;8 



Disparities in access to diabetes interventions persist across Europe. 

· There is huge variability within Europe in the time it takes between regulatory approval of diabetes drugs and devices to their availability in clinical practice. 

· Disparities in access have been found for: glucose monitoring strips, self-monitoring blood glucose meters3;8; medicines9; insulin pumps8; and diagnosis.2

· Such limited access has been shown to compromise patient care and limit patients’ confidence in their ability to self-manage their condition.3

· Psychological support and therapeutic education are not reimbursed in many countries.8



The financial burden on patients with diabetes is increasing.

· Co-payments for medicines and medical devices are increasingly being used as a means by governments to cut health care expenditure.7 Such measures have been shown to affect the most vulnerable and needy of patients disproportionately.7;10 

· Limited reimbursement of glucose monitoring strips have been shown to deter many people with diabetes from self-managing their condition.3



Measures of ‘value’ of existing and new interventions should be more robust and take a societal approach to evaluation – taking into account the overall impact on health care delivery, patient quality of life and productivity, as well as the potential for more efficient use of health services (eg. reduced hospital admissions). 

· Hospital admissions are the main cost driver for diabetes, accounting for close to half of direct costs.11;12

· Complications have the greatest impact on patients’ quality of life and increase the risk of death and costs several-fold.11;13;14 

· The impact of diabetes on productivity is a key concern to business leaders and employers.15

· Indirect costs of diabetes are likely to overtake direct medical costs in the years to come.16;17



Innovative approaches to ensure the appropriate use of new interventions is needed.

· Inappropriate use and poor adherence to diabetes medicines is a significant problem, therefore innovative models of care are needed that may improve adherence and appropriate use of diabetes medicines, monitoring and other interventions and remove existing barriers to care.6 

· Improved adherence will not only improve patient outcomes but also reduce costs.18 

C. MAKING IT HAPPEN

Key issues to think about – lessons learnt in implementation



		Lessons learnt

		Key issues to think about

		Steps you need to take



		National policies on fostering better access to care may be ineffective given that health funding decisions are increasingly localised.

		What mechanisms and processes can be built in to help avoid/reduce disparities in access across localities and ensure that best practices are spread throughout the system?

		



		When limits in access to even the most basic components of diabetes care exist, you will have to justify investment in new interventions in diabetes.

		Can a joint platform for determining the value of interventions (old and new) be established, to ensure that interventions and care processes that offer the best value to patients, society and health care delivery are prioritised?

		



		Intersectoral collaboration is key to focus research in diabetes on where the greatest unmet needs are and agree a common definition of ‘value’ when assessing new and existing interventions.

		Is there an existing forum for dialogue between regulatory agencies, Health Technology Assessment (HTA) bodies, industry and patient organisations? Who are the necessary players? 

		





Whom to involve



		Whom to involve

		Why are they important?

		What would you want their role to be?

Whom should you contact?



		Patient representatives

		May help identify which innovations (in care pathways, medicines, diagnosis and monitoring) are most needed to meet patient needs

		



		Professional associations (physicians, nurses,…)

		Guidelines and training should be aligned to encourage uptake of the best possible care in accordance with national plans and a shared vision for unmet needs in diabetes.

		



		Health information systems

		Outcomes upon which care is evaluated should be built into monitoring systems to guide future funding decisions.

		



		Regulatory bodies, pricing and reimbursement, Health Technology Assessment (HTA) agencies

		Should incorporate a common definition of ‘value’ into their decisions to fund/reimburse new interventions

		



		Industry (diagnostics, monitoring, devices, insulin, pharma)

		Major contributor of innovations – need to focus research efforts on areas of greatest unmet need; can collaborate with health care providers to make sure innovations are used appropriately. 

		







D. CASE STUDIES



Case study 1: The European Healthcare Innovation Leadership Network Type 2 diabetes working group 



The European Healthcare Innovation Leadership Network Type 2 diabetes working group is a commercially-led initiative which aims to achieve intersectoral consensus on how the value of diabetes innovations should be defined. 



The working group concluded that innovations in diabetes medicines should focus on three key areas: 

· arresting disease progression

· reducing cardiovascular complications

· reducing the side effects of treatment – in particular hypoglycaemia, weight gain and cardiovascular risks.19

 For more info: http://www.tapestrynetworks.com/initiatives/healthcare/european-healthcare-innovation-leadership-network.cfm



Case study 2: DIAMAP (EU) 



DIAMAP (the Road Map for Diabetes Research in Europe) is funded by the European Commission and proposes a holistic approach to research planning in diabetes, which takes into account all of the complexity of diabetes presentation and epidemiology across different patient groups. (DIAMAP 2010) The underlying premise of DIAMAP is that sustained investment in diabetes research is needed to halt the diabetes epidemic (European Coalition for Diabetes, 2010). 

DIAMAP offers a RoadMap for diabetes research planning and outlines a European strategy for diabetes research which addresses all aspects of diabetes (co-morbidities, prevention of complications, tailored therapies by subgroup, …) 

For more info: www.diamap.eu     



Case study 3: The Innovation Scorecard



PriceWaterhouseCoopers has developed a Medical Technology Innovation Scorecard, which assesses nine countries’ capacity and capability for medical technology innovation (Brazil, China, France, Germany, India, Israel, Japan, United Kingdom, United States). The scorecard may serve as an interesting example of how countries may wish to measure their own capabilities and investment in innovation not only in terms of medical technology but also in terms of other investments in diabetes care.

For more info: http://www.pwc.com/us/en/health-industries/health-research-institute/innovation-scorecard/index.jhtml 





Case study 4: Expedition diabetes (Netherlands)

The Dutch Diabetes Federation (NDF) has launched ‘expedition diabetes’, with aims to improve diabetes care by developing innovative new treatment options. The initiative works on the basis of set patient profiles, which may make it easier for a GP to define how much self-management a patient can cope with. Alongside this, the Netherlands has introduced innovative reimbursement schemes based on integrated care funding, which involve a lump sum reimbursement of GPs per patient, for all care including the costs of medicines. These initiatives have, so far, shown real improvements in diabetes outcomes. 



E. QUESTIONS & ANSWERS



Why should we invest in diabetes as opposed to other disease areas?

Diabetes costs more than cancer yet is still accorded relatively low priority compared to other diseases.5 The prevalence and costs of diabetes (to the healthcare system as well as to society through lost productivity) are increasingly exponentially and will continue to do so if more investment is not put into improving prevention, treatment and care for diabetes.



Shouldn’t we be putting all our money into prevention, not care?

Preventing diabetes is vital, and more efforts and resources are needed to achieve more effective prevention – although not all cases of diabetes are preventable. But we also need to improve the outcomes for the millions of people who already have diabetes, by improving the care they receive and reducing their risk of developing complications and associated health problems. 



Wouldn’t one expect differences in access to treatment and care for diabetes within the EU, as they reflect individual countries’ ability to pay?

Inequalities of access are not necessarily linked to countries’ GDP. Differences in uptake of innovative care across countries are not the reflection of countries’ GDP or ability to pay, but depend on other factors such as regulatory hurdles.20



Why invest in new diabetes medicines and devices when there are so many diabetes treatments already available?

Whilst it is true that many treatment options currently exist, only half of patients who have diabetes are well controlled with the medicines at their disposal and adherence to existing medicines is low. Moreover, up to 50% of cases of type 2 diabetes in Europe are thought to be undiagnosed, therefore better diagnosis is also key.8 Therefore investment in the best care models, treatment, diagnostics and monitoring devices possible will be essential if we want to halt the burden posed by diabetes.



Shouldn’t we be focusing on sustainable financing of our health care systems, not investing in ‘new’ care? 

Fostering innovation and sustainable health care budgets should not be incompatible, as long as we build in mechanisms within health delivery systems to make sure that any new intervention is used appropriately so that full benefits may be derived from their use.



How can we justify paying more for expensive new drugs and devices? 

Drugs only make up a small fraction of the total costs of diabetes.9 The main cost drivers are hospitalisations, which are in great part due to the complications of diabetes (heart disease, stroke, etc).9 The key questions we should be asking for any new intervention are: will its use help decrease hospital admissions? Will it allow patients to achieve better self-management? Improve their quality of life? Help prevent or delay complications? Enable them to remain productive and active citizens?
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A special responsibility: children with diabetes and schools

A. Essential briefing

“Children are a priority group within the diabetes population. Diagnosis at a young
age may impact on a child’s personal and social development. Ensuring that a

child’s medical needs are met throughout all aspects of their lives, and particularly
during their time at school, is vital for their social integration - not to mention their
health and well-being." Giorgios Papanikolaou, Member of the European Parliament

J Priorities for action
1

* Provide systematic information on diabetes and its management to all schools
and educational settings to ensure that all school staff are familiar with the basics of
diabetes and undue fears of liability are challenged.

5 things you need to know: * Ensure that every child with diabetes has an individual healthcare plan - which is
i dition in children and adolescents co-signed by their treating physician, parents and the school, to ensure that roles and
1. Diabetes is the most common chronic c_org\ f:)r both type 1 and 2 diabetes.” responsibilities are clearly defined and all caregivers are informed about the particular
. sin

i is increa
after asthma' and its prevalence

2. Type 2 diabetes is often a more §erious t:(t:mr p
. children as compared to adults, Wlth a ,grea e
this, it can be seen as an ‘adult disease.

3. Legal frameworks protect the rights of chl Idren v
of discrimination and equal access 10 n.orma " - ented from
4. However in practice children with diabetes are O en p

i |s lack the knowledge,
st A gt e nosse o il e th diabetes during Q= ¢ Develop clearer legislation and guidance on the management of diabetes in

ildren wi ) ?
resources and training to me_et the. need(Sj_OI Cglr‘fjr?ong-term complications. schools - to help schools plan for and put in place appropriate resources to meet the
school day, putting them at risk of immeaiate needs of children with diabetes.

children with diabetes, for example through the European Youth programme.
full-time work to do 5045

needs of each child with diabetes.

Bridge health and educational sectors — through joint protocols, clear lines of
accountability, and the embedding of standards into school inspections.

ildren with diabetes in terms of lack * Invest in training on diabetes in schools through dedicated paediatric diabetes
aren professionals in the community, for example paediatric diabetic specialist nurses,
who can provide appropriate training to volunteer school staff for the management of
individual children.

dition when diagnosed in .
k of complications.’ Despite
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A special responsibility: children with diabetes and schools

B. Summary of evidence

Children and adolescents with diabetes spend most of their time during the day at school, therefore it is critical that all necessary
accommodations be made to the school environment to allow them to fully manage their condition. In particular, children should be
allowed to:

¢ Test their glucose levels, inject insulin or take medication as needed throughout the day (in primary schools, children may need
help from specifically trained staff to achieve this).

e Eat or drink and go to the toilet when needed.
e Participate in sports activities or excursions as appropriate with the child’s abilities and needs.

C

¢ The incidence of type 1 and type 2 diabetes is growing in children in Europe®5’ yet most schools lack the knowledge and
resources to be able to cope with the medical needs of these children.

e Careful management is particularly important for children.? Children who are not able to manage their condition safely
and securely at school may be at greater risk of complications from diabetes.

¢ Poorly controlled diabetes has a negative impact on children’s learning. Both high and low blood glucose levels will prevent
children from concentrating and learning and will take teachers away from other children while they have to deal with them.

I ’ ¢ We have a duty to get diabetes care right from the start. \What happens at school will set the scene for children’s future social
and personal development — affecting their self-confidence, feelings of independence, and social integration.

C D

continues...
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B. Summary of evidence (continued)

C ’ 1 The incidence of both type 1 and type 2 diabetes in children and adolescents is growing
* There are approximately 130,000 children with type 1 diabetes in Europe’, and the greatest increase is in children younger than
5 years —rates are expected to double between 2005 and 2020.3
¢ Rises in childhood obesity have also caused an rise in the incidence of type 2 diabetes;® 45% of cases in adolescents are now
type 2.6
e Type 2 diabetes is often a more serious condition when diagnosed in children as compared to adults, with a greater risk of
complications and greater need for insulin therapy.?
C ’ 2 Legal frameworks across Europe support the rights of children with diabetes in school, however many schools are
unprepared - or unwilling - to accept responsibility for the management of children with diabetes. For example, in Spain

one in four parents reported having a problem with their child’s school in terms of the management of their child’s diabetes.®

3 Schools are often reluctant to take on responsibility for the management of a child’s diabetes for fear of liability and lack
of specific training. As a result, parents must be on call to ensure the safety of their child throughout the day, often causing them
to give up full-time employment.®

C ’ 4 Perceived lack of support from schools may cause diabetes specialists to prescribe less intensive insulin regimens to
children, despite the fact that more intensive regimens are known to be more effective in achieving consistent glycaemic control.*5

5 Paediatric diabetic specialist nurses may provide a consistent link between the child’s health team and their school. They
also provide critical support to families and may offer training sessions for schools. Their presence has also been associated with
reduced lengths of stay and hospital admissions for newly diagnosed children with insulin-dependent diabetes.®
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C. Making it happen

Key issues
to think
about

JessSONS

Jearrnt in
I.Mp/emeniail on

Lessons learnt

Funding for this issue may be difficult
as responsibilities are split between
health and education sector agencies.

Key issues to think about

Who may be willing to fund this? How do we
encourage joint funding? What local or EU-level
funding mechanisms exist?

Case
studies

Innovation and
access to care

in schools

References and

resources

Steps you need to take

There is no established accountability
between the health and educational
sectors.

Are there any examples of joint or integrated
care protocols that span across both sectors?
Were they developed in partnership?

How a school responds to the needs of
children with diabetes varies from one
school to another.

Can you embed targets and standards for
addressing the needs of children with diabetes
into school inspections as well as local public
health audits? How can education and health
Ministries collaborate to standardise approaches?

Identifying who is going to provide
training to schools (diabetes nurses,
other health care professionals) is a
major challenge.

What is the availability of community nurses or
patient organisations who may play this role?
What role can/should school nurses play?

Many schools are reluctant to take
responsibility as they fear liability if
anything goes wrong.

What is the legal stance? Can you work with
patient groups to inform parents and schools
and set out clear guidance?

High staff turnover and the movement
of children through the school system
makes it difficult to keep up training
requirements to meet individual pupil
needs.

How can you create a sustainable training
programme for schools? Could it follow a
‘train the trainer’ approach?
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C. Making it happen

Whom to Whom to involve

involve

Associations of school headteachers

Why are they important?

Provide leadership in the community and in
individual schools.

Whom should you contact?

References and

resources

What would you want their role to be?

Children with diabetes and their parents
— patient associations

Need key advocates to drive change and provide
‘reality check’ on any actions being proposed.

Diabetes paediatric specialists

Powerful voice to lobby government and local
authorities for change.

Community nurses, paediatric diabetes
nurses,...

Key linkage between health and educational
system, may provide training to schools for
each child.

Diabetes professional societies

May help provide guidelines and adapt professional
training to ensure appropriate support to schools.

Local health and education authorities

Must work together to implement change and
set standards locally.

Teachers' unions

Traditionally have been reluctant to allow members
to take any responsibility for children's medical
needs.

Ministry of Health and Ministry of
Education

May help promote national guidance; national
steer on integrated care.
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D. Case studies

fCase study 1 \
t

Key issues to
think about

Patient
empowerment

Innovation and

access to care in schools

Whom to Case
involve studies

Specific legislation to
improve the care of children with diabetes at school (Spain)®

In 2010, the Spanish government passed a bill to help improve th
children with diabetes, asthma or severe a

educational centres and patient/parent associations;

children;
¢c. Exchange of information on best practices between schools;

d. Better integration into school of children with such
activities at school.

FOR MORE INFO: www.congreso.es/ public_oficiales/ L9/CO

r Case study 3 1
Practical guidance to

e social integration of
llergies in schools. Central proposals included:

a. Individual Healthcare Plans for each child, to be developed jointly by health services,

b. Training of all teaching and canteen staff on how the condition may manifest itself in

conditions in all settings and

r Case study 2
Paediatric diabetes

References and

resources

specialist nurses (UK, Scandinavia)

In the UK and some Scandinav
diabetes specialist nurse at th
th(_a school and at the hospital
This ensures that a consistent
health_ care team and their sch
there is a shortage of paediatri

NG/BOCG/D/D_411.PDF

schools
The Foy l0(!31 Tlhe management of children with diabetes (UK)™
al College of Nursing in th -
school g in the UK issued practi i
diabetessorr]Jrhoc\)/\i/c\;'thex CIOUId help meet the needg o? F')ClJaFIJiﬁsu\I/S?[ECG ©
' Ing helpful templates
FOR MORE INFO: and support documents.

wWww.ren.
org.uk/_data/assets/pdf_fiIe/0008/267389/003 318.pdf

Case study 4 \

elahrzjcogntries, each child is assigned a
o eznga(l)h\_?éh%runs training sessions at
. Ild they have under thej
: nild 1 their n
(il(r;'k ,IS Maintained between the chilg’asre'
° d" ’éshould be‘ noted, however, that
labetes specialist nurses in the UK.

Resource packs for
parents of children with diabetes to give to schools (UK, Germany)

Patient organisations can play a critical role in supporting parents
to engage with their school. This has included good practice mode
information which parents may use
to meet their child's needs. Some examp
feature below:

FOR MORE INFO:

UK - www.idrf.org.uk/|ife-with-type-1/school-resources
Germany - www.diabetes-kinder.de/modularx/include/m
kindergartenbroschuere_07-2010.pdf

of a child with diabetes
Is, training materials and

to initiate the dialogue with their school about how
le of materials available in the UK and Germany

odule/dateimanager/data/

continues...
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D. Case studies (continued)

rCase study 5\
Better control in pediatric
Centres of Reference (EU)

SWEET is an EU-based proje_ct, fun_ded
to improve the prevention, dlagqo3|s and.
children and adolescents. To achle(;/e th i o
ini i men
clinical best practice through the developr .
for pediatric and adolescent diabetes serv1ce§ acrolzs_th?ugg.rlzgnafwjeer?daﬂons
'Pediatric Di ' which would Inc

create a 'Pediatric Diabetes Toolbox', w ud r

J:)On best practice, patient education programmesd, e}pqtftralmng E:&)g:;rgﬂ:jég o
ior i tablish a definition an i
lth professionals. It also aims 10 €S

Zzﬁablighment of new Centres of Reference. There are currently 13 countries

participating in the project.

FOR MORE INFO: www.sweet-project.eu/ ( Case study 7
Joint protocols on the management of children witl

chronic conditions across the health and educatio

Regional framework a
and Italy (/ntese)
administration of
educational and h

and adolescent diabetes: working to create r Case study 6 1
Joint advocacy positions for the

healthcare needs of children in schools (UK Ireland)

. In the . .
t supports the spread of learning and forcon l\;‘vlftsnd lrel_and_, dlak?etes patient organisations have joined
entres of Reference (CORs) organisations in areas such as asthma and epilepsy to

by the European Commission, v_vhich aims
d control of type 1 and type 2 diabetes in

FOR : i
MORE INFO: www.medlcalconditionsatschool.org.uk/

nal sector (Spain, Italy)
greements exist in many regions of Spain (
on the management of chronic conditions at sc
em('etdhlcanon. These agreements outline the entj
‘ alth services and define r ibiliti
involved. Agreements usually involve the schcz)'?)lssa?:er?;cz(l)r;z:ll’lt
the relevant local/regional educational and health ’authorities

FOR MORE INFO: |

protocolos de actuacion)
hool - particularly on the

Andalucia - www.feteugtandalucia.org/files/a_sanitaria_protocolo pdf
Tuscany - www.agd.it/leggitos/pdf/scuola_protocollo_farmaci.pdf
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E. Questions and answers

Children with other conditions face
similar issues — why should we
focus on diabetes?

Diabetes is one of the most
common chronic conditions facing
children and its incidence is growing —
we need to plan for the needs of both
current and future generations. But that
being said, many of the challenges faced
by children with diabetes are similar to
those of children with asthma, epilepsy
or other conditions who require medical
care at school. In a number of countries,
patient organisations representing these
conditions have joined forces to create
joint campaigns and support materials
for schools addressing all of these
conditions.

It is too much to ask of teachers to
learn how to monitor glucose or
inject insulin to a child.

Parents of children with diabetes
receive specific training to manage all
aspects of their child’s diabetes,
therefore it is perfectly feasible for
teachers to learn how to do the same.
Sweden actually changed its legislation
to state that monitoring of glucose levels
and administering insulin (and other
aspects of diabetes management)
should be considered ‘self-care’

(ie not medical care), meaning that
non-clinically trained school staff were
able to do it without fear of liability.

Teachers’ unions have been very
clear that they consider the
administration of medication
(particularly injections) by teachers
as outside the duty of care.

This is correct in many countries
(eg.the UK), however, undue fear of
liability is often what prompts this
position by teachers’ unions. If better
information and systematic training were
offered to school personnel on how to
manage all aspects of diabetes
effectively, such reluctance on the part
of teachers’ unions may decrease.
Governments may also need to clarify
legal duties and liabilities.

Legal frameworks already protect
the rights of children with diabetes
from discrimination at school.

So why should we need more
legislation?

More legislation is not necessarily
the answer, but clearer guidance and
information for schools to understand and
fulfil their duties is urgently needed.
Surveys from a number of countries
suggest that the experience of children
with diabetes currently varies from school
to school and depends mostly on the
goodwill of individual teachers.

It is dangerous to suggest that
children with diabetes should
participate in sports or other
physical activities.

have better blood glucose levels if they
exercise regularly. A child’s individual

healthcare plan will inform staff how exercise
can be managed safely, and the rare occasions

when children should not take exercise.

This is not true — children with diabetes

Surely this is the role of the school
nurse or doctor?

Most schools do not have a school
nurse or doctor on site. Also, a child
with diabetes has many needs, ranging
from needing to go to the toilet more
frequently to doing regular glucose
measurements. It is important that the
school staff who are with that child on a
regular basis (eg. their teacher) be aware
of their pupils’ needs to make sure that
these needs can be met as naturally
as possible, causing the child the least
amount of disruption and potential
embarrassment possible.

67



AREAS

/n\ g PRIORITY

A whole population Prevention and Multidisciplinary Patient Innovation and Children
approach screening care empowerment access to care in schools

Essential Summary of Key issues to Whom to Case References and
briefing evidence think about involve studies resources

A special responsibility: children with diabetes and schools

F.References and resources

References

1 Nichols PJ., Norris SL. A systematic review of the effectiveness of diabetes education of school personnel. The Diabetes Educator 2002; 28(3):405-414.
2 International Diabetes Federation. Position statement: type 2 diabetes in young people. 2008.

3  Patterson CC, Dahlquist GG, Gydris E, et al. Incidence trends for childhood type 1 diabetes in Europe during 1989—2003 and predicted new cases 2005—20:
a multicentre prospective registration study. Lancet 2009; 373: 2027-2033.

4 Edge J. Insulin injections in schools. Arch Dis Childhood 2009; 94: 412-413.

5. Fundacion para la Diabetes (Spain). El nino con diabetes en la escuela: problema socio-legal [The child with diabetes at school: a social-legal problem]. 2005.
www.fundaciondiabetes.org/diabetes/cont05m.htm

6 D’Adamo E, Caprio S. Type 2 diabetes in youth: pathophysiology and epidemiology. Diabetes Care 2011; 34(Suppl 2): S161-S165.

7 International Diabetes Federation. Diabetes Atlas, sixth edition. 2013. www.idf.org/diabetesatlas/europe

8  Cowan F, Warner JT, Lowes LM, Gregory JW. Auditing paediatric diabetes care and the impact of a specialist nurse trained in paediatric diabetes. Arch Dis Childhood 1997; 77: 114.

9  Proposicion no de Ley para mejorar la atencion en el ambito escolar a los ninos y ninas con diabetes y alergia a alimentos y al latex. 2010.

www.congreso.es/public_oficiales/L9/CONG/BOCG/D/D_411.PDF

10 Royal College of Nursing. Supporting children and young people with diabetes - guidance for nurses in schools and early years settings. 2009.
http://www.rcn.org.uk/__data/assets/pdf_file/0008/267389/003_318.pdf

11 Diabetes UK. Specialist diabetes services: roles and responsibilities of diabetes specialist nurses. Diabetes UK and ABCD survey 2009. 2009.
www.diabetes.org.uk/Documents/Reports/ABCD_Diabetes_UK_At_a_glance_ DSN_2009.pdf

12 Asthma Society of Ireland, Diabetes Federation of Ireland, Brainwave, Analphylaxis Ireland. Managing Chronic Health Conditions at School - a resource pack for teachers and parents. 2011.
www.diabetes.ie/living-with-diabetes/for-parents/back-to-school/booklet

13 Medical Conditions At School Alliance. 2013. www.medicalconditionsatschool.org.uk/

Get this in word

68



A special responsibility: children with diabetes and schools











“Children are a priority group within the diabetes population. Diagnosis at a young age may impact on a child’s personal and social development. Ensuring that a child’s medical needs are met throughout all aspects of their lives, and particularly during their time at school, is vital for their social integration – not to mention their health and well-being.”

 (Giorgios Papanikolaou, Member of the European Parliament)



A. ESSENTIAL BRIEFING

5 things you need to know



· Diabetes is the most common chronic condition in children and adolescents after asthma1  and its prevalence is increasing for both type 1 and 2 diabetes.2;3

· Type 2 diabetes often a more serious condition when diagnosed in children as compared to adults, with a greater risk of complications.2 Despite this, it can be seen as an ‘adult disease’.

· Legal frameworks protect the rights of children with diabetes in terms of lack of discrimination and equal access to normal schools. 

· However in practice children with diabetes are often prevented from managing their condition effectively, as most schools lack the knowledge, resources and training to meet the needs of children with diabetes during the school day, putting them at risk of immediate and long-term complications. 

· Diabetes in childhood can create a huge burden for parents, who may have to be ready to deal with any situation that may arise and often have to give up full-time work to do so.4;5 

Priorities for action:



· Provide systematic information on diabetes and its management to all schools and educational settings to ensure that all school staff are familiar with the basics of diabetes and undue fears of liability are challenged.



· Ensure that every child with diabetes has an individual healthcare plan – which is co-signed by their treating physician, parents and the school, to ensure that roles and responsibilities are clearly defined and all caregivers are informed about the particular needs of each child with diabetes.



· Bridge health and educational sectors – through joint protocols, clear lines of accountability, and the embedding of standards into school inspections.



· Invest in training on diabetes in schools through dedicated paediatric diabetes professionals in the community, for example paediatric diabetic specialist nurses, who can provide appropriate training to volunteer school staff for the management of individual children.



· Develop clearer legislation and guidance on the management of diabetes in schools – to help schools plan for and put in place appropriate resources to meet the needs of children with diabetes.



· Investigate opportunities for EU funding to develop targeted action supporting children with diabetes, for example through the European Youth programme.



B. EVIDENCE SUMMARY

What this means



Children and adolescents with diabetes spend most of their time during the day at school, therefore it is critical that all necessary accommodations be made to the school environment to allow them to fully manage their condition. In particular, children should be allowed to:



· Test their glucose levels, inject insulin or take medication as needed throughout the day (in primary schools, children may need help from specifically trained staff to achieve this)

· Eat or drink and go to the toilet when needed

· Participate in sports activities or excursions.

Why this is important



· The incidence of type 1 and type 2 diabetes is growing in children in Europe3;6,7  yet most schools lack the knowledge and resources to be able to cope with the medical needs of these children.

· Careful management is particularly important for children.2 Children who are not able to manage their condition safely and securely at school may be at greater risk of complications from diabetes. 

· Poorly controlled diabetes has a negative impact on children’s learning.  Both high and low blood glucose levels will prevent children from concentrating and learning and will take teachers away from other children while they have to deal with them.

· We have a duty to get diabetes care right from the start. What happens at school will set the scene for children’s future social and personal development – affecting their self-confidence, feelings of independence, and social integration.

What the evidence says



1) The  incidence of both type 1 and type 2 diabetes in children and adolescents is growing

· There are approximately 130,000 children with type 1 diabetes in Europe7, and the greatest increase is in children younger than 5 years – rates are expected to double between 2005 and 2020.3 

· Rises in childhood obesity have also caused an rise in the incidence of type 2 diabetes; 6 45% of cases in adolescents are now type 2.6

· Type 2 diabetes is often a more serious condition when diagnosed in children as compared to adults, with a greater risk of complications and greater need for insulin therapy.2



2) Legal frameworks across Europe support the rights of children with diabetes in school, however many schools are unprepared – or unwilling – to accept responsibility for the management of children with diabetes. For example, in Spain one in four parents reported having a problem with their child’s school in terms of the management of their child’s diabetes. 5 



3) Schools are often reluctant to take on responsibility for the management of a child’s diabetes for fear of liability and lack of specific training. As a result, parents must be on call to ensure the safety of their child throughout the day, often causing them to give up full-time employment.



4) Perceived lack of support from schools may cause diabetes specialists to prescribe less intensive insulin regimens to children, despite the fact that more intensive regimens are known to be more effective in achieving consistent glycaemic control. 4,5



5) Paediatric diabetic specialist nurses may provide a consistent link between the child’s health team and their school. They also provide critical support to families and may offer training sessions for schools. Their presence has also been associated with reduced lengths of stay and hospital admissions for newly diagnosed children with insulin-dependent diabetes.8 





C. MAKING IT HAPPEN

Key issues to think about – lessons learnt in implementation



		Lessons learnt

		Key issues to think about

		Steps you need to take



		Funding for this issue may be difficult as responsibilities are split between different agencies

		Who may be willing to fund this? How do we encourage joint funding? What local funding mechanisms exist, what  opportunities exist at the EU level?

		



		There is no established accountability between the health and educational sectors

		Are there any examples of joint or integrated care  protocols  that span across both sectors? Were they developed in partnership?

		



		How a school responds to the needs of children with diabetes varies from one school to another. 

		Can you embed targets and standards for addressing the needs of children with diabetes into school inspections as well as local public health audits? How can education and health Ministries collaborate to standardise approaches?

		



		Identifying who is going to provide training to schools (diabetes nurses, other health care professionals) is a major challenge.

		What is the availability of community nurses or patient organisations who may play this role? What role can/should school nurses play?

		



		Many schools are reluctant to take responsibility as they fear liability if anything goes wrong

		What is the legal stance? Can you work with patient groups to inform parents and schools and set out clear guidance?

		



		High staff turnover and the movement of children through the school system makes it difficult to keep up training requirements to meet individual pupil needs

		How can you create a sustainable training programme for schools? Could it follow a ‘train the trainer’ approach?

		





Whom to involve



		Whom to involve

		Why are they important?

		What would you want their role to be?

Whom should you contact?



		Associations of school headteachers

		Provide leadership in community and in individual schools

		



		Teachers’ unions

		Traditionally have been reluctant to allow members to take any responsibility for children’s medical needs 

		



		Children with diabetes and their parents – patient associations

		Need key advocates to drive change and provide ‘reality check’ on any actions being proposed

		



		Diabetes paediatric specialists

		Powerful voice to lobby government and local authorities for change

		



		Community nurses, paediatric diabetes nurses,…

		Key linkage between health and educational system, may provide training to schools for each child

		



		Diabetes professional societies

		May help provide guidelines and adapt professional training to ensure appropriate support to schools

		



		Local health and education authorities 

		Must work together to implement change and set standards locally 

		



		Ministry of Health and Ministry of Education

		May help promote national guidance; national steer on integrated care

		





 




D. CASE STUDIES



Case study 1: Specific legislation to improve the care of children with diabetes at school (Spain)9 



In 2010, the Spanish government passed a bill to help improve the social integration of children with diabetes, asthma or severe allergies in schools. Central proposals included: 

a. Individual Healthcare Plans for each child, to be developed jointly by health services, educational centres and patient/parent associations;

b. Training of all teaching and canteen staff on how the condition may manifest itself in children;

c. Exchange of information on best practices between schools;

d. Better integration into school of children with such conditions in all settings and activities at school. 

For more info:  http://www.congreso.es/public_oficiales/L9/CONG/BOCG/D/D_411.PDF



Case study 2: SWEET - Better control in Pediatric and Adolescent diabetes: working to create Centres of Reference (EU)



SWEET is an EU-based project, funded by the European Commission, which aims to improve the prevention, diagnosis and control of type 1 and type 2 diabetes in children and adolescents. To achieve this it supports the spread of learning and clinical best practice through the development of Centres of Reference (CORs) for pediatric and adolescent diabetes services across the EU. The project aims to create a ‘Pediatric Diabetes Toolbox’, which would include recommendations on best practice, patient education programmes, and training programmes or health professionals. It also aims to establish a definition and criteria to guide the establishment of new Centres of Reference. There are currently 13 countries participating in the project. 

For more info: http://sweet-project.eu/



Case study 3: Practical guidance to schools on the management of children with diabetes (UK)10

The Royal College of Nursing in the UK issued practical guidance to schools on how they could help meet the needs of pupils with diabetes, providing helpful templates and support documents 

For more info: http://www.rcn.org.uk/__data/assets/pdf_file/0008/267389/003_318.pdf



Case study 4: Resource packs for parents of children with diabetes to give to schools (UK, Germany)

Patient organisations can play a critical role in supporting parents of a child with diabetes to engage with their school. This has included good practice models, training materials and information which parents may use to initiate the dialogue with their school about how to meet their child’s needs. Some example of materials available in the UK and Germany feature below

For more info: http://www.jdrf.org.uk/life-with-type-1/school-resources (UK)

http://www.diabetes-kinder.de/modularx/include/module/dateimanager/data/kindergartenbroschuere_07-2010.pdf (Germany)



Case study 5: Paediatric diabetes specialist nurses (UK, Scandinavia)

In the UK and some Scandinavian countries, each child is assigned a diabetes specialist nurse at the hospital, who runs training sessions at the school and at the hospital for each child they have under their care.11 This ensures that a consistent link is maintained between the child’s health care team and their school. It should be noted, however, that there is a shortage of paediatric diabetes specialist nurses in the UK.11 

Case study 6: Joint advocacy positions for the healthcare needs of children in schools (UK, Ireland)

In the UK and Ireland, diabetes patient organisations have joined forces with organisations in areas such as asthma and epilepsy to raise awareness of the need to respond to the medical needs of children in school. 12 13  

For more info: http://medicalconditionsatschool.org.uk/ 



Case study 7: Joint protocols on the management of children with chronic conditions across the health and educational sector (Spain, Italy) 

Regional framework agreements exist in many regions of Spain (protocolos de actuacion) and Italy (Intese) on the management of chronic conditions at school – particularly on the administration of medication. These agreements outline the entire chain of care linking educational and health services and outline roles and responsibilities of all agencies involved. Agreements usually involve the schools, the local health service, parents, and the relevant local/regional educational and health authorities. 

For more info: http://www.feteugtandalucia.org/files/a_sanitaria_protocolo.pdf (Andalucia)

http://www.agd.it/leggitos/pdf/scuola_protocollo_farmaci.pdf (Tuscany)

E. QUESTIONS & ANSWERS



Children with other conditions face similar issues – why should we focus on diabetes?

Diabetes is one of the most common chronic conditions facing children and its incidence is growing –we need to plan for the needs of both current and future generations. But that being said, many of the challenges faced by children with diabetes are similar to those of children with asthma, epilepsy or other conditions who require medical care at school. In a number of countries, patient organisations representing these conditions have joined forces to create joint campaigns and support materials for schools addressing all of these conditions. 



Legal frameworks already protect the rights of children with diabetes from discrimination at school. So why should we need more legislation?

More legislation is not necessarily the answer, but clearer guidance and information for schools to understand and fulfil their duties is urgently needed. Surveys from a number of countries suggest that the experience of children with diabetes currently varies from school to school and depends mostly on the goodwill of individual teachers.



Teachers’ unions have been very clear that they consider the administration of medication (particularly injections) by teachers as outside the duty of care. 

This is correct in many countries (eg. the UK), however, undue fear of liability is often what prompts this position by teachers’ unions. If better information and systematic training were offered to school personnel on how to manage all aspects of diabetes effectively, such reluctance on the part of teachers’ unions may decrease. Governments may also need to clarify legal duties and liabilities.



Surely this is the role of the school nurse or doctor? 

Most schools do not have a school nurse or doctor on site. Also, a child with diabetes has many needs, ranging from needing to go to the toilet more frequently to doing regular glucose measurements. It is important that the school staff who are with that child on a regular basis (eg. their teacher) be aware of their pupils’ needs to make sure that these needs can be met as naturally as possible, causing the child the least amount of disruption and potential embarrassment possible.







It is too much to ask of teachers to learn how to monitor glucose or inject insulin to a child.

Parents of children with diabetes receive specific training to manage all aspects of their child’s diabetes, therefore it is perfectly feasible for teachers to learn how to do the same. Sweden actually changed its legislation to state that monitoring of glucose levels and administering insulin (and other aspects of diabetes management) should be considered ‘self-care’ (ie not medical care), meaning that non-clinically trained school staff were able to do it without fear of liability.



It is dangerous to suggest that children with diabetes should participate in sports or other physical activities. 

This is not true – children with diabetes have better blood glucose levels if they exercise regularly. A child’s Individual Healthcare Plan will inform staff how exercise can be managed safely, and the rare occasions when children should not take exercise. 
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A. Essential briefing

“Older people make up a fifth of our population but over half of the population of people
with diabetes. Appropriate care for older diabetes patients requires a multidisciplinary,

individualised and integrated approach, where the needs of each patient are taken into
consideration. Unfortunately, our health care systems have a long way to go before
meeting this objective.” Cindy Franssen, MP for Flanders and Member of the Belgian Senate

Priorities for action

¢ Ensure that clinical guidelines include specific recommendations for older people,
which take account of their particular needs and address their heterogeneity.

* Foster the implementation of integrated care at the local level, as this holds the
5 thin S you need to know: greatest promise of delivering person-centred and multidisciplinary care for older
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chronic Conqmons g(;.o-rrlor lj l ffect their response to treatment.”®” ¢ Provide community-based training and support programmes to older people and
manage thelt condition. &€ © home residents have diabetes?, yet their caregivers by nurses or other community-based health care professionals to help
3. Approximately one qsu:rg?r:;dfec?;?people with diabetes in institutional reduce rates of hospitalisation and encourage adherence to treatment.
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* grl:::Qchs hospital admissions than younger peo

Preventing these complications through better mana

¢ Develop regulatory guidance to ensure that clinical trials in diabetes are more
i.ations® and higher rates of relevant to older people, either by including an appropriate proportion of older people,
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ple with diabetes.

particularly those suffering from multiple conditions or through models which allow for
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_ gs. ! e Establish a regulatory framework for care homes and other similar institutions
considerable cost §av gs. ith co-morbidities, have traditionally beer} to ensure staff are appropriately trained on the management of diabetes and standards
5. Older people, part'CUlarl‘\; t-h?szr:/él many health care systems do not provide are built into quality monitoring systems and processes.’
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excluded from clinical tria

structured care for older people with diabetes.
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B. Summary of evidence

Diabetes management in older people may present particular challenges linked to frailty, functional limitations, cognitive dysfunction
and other chronic conditions (co-morbidities), which may impact on the ability of many older people to manage their diabetes* and
affect their response to treatment.

e Older people are the largest single group of people with diabetes. One in five older people has diabetes and a similar proportion
is thought to have undiagnosed diabetes.” This rate will increase 4.5 fold (as compared to 3-fold in the total population) by 2050.48

) ¢ There is a gap in evidence and good practice. Most international clinical guidelines in diabetes ignore the issues of frailty,
I ’ functional limitation, changes in mental health and increasing dependency that characterise many older people with diabetes.”

e Approximately one quarter of residents in care homes have diabetes.® These residents have more falls, higher rates of heart
disease and depression, more functional impairment and cognitive decline than residents without diabetes.®21

¢ Rates of complications tend to be higher for older people, as do their rates of emergency hospital admissions.®™
Preventing these complications through better management can lead to considerable cost savings — for example, in the UK reducing
by 50% late referrals to specialist foot teams could save the health care system €42 million per year."

)
C " | Older people may have particular needs that must be accounted for in treatment plans

e The effective management of older patients with diabetes requires an emphasis on safety, diabetes prevention, early treatment for
vascular disease and functional assessment of disability because of limb problems, eye disease and stroke.'?7814

¢ Older people with multiple morbidities and poor nutrition may be at particularly high risk of hypoglycaemia, making its prevention a
priority in this age group.*
¢ Glucose control goals have to be adapted for older people who are either frail or have co-morbidities.>®

C D

continues...
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B. Summary of evidence (continued)

[ ’ | Individualised treatment and management approaches are needed?®

¢ Evidence suggests that the health care goals that matter most to older patients are maintaining functional status and
independence.®™

¢ Individualised management plans for older people should consider patient-centred measures such as patient preferences, quality of
life, changes in cognition, balance and the risk of falls, the need to manage multiple medications and minimise caregiver burden.>¢

Lifestyle interventions are particularly effective in older people

e | arge-scale studies of behavioural interventions focused on weight loss and exercise have been shown to be particularly effective
I ’ in older people with diabetes. For example, in the US Diabetes Prevention Programme, such interventions reduced the risk of
developing diabetes by 71% in persons over the age of 60.'®

Appropriate screening should be included into care plans for older people with diabetes, in particular for:
e Depression and cognitive dysfunction — often underrecognised and undertreated in older people.’

e Frailty and co-morbidities' to help identify any functional loss, measure levels of disability and allow for therapy to be tailored
appropriately to individual needs.%”

I ’ e Risk of malnutrition, through systematic nutritional screening.”

Specific standards for the management of people with diabetes in care homes and similar institutions are needed

e A high proportion of people with diabetes live in care homes, yet care is often poorly structured, leading to high rates of hospital
admission and preventable complications.!

¢ Regular monitoring and education of staff and patients may make a big difference in improving the care of older residents in care
homes with diabetes.’
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C. Making it happen

Key issues Lessons learnt Key issues to think about Steps you need to take
to think

about Older people are a very heterogeneous | How can the appropriate balance between
population, therefore ‘one size fits all’ individualisation of care and standardisation of

JesSSONS approaches will not be successful. best practice be reached?

Jearrt 17 . Both malnutrition and obesity may be How can you ensure a careful balance of

,‘M/v/eme”z(ai’on a problem in older people. measures which address both risks?

High levels of staff turnover make care | \What measures can you take to ensure

homes a challenging environment for continuity and sustainability of any changes

reform. you try to implement?

Implementation of multidisciplinary What are the barriers currently to implementing

care may be difficult in practice. multidisciplinary care? How can they best be
addressed?

Ongoing training and development is Who is responsible for training of different

key in any health system reform, health care professionals? How can the

otherwise changes may just be seen appropriate information be filtered into their

as being imposed on health care training curricula?
professionals.’®
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C. Making it happen

Whom to
involve

Whom to involve

Older patient associations

Multidisciplinary

care

Key issues to

thin

Patient
empowerment

Whom to

k about involve

Why are they important?

May help improve awareness about diabetes
and its prevention in the older population.

Innovation and
access to care

Case
studies

Children
in schools

References and
resources

Q&A

What would you want their role to be?
Whom should you contact?

Caregivers and family

Need to be engaged in decision-making and
appropriately trained/informed to assist their older
relatives in self-managing their diabetes and
adhering to treatment.

Geriatricians, geriatric societies

Provide a specialist perspective on the needs of
older patients, appropriate screening tools, etc.

Diabetes specialist nurses
(or their equivalent)

Critical in providing patient and caregiver education
and support.

Community centres, recreational
centres, gyms,...

Settings where older people may be reached in
terms of prevention programmes — ‘make every
contact matter’.

Primary care professional societies

May help include specific training on diabetes in
older people into the basic training and continuing
education curricula for all primary care physicians.

Care homes and long-term care
policy leads

May help ensure that diabetes is considered
fully within long-term care policies.
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D. Case studies

ﬁCase study 1 \
)
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ffers a multidisciplinary an - e
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Linking physician
remuneration to the achievement of specific outcomes in older people (France)

In France, GPs are bound by a ‘payment by performance’ scheme called the
Rémunération sur objectifs de santé publigue (ROSP), or P4P The ROSP rewards GP
performance against a list of clinical targets in three areas, of which the management of
chronic conditions, including diabetes, is one.” GPs are rewarded financially according to
how many targets they meet. Targets are fixed for three years and include that:

0 ; ; .
r Case study 3 1 * 75% of diabetic patients should be referred for an eye exam

* > 65% of diabetic patients should have at least 3 or 4 HbA1c tests per year

* > 75% of men over the age of 50 and women over the age of 60 should be prescribed
a statin to help prevent cardiovascular events.

as blindness and kidney disease and tr
eatment targets
{Er the mane_lgement of b!ooq glucose, blood pressure and cholesterol to minim?se
'e risk qf diabetic complications developing.20 These are of particular relevance to
older patl.ents who are at greatest risk of such complications and were including into
the Quality Outcomes Framework, the national

regime for GPs.2" They were also reinforced in clinical guidelines published by the

National Institute for Health and Clinical Excellence (NICE) in 2010 22

continues... 74



0 []
T =] PRIORITY
AREAS

A whole population Prevention and
a
pproach screening

Multidisciplinary Patient

Innovation and Children

care
e S - empowerment access to care in sch
o A Y Key issues to Whom t iy
nce think about invol . e
o ¢ ase O&A References and

A special res ibility:
ponsibility: older people with diabetes (ESOUICES

D. Case studies (continued)

ﬁCase study 4 \

Collaborative guidance
between diabetes and geriatric professional societies (Europe)
The European Diabetes Working Group for Older People (EDWPOP) was established in 2004 10
ensure that older people with diabetes receive consistent and high-quality diabetes care throughout

in bringing forth European guidelines that ensure that older people with

their lives." It was instrumental in bringing
diabetes receive appropriate management and treatment.2® In 2011 it launched a joint Position State-

ment with the International Association of Gerontology and Geriatrics (IAGG) and the International Task
Force of Experts in Diabetes.” This is a powerful model that could be replicated at national levels.
day/DlABET_Guis_clinicas_

FOR MORE INFO: www.orquideatech.comleventmobi/ diabetes2
EDWPOP.pdf

r Case study 5
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E. Questions and answers

What is the point of spending
money on preventing long-term
complications in older people with
diabetes who have very few years
left to live?

VStudies have shown that

survival rates even for older patients
with diabetes can be quite good,
therefore we have to think very carefully
about not offering preventive therapies
for complications of diabetes to older
diabetes patients as these therapies
may still confer some benefit. It may
indeed be difficult or otherwise
unacceptable to attempt to identify
older patients with diabetes whose life
expectancy is so low that prevention
efforts are not warranted.*

Isn’t is assumed that older people
are already considered in
guidelines and diabetes plans?
Why do we need specific guidance
for this group of patients?

Do older people really benefit from
lifestyle interventions?

Yes, in fact some large-scale
prevention studies suggest that older
people benefit from behavioural
interventions such as weight loss and
increased physical activity more than
younger people with diabetes.™

VOIder patients with diabetes have
a greater risk of having other conditions

(or co-morbidities), taking multiple
medications, and having problems
linked to physical functioning, cognitive
dysfunction and frailty. These may
affect their ability to cope with complex
diabetes management and the
potential effectiveness of therapies
being offered to them. Therefore specific
recommendations focused on older
people are needed to make health
professionals aware of their particular
needs and circumstances. Moreover,
health systems are still poorly set up
to deal with the needs of older people
with diabetes.

The older population is very
heterogeneous - isn’t it wrong to
bulk all older people with diabetes
together?

Recognising that there is huge
diversity in the functional ability, health
status and preferences of people with
diabetes over a given age is critical —
but this does not mean that specific
recommendations aimed at this group
of patients is not warranted, merely that
this heterogeneity should be considered
in all guidelines and recommendations.
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A special responsibility: older people with diabetes















“Older people make up a fifth of our population but over half of the population of people with diabetes. Appropriate care for older diabetes patients requires a multidisciplinary, individualised and integrated approach, where the needs of each patient are taken into consideration. Unfortunately, our health care systems have a long way to go before meeting this objective.”



 (Cindy Franssen, MP for Flanders and Member of the Belgian Senate)





A. ESSENTIAL BRIEFING

5 things you need to know:



· Over half of people with a known diagnosis of diabetes are over the age of 60 and by 2030, this figure will reach 60%.1;2

· Diabetes management and treatment goals may need to be adapted to the specific needs of older people3 as frailty, functional limitations, cognitive dysfunction, managing multiple medications, and the presence of other chronic conditions (co-morbidities) may all affect older people’s ability to manage their condition,4 and affect their response to treatment.1;5-7 

· Approximately one quarter of care home residents have diabetes8, yet few specific provisions are made for people with diabetes in institutional care.1 

· Older people tend to have more complications3 and higher rates of emergency hospital admissions than younger people with diabetes.9,10 Preventing these complications through better management can lead to considerable cost savings.11 

· Older people, particularly those with co-morbidities, have traditionally been excluded from clinical trials and many health care systems do not provide structured care for older people with diabetes. 

Priorities for action



· Ensure that clinical guidelines include specific recommendations for older people, which take account of their particular needs and address their heterogeneity.



· Foster the implementation of integrated care at the local level, as this holds the greatest promise of delivering person-centred and multidisciplinary care for older people with diabetes. 



· Include standards for the management of older people in performance-based remuneration schemes for physicians.



· Deliver appropriate healthy lifestyle education and promotion programmes (eg. on nutrition and physical activity) in community or institutional settings where they are likely to reach older people.



· Provide community-based training and support programmes to older people and their caregivers by nurses or other community-based health care professionals to help reduce rates of hospitalisation and encourage adherence to treatment.



· Develop regulatory guidance to ensure that clinical trials in diabetes are more relevant to older people, either by including an appropriate proportion of older people, particularly those suffering from multiple conditions or through models which allow for extrapolation of findings to older populations.



· Establish a regulatory framework for care homes and other similar institutions to ensure staff are appropriately trained on the management of diabetes and standards are built into quality monitoring systems and processes.7





B. EVIDENCE SUMMARY 

What this means



Diabetes management in older people may present particular challenges linked to frailty, functional limitations, cognitive dysfunction and other chronic conditions (co-morbidities), which may impact on the ability of many older people to manage their diabetes4 and affect their response to treatment. 

Why this is important



· Older people are the largest single group of people with diabetes. One in five older people has diabetes and a similar proportion is thought to have undiagnosed diabetes.7 This rate will increase 4.5 fold (as compared to 3-fold in the total population) by 2050.4;8 



· There is a gap in evidence and good practice. Most international clinical guidelines in diabetes ignore the issues of frailty, functional limitation, changes in mental health and increasing dependency that characterise many older people with diabetes.7



· Approximately one quarter of residents in care homes have diabetes.8 These residents have more falls, higher rates of heart disease and depression, more functional impairment and cognitive decline than residents without diabetes.8;12;13 



· Rates of complications tend to be higher for older people, as do their rates of emergency hospital admissions.9,10 Preventing these complications through better management can lead to considerable cost savings – for example, in the UK reducing by 50% late referrals to specialist foot teams could save the health care system €42 million per year.11 

What the evidence says



Older people may have particular needs that must be accounted for in treatment plans

· The effective management of older patients with diabetes requires an emphasis on safety, diabetes prevention, early treatment for vascular disease and functional assessment of disability because of limb problems, eye disease and stroke. 1;2,7,8,14

· Older people with multiple morbidities and poor nutrition may be at particularly high risk of hypoglycaemia, making its prevention a priority in this age group.4

· Glucose control goals have to be adapted for older people who are either frail or have co-morbidities.5;6



Individualised treatment and management approaches are needed8

· Evidence suggests that the health care goals that matter most to older patients are maintaining functional status and independence.8,15 

· Individualised management plans for older people should consider patient-centred measures such as patient preferences, quality of life, changes in cognition, balance and the risk of falls, the need to manage multiple medications and minimise caregiver burden.5;6 



Lifestyle interventions are particularly effective in older people

· Large-scale studies of behavioural interventions focused on weight loss and exercise have been shown to be particularly effective in older people with diabetes. For example, in the US Diabetes Prevention Programme, such interventions reduced the risk of developing diabetes by 71% in persons over the age of 60.16 



Appropriate screening should be included into care plans for older people with diabetes, in particular for:

· Depression and cognitive dysfunction – often under-recognised and undertreated in older people.7 

· Frailty and co-morbidities17 to help identify any functional loss, measure levels of disability and allow for therapy to be tailored appropriately to individual needs.6;7

· Risk of malnutrition, through systematic nutritional screening.7



Specific standards for the management of people with diabetes in care homes and similar institutions are needed

· A high proportion of people with diabetes live in care homes, yet care is often poorly structured, leading to high rates of hospital admission and preventable complications.1 

· Regular monitoring and education of staff and patients may make a big difference in improving the care of older residents in care homes with diabetes.1 



C. MAKING IT HAPPEN

Key issues to think about – lessons learnt in implementation



		Lessons learnt

		Key issues to think about

		Steps you need to take



		Older people are a very heterogeneous population, therefore ‘one size fits all’ approaches will not be successful.

		How can the appropriate balance between individualisation of care and standardisation of best practice be reached? 

		



		Both malnutrition and obesity may be a problem in older people

		How can you ensure a careful balance of messages which address both risks?

		



		High levels of staff turnover make care homes a challenging environment for reform.

		What measures can you take to ensure continuity and sustainability of any changes you try to implement? 

		



		Implementation of multidisciplinary care may be difficult in practice

		What are the barriers currently to implementing multidisciplinary care? How can they best be addressed?

		



		Ongoing training and development is key in any health system reform, otherwise changes may just be seen as being imposed on health care professionals.18

		Who is responsible for training of different health care professionals? How can the appropriate information be filtered into their training curricula? 

		





Whom to involve



		Whom to involve

		Why are they important?

		What would you want their role to be?

Whom should you contact?



		Older patient associations (eg. AGE member organisations)

		May help improve awareness about diabetes and its prevention in the older population

		



		Caregivers and family

		Need to be engaged in decision-making and appropriately trained/informed to assist their older relatives in self-managing their diabetes and adhere to treatment

		



		Geriatricians, geriatric societies

		Provide specialist perspective on the needs of older patients, appropriate screening tools ,etc.

		



		Diabetes specialist nurses (or their equivalent)

		Critical in providing patient and caregiver education and support

		



		Community centres, recreational centres, gyms,… 

		Settings where older people may be reached in terms of prevention programmes – ‘make every contact matter’.

		



		Primary care professional societies

		Needed to include specific training on diabetes in older people into the basic training and continuing education curricula for all primary care physicians

		



		Care homes and long-term care policy leads

		May help ensure that diabetes is considered fully within long-term care policies

		








D. CASE STUDIES



Case study 1: Geriatric diabetes clinics (USA)

The Joslin Centre in the United States offers an interesting prototype of a dedicated clinic for diabetes in older people. The clinic “evaluates the physical, social and emotional/cognitive status of patients and identifies specific barriers patients and families have in performing diabetes self-management skills.” Each patient undergoes a comprehensive assessment, which looks at factors such as ability to self-manage, hypoglycemia severity and frequency, cognitive function, nutritional intake and physical activity and offers a multidisciplinary and individualised model of diabetes management. 

For more info: http://www.joslin.org/care/diabetes_and_the_elderly.html 



Case study 2: Linking physician remuneration to the achievement of specific outcomes in older people (France)

In France, GPs are bound by a ‘payment by performance’ scheme called the Rémunération sur objectifs de santé publique (ROSP), or P4P. The ROSP rewards GP performance against a list of clinical targets in three areas, of which the management of chronic conditions, including diabetes, is one.19 GPs are rewarded financially according to how many targets they meet. Targets are fixed for three years and include that:

· 75% of diabetic patients should be referred for an eye exam

· > 65% of diabetic patients should have at least 3 or 4 HbA1c tests per year

· > 75% of men over the age of 50 and women over the age of 60 should be prescribed a statin to help prevent cardiovascular events. 



Case study 3: Include care checks that focus on the prevention of complications into the quality monitoring for diabetes care (UK)

The National Service Framework for Diabetes was set up in 2001 in the UK to provide clear minimum standards for what constitutes good diabetes care. Amongst these were nine basic care processes which check for the early signs of avoidable diabetic complications, such as blindness and kidney disease and treatment targets for the management of blood glucose, blood pressure and cholesterol to minimise the risk of diabetic complications developing.20 These are of particular relevance to older patients who are at greatest risk of such complications and were including into the Quality Outcomes Framework, the national reimbursement and performance regime for GPs.21 They were also reinforced in clinical guidelines published by the National Institute for Health and Clinical Excellence (NICE) in 2010.22 



Case study 4: Collaborative guidance between diabetes and geriatric professional societies (Europe)

The European Diabetes Working Group for Older People (EDWPOP) was established in 2004 to ensure that older people with diabetes receive consistent and high-quality diabetes care throughout their lives.1 It was instrumental in bringing forth European guidelines that ensure that older people with diabetes receive appropriate management and treatment.23  In 2011 they launched a joint Position Statement with the International Association of Gerontology and Geriatrics (IAGG) and the International Task Force of Experts in Diabetes.7 This is a powerful model that could be replicated at national levels. 

For more info:   http://orquideatech.com/eventmobi/diabetes2day/DIABET_Guis_clinicas_EDWPOP.pdf



Case study 5: Development of common guidance and methodologies for care pathways for multi-morbid patients (Europe)24

Work Package 3 of the European Commission-sponsored Joint Action on Chronic Conditions aims to to identify good practices on the management of multi-morbid patients and identify conditions for scaling up and replication of such initiatives.  It also aims to develop innovative and cost-effective interventions of the management of multimorbid patients, with a focus on secondary prevention, early diagnosis and better adherence to treatment; and develop case management training programmes for care personnel, for application across various healthcare settings across Europe. Implementation of the Work Package is ongoing in a number of European countries.

For more info:  http://ec.europa.eu/eahc/documents/health/calls/2013/Workshop_on_Joint_Action_2013/working_paper_JA_chronic_diseases.pdf





E. QUESTIONS & ANSWERS



What is the point of spending money on preventing long-term complications in older people with diabetes who have very few years left to live?

Studies have shown that survival rates even for older patients with diabetes can be quite good, therefore we have to think very carefully about not offering preventive therapies for complications of diabetes to older diabetes patients as these therapies may still confer some benefit. It may indeed be difficult or otherwise unacceptable to attempt to identify older patients with diabetes whose life expectancy is so low that prevention efforts are not warranted.4



Do older people really benefit from lifestyle interventions?

Yes, in fact some large-scale prevention studies suggest that older people benefit from behavioural interventions such as weight loss and increased physical activity more than younger people with diabetes.16 



Isn’t is assumed that older people are already considered in guidelines and diabetes plans? Why do we need specific guidance for this group of patients?

Older patients with diabetes have a greater risk of having other conditions (or co-morbidities), taking multiple medications, and having problems linked to physical functioning, cognitive dysfunction and frailty that may all affect their ability to cope with complex diabetes management and may also impact on the potential effectiveness of therapies being offered to them. Therefore specific recommendations focused on older people are needed to make health professionals aware of their particular needs and circumstances. Moreover, health systems are still poorly set up to deal with the needs of older people with diabetes.



The older population is very heterogeneous – isn’t it wrong to bulk all older people with diabetes together?  

Recognising that there is huge diversity in the functional ability, health status and preferences of people with diabetes over a given age is critical – but this does not mean that specific recommendations aimed at this group of patients is not warranted, merely that this heterogeneity should be considered in all guidelines and recommendations.
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Diabetes basics

What is diabetes?

Diabetes mellitus (diabetes) is a chronic disease that occurs when the pancreas is

no longer able to make insulin, or when the body cannot make good use of the insulin
it produces.' We need insulin to convert the glucose (sugar) we obtain from food

into energy.

Type 1 diabetes occurs when the pancreas cannot produce insulin anymore. ltis a
so-called ‘auto-immune’ disease, in that the body's defence system destroys the
insulin-producing cells in the pancreas. In type 2 diabetes, the pancreas does not
produce enough insulin or the insulin cannot be processed properly.! Up to 90% of all
diabetes cases are type 2.2 Obesity or being overweight increases one'’s risk of having
type 2 diabetes.

What are the consequences of diabetes?

When the body is not able to produce insulin or use it effectively this leads to raised
glucose levels in the blood (known as hyperglycaemia). Over the long-term, high
glucose levels can lead to serious diseases affecting the heart and blood vessels,
eyes, kidneys, and nerves. These consequences are referred to as the complications
of diabetes.

How many people are affected by diabetes?

e Close to 56 million adults in Europe have diabetes, and by 2035, this figure will rise to 70 million people,™

or 1in 10 Europeans.

e Diabetes causes more deaths than breast cancer and prostate cancer combined.® Diabetes accounts for

1 in 10 deaths, or 619,000 deaths in adults in 2013.™

Making an economic
case for diabetes

Background working
papers

Figure 1. Common complications of diabetes

Blindness

Diabetes is the leading
cause of blindness in
working age adults.®#

Heart disease and stroke

Up to 75% of people
with diabetes die of
cardiovascular disease.®®

Kidney damage
Diabetes is the most
common cause of
end-stage renal disease.’

Nerve damage

60-70% of people with
diabetes develop painful
neuropathy.*

Lower limb amputation
People with diabetes have

a 23-fold increased risk of
foot amputation, caused by
peripheral vascular disease.®

Diabetes affects more
people and causes more
deaths than breast cancer
and AIDS combined.

e Most people with diabetes die from the complications of diabetes, such as cardiovascular disease and

kidney failure.'?

® Increases in prevalence of type 2 diabetes are due for the most part to the rise of obesity™ but also to the

ageing of the population and to socio-economic disadvantage.™

e FEurope also has the highest prevalence of type 1 diabetes in children of any region of the world, and this

prevalence is increasing."
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Diabetes basics

What is the cost of diabetes? : :
The economic impact of diabetes is considerable — to our healthcare systems as well as - Figure 3. The cost of diabetes N
society at large. In fact, diabetes costs more than all forms of cancer ($245 billion™ vs.

$201 billion™ per year in the U.S. for example). Direct medical costs

(diagnosis, treatment, monitoring)

¢ Diabetes currently accounts for approximately 10% of total healthcare
expenditure in Europe, with huge variations between countries.®

ey people Azl el fgmllles e Direct costs of diabetes in Europe have been estimated at €109bn per
Huge nzpactl_?[n pfrcl)_?u1c7:t|wty year (2013 figure) and are expected to rise to €117bn by 2035.%
and quality of life o
Care iverqtimeyconsiderable e Hospitalisations account for at least 50% of total costs.'®" The
g presence of complications is the biggest cost factor, and increases

costs 3-5 fold."®2°

Indirect costs to society
(lost productivity, absenteeism, caregiver time, disability

and dependence)

Additional cost e Few precise estimates of indirect costs of diabetes exist across
Cost to . . to the economy Europe, and those that are available are likely to be underestimates, as
healthcare systems 56 million Zt il Over €100 billion they often fail to include caregiver time, for example."”
)
126/;'?;;;? Fr;g]EéGggr;ingﬁd o A rece.nt study found that those indilrect costs of diabetes that could .
expenditiaE . 2013 2035 italy t'ogether)” be estimated came to over €100 billion per year for the UK, Italy, Spain,
France and Germany alone. These costs were expected to equal

€109 billion Adults with diabetes in Europe™)
per year (Europe)™

medical costs of diabetes in years to come."”

Figure 2. The economic impact of diabetes
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Is diabetes preventable? Figure 4. Risk factors for type 2 diabetes

At present, type 1 diabetes cannot be prevented.
The situation is very different for type 2 diabetes. Evidence suggests that lifestyle changes, particularly achieving a Although the Precise reasons for developing type 2
. o ) > LA . diabetes are still not known, there are several
healthy body weight, engaging in regular, moderate physical activity and maintaining a healthy and balanced diet can imoortant risk factors:©
help prevent the development of type 2 diabetes. Amongst people at high risk of diabetes such changes can prevent P '
or delay the onset of type 2 diabetes by as much as 50%.%"??
Obesity
P diet Potentially
What is pre-diabetes? oordie modifiable
People who are at high risk of developing Type 2 diabetes are often referred to as being ‘pre-diabetic’.2*% In these Physical inactivity
individuals, blood glucose levels can be described as somewhere between healthy glucose tolerance and a diagnosis Advancing age
of diabetes.?® However, there are different opinions within the scientific community as to how helpful this term is, for gag
example because not all people who are ‘pre-diabetic’ will necessarily progress to diabetes.?* In any case it is helpful Family history of diabetes
to think of elevated blood glucose as a continuum as opposed to drawing arbitrary distinctions between ‘normal’ o
populations and those at risk.2324 Ethnicity
High blood glucose during
. regnancy affecting the
How can one detect diabetes? R
e Diabetes can be diagnosed at an early stage through simple, inexpensive blood tests. L )

e However, up to half of cases of diabetes are undiagnosed in Europe.?6:?’

e Early detection is critical as it may help prevent or delay the onset of complications, which will have the greatest
impact on overall outcomes??28 and costs'™

e Efforts are needed by health care professionals to implement screening programmes for people at risk of type 2
diabetes and to inform their patients about the risks and symptoms of diabetes, so that they may seek diagnosis
early if they suspect they have diabetes and make the necessary lifestyle adjustments to try to prevent it. "1
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Diabetes basics

How is diabetes treated?

One of the main components of diabetes treatment is the maintenance of stable blood glucose levels (glucose
control) in order to help delay or prevent the onset of diabetes complications.! This is achieved through medication
and various degrees of therapeutic patient education for self-management. People with type 1 diabetes have to take
insulin, which is administered through self-injection or devices such as pumps. Treatment for type 2 diabetes depends
on its severity and includes lifestyle changes, oral medication (pills) and, in some cases, insulin treatment.

But glucose control alone is not enough — it is also critical to control individuals’ blood pressure and cholesterol
levels '?° (i.e. co-morbidities) and to do everything possible to prevent or delay the onset of complications — through
regular foot care, screening for damage to the eyes, nerves, heart, kidneys and nerves.

Therapeutic patient education for self-management

Self-management is a key component of diabetes care,’ as it has been estimated
that 95% of diabetes management is self management.*® Therapeutic patient _
education to encourage self-management should be offered to all patients with Personalised ;
diabetes by a trained diabetes professional, preferably a diabetes specialist nurse. care

This should involve providing patients with sufficient information, knowledge and planning
skills to be able to monitor their glucose levels, manage multiple medications and
treatments, make necessary lifestyle changes and continually monitor for any
developments or changes in their condition, for example the development of foot
ulcers or eye problems. 293133

The components of therapeutic patient education in diabetes are helpfully depicted Access to
in an illustration opposite from Diabetes UK. healthcare
professionals and
trained specialist
advice when
required

Background working

High quality,
tailored

information

Emotional and

' psychological

support

Access to
structured
education
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Diabetes: Parliamentary Brief

However you start the debate, you may need quick facts and compelling arguments about the basic overall facts of diabetes, its costs and impact on society.

This Parliamentary Brief has been adapted from the International Diabetes Federation’s Advocacy Toolkit to fit the European context. We hope it will make a
useful companion to the information featured in this toolkit on different topics, or provide a helpful top line brief in its own right.

1. Diabetes is a huge and growing problem

Soundbite Key message

Diabetes costs more than all Diabetes costs more than all cancers combined'? but is still given relatively low priority compared to other

cancers combined diseases.? Direct health costs in Europe run as high as €109bn per year.*

Diabetes is a 21st century epidemic. 56 million Europeans have diabetes. By 2035 this will be 70 million, meaning one in ten Europeans aged 20-79 will
have diabetes.*

Diabetes is a serious threat Leading experts have called diabetes and other chronic diseases 'too big to fail’ for Europe’ i.e. an equivalent

to the economy.>6 challenge to our economy as the recent financial crisis. The World Economic Forum have called diabetes a
‘clear threat’ to global development.

We are already paying the Diabetes costs around 10% of national healthcare spend in Europe,® and the greatest share of this is from

price for failure. hospitalisations?® that could have been prevented.

continues... 85
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2. Diabetes kills and reduces quality of life

Soundbite

Diabetes is one of Europe’s leading
causes of death.™

Key message

Diabetes doubles the risk of death compared to people of equivalent age without diabetes.” Within Europe,
diabetes accounts for over 619,000 deaths per year and it affects approximately 9.2% of the population aged
20-79 years.* The number of people affected is growing.*

Diabetes is a major cause of
poor quality of life and ill-health.

Diabetes doubles the risk of stroke' and increases the risk of heart disease up to 3 fold for men and 5 fold for
women.” [t is the number one cause of blindness in adults of working age"" and end-stage kidney disease in
adults.”™ People with diabetes have a 23-fold increased risk of foot amputation'™ and 60-70% of people with
diabetes develop nerve damage.™

Diabetic complications are the
main drivers of cost.

The presence of complications (see above) increases the cost of diabetes by up to 5 times."” For example, 34% of
total hospital inpatient days for diabetes are due to stroke and heart disease alone.' Heart disease is also more
severe and more expensive when it occurs in people with diabetes as compared to those without diabetes.™

3. Diabetes is a neglected issue for the social and economic sustainability of Europe

Soundbite

Diabetes is a major cost to our
healthcare systems

Key message

Diabetes accounts for around 10% of total health expenditure®, as high as €109bn for Europe in 2013.* This
means billions of Euros per year — roughly €20 billion in the UK, or €40 billion in Germany.® That's the equivalent of
€2.25 - €4.5 million an hour respectively.® This may even be an underestimate, as many diabetic complications are
not recorded properly and are therefore excluded from cost estimates.®

Diabetes costs will keep rising

Direct costs to health care systems in Europe are expected to increase to as much as €117 billion per year by 2035.4

Diabetes stops people from working
and leading productive lives

Over €100 billion per year in the UK, ltaly, Spain, France and Germany is lost every year to diabetes in terms of
lost productivity and worker absenteeism,® and the true cost for society is likely to be much higher (for example,
taking into account the impact on family caregivers).

Industry leaders are worried about
chronic diseases like diabetes

A survey conducted by the World Economic Forum showed over half of business leaders expected
non-communicable diseases to impact on their company profitability in years to come.?

continues...

86



USEFUL
RESOURCES

Diabetes

basics on diabetes

Parliamentary brief

Key diabetes policies
and reports

Making an economic
case for diabetes

Background working
papers

Diabetes: Parliamentary Brief

4. We have cost-effective solutions — but we are not implementing them enough

Soundbite Key message

We could prevent most cases of
Type 2 diabetes.

10% to 20% of people are thought to be at high risk of developing Type 2 diabetes,?'?? but too few people with
diabetes are offered effective prevention. Prevention programmes have shown we can halve the number of people
developing Type 2 diabetes,?3%* saving money on expensive care and keeping people healthy.

For people with diabetes the care and
support they receive is often too little,
too late

Early diagnosis and treatment is vital'®?, yet up to half all cases of diabetes are undiagnosed,??>% and people with
diabetes can wait as long as 7 years to be diagnosed.?”?¢ Amongst people known to have diabetes, only half have
well controlled blood glucose,?%3°26 and adequate care of complications and co-morbidities is highly variable, and very
often poor.®3

Economic pressures cannot be
allowed to take us backward

Limitations in access to suitably trained clinicians and some basic aspects of care are being reported across Europe
as a result of economic pressures.®'° This even includes vital tools for self-management such as blood glucose
monitoring strips.3?

Patients who receive targeted
education about diabetes are better
able to look after themselves

Therapeutic education to allow people to manage their condition (i.e. self-management) is a missing link in
diabetes.®*3* Therapeutic patient education for self-management has been proven to improve quality of life, blood
glucose control, and reduce hospitalisation and healthcare costs.’®3%%¢ Yet most people receive little or no such
education.®

Multidisciplinary care for diabetes will
save lives and improve quality of life

Multi-disciplinary teams working together to treat diabetes and its complications can reduce mortality and disability
by as much as a half 238 paying for itself in saved treatment costs. But too few people with diabetes benefit from
such models.®

We must ensure that the economic
crisis does not strangle innovation
in diabetes.

Diabetes is accorded a low priority in research budgets compared to other chronic diseases® despite its growing
prevalence. Innovative approaches to care and management of diabetes are urgently needed if we want to reduce
the burden posed by diabetes in years to come.®

continues...
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In 1989, the St. Vincent Declaration challenged European countries to adopt national diabetes plans. Since then, diabetes has received increasing attention in EU policies, as a
standalone condition as well as within an overall prioritisation of non-communicable disease (NCDs).

The following figure shows the development of key policy initiatives and landmark reports on diabetes over time in Europe.
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Making an economic case for diabetes

The economic case for investment in diabetes is often the first and most important argument to win. Please click below for a Powerpoint
which can help you make a strong economic case for diabetes as a policy priority.

Powerpoint presentation presenting the
economic case for investment in diabetes.
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The European Policy Action Network on Diabetes was created in 2011 to bring together national Members of Parliament (MPs), Members of the European Parliament and key diabetes stakeholders from across Europe to work together to drive a new generation of diabetes policies. 



The ExPAND Policy Toolkit for Diabetes is the result of discussions between the ExPAND members that occurred over the course of 2012-2013. The development of this Toolkit was overseen by SHW Health Ltd., acting as secretariat for ExPAND. The contents of the Toolkit are fully endorsed by, and are the ownership of, the members of the network. Acknowledgements to Bristol-Myers Squibb, AstraZeneca and Roche Diagnostics for providing support to facilitate the regular meetings of the ExPAND network and for funding the development of this Toolkit. 
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A call to action for world economies

CHRONIC DISEASE

‘One of the major challenges for development in the 21st century’ – United Nations, 2011 (1)

‘Too big to fail  - the cataclysmic effects of chronic non-communicable diseases on the global economy’  - European Chronic Disease Alliance, 2012 (2)



DIABETES: THE ARCHETYPAL CHRONIC DISEASE 

‘A clear threat to development and economic growth’ - World Economic Forum and the Harvard School of Public Health, 2011 (3)

‘Already taking a noticeable share of GDP… these costs can only  escalate’  - Economist Intelligence Unit, 2007 (3)
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Executive summary – why action is needed now

A huge toll on society:

• Costs more than all cancers combined, (4,5) and kills more people than breast and prostate cancer together (6) 

• 10% of total healthcare expenditure in Europe (7)

• Responsible for 1 in 10 deaths, or 619,000 deaths every year(1)

• Huge social costs in terms of lost productivity and dependence – up to €100bn(8)





Diabetes is on the increase:



• By 2035, 1 in 10 will have diabetes in Europe – or 70 million people (1)

• Increasing numbers of people with type 2 diabetes linked to rise in obesity and ageing population (2,3) 

• Unexplained increase of type 1 diabetes in children(1)



Unmet health needs:

• Up to half of all cases are undiagnosed in Europe (9,10)

• Of those diagnoses, 50% do not achieve

adequate glucose control, putting them at increased risk of heart disease, stroke, kidney disease and blindness (10,11,12)

• Limits to even the most basic diabetes care exist in some EU countries. (2,8,13,14)

Health impact beyond diabetes:



Diabetes is the number one cause of:

End-stage renal disease (15)

New cases of blindness in adults of working age (16,17)

• Diabetes leads to a 3-5 times greater risk of heart disease(18) and doubles the risk of stroke (19)

 Diabetes increases the risk of foot amputation 23-fold. (20)





(1) International Diabetes Federation. IDF Diabetes Atlas, 6th edition. 2013. 

(2) European Coalition for Diabetes (FEND, EURADIA, IDF Europe and PCDE), The Policy Puzzle – is Europe Making Progress? 2011. www.idf.org/regions/EUR/policypuzzle(3) WHO & IDF 2004 – Diabetes action now. 

(4) American Diabetes Association. Economic costs of diabetes in the US in 2012. Diabetes Care 2013; 36:1033-1046 doi: 10.2337/dc12-2625. Epub 2013 Mar 6. 

(5) American Cancer Society. Cancer Facts & Figures 2013 

(6) Diabetes UK. Diabetes. Beware the Silent Assassin. 2008. 

(7) Zhang P, Zhang X, Betz Brown J. The economic impact of diabetes. IDF Diabetes Atlas fourth edition. 2009. International Diabetes Federation. 

(8) Kavanos P, et al. Diabetes expenditure, burden of disease and management in 5 EU countries. London School of Economics, editor. 2012. London, UK 

(9) DECODE Study. Age- and sex-specific prevalence of diabetes and impaired glucose regulation in 13 European cohorts. Diabetes Care 2003; 26(1):61-69. 2003 

(10) World Health Organisation Europe. World Health Organisation Europe. Gaining Health: The European Strategy for the Prevention and Control of Noncommunicable Diseases. 2006. http://www.euro.who.int/__data/assets/pdf_file/0008/76526/E89306.pdf 

(11) Vouri SMWNV, Shaw RF, Egge JAAB. Prevalence of Achievement of A1c, Blood Pressure, and Cholesterol (ABC) Goal Veterans with Diabetes. 2011;17:304-12. Manag Care Pharm 2011; 17:304-312. 

(12) Cegedim Strategic Data. Cegedim Strategic Data's Real-World Evidence shows that Diabetes management varies among the Top 5 European countries. 2013. http://hugin.info/141732/R/1707014/565205.pdf 

(13) Diabetes UK. Access to test strips. A postcode lottery? Self monitoring of blood glucose by people with type 1 and type 2 diabetes. 2013. http://www.diabetes.org.uk/Documents/Reports/access-test-strips-report-0813.pdf 

(14) International Diabetes Federation (IDF). Access to medicines and medical devices for diabetes care in Europe: Have your say. (22 March 2013). 2013. 

(15) Department of Health. Improving diabetes services: the NSF four years on. The Way Ahead: The Local Challenge. Report from Dr Sue Roberts National Clinical Director for Diabetes, for the Secretary of State for Health. 2007. 

(16) Centers for Disease Control and Prevention. National diabetes fact sheet: national estimates and general information on diabetes and prediabetes in the United States, 2011. Atlanta, GA. 2013. U.S. Department of Health and Human Services, Atlanta. 

(17) Arun CS, Ngugi N, Lovelock L, Taylor R. Effectiveness of screening in preventing blindness due to diabetic retinopathy. Diabet Med 2003; 20(3):186-190. 

(18) Ryden L, Standl, E, Bartnik M, et al, European Society of Cardiology (ESC) et al. Guidelines on diabetes, pre-diabetes and cardiovascular diseases, an executive summary. European Heart Journal 2007; 28:88-136. 

(19) Jeerakathil T, Johnson JA, Simpson SH et al. Short-term risk of stroke is doubled in persons with newly treated type 2 diabetes compared with persons without diabetes: a population based cohort study. Stroke 2007; 38(6): 1739-43. 

(20) Diabetes UK (2013). Factsheet no. 37. Foot care for people with diabetes in the NHS in England: The economic case for change 
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The economic impact of diabetes today



Cost to healthcare systems: 

10% of total healthcare expenditure (1) 

€109 billion per year (Europe) (2)

Additional cost to the economy:

Over €100 billion (UK, Germany, France, Spain and Italy together) (3)

Cost to people and their families:

Huge impact on productivity and quality of life

Caregiver time considerable





For all references see notes









Zhang P, Zhang X, Betz Brown J. The economic impact of diabetes. IDF Diabetes Atlas fourth edition.  2009.  International Diabetes Federation. 

International Diabetes Federation. IDF Diabetes Atlas, 6th edition. 2013.   International Diabetes Federation, Brussels, Belgium. 

Kavanos P, et al. Diabetes expenditure, burden of disease and management in 5 EU countries. London School of Economics. London, UK. 2012.
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Diabetes in 16 years time: outlook for 2035



Higher costs to healthcare: 

increase to €117bn by 2035 in Europe: (1) 

Continued costs to the economy: 

indirect costs likely to mirror if not exceed direct costs (2)



More people with diabetes:

Projected increase in Europe of

 14 million people by 2035, from 56m to 70m, and more children with Type 1 and Type 2 Diabetes (1)

For all references see notes





International Diabetes Federation. IDF Diabetes Atlas, 6th edn.  2013.  International Diabetes Federation, Brussels, Belgium. 



Kavanos P, et al. Diabetes expenditure, burden of disease and management in 5 EU countries. London School of Economics, editor. 2012. London, UK
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A strong scientific evidence base supports the return on investment of:

Prevention approaches based on screening and behavioural change

Early diagnosis and the prevention of complications 

A person-centred, multi-disciplinary approach 

Therapeutic patient education for self-management



Experts have also called for:

Fostering innovation and access to optimal                                   care





Towards sustainability: 5 key investments

For all references see notes
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Reduced mortality 

Reduced healthcare costs (6)

Increased productivity (6)



Key investment 1: diabetes prevention

Prevent diabetes

in people at risk 

How we do it: 



Target intensive behavioural change at people at high risk (e.g. diet, exercise, weight loss)

Integrate new educator roles into community care

Why is this important?

Priority 

We could halve the number of

people with type 2 diabetes through effective prevention. (3,4,5) 



Return on investment



Between 10-20% of us are living with pre-diabetic conditions… (1,2)

For all references see notes







Gillett M, Chilcott J, Goyde, L. Prevention of type 2 diabetes: risk identification and interventions for individuals at high risk. Economic Review and Modelling .  2012.  ScHARR Public Health Collaborating Centre, University of Sheffield. http://www.nice.org.uk/nicemedia/live/12163/57046/57046.pdf

DECODE Study. Age- and sex-specific prevalence of diabetes and impaired glucose regulation in 13 European cohorts. Diabetes Care 2003; 26(1):61-69. 2003

Alberti KG, Zimmet P, Shaw J. International Diabetes Federation: a consensus on Type 2 diabetes prevention. Diabet Med 2007; 24(5):451-463. 2007.

Knowler WC, Fowler SE, Hamman RF et al. 10-year follow-up of diabetes incidence and weight loss in the Diabetes Prevention Program Outcomes Study. Lancet 2009; 374(9702):1677-1686. 2009

Lindstrom J, Ilanne-Parikka P, Peltonen M, Aunola S, Eriksson JG, Hemio K et al. Sustained reduction in the incidence of type 2 diabetes by lifestyle intervention: follow-up of the Finnish Diabetes Prevention Study. Lancet 2006; 368(9548):1673-1679.

Albright A. Rolling Out the U.S. National Diabetes Prevention Program. Centers for Disease Control and Prevention, Department of Health and Human Services, United States; 2012.
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Better long- term health (3-5)

Reduced disability and dependency(3-5)

Fewer hospitalisations (3-5)



Key investment 2: early diagnosis

Catch and treat diabetes as early as possible

How we do it: 



Adopt easy-to-use screening tools in everyday practice



‘Make every contact matter’ across all services

Why is this important?

Priority 

Early treatment should prevent or delay the onset of complications (3-5) such as heart disease, stroke, blindness and kidney damage.

Return on investment





Up to half of all cases of diabetes are undiagnosed.. (1,2,3)

For all references see notes





DECODE Study. Age- and sex-specific prevalences of diabetes and impaired glucose regulation in 13 European cohorts. Diabetes Care 2003; 26(1):61-69.



World Health Organisation Europe. World Health Organisation Europe. Gaining Health: The European Strategy for the Prevention and Control of Noncommunicable Diseases.  2006. http://www.euro.who.int/__data/assets/pdf_file/0008/76526/E89306.pdf



Ryden L, et al. ESC Guidelines on diabetes, pre-diabetes, and cardiovascular diseases developed in collaboration with the EASD The Task Force on diabetes, pre-diabetes, and cardiovascular diseases of the European Society of Cardiology (ESC) and developed in collaboration with the European Association for the Study of Diabetes (EASD). Eur Heart J 2013 doi: 10.1093/eurheartj/eht108. 2013.



Martin S, Schramm W, Schneider B, Neeser K, Weber C, Lodwig V et al. Epidemiology of complications and total treatment costs from diagnosis of Type 2 diabetes in Germany (ROSSO 4). Exp Clin Endocrinol Diabetes 2007; 115(8):495-501.



American Diabetes Association. Standards of Medical Care in Diabetes 2012. Diabetes Care 2012; 35,  Supplement 1.
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Reduce premature death and disability by up to 50% (7,8)

Reduce healthcare costs (4)

Key investment 3: person-centred care



Provide multi-disciplinary care for

diabetes – not just glucose control alone 

(1,2)



Why is this important?

Priority 

Diabetic complications increase costs by 3-5 times and mortality several-fold in patients.(3,4) Hospital care is the greatest share of costs.(5,6) 

Return on investment





How we do it: 



Control associated risk factors (e.g. blood pressure, cholesterol and obesity) and prevent complications

Identify and remove barriers to multi-disciplinary care

Complications of diabetes include heart disease, stroke, and damage to eyes, kidneys, 

and nerves. (1,2)

For all references see notes





Ryden L, et al. ESC Guidelines on diabetes, pre-diabetes, and cardiovascular diseases developed in collaboration with the EASD The Task Force on diabetes, pre-diabetes, and cardiovascular diseases of the European Society of Cardiology (ESC) and developed in collaboration with the European Association for the Study of Diabetes (EASD). Eur Heart J 2013 doi: 10.1093/eurheartj/eht108. 201



American Diabetes Association. Standards of Medical Care in Diabetes 2012. Diabetes Care, Volume 35, Supplement 1, January 2012



Nichols GA, Brown JB. The impact of cardiovascular disease on medical care costs in subjects with and without type 2 diabetes. Diabet Med 2007; 24:451-463.



Williams R, Van Gaal L, Lucioni C. Assessing the impact of complications on the costs of type II diabetes. Diabetologica 2002; 45:S13-S17.



Kavanos P, et al. Diabetes expenditure, burden of disease and management in 5 EU countries. London School of Economics, editor. 2012. London, UK



American Diabetes Association. Economic costs of diabetes in the US in 2012. Diabetes Care 2013; 36:1033-1046 doi: 10.2337/dc12-2625. Epub 2013



King P, Peacock I, Donnelly R, et al. The UK prospective diabetes study (UKPDS): clinical and therapeutic implications for type 2 diabetes. Br J Clin Pharmacol 1999; 48(5):643-648.



Gaede P, Vedel P, Larsen N, et al. Multifactorial intervention and cardiovascular disease in patients with type 2 diabetes. N Engl J Med 2003; 348(5):383-393.
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Key investment 4: patient education

Provide therapeutic patient education to enable self- management of all people with 

diabetes

Why is this important?

Priority 

95% of diabetes management is self-management. (3) Patient education is a crucial factor to success (2,4,5) 

Return on investment





How we do it: 



Provide all patients with diabetes individualised education and support by trained diabetes professionals

Adapt education models to meet the needs of

disadvantaged groups and those with low health literacy



Better adherence and benefits from existing treatment (4,5)

Improved glucose control and quality of life (4-8)

Reduced hospital use and long term costs(5,8)





Experts recognise the limits of ‘paternalistic’ medical models in improving diabetes care. (1,2) 

For all references see notes





Funnell MM, Andersen RM. Empowerment and Self-Management of Diabetes. Clinical Diabetes 2004; vol. 22(no. 3):123-127.



World Health Organisation. Therapeutic Patient Education. Continuing Education Programmes for Health Care Providers in the Field of Prevention of Chronic Diseases. 1998. World Health Organisation Europe, Copehagen. 



Diabetes UK. Improving supported self-management for people with diabetes. Diabetes UK, London. 2009. 



American Diabetes Association. Standards of Medical Care in Diabetes 2012. Diabetes Care, Volume 35, Supplement 1, January 2012.



Ryden L, et al. ESC Guidelines on diabetes, pre-diabetes, and cardiovascular diseases developed in collaboration with the EASD The Task Force on diabetes, pre-diabetes, and cardiovascular diseases of the European Society of Cardiology (ESC) and developed in collaboration with the European Association for the Study of Diabetes (EASD). Eur Heart J 2013 doi: 10.1093/eurheartj/eht108. 201



Speight J, Amiel SA, Bradley C, Heller S, Oliver L, Roberts S et al. Long-term biomedical and psychosocial outcomes following DAFNE (Dose Adjustment For Normal Eating) structured education to promote intensive insulin therapy in adults with sub-optimally controlled Type 1 diabetes. Diabetes Res Clin Pract 2010; 89(1):22-29.



Trento M, Gamba S, Gentile L, Grassi G, Miselli V, Morone G et al. Rethink Organization to iMprove Education and Outcomes (ROMEO): a multicenter randomized trial of lifestyle intervention by group care to manage type 2 diabetes. Diabetes Care 2010; 33(4):745-747.



Plank J, Kohler G, Rakovac I, Semlitsch BM, Horvath K, Bock G et al. Long-term evaluation of a structured outpatient education programme for intensified insulin therapy in patients with Type 1 diabetes: a 12-year follow-up. Diabetologia 2004; 47(8):1370-1375.
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Key investment 5: access and innovation

Secure access to care

and foster investment in innovative care solutions

Why is this important?

Priority 



Only 50% of patients currently achieve good glucose control. (4-7)

Limits in access to even the most basic diabetes care exist. (2,8)



Return on investment





How we do it: 



Maintain incentives for innovation despite fiscal pressures

Demand fewer inequalities in access to diagnosis, monitoring and care for people with diabetes



Better patient outcomes and sustainable health healthcare systems (3,7-10)

Reduced costs to society overall (7,8)

The economic crisis threatens to widen gaps in diabetes care (1-3)

For all references see notes







International Diabetes Federation (IDF). Access to medicines and medical devices for diabetes care in Europe: Have your say. (22 March 2013). 2013.



European Coalition for Diabetes (FEND, EURADIA, IDF Europe and PCDE), The Policy Puzzle – is Europe Making Progress? 2011. www.idf.org/regions/EUR/policypuzzle(3) WHO & IDF 2004 – Diabetes action now. 



Economist Intelligence Unit. The silent epidemic: An economic study of diabetes in developed and developing countries. 2007



Vouri SMWNV, Shaw RF, Egge JAAB. Prevalence of Achievement of A1c, Blood Pressure, and Cholesterol (ABC) Goal Veterans with Diabetes. 2011;17:304-12. Manag Care Pharm 2011; 17:304-312.



 Cegedim Strategic Data. Cegedim Strategic Data's Real-World Evidence shows that Diabetes management varies among the Top 5 European countries.  2013. http://hugin.info/141732/R/1707014/565205.pdf



Ryden L, et al. ESC Guidelines on diabetes, pre-diabetes, and cardiovascular diseases developed in collaboration with the EASD The Task Force on diabetes, pre-diabetes, and cardiovascular diseases of the European Society of Cardiology (ESC) and developed in collaboration with the European Association for the Study of Diabetes (EASD). Eur Heart J 2013 doi: 10.1093/eurheartj/eht108. 201



World Health Organisation Europe. World Health Organisation Europe. Gaining Health: The European Strategy for the Prevention and Control of Noncommunicable Diseases.  2006. http://www.euro.who.int/__data/assets/pdf_file/0008/76526/E89306.pdf



Kavanos P, et al. Diabetes expenditure, burden of disease and management in 5 EU countries. London School of Economics, editor. 2012. London, UK.



World Health Organisation. Action Plan for implementation of the European Strategy for the Prevention and Control of Noncommunicable Diseases 2012-2016.  2012.  World Health Organisation Europe.



Bloom DE, Cafiero ET, Jane-Llopis E, et al. The Global Economic Burden of Noncommunicable Diseases.  2011.  World Economic Forum, Geneva.
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The number of people affected by diabetes will rise by 14 million. (2)

Diabetic complications will also rise – e.g. heart attacks, strokes, lower limb amputations, and cases of blindness (3,4)

The costs of diabetes and chronic disease could cripple our healthcare systems. (4,5)

The cost to the general economy will be significant in terms of lost productivity (5-7)

Limits in access to basic diabetes care will compound the problem. (7-9) 

For the first time in history, the life expectancy in our children will be lower than that of previous generations due to the impact of obesity. (10)



The cost of inaction

“The cost of care for diabetes is high but the cost of doing nothing is far greater.”

The Economic Intelligence Unit, 2007 (1)



If we do nothing…

For all references see notes







Economist Intelligence Unit. The silent epidemic: An economic study of diabetes in developed and developing countries. 2007

International Diabetes Federation. IDF Diabetes Atlas, 6th edition. 2013.  

Ryden L, et al. ESC Guidelines on diabetes, pre-diabetes, and cardiovascular diseases developed in collaboration with the EASD The Task Force on diabetes, pre-diabetes, and cardiovascular diseases of the European Society of Cardiology (ESC) and developed in collaboration with the European Association for the Study of Diabetes (EASD). Eur Heart J 2013 doi: 10.1093/eurheartj/eht108. 20

American Diabetes Association. Standards of Medical Care in Diabetes 2012. Diabetes Care, Volume 35, Supplement 1, January 2012.

Bloom, D.E., Cafiero, E.T., Jané-Llopis, et al. The Global Economic Burden of Noncommunicable Diseases. Geneva: World Economic Forum. 2011.

The Grand Challenge: Delivering for Diabetes in Europe. Plenary Meeting of the European Parliament's EU Diabetes Working Group. European Parliament's EU Diabetes Working Group; 2010.

Kavanos P, et al. Diabetes expenditure, burden of disease and management in 5 EU countries. London School of Economics, editor. 2012. London, UK.

International Diabetes Federation (IDF). Access to medicines and medical devices for diabetes care in Europe: Have your say. (22 March 2013). 2013.

European Coalition for Diabetes (FEND, EURADIA, IDF Europe and PCDE), The Policy Puzzle – is Europe Making Progress? 2011. www.idf.org/regions/EUR/policypuzzle(3) WHO & IDF 2004 – Diabetes action now. 

Olshansky SJ, Passaro DJ, Hershow RC, et al. A Potential Decline in Life Expectancy in the United States in the 21st Century. New Engl J Med 2013; 352:1138-1145.
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The Policy Toolkit will help you engage national members of Parliament in recognising diabetes as a policy priority, and support existing MP champions to campaign within national governments



The toolkit gives you:

A powerful economic case for diabetes and chronic disease more widely that competes with other priorities in a difficult climate 

A clear route map to around which to rally diabetes champions

















Key resources: basic diabetes information, Q&A, key reports & references





What the ExPAND toolkit can do for you



Population approaches to chronic disease

Diabetes prevention

Multi-disciplinary care

Patient therapeutic information and self management

Innovation and access to care

Older people

Children

The evidence and good practice models already exist. ExPAND brings them together the first time into a single toolkit, co-designed with national policy makers to be relevant and effective in the parliamentary setting.

?

!

For all references see notes
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Summary points

The cost of diabetes is huge to society in general

Prevalence is growing, among adults as well as children

Many cases are preventable

Earlier detection and prevention can make a huge difference

Better treatment is urgently needed

Diabetes is underfunded compared to other chronic conditions

A complex problem requires innovative solutions.

‘If countries do not invest in prevention, early diagnosis and treatment, the costs in future will escalate dramatically.’



Economist Intelligence Unit, 2007

WE MUST WIN THE CASE FOR CHANGE IN NATIONAL GOVERNMENTS ACROSS EUROPE

For all references see notes







14



image2.jpeg

The European Policy Action Network on Diabetes






image1.jpeg







image3.jpeg







image4.jpeg

The
Economist






image5.jpeg

WORLD
ECONOMIC
FORUM






image6.png

ecda

european
chronic
disease
alliance






image7.png







image8.wmf



image9.wmf



image10.png







image11.wmf



image12.png







image13.wmf



image14.png

ExPand Toolkit 60ct13.pdf - Adobe Reader

File Edit View Window Help

x

BB 86

|@® @ [2]/0]| = @&

2 -] | B E| @ 2 |

Tools.

Sign

Comment

S5 Plss il u the fllowing forn Yo can v ot typed o this form.

Contents

Section 1 - Introduction to the Toolkit

Why this toolkit?
Executive summary.
How to use the toolkit

Section 2 - Priority areas for action

A whole population approach  dibetes as part of chronic disease prevention
Prevention and screening - Preventing diabetes in people at risk and catching diabetes early
Multiisciplinary care - Patient-centred care beyond glucose control

Patient empowerment: therapeutic patient education for self-management

Securing access to care and fostering innovation in diabetes

A special responsibilty: children with diabetes in schools

A special responsibility: older people with diabetes.

Section 3 — Useful resources

Diabetes basics
Questions and answers

Key diabetes policies and resources

Making an economic case for diabetes (Powerpoint presentation)
Background working papers

Find

0l )

1220
2371072013









Making an economic case for






an.
PRIORITY USEFUL
AREAS RESOURCES

Diabetes Parliamentary brief

Key diabetes policies
basics on diabetes

Making an economic Background working
and reports

case for diabetes papers

Background working papers

During the course of 2012-13 the members of ExPAND worked together to build the toolkit and develop content and key themes.
The working papers below contain addition research and material that may be useful.

Working Working Working Working
paper paper paper paper
Making an Diabetes Multi- Therapeutic
economic case Prevention disciplinary Education
for diabetes care
CLICK CLICK CLICK CLICK
HERE HERE HERE HERE
Working Working Working
paper paper paper
Monitoring Fostering Children with
quality of care innovation For diabetes in
discussion schools
CLICK CLICK CLICK
HERE HERE HERE

92




© ) )

The European Policy Action Network on Diabetes

Making an economic case for diabetes

Working paper

December 2012

The European Policy Action Network on Diabetes was created in 2011 to bring together national Members of
Parliament (MPs), Members of the European Parliament and key diabetes stakeholders from across Europe
to work together to drive a new generation of diabetes policies.

This paper was used as background for discussion, held between the EXPAND members over the course of
2012-2013. It was written by Suzanne Wait and Ed Harding from SHW Health Ltd., who act as secretariat for
ExXPAND.

The contents of this paper, as of the Policy Toolkit on Diabetes, are fully endorsed by, and are the ownership
of, the members of the network. Acknowledgements to Bristol-Myers Squibb, AstraZeneca and Roche
Diagnostics for providing support to facilitate the regular meetings of the EXPAND network and for funding
the development of this Toolkit.






In the current economic climate, policy makers will need a robust case for prioritising investment in diabetes.
This document presents a synthesis of economic data on diabetes and focuses on two topics — diabetic foot
and cardiovascular complications — to show how economic data can illustrate clearly the need for change. It
concludes with a discussion around how these data can be used to encourage policy development.

1. The headlines

Diabetes currently costs more than cancer, yet is still accorded relatively low priority compared to
other non communicable diseases

Diabetes is estimated to cost European countries at least €100 billion each year in direct healthcare
costs alone.!

These direct costs are expected to increase to between €97 billion and €184 billion by 2030.1

Indirect costs have been estimated at over €100 billion per year for the UK, Italy, Spain, France and
Germany, suggesting the total for the EU is far higher.?

Cost estimates related to diabetes are likely to be underestimated as diabetes-related care is often
recorded under other health conditions such as cardiovascular disease.

Complications increase the cost of diabetes considerably, especially hospitalisation and acute care

Evidence supports the economic value of population prevention efforts, specialist diabetes care in
hospitals, and nurse-led diabetes individual case management in community settings.

“The NHS does not clearly understand the costs of diabetes at a local level, and so lacks clarity about the
most effective ways to deliver diabetes services.”(National Audit Office report 2012, England)?

1

Zhang et al. Economic impact of diabetes. IDF Atlas, fourth edition (2011).

http://www.idf.org/sites/default/files/Economic_impact of Diabetes.pdf

2 Kavanos P. et al. Diabetes expenditure, burden of disease and management in 5 EU countries, London School of
Economics (2012).
http://www2.lse.ac.uk/LSEHealthAndSocialCare/research/LSEHealth/MTRG/LSEDiabetesReport26Jan2012.pdf

3 National Audit Office (2012). The management of adult diabetes services in the NHS. Department of Health.




http://www.idf.org/sites/default/files/Economic_impact_of_Diabetes.pdf

http://www2.lse.ac.uk/LSEHealthAndSocialCare/research/LSEHealth/MTRG/LSEDiabetesReport26Jan2012.pdf



2. Direct costs of diabetes to healthcare systems

Scope of direct costs

e Diagnosis e Treatment of diabetes complications
e Treatment of diabetes e  Monitoring and testing
Types of cost
e Hospital admissions e Medication (for glucose control +
complications)
e  Emergency room admissions e Ambulatory care
e  Qutpatient hospital care e Ancillary/auxiliary health

Direct cost estimates of diabetes in different EU countries

UK €20.2 (£13.8bn)*
Belgium $2bn - $3.9bn**
Germany €43.2 billion (ref)*
Portugal $1.7bn - $3.2bn**
Europe $106bn-$196bn
Key facts

> The cost of diabetes to health care systems is considerable and is rising exponentially
Diabetes is the fourth main cause of death in Europe, affecting more people than cancer. Direct
healthcare costs to European countries are estimated to be between €82 and €152 billion each year,
rising to €97-€184 billion by 2030.1

> Hospitalisations are the main cost driver for diabetes, accounting for up to half of direct costs.
For example, in 2010, total direct costs in France reached €12.9 billion, of which 37% (€4.9 billion) were
hospital costs. Whilst it is difficult to differentiate between Type 1 and Type 2 diabetes costs, studies
suggest Type 1 diabetes costs more per patient, but the greater numbers of T2 diabetes patients means
a greater cost overall.?

> Diabetes related complications are a major driver of service use and can multiply costs per patient.
For example, abnormal renal function, which affects up to 3% of patients annually, has been shown to
increase Type 2 diabetes treatment costs by 65%. End-stage renal disease increases costs by 771%.% This
translates to an annual cost of up to €81,449 for haemodialysis and €76,852 for renal transplants.?

> Despite these figures, integrated care offering effective secondary prevention of diabetes
complications remains rare.

» Many direct costs remain hidden, with healthcare providers unable to judge where to prioritise efforts
to improve system efficiency (as well as quality of care)
Lack of national-level prevalence data on diabetes make cost estimates fragmented and difficult to
compare. Administrative data systems also often record diabetes-related deaths and hospitalisations
under a related complication such as heart disease or kidney disease.?

4 Jonsson B. Revealing the cost of Type |l diabetes in Europe. Diabetologia 2002; 45:55-S12.






3. Indirect costs of diabetes

Scope of indirect costs

Lost productivity due to ill health e  Absenteeism
(presenteeism) e Dependence on social benefits caused by diabetes
Lost productivity from early mortality e Caregiver time

Early retirement

Estimated 2010 total annual indirect costs in selected EU countries (€billion)?

Country Absenteeism Early retirement Social benefits Total cost
Italy €53 €7.2 €0.97 €126
France €6.3 €6.5 €0.11 €12,9
Spain €8.0 €94 €0.10 €17.6
Germany €18.0 €19.6 €0.24 €37.9
UK €9.4 (£8.4) €7.7 (£6.9) €0.17 (£0.15) €17.3 (£15.4)
Key facts

> Indirect costs are likely to overtake direct costs yet there has been little attempt to evidence them

There is little consensus as to which factors should be included in indirect costs, such as informal care,
disability and workforce participation.'® As a result, available data vary considerably based on which
components are included in their calculations.

The impact of diabetes on productivity is a key concern to business leaders and employers, yet the
importance of chronic disease management and workforce participation is absent from economic
growth strategies

In a 2010 survey conducted by the World Economic Forum over half of business leaders interviewed
expected that non-communicable diseases will have a meaningful impact on their company in years to
come.®

The true extent of indirect costs is not known, in particular caregiver costs and informal care

Data on the impact of diabetes on caregiver time and informal care is very difficult to find, making
understanding of the true burden of diabetes on society difficult to assess. However, these costs are set
to continue to grow as the burden of care shifts more to families as a result of health system resources
being squeezed.

5> Economist Intelligence Unit (2012). The silent epidemic. An economic study of diabetes in developed and developing
countries.

6 Bloom DE et al. The Global Economic Burden of Non-communicable Diseases. Geneva: World Economic Forum (2011).






4. Focus: cardiovascular disease and diabetes
Key facts:

e Cardiovascular disease (CVD) is one of the major complications of diabetes

e People with diabetes are up to 5 times more likely to suffer from heart disease or a stroke than
people without diabetes.

e CVD represents 50% of all deaths amongst people with diabetes and results in 5-10 years of
shortened life expectancy.?

e CVD increases the costs of care for patients with diabetes with some 34% of the total hospital
inpatient days for diabetes patients due to CVD.”

e Non-diabetes medications are 3 to 4 times the cost of diabetes medications, and cardiovascular
medications account for the largest share of prescriptions and costs.?

Lessons learned from existing evidence:

> Improved patient education and awareness help patients prevent CVD complications: For example,
NICE in the UK suggest that educational programmes for diabetes patients are associated with a net
cost saving of €3355 (£2700) per patient over 10 years and a higher number of quality-adjusted life
years (QALYs).3

> The presence of CVD increases the costs of care for patients with diabetes, but the presence of
diabetes also increases the cost of care for patients with CVD: patients with CVD and diabetes can
have up to 8 times the number of hospital inpatient days, 7 times the number of emergency visits
and 6 times the number of physician and outpatients visits for heart failure compared to their peers
without diabetes.®

> Specialist teams in hospital make a difference: specialist diabetes teams in hospitals have been
linked to improved care for patients, better control of blood glucose levels, reduced length of stay
and lower levels of admission and readmission to hospital.?

> Population approaches to CVD prevention have benefits and savings: the evidence is compelling for
the human and economic arguments in favour of CVD prevention. Prevention programmes have
been linked to cost savings from reduced service use, reduced indirect costs and a reduction of other
chronic diseases.?

What can be done:

e Systematic data collection of complications should be a priority so that they may be used to shape
holistic national policies on diabetes, such as National Diabetes Programmes.

e Joint prevention strategies that target people at risk of CVD as well as diabetes should be sought to
ensure that the risks associated with diabetes are limited in patients with CVD and vice versa.

¢ Financial incentives for GPs who actively prevent and monitor for complications, particularly CVD, may
be integrated into tariffs for GPs and quality-based remuneration systems (eg. Quality Outcomes
Framework in the UK, CAPI system in France).

e In social health insurance system, where patients are reimbursed for their care, reimbursement of care
may be made conditional upon adherence to yearly monitoring for the prevention of complications.

e Where there is competition in commissioning of secondary care services for diabetes, the commissioning
body should make it a requirement that diabetes care be delivered only by personnel with specific
training in diabetes.

7 American Diabetes Association. Economic costs of diabetes in the US in 2007. Diabetes Care 2008; 31: 596-615.






5. Focus: footcare and diabetes

Key facts:

Diabetes can damage blood vessels and nerves, especially if blood glucose is poorly controlled —
which can lead to poorly healing ulcers or sores in the lower limbs and possible amputation.?

Only two-thirds of ulcers will eventually heal and the remainder may result in some form of
amputation®

Amputation rates vary significantly across Europe and range between 1 and 4% of diabetic patients,
but up to 6.6% in Poland, or 14,000 per year'®

There is evidence that foot complications amongst people with diabetes are linked to complications
and higher death rates, especially from cardiovascular disease'!

Lessons learned from existing evidence:

>

Late stage diabetic foot is expensive: comparative costs for gangrene treatment have been
estimated at €1,783-€5,611 and ulcer treatment at €1,783-€1,999. Lower limb amputation can cost
between €9,515-€32,000 per patient, not including any mobility rehabilitation or prostheses or
resulting indirect costs such as depression, dependency, lost productivity and informal care.*

Foot problems are a major cost driver and have poor outcomes: For example, in the UK people with
diabetes are more likely to be admitted to hospital with a foot ulcer than any other complication.
Low awareness amongst patients is also a problem —in the UK, one in three people with diabetes do
not understand the risk of amputation. 2

Prevention and early identification are vital: Data from the UK suggests that reducing late referrals
to specialist foot teams by up to 50% could save at least €42 million a year.3

Integrated, holistic care of diabetic foot can be cost effective: the multidisciplinary treatment of
foot ulcers, close monitoring, and education of people with diabetes and healthcare professionals
can reduce amputation rates by up to 85%"3

What can be done:

>

>

Ensure, comprehensive, national monitoring of data: only France, Italy and the UK regularly collect
and publish monitoring data that includes the provision of footcare.

Ensure regular access to footcare for all people with diabetes: evidence suggests universal access to
podiatry specialists may improve self-care behaviour and reduce later symptoms of diabetic foot.

Set a national vision for a range of footcare services across the whole patient journey: where early
prevention and monitoring in the primary care and informal setting can escalate quickly to further
treatment and specialist care when needed.

Educate a wider range of healthcare professionals in diabetic footcare: educate diabetes non-
specialists such as practice nurses, community nurses, general practitioners, orthotics providers and
health care assistants and support workers.

8 Linder R et al. The benefit and efficiency of the disease management programme for type 2 diabetes. Dsch Arztebl Int
2011; 10: 155-62.

% International Working Group of the Diabetic Foot, 2012. Available at: http://www.iwgdf.org/

10 Wait S. 2012. Applying a holistic view to diabetes care and management [Online]. Available at
http://www.ecdiabetes.eu/documents/Holistic-view-to-diabetes-Nov-2011.pdf

11 Brownrigg JR et al. The association of ulceration of the foot with cardiovascular and all-cause mortality in patients
with diabetes: a meta-analysis. Diabetologia. 2012 Nov;55(11):2906-12

12 biabetes UK, NHS Diabetes. Putting feet first - Commissioning specialist services for the management and prevention
of diabetic foot disease in hospitals. Diabetes UK, London 2009.

13 Bakker K et al. International Working Group on the Diabetic Foot - Practical guidelines on the management and
prevention of the diabetic foot 2011. Diabetes Metab Res Rev 2012; 28(Suppl 1): 225-231.




http://www.ecdiabetes.eu/documents/Holistic-view-to-diabetes-Nov-2011.pdf

http://www.ncbi.nlm.nih.gov/pubmed/22890823



>

Educate all diagnosed diabetes patients about the importance of correct foot care procedures: All
patients should be offered guidance early on the importance of footcare and necessary checks and
procedures, for example, foot checks on admission to hospital.

Embed diabetic footcare across all health and social care services during commissioning: tie
remuneration to the monitoring of diabetic patients for foot risk as standard and normalise as part
of wider services for people with diabetes, for example upon hospitalisation and admission to
residential care.

6. Conclusions: making an economic case for diabetes

Economic data on diabetes can be a very powerful argument for driving change, but they are not enough on
their own. Ways to use data to support a careful combination of long-term objectives as well as ‘quick wins’
are needed to sustain change. Also, while economic impact is important, the impact of any proposed change
on quality of care should never be forgotten.

What do we know works?

>

Investment in preventative, community-based approaches. Hospital admissions remain the main
cost driver in diabetes care which points to the need to shift the management of diabetes to primary
care settings. However, this shift must be accompanied by appropriate investment in trained
professionals who can provide individualised case management to patients.

Outreach and early diagnosis. The cost of under-diagnosis is unknown but is estimated to be
considerable, illustrating the urgency of wider professional awareness across health and social care
about diabetes and screening programmes for diabetes in as many settings as possible.

Holistic care. Data on the economic impact of complications point to the urgency of embedding a
holistic approach to management across all healthcare systems to prevent the continued expansion
of costs associated with diabetes.

Patient education. Recognising the individual’s own awareness and readiness to engage in self care
is an enormous factor in early identification and preventative approaches.

Financial incentives to promote improved management of diabetes. For example, reimbursement
of care conditional upon patient adherence to continuous monitoring for complications has been
used successfully in France. Physician reimbursement linked to long-term outcomes and prevention
of complications may also be very effective.

What do we need to change?

Diabetes stakeholders will need to consider the following combination of strategies to win consensus for
improved diabetes care:

>

Demanding and creating better data on the full impact of interventions on diabetes costs and
service usage may help guide decisions about service improvements from a sustainability and
resource perspective.

Raising awareness of the wider impact of diabetes on overall healthcare costs may help support a
holistic approach. Data on diabetes complications and of use of services related to diabetes within
other health conditions can be used to win this argument.

Leveraging evidence of indirect costs to drive investment in care. The enormity of indirect costs for
diabetes suggests the potential for a shared consensus for change with wider societal and economic
interests, as well as the need to adopt diabetes prevention and awareness strategies in the
workplace.






How do we do this?

» Which data do you have, and which new data should be prioritised?

» What are some of the experiences of countries in using economic data to support reforms in
diabetes management?

» In which areas of health care does it make sense to build common platforms for investment? E.g.
CVD, liver disease? Primary care, acute sector, social care?

» What opportunities and barriers are there to influence economic and workforce policy? Who are the
target audiences for this kind of messages?

» Where are the most powerful ‘what if’ arguments at your disposal today?

» What can EXPAND do to advance the economic case for diabetes?
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The European Policy Action Network on Diabetes

Therapeutic education

Working paper
February 2013

The European Policy Action Network on Diabetes was created in 2011 to bring together national
Members of Parliament (MPs), Members of the European Parliament and key diabetes stakeholders
from across Europe to work together to drive a new generation of diabetes policies.

This paper was used as background for discussion, held between the EXPAND members over the
course of 2012-2013. It was written by Suzanne Wait and Ed Harding from SHW Health Ltd., who act
as secretariat for EXPAND.

The contents of this paper, as of the Policy Toolkit on Diabetes, are fully endorsed by, and are the
ownership of, the members of the network. Acknowledgements to Bristol-Myers Squibb,
AstraZeneca and Roche Diagnostics for providing support to facilitate the regular meetings of the
ExPAND network and for funding the development of this Toolkit.
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1. The headlines
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Therapeutic education is designed to train patients in the skills of self-management or
adaptation of treatment to their particular chronic disease, and in coping processes and
skills.

Therapeutic education has been recognised as a ‘missing link’ in holistic diabetes care.
We must recognise the limitations of ‘paternalistic’, traditional medical models, now
widely considered ineffective in living with and managing diabetes.

There is strong evidence for the cost effectiveness of therapeutic education in
realising improved health outcomes, both in terms of the reducing healthcare costs as
well as the impact of diabetes and its complications on patients’ quality of life.

Many excellent case studies across Europe show it is perfectly possible to implement
therapeutic education at scale, but good practice remains far from the norm.

Implementing therapeutic education at scale requires a clear and shared view of the
barriers to progress - and actions to take — across different stakeholder groups.
National guidelines, clinical pathways and reimbursement / funding streams must act
coherently to ensure therapeutic education is integral, not optional.

Professional commitment must be genuine, and healthcare providers must consider
the training, logistical and organisational barriers to therapeutic education service
models.

Patient and community groups must help co-design therapeutic education, and make
sure it suit the needs of different cultural and ethnic groups.

Individual motivation is at the heart of effective self management. Therapeutic
education cannot simply be ‘done’ to patients, healthcare professionals must value the
patient’s own goals for quality of life and recognise them as co-therapists in their own
condition, making best use of proven pedagogical approaches in support of behavioural
change





2. Therapeutic education - key definitions

Probably the most helpful definition of therapeutic education was developed by the WHO in
1998:

e Health care providers tend to talk to patients about their disease rather than train them in
the daily management of their condition.

e Therapeutic patient education is designed... to train patients in the skills of self~-managing
or adapting treatment to their particular chronic disease, and in coping processes and
skills.

e [t should also contribute to reducing the cost of long-term care to patients and to society.

e |t is essential to the efficient self-management and to the quality of care of all long-term
diseases or conditions, though acutely ill patients should not be excluded from its benefits.

e Therapeutic patient education is education managed by health care providers trained in
the education of patients, and designed to enable a patient... to manage the treatment of
their condition and prevent avoidable complications, while maintaining or improving
quality of life.

WHO Europe 1998!

There are several key components that must be developed together to make therapeutic
education effective. These are illustrated in the figure below.

Fig.1 Components of therapeutic education — Diabetes UK 20092

Personalised High quality, Access to
care planning tailored structured
information education
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3. The proven value of therapeutic education

o Therapeutic education is now recognised as the missing link in effective diabetes care.
Traditional ‘medical models’ of care featuring prescriptive patient education geared towards
achieving patient compliance with existing medical regimens and where therapeutic goals
were set by health professionals alone, are now widely recognised as ineffective in diabetes
care’

e Study-based approaches for therapeutic education have been successfully translated into
mainstream care settings with sustained results in patients.*

e There is strong evidence that therapeutic education is effective in stabilising blood glucose
levels, reducing diabetes-related complications, improving patient quality of life and
reducing hospital and other costs of care.

e Structured self management and education has been shown to have:

» Delivered clinically significant improvements in HbA1lc levels and reduction of incidence
of hypoglycaemia for those with Type 1 diabetes, sustained for up to 12 years post-
intervention® and improvements in quality of life up to 4 years after the intervention®

» Reduced amputations in diabetic patients by 80% over 10 years in diabetic patients’

» Achieved a reduction in incidence of Type 2 diabetes of 43% at 8 years amongst those at
high risk®

e Therapeutic education is effective within a variety of care settings. Whilst most of the
evidence for therapeutic education is in primary care settings and is focused on weight
reduction and dietary control in obese patients, therapeutic education programmes may be
equally effective in secondary care settings (eg. diabetes clinics in hospital). The chosen
approach will depend on existing care pathways as well as available resources.

o Therapeutic education is both necessary and effective for all people with diabetes,
regardless of the type of diabetes (type 1 or 2) or treatment. For example, Germany has
implemented programmes for patients with non-insulin dependent type 2 diabetes all the
way through to patients on intensified insulin therapy.

e Programmes should be tailored to the specific needs and priorities of each patient at that
given point in his or her care and include the appropriate combination of approaches
needed (eg. prevention of weight gain, dietary modifications, exercise, glucose
management, etc).
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4. Patient motivation - the ‘make or break’ for therapeutic education

¢ Individual motivation is at the heart of effective self- management and behaviour change,
thus is it critical to understand what different factors may impact upon an individual’s
motivation (see figure 2 below).

e It is critical to recognise that quality of life is probably a much stronger basis for individual
motivation than many of the ‘clinically-defined’ outcomes upon which the success of a given
therapeutic education intervention may be measured. Expressing goals of treatment in a
way that is motivating for the individual is thus critical. For example, an over-emphasis on
the risk of complications may backfire with some patients and result in greater despondency
or fatalism on their part, as opposed to empowering them to seek control over their
condition.’

Fig 2: Factors influencing patient motivation (Golay 2008)

Patient’s Factors linked to

motivation

\ relationship

o The goal of therapeutic education should always be that the patient effectively becomes
the co-therapist. Care must be taken to avoid a paternalistic approach based on a one-way
transfer of knowledge from physician to patient: instead, therapeutic education should be
seen as a continuous dialogue and reciprocal exchange between the patient and his or her
care team.

e Consideration for the social support and life circumstances of each individual, and how
these may affect his or her ability and willingness to engage in a therapeutic education
approach, is essential.

o Therapeutic education must engage with the patient as a whole, and not be limited to
health issues or outcomes solely linked to diabetes. Patients need to be empowered to
manage whatever co-morbidities they may have alongside diabetes, and understand the
links between them, with the ultimate goal to achieve better quality of life overall. The
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impact of co-morbidities on the success of therapeutic education initiatives should also be
considered. For example, depression, coupled with other psycho-social factors such as a
chaotic lifestyle, is known to affect the ability of people living with diabetes to follow their

treatment prescriptions and self-care recommendations®® 1!

5.Implementing therapeutic educations - factors behind successful
models

Empowerment is not a technique or strategy, but rather a vision that guides each encounter with our
patients and requires that both professionals and patients adopt new roles. 3

Studies to date suggest that a number of critical success factors must be met to secure effective

delivery and mainstreaming of therapeutic education models:

Vi.

An individualised approach: Tailored approaches are needed to provide the appropriate
education to individuals based on their cultural, linguistic, socioeconomic and clinical
characteristics.

Professional commitment: Practical experience of implementing therapeutic education
models suggests that health professionals must be genuine in their acceptance and wish for
patients to become co-pilots in the management of diabetes and be willing to accept the
new and changing roles that may be required for effective therapeutic education. (eg. the
introduction of diabetes nurses as ‘educators’)*?

Professional training: Training is key to ensure that care professionals can deliver effective
therapeutic education to their patients.12 In single payer systems (eg. the UK), such training
should be offered to professionals as a condition for them to engage in therapeutic
education. In health insurance-based health care systems (eg. Germany), training should be
a mandatory requirement for insurers to remunerate professionals for delivering
therapeutic education programmes. Such approaches can quickly ensure a high level of
engagement and participation amongst care professionals.®

Organisational readiness: Workforce training and awareness are needed across the
different professions (e.g. primary care physicians, specialists, nurses, nutritionists, and
psychologists) involved in the diabetes care team so that culture is shifted across the entire
spectrum of care to make place for therapeutic education.

An integral part of the diabetes care pathway: Therapeutic education needs to be
embedded into national standards, pathways of care, guidelines, and auditing standards so
that it is not viewed as a ‘nice to have’ but as an integral component of care.

Continuous service design: Comparisons between ‘one off’ models of therapeutic education
(eg. DESMOND study in the UK) and ongoing patient education programmes (e.g. ROMEO in
Italy) suggest that an ongoing model of education and care results in more lasting

improvements in clinical outcomes. 1214
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vii. Proven pedagogic approaches: Therapeutic education interventions should be based on
proven pedagogic approaches. For example, patient education is more effective at
improving glycaemia in adults with long-duration diabetes when it includes cognitive
behavioural strategies.11

viii. Practical choice of care setting: Choosing the settings for delivering therapeutic education
services require careful consideration, both in terms of what is convenient and accessible to
patients as well as what makes best use of available resources. For example, several studies
have suggested that telemedicine can be equally as effective in terms of glycaemic control
and patient satisfaction as face-to-face education.?®

6. Case studies

GERMANY — implementing therapeutic education at scale

Perhaps more so than any other European country, Germany has demonstrated the benefits for
national rollout of therapeutic education models across a full spectrum of diabetes care.
Community-based therapeutic education has been a reality for many patients with diabetes since
1991. This achievement is particularly encouraging given the decentralised nature of the German
insurance-based German Health care system - endorsement and collaboration from each sickness
fund has been required to make national implementation a reality.

Different programmes have been devised to target the needs of patients with non-insulin dependent
Type 2 diabetes, those on conventional insulin treatment (types 1 and 2) and intensive insulin
treatment (types 1 and 2).

The different programmes are all interesting examples of effective mainstreaming. First, models of
therapeutic education were tested in various clinical trials. They were then piloted in non-trial
settings (actual practice) and an economic evaluation was carried. Population-based prospective
studies were also implemented to determine the effects of the programme on the quality of patient
care.

The programme leads presented this combined evidence to German health insurers, who were
persuaded to fund the programme as a result. Training was subsequently made a mandatory pre-
requisite for remuneration of professionals by insurers. As a result, today thousands of physicians all
over Germany have participated in the postgraduate courses of the programme and material for
several million patients had been compiled by the physicians.

(From Gruesser M et al, 2005)
UNITED KINGDOM - The Dose Adjustment for Normal Eating (DAFNE) Programme

The DAFNE model is recognised by the UK Department of Health as an exemplar structured
treatment and teaching programme (STTP) for people with Type 1 Diabetes and is based on earlier
models from the 1970s, sometimes referred to as Geneva — Dusseldorf models.*®
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The original DAFNE study model ran from 2000 to 2001 and comprised a 5-day therapeutic
education course with a booster session 6 weeks later, delivered to groups of up to eight by two
trained diabetes educators. It helped people to estimate carbohydrate in each meal and inject the
right dose of insulin, so promoting flexible, intensive insulin therapy in support of a flexible, varied
diet with no forbidden foods.’

The DAFNE study population has since been the subject of considerable clinical and economic
analyses seeking to establish the potential benefit of the model for mainstream implementation. For
example, an economic evaluation of the DAFNE study showed that the model had the potential to
save the NHS an estimated £2237 per patient over 10 years, increase life expectancy of people with
diabetes by 5 years, and could effectively pay for itself within 5 years due to reduced rate of
development of diabetic complications.® The 5 day course also reduced total insulin use by 16% —
equivalent to a saving of £60-70 per annum for a patient weighing 70kg.17

The wider implementation of DAFNE showed promising results similar to the original trial,
demonstrating sustainable improvements in HbAlc and quality of life among adults with type 1
diabetes, and the programme leads noted the proven potential of the models for further rollout
both nationally and internationally.4

ITALY - Rethink Organization to iMprove Education and Outcomes (ROMEO)

A 4-year pilot programme showed that the proven and beneficial clinical, cognitive, and
psychological outcomes of therapeutic education on lifestyle and behavioural changes for people
with Type 2 diabetes could be reproduced as a cost-effective and pragmatic intervention across
thirteen hospital-based diabetes clinics in Italy.

Group educational activities were both relatively frequent (running for 2 hours every 3 months) and
imaginative, involving group work, hands-on activities, problem solving, real-life simulations, and
role playing. Group work was complemented by a minimum of one individual consultation per year,
or whenever deemed necessary by operators, or upon request.

The pilot showed group education interventions can be cost-effective and practical service models
can achieve excellent results, even when operating within the resource limitations of busy clinics,
achieving lowered HBAL1C, fasting glycaemia, cholesterol, blood pressure, body weight and BMI
compared to control groups. It also demonstrated improved health behaviours, quality of life and
knowledge of diabetes in participating patients.

The programme leads highlighted that the successful implementation they observed required the
reallocation of tasks, roles, and resources and a change in providers’ attitudes from the traditional
prescriptive approach to a more empathetic role of facilitator. To this end, they paid close attention
to the needs of local operational leads tasked with transferring group care within their clinics. They
provide them training in the principles of adult education and supporting resources, such as an
operating manual (available in an online appendix), teaching materials, logistical support, and
supervision. The ongoing support offered through the ROMEO was a possible differentiating factor
from other studies of ‘one off’ educational interventions that had been less successful.

(From Trento M, 2010)
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7. Policy implications - key questions to consider

e What is your experience of therapeutic education in your own country? What has
worked/what gaps remain?

e What barriers or opportunities might there be to maximise the potential of therapeutic
education in your own country? What, in your opinion, is the most likely ‘route’ to success?

e What are the levers to embed cultural changes and greater recognition of the values of
therapeutic education amongst care professionals? (i.e. professional training and
qualifications, care standards?)

e How do we make the case for therapeutic education an overwhelming one? Of the
evidence and arguments in favour, which are most useful at winning a consensus for change
in national governments?

e What do you need to promote awareness of therapeutic education amongst national

government? How should the issue feature in the EXPAND toolkit?

9|Page





REFERENCES

1 WHO, Regional Office for Europe. Therapeutic Patient Education, continuing education
programmes for healthcare providers in the field of prevention of chronic diseases. Report of a WHO
working group, Copenhaguen, 1998.

http://www.euro.who.int/ data/assets/pdf file/0007/145294/E63674.pdf

2 Diabetes UK - Improving supported self-management for people with diabetes. November 2009.
www.diabetes.org.uk/

3 Funnell M and Anderson RM 2004 - Empowerment and Self-Management of Diabetes. Clincial
Diabetes, Volume 22, Number 3, 2004

4 Cooke D, Bond R, Lawton J, Rankin D, Heller S, Clark M, Speight J; for the U.K. NIHR DAFNE Study
Group. Structured Type 1 Diabetes Education Delivered Within Routine Care: Impact on glycemic
control and diabetes-specific quality of life. Diabetes Care. 2013 Feb;36(2):270-272.

> Plank J, Kéhler G, Rakovac I, Semlitsch BM, Horvath K, Bock G, Kraly B, Pieber TR. Long-term
evaluation of a structured outpatient education programme for intensified insulin therapy in
patients with Type 1 diabetes: a 12-year follow-up. Diabetologia. 2004 Aug;47(8):1370-5. Epub 2004
Jul 17. Division of Diabetes and Metabolism, Department of Internal Medicine, Medical University
Hospital, Graz, Austria. johannes.plank@klinikum-graz.at

® Speight J, Amiel SA, Bradley C, Heller S, Oliver L, Roberts S, Rogers H, Taylor C, Thompson G. Long-
term biomedical and psychosocial outcomes following DAFNE (Dose Adjustment For Normal Eating)
structured education to promote intensive insulin therapy in adults with sub-optimally controlled
Type 1 diabetes. Diabetes Res Clin Pract. 2010 Jul;89(1):22-9. doi: 10.1016/j.diabres.2010.03.017.

7 Assal JP, Albeanu A, Peter-Riesch B, et al 1993. The cost of training a diabetic patient~: effects on
prevention of amputation. Diabet Metab 1993; 19: 491-495

8 Lindstrom J, llanne-Parikka P, Peltonen M, Aunola S, Eriksson JG, Hemio K, et al. Sustained
reduction in the incidence of type 2 diabetes by lifestyle intervention: follow-up of the Finnish
Diabetes Prevention Study. Lancet. 2006 Nov 11;368(9548):1673-9.

% Golay A et al 2008 - Therapeutic education of diabetic patients. Diabetes Metab Res Rev 2008; 24:
192-196. Published online 30 January 2008 in Wiley InterScience (www.interscience.wiley.com) DOI:
10.1002/dmrr.798

10 Lustman PJ, Anderson RJ, Freedland KE, de Groot M, Carney RM, Clouse RE. Depression and poor
glycemic control: a meta-analytic review of the literature. Diabetes Care. 2000; 23(7):934-942.

11 Katie Weinger, Elizabeth A. Beverly, Yishan Lee, Lilya Sitnokov, Om P. Ganda, and A. Enrique
Caballero. The Impact of a Structured Behavioral Intervention on Poorly Controlled Diabetes: A
Randomized Controlled Trial.. Arch Intern Med. 2011 December 12; 171(22): 1990-1999.
doi:10.1001/archinternmed.2011.502Weinger K 2011)

12 Trento M, Gamba S, Gentile L, Grassi G, Miselli V, Morone G, Passera P, Tonutti L, Tomalino M,
Bondonio P, Cavallo F, Porta M; ROMEO Investigators. Rethink Organization to iMprove Education
and Outcomes (ROMEO): a multicenter randomized trial of lifestyle intervention by group care to

10| Page



http://www.euro.who.int/__data/assets/pdf_file/0007/145294/E63674.pdf

http://www.diabetes.org.uk/

http://www.ncbi.nlm.nih.gov/pubmed/23139374

http://www.ncbi.nlm.nih.gov/pubmed/23139374

http://www.ncbi.nlm.nih.gov/pubmed?term=Plank%20J%5BAuthor%5D&cauthor=true&cauthor_uid=15258736

http://www.ncbi.nlm.nih.gov/pubmed?term=K%C3%B6hler%20G%5BAuthor%5D&cauthor=true&cauthor_uid=15258736

http://www.ncbi.nlm.nih.gov/pubmed?term=Rakovac%20I%5BAuthor%5D&cauthor=true&cauthor_uid=15258736

http://www.ncbi.nlm.nih.gov/pubmed?term=Semlitsch%20BM%5BAuthor%5D&cauthor=true&cauthor_uid=15258736

http://www.ncbi.nlm.nih.gov/pubmed?term=Horvath%20K%5BAuthor%5D&cauthor=true&cauthor_uid=15258736

http://www.ncbi.nlm.nih.gov/pubmed?term=Bock%20G%5BAuthor%5D&cauthor=true&cauthor_uid=15258736

http://www.ncbi.nlm.nih.gov/pubmed?term=Kraly%20B%5BAuthor%5D&cauthor=true&cauthor_uid=15258736

http://www.ncbi.nlm.nih.gov/pubmed?term=Pieber%20TR%5BAuthor%5D&cauthor=true&cauthor_uid=15258736

http://www.ncbi.nlm.nih.gov/pubmed?term=Plank%20J%2C%20K%C3%B6hler%20G%2C%20Rakovac%20I%2C

mailto:johannes.plank@klinikum-graz.at

http://www.ncbi.nlm.nih.gov/pubmed?term=Speight%20J%5BAuthor%5D&cauthor=true&cauthor_uid=20399523

http://www.ncbi.nlm.nih.gov/pubmed?term=Amiel%20SA%5BAuthor%5D&cauthor=true&cauthor_uid=20399523

http://www.ncbi.nlm.nih.gov/pubmed?term=Bradley%20C%5BAuthor%5D&cauthor=true&cauthor_uid=20399523

http://www.ncbi.nlm.nih.gov/pubmed?term=Heller%20S%5BAuthor%5D&cauthor=true&cauthor_uid=20399523

http://www.ncbi.nlm.nih.gov/pubmed?term=Oliver%20L%5BAuthor%5D&cauthor=true&cauthor_uid=20399523

http://www.ncbi.nlm.nih.gov/pubmed?term=Roberts%20S%5BAuthor%5D&cauthor=true&cauthor_uid=20399523

http://www.ncbi.nlm.nih.gov/pubmed?term=Rogers%20H%5BAuthor%5D&cauthor=true&cauthor_uid=20399523

http://www.ncbi.nlm.nih.gov/pubmed?term=Taylor%20C%5BAuthor%5D&cauthor=true&cauthor_uid=20399523

http://www.ncbi.nlm.nih.gov/pubmed?term=Thompson%20G%5BAuthor%5D&cauthor=true&cauthor_uid=20399523

http://www.ncbi.nlm.nih.gov/pubmed?term=Speight%20J%2C%20Amiel%20S%2C%20Bradley%20C%2C%20Heller%20S%2C%20Oliver%20L%2C%20Roberts%20S%2C%20et%20al.

http://www.ncbi.nlm.nih.gov/pubmed/20103547

http://www.ncbi.nlm.nih.gov/pubmed/20103547



manage type 2 diabetes. Diabetes Care. 2010 Apr;33(4):745-7. doi: 10.2337/dc09-2024. Epub 2010
Jan 26.

13 Gruesser M, Jérgens V 2005 - Structured Treatment and Teaching Programmes for Patients with
Diabetes mellitus and Hypertension in Germany. Embedding Education into Diabetes Practice. Front
Diabetes. Basel, Karger, 2005, vol 18, pp 70-82

1% Khunti K et al 2012 Effectiveness of a diabetes education and self management programme
(DESMOND) for people with newly diagnosed type 2 diabetes mellitus: three year follow-up of a
cluster randomised controlled trial in primary care BMJ 2012;344:e2333 doi: 10.1136/bmj.e2333
(Published 26 April 2012)

15 1zquierdo RE, Knudson PE, Meyer S, Kearns J, Ploutz-Snyder R, Weinstock RS. A comparison of
diabetes education administered through telemedicine versus in person. Diabetes Care. 2003
Apr;26(4):1002-7.

16 Guidance on the use of patient-education model for diabetes: Technology Appraisal 60. National
Institute for Clinical Effectiveness, UK 2009.

17 Improving the quality of care for patients with type 1 diabetes: dose adjustment for normal eating
(DAFNE). Quality and productivity: proven case study. UK Department of Health 2009.

18 Shearer A, Bagust A, Sanderson D, Heller S, Roberts S. Cost-effectiveness of flexible intensive
insulin management to enable dietary freedom in people with Type 1 diabetes in the UK. Diabetic
Medicine 2004; 21 (5):460-67

11| Page



http://www.ncbi.nlm.nih.gov/pubmed/20103547

http://www.ncbi.nlm.nih.gov/pubmed/12663564

http://www.ncbi.nlm.nih.gov/pubmed/12663564




® °' o

The European Policy Action Network on Diabetes

Prevention in diabetes

Working paper
February 2013

The European Policy Action Network on Diabetes was created in 2011 to bring together national
Members of Parliament (MPs), Members of the European Parliament and key diabetes stakeholders
from across Europe to work together to drive a new generation of diabetes policies.

This paper was used as background for discussion, held between the EXPAND members over the
course of 2012-2013. It was written by Suzanne Wait and Ed Harding from SHW Health Ltd., who act
as secretariat for EXPAND.

The contents of this paper, as of the Policy Toolkit on Diabetes, are fully endorsed by, and are the
ownership of, the members of the network. Acknowledgements to Bristol-Myers Squibb,
AstraZeneca and Roche Diagnostics for providing support to facilitate the regular meetings of the
ExPAND network and for funding the development of this Toolkit.

1|Page






1. Headlines
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Diabetes prevention is essential for sustainable healthcare systems —diabetes may
well be ‘the epidemic of the 21 Century’ but much can be done to reduce the
burden of disease and its complications.

Reversing the diabetes epidemic will require urgent and substantial changes to
health behaviours — combining a variety of different approaches that target the
whole population (primary prevention), high risk groups (secondary prevention) and
those living with diabetes (tertiary prevention).

Diabetes prevention is effective —a substantial body of evidence supports the cost
effectiveness of prevention. Studies have demonstrated that lifestyle and
behavioural interventions in high risk groups can significantly reduce the progression
to diabetes.

The major challenge facing policy makers is implementing diabetes prevention in
‘real world’ settings. There are many encouraging case studies, however the
barriers to mainstream implementation must be understood and addressed if
prevention is to be successful.

National strategies for diabetes prevention will be essential — ‘whole spectrum’
diabetes prevention is a complex, long term and multi-agency undertaking. Clear
central leadership will be necessary to set the national vision and tackle barriers to
progress.

Health care systems will need to adapt to new models of care, embracing for
example new professional roles, community care settings, individual motivation and
empowerment in support of behaviour change, and outreach and engagement for
vulnerable and excluded groups.

Prevention must be a shared undertaking across all non-communicable diseases,
and across all society. Diabetes shares many risk factors with other non-
communicable diseases, such as poor diet, lack of exercise, and obesity. ‘Health’
alone is unlikely to reverse changing lifestyle and environmental factors behind poor
health behaviours.





2. Prevention in diabetes: conceptual models

Diabetes prevention is essential for a sustainable healthcare system. Today, millions of Europeans
have diabetes, with millions more at high risk of developing the condition. Type 2 diabetes
constitutes 90% of cases® around the world yet much of the burden of diabetes is preventable.

i. Prevention across the ‘blood glucose continuum’

Diabetes is not a disease defined by a simple threshold. Individuals may progress from healthy
glucose tolerance into pre-diabetes and finally to a diagnosis of diabetes. Glycaemia and its
associated microvascular and macrovascular risks extend far beyond those with diabetes or those at

high risk of developing the condition.? 34

In this context, prevention is best viewed in the context of a ‘blood glucose continuum.” Effective
prevention strategies are those that identify and assess risk and target interventions and resources
accordingly. Their success is measured by the extent to which interventions slow, prevent or reverse
anticipated progression.

ii. The case for societal approaches to prevention: the community-clinic partnership model

The reversal of the diabetes epidemic requires urgent and substantial changes to health behaviours®
and a whole-system approach. This includes:

e Wider partnerships to tackle the deep-rooted environmental determinants that
engender poor lifestyles and behaviours (primary prevention).

e Screening and referral to effective prevention programmes based in the community for
those at risk (secondary prevention).

e  Personalised, accessible and multi-disciplinary care for those living with diabetes and its
complications (tertiary prevention).

The community - clinic partnership model for diabetes prevention

Community Clinic

insurers Partnership Zone
Employers Proactive Practice

Reimbursement Team
Informed Population Screening for Diagnosis of
High Risk Prediabet Decision Support
Strong Community
Organizations )
Structured Lifestyle Information Systems
Programs
Healthy Public Policy
Regular Glucose Informed, Activated
Menitoring Patients

Supportive
Environments

Total Population * Pre-diabetes ‘ Diabetes { Complications

(Albright A, 2011)
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3. Diabetes prevention: the evidence so far

Diabetes prevention is a mature science, supported by compelling evidence from major clinical
trials over the last few decades.®

i. Primary prevention

Primary prevention is likely to have considerable benefits although the evidence for the cost
effectiveness of diabetes-specific interventions in the wider population needs further
development . However, the case for lifestyle and behavioural change remains strong, especially
given the shared risk factors between diabetes and other non-communicable diseases, such as
cardiovascular disease and stroke. Weight loss and physical exercise for example not only improve
insulin resistance and hyperglycaemia, but also reduce dyslipidaemia (high blood cholesterol) and
hypertension.5

Key knowledge: risk factors for diabetes
Many of diabetes’ individual risk factors are well evidenced, and include:

Modifiable factors — those which interventions can aim to address: impaired glucose tolerance,
hyperglycaemia, obesity and overweight, lack of exercise, unhealthy diet, hypertension (i.e. high
blood pressure) and lipid disorders (e.g. high cholesterol), depression.

Non-modifiable risk factors - useful in the identification of individuals who would benefit from
making lifestyle changes: Age (> 40), family history of diabetes, ethnicity, women with gestational
diabetes or babies weighing > 4kg at birth, history of cardiovascular disease. ®

ii. Secondary prevention

To date, the strongest evidence for cost effective diabetes prevention relates to secondary
prevention. Studies show that combined but modest lifestyle changes involving diet and physical
exercise in high risk groups have major benefits. The Finnish Diabetes Prevention Study and US
Diabetes Prevention Programme both demonstrated a reduction in incidence of diabetes amongst
people with Impaired Glucose Tolerance of 43% at 8 years and 34% at 10 years respectively. ” 8

Pharmacological intervention has also been recommended as an option for those that have not
responded well to lifestyle and behavioural-based interventions, although the evidence needs
further development.s

Key knowledge: secondary prevention models in diabetes °°
Effective secondary prevention models for those at increased risk are based on several key steps:

1. Identification of those at higher risk
2. Measurement of risk
3. Intervention to prevent the development of Type 2 diabetes

4. Continuous intervention and quality management
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jii. Tertiary prevention:

Prevention is equally vital for those already diagnosed with Type 1 or Type 2 diabetes in order to
reduce the macrovascular complications of diabetes!® ! (e.g. coronary artery disease, peripheral
arterial disease, and stroke) and microvascular complications (e.g. diabetic nephropathy,
neuropathy, and retinopathy).’? Prevention should thus be holistic across both diabetes and its
complications in order to be most effective.

iv. Prevention in ‘hard to reach’ populations

Socially excluded and vulnerable groups face a higher burden of diabetes and greater barriers to
prevention and care. 4 The risk of developing diabetes is 2.5 higher in the lowest socio-economic
groups than the general population, and up to six times more likely in black and minority ethnic
groups. 13

Disadvantaged groups have been shown to face barriers to quality and consistent preventative
services and poor care due to low staff morale and low awareness of diabetes prevention.'
Prevention programmes must be sensitive to the needs, cultural and religious norms of individuals
and ensure their involvement in intervention design and delivery to achieve maximum success.

4. Translating evidence into action - major case studies

As with most prevention initiatives, the challenge is to design programmes that can be
implemented, measured and evaluated in the “real world”. Early reports are encouraging, however
more investment will be needed to test whether the mainstream rollouts of interventions are
feasible under different circumstances. 46

> Case study 1: Finnish Diabetes Prevention Study (DPS)

The evidence: The Finnish DPS was one of the first major trials to demonstrate the effect of lifestyle
interventions in preventing Type 2 diabetes amongst overweight or obese people with Impaired
Glucose Tolerance (IGT).s At 2-year follow-up, the incidence of Type 2 diabetes in the intervention
group was less than half that observed within the control group. Furthermore, the incidence of
diabetes in the intervention group that achieved all five lifestyle goals - healthy body weight,
physical activity, and intake of fibre, fat and saturated fat - was zero for at least 7 years after the end
of the intervention. 7 Diabetes had, in effect, been entirely prevented in this group.

Implementation: The Finnish Diabetes Association has since led the Development Programme for
the Prevention and Care of Diabetes in Finland 2000-2010 (DEHKO). The programme provides an
overarching strategy spanning primary to tertiary care, for example combining an alliance of
activities to promote the health of the entire population alongside efforts to promote early diagnosis
and management in tertiary care.s Pilot studies assessing practical models and cost effectiveness are
on-going and wider population roll out is expected shortly.
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> Case Study 2: US Diabetes Prevention Programme (DPP)*°

The evidence: the US DPP is the largest diabetes prevention trial ever undertaken. The study showed
that lifestyle interventions, such as a 5%—7% weight loss and performing brisk walking for 150
minutes/week, could reduce the risk of developing Type 2 diabetes by 58% after 3 years.

Implementation: The US National Diabetes Prevention Programme aims to recreate the success of
the US DPP at scale and is composed of four main components:

e Training: build a workforce able to deliver the programme

e Recognition and quality: quality assurance, sustainable funding, and programme registry
o Develop intervention sites: build infrastructure and provide the programme

o Health marketing: support uptake and referrals to the programme

To date, the programme has made real progress towards implementation, and has developed
community-based group lifestyle programmes which cost less than $250 per participant per year.The
programmes are cost effective and achieve significant weight loss. The Diabetes Training and
Technical Assistance Center has also been created to oversee the training of lifestyle coaches. Some
122 sites have been identified for delivery, and new partnerships and reimbursement mechanisms
have been set up to link the implementation programme with the voluntary sector, providers and
payers.

(Albright A2011, Knowler WC et al 2009)

5.Implementing diabetes prevention policies -issues to consider

The challenge now facing many countries is how best to respond to the clinical evidence from major
prevention trials and implementation programmes. For policy makers, this means targeting limited
resources on programmes that will be deliverable within existing budgets, capacity and system
readiness and most importantly, deliver real outcomes to patients.

e Embedding prevention in national plans

Diabetes requires an alliance of stakeholders and interventions across the ‘blood glucose
continuum’ from primary to tertiary prevention across government, healthcare, patient groups,
community organisations, academia, and industry. National strategies should lead a clear vision for
what is to be achieved, how, by whom, what resources are available, what risks and barriers need to
be overcome, and how success will be measured. 5 59 15 Tools are available to help guide the
development of national strategies.

Key resources: national strategies for prevention
IMAGE Toolkit: http://www.image-project.eu/

Diabetes Prevention In_Practice _and the Active in Diabetes Network:
www.activeindiabetesprevention.com

6|Page



http://www.activeindiabetesprevention.com/



Strong leadership from policy makers at the national and regional level is essential to coordinate
complex, multi-faceted prevention strategies, for example in providing clear policy objectives and
direction to health care systems, or via legislative options to tackling legal, financial and
organisational barriers to change.

Population-level screening is still under debate. While evidence suggests that earlier, intensive
treatment of diabetes is effective, it remains unclear who to screen, how often, and what to do with
those needs that are identified. Screening in itself will only be valuable if associated responsibilities
concerning data capture, intervention and referral are in place.

e All cost effectiveness is ‘local’

National programmes will require country and population specific economic analyses and
feasibility studies that are relevant to the local and national setting. Cost-effectiveness estimates
are highly sensitive to local parameters, meaning interventions that have been proven to be cost
effective in one setting or population may not be so in another.5 5

e Qutreach and engagement for high risk populations

Prevention must always have a clear plan of action for community engagement or co-production,
including high needs and/or excluded groups. If a programme does not consider the needs, values
and behaviours of high need and vulnerable populations, it will be unlikely to realise maximum
benefit. 6 13 For example, social media offers substantial opportunities to target health prevention
messages at different groups across the whole population.

e Prevention programmes must have organisational support

Preventive models of care can be challenging and require new ways of working, for example
between diabetic nurses and GPs in primary care, or prevention managers tasked with care
coordination and delivering lifestyle interventions. 9

Without training and support, organisations may struggle to implement and evaluate new
procedures and prevention models. A screening programme for Type 2 diabetes in deprived areas
of England for example revealed inconsistencies in screening protocol, lack of quality control and
adequate diagnostic testing after a positive screening test, and a lack of systems for routine data
collection on screening - demonstrating the extent to which poor organisational preparedness and
inadequate staff training can seriously undermine ‘well intentioned’ prevention programmes. 4

e Behaviour change requires patient empowerment

Effecting lifestyle change cannot be ‘done’ to patients - experience to date shows that engagement,
participation and compliance with interventions are major considerations for effective diabetes
prevention.4 Equal attention must be paid to empowering individuals so they can themselves
achieve and maintain lifestyle changes. This approach requires recognising the importance of
individual empowerment and the application of motivational tactics such as goal-setting, action
planning, and support and encouragement to maintain change and manage setbacks.6 9

7|Page





e Diabetes prevention must to tackle underlying socioeconomic determinants of health

Healthcare services alone cannot reverse the tide of diabetes (IDF 2007). Variation in prevalence of
diabetes between populations can be explained by differential exposures to ‘obesogenic
environments’.’® Policy makers must consider the value of health in all policy approaches, and
take steps to embed health as criteria for sustainable development that encourage environments
and conditions within our communities that are conducive to achieving and maintaining an active
lifestyle and healthy eating habits. Lead-in times for environmental approaches for the prevention
of diabetes may be considerable, making the issue of consolidating wider societal alliances an
urgent priority in the context of the ‘diabetes epidemic’.

6. Policy implications - key questions for discussion

e What is your experience of diabetes prevention in your own country? What has worked
best/least? What are the gaps remaining?

e How can policy makers build stronger alliances in support of diabetes prevention, both
across other areas of non-communicable diseases, and across wider society?

e What is the ideal role for governments in leading ‘whole system’ approaches for diabetes
prevention (e.g. in formulating national strategies and policy directives, raising awareness,
or exploring legislative solutions to legal and organisational barriers?)

o What are the barriers to implementing prevention in the healthcare system, and how
should these be identified and addressed?

e What are the barriers to winning greater recognition amongst policy makers, if any, and
what can be done to gain acceptance and raise awareness of the importance of prevention?

e What do you need to promote awareness of prevention amongst national government?
How should the issue feature in the EXPAND toolkit?
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Introduction: monitoring and evaluation of the quality of care at the heart of national strategies
for diabetes

The monitoring of meaningful indicators of care is a vital component of national plans for diabetes
prevention, care and management - as are the credible evaluation mechanisms that may help assess
performance and drive change and improvement.

Table 1. Monitoring quality — key issues and guestions to discuss

Key issues Key questions for policy makers !

Why evaluate the quality of care? » What are the main aims of evaluation?

» How should we build monitoring and
evaluation into national plans for diabetes?

» What s the minimum requirement we
should aim for?

What data should we focus on? » What do we measure against? Processes,
outcomes, other factors?

» How do we ensure the data we measure
reflect outcomes that matter for patients
AND professionals?

What are the challenges? » How do we ensure data is used to drive
change and improve outcomes?

» How do we build a consensus for the value
of monitoring, and avoid a tick box culture?

» What systems need to be in place? How do
we keep these sustainable?

» Are professionals and policy makers jointly
accountable for the process, or accountable
for different aspects?

» What are the different constraints of
different healthcare systems?

1. Why evaluate the quality of care?

Monitoring and evaluation should be conceived as an integral part of national plans and strategies
for diabetes, which in turn must be driven by a clear, shared and comprehensive vision for diabetes
prevention, care and management (see fig. 1 below).

Fig 1: International Diabetes Federation — a conceptual framework for developing a national
strategy!

! These questions will be the focus of our discussions during our meeting on 14
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When designing evaluation policies and systemes, it is important to be clear about what the goals of

evaluation are to ensure that the data collected are used to change practice. Possible goals may
include:

e To expose variation in performance and drive improvement — for example, a study of the
implementation phase of the Swedish National Diabetes Register (NDR), one of the largest
registers globally, evidenced that registration in the primary care setting was associated with
the better and sustained medical outcomes for HbA1C levels and blood pressure. The study
authors speculated that this was due to the register providing an effective and rapid tool for
the local evaluation and redesign of local services.?

o To hold governments to account — for example, the patient advocacy group Diabetes UK has
used national indicators in primary care to highlight their dissatisfaction with progress made
in the implementation of the 2001 National Service Framework for Diabetes in the UK, which
sought to ensure all people with diabetes received 9 essential care processes annually.® (See
Case Study 1)

e To reward performance - For example, the French performance-based remuneration
scheme, ‘Rémunération sur objectifs de santé publique (ROSP)’, explicitly ties remuneration

of GPs to the attainment of a number of treatment and prevention goals for diabetes patients.

Results suggest that overall patient outcomes have improved since the introduction of the
scheme.* (See Case Study 2)

e To identify populations at greater risk— for example, data from Finland’s national patient
registry database from 1997 and 2007 enabled researchers to establish that people with
diabetes in the lowest socio-economic groups experienced twice the risk of first amputation
as compared to the highest socio-economic groups and also suffered a higher risk of adverse
outcomes following amputation.®





e To evidence cost-effective care and help redesign services - Paucity and fragmentation of
cost data at the local level can be one of the biggest barriers to reforming diabetes care and
planning resource-effective models of care.®

2. What are the most meaningful measures of quality to be collected?

Different data can serve different functions. For example:

e Indicators may be used to monitor performance: The International Diabetes Federation
recommends policy makers choose carefully from three main types of indicators depending
on what they are trying to measure, as set out in the table below.

International Diabetes Federation — example diabetes indicators 1

Endpoint outcomes: such as

e Dblindness, end stage kidney failure, amputation rates, heart attack and stroke,

death
Surrogate outcomes: such as

e patients meeting agreed targets for HbAlc, microalbuminuria, blood pressure
and lipids

e hospital admissions or use of other health care services

Process indicators:

e (quality of care) proportion of people with diabetes having their HbAlc assessed
according to the recommended frequency, or receiving the annual cycle of care
and complications screening

e (quality of care) clinicians adhering to clinical management guidelines

e (primary prevention) participation in weight loss or physical activity programmes

e The choice of indicators should reflect patients’ perspectives and priorities. Patients with
diabetes may place a greater importance on certain outcomes compared to physicians (eg.
outcomes related to experience of care, weight gain, and side effects of medication).” Also,
patient wellbeing indicators offer invaluable insights into the overall experience and
outcomes of care from the patient’s perspective, and may allow to factor in the complex and
interdependent relationship between co-morbidities, mental health, and the effectiveness
of care and treatment.®®

o High level indicators may be useful for the purposes of international comparison: A set of
core diabetes indicators has been proposed by the OECD, chiefly to promote greater

international comparisons between healthcare systems.°

Fig 2. OECD diabetes indicators for international comparisons

Area Indicator name

Annual HbA1c testing

Annual LDL cholesterol testing
Annual screening for nephropathy
Annual eye examination

Proximal outcomes HbAl1c control

Process of care
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LDL cholesterol control

Lower-extremity amputation rates

Distal outcomes Kidney disease in persons with diabetes
Cardiovascular mortality in people with diabetes

3. What are the challenges of implementation?

o Data collection and management can be difficult and resource-intensive 1 — therefore the
implementation of national evaluation systems requires careful assessment as to their
sustainability. New initiatives may also face a challenging start, particularly if existing
administrative systems and staffing arrangements to store, retrieve and share data are
inadequate for the purposes of evaluation and new systems need to be devised.!?

e Indicators should not lessen the focus on care — Targets should not drive practice and an
intelligent balance must be struck between standardisation of indicators, and the need for
innovation and flexibility in service provision.!? Indicators should also be meaningful and
agreed in tandem with clinical guidelines 8 - reflecting a clear and holistic vision for diabetes
care and management 2 and not just reflect what is easily measurable. For example, longer-
term outcomes of diabetes care such as the prevention and management of complications
should feature alongside immediate factors such as glucose control.8

e Reimbursement regimes must avoid perverse incentives. This is particularly true when
short-term treatment goals are rewarded by tariff systems, whereas multi-disciplinary and
multi-agency care required to diabetes are not taken into consideration by tariff and reward
schemes.™

e Standard definitions are needed to effectively monitor quality of care, * however
definitions of indicators are known to differ between countries. 8

4. Final comments for discussion

Whilst the case for monitoring an evaluation may be strong:

e It will be vital to learn lessons from other countries — few monitoring, evaluation and
reward systems have delivered changes without challenges and setbacks, even relatively
well established ones.

e Monitoring and evaluation are best thought of as a continual learning process — progress
will require transparency and debate

e Change will never happen through control models alone — a shared vision for the future of
care may be equally important

APPENDIX: CASE STUDIES

Case Study 1: monitoring the UK National Service Framework for Diabetes

In 2001, the UK Department of Health published the National Service Framework for Diabetes,
setting out clear minimum standards for what constitutes good diabetes care, including nine basic
care processes which check for the early signs of avoidable diabetic complications, such as blindness
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and kidney disease and treatment targets for the management of blood glucose, blood pressure and
cholesterol to minimise the risk of diabetic complications developing.'®

The Framework was reinforced by various measures, including updated 2011 clinical guidelines by
the National Institute for Health and Clinical Excellence (NICE), and the monitoring and
incorporation of data on the 9 basic care checks into the Quality Outcomes Framework, the national
reimbursement and performance regime for GPs. * The indicators also feature in the UK NHS Atlas
of Variation,'® an annual comparison of performance, service use and outcomes between different
geographical areas within England.

The availability of comprehensive national indicators has allowed a high level of transparency in
monitoring progress in the Framework’s implementation. For example, despite the importance
attached to the Framework, the percentage of people with diabetes receiving the 9 care processes
was shown to have only increased from 36% in 2006-07 to 49% in 2009-10. * High profile
commentators such as Diabetes UK and the UK House of Commons Public Accounts Committee have
used the indicators to publically criticise the Department of Health for slow progress and an
enduring ‘post code lottery’,(i.e. variations between geographical areas) citing poor national
leadership, a lack of accountability for commissioners and ineffective performance incentives for
providers. 1714

Case study 2: FRANCE: The ‘Rémunération sur objectifs de santé publique (ROSP or P4P) - LINKING
OUTCOMES TO PHYSICIAN RENUMERATION

Since late 2011, GPs in France are bound by a ‘payment by performance’ scheme called the
Rémunération sur objectifs de santé publique (ROSP), or P4P. This scheme follows on from a
previous scheme (the CAPI) which was introduced in 2009 on a voluntary basis by the Caisse
Nationale de I'Assurance Maladie des Travailleurs Salariés (CNAMTS), the main French national
sickness fund that insures over 80% of the population. The ROSP rewards GP performance against a
list of clinical targets in three areas, of which the management of chronic conditions, including
diabetes, is one.4

Targets are fixed for three years and were selected based on existing guidelines and
recommendations, gaps in practice and examples of good practice from other countries. Targets for
diabetes include:

e > 75% of diabetic patients should be referred for an eye exam

e > 65% of diabetic patients should have at least 3 or 4 HbA1lc tests per year

e > 75% of men over the age of 50 and women over the age of 60 should be prescribed a
statin to help prevent cardiovascular events.

The scheme offers financial rewards up to a maximum of €9100 per individual GP if 100% of all
targets are met, based on a sliding payment scale tied to performance. According to an evaluation
conducted 1 year after the onset of the initial CAPI scheme, 4 one-third of French GPs signed up to
CAPI (14,800 GPs in total), and of those that took part, two thirds achieved 45% or more of their
targets, and one quarter achieved 54% or more of their targets in the first year. Interestingly, overall
performance on the selected indicators improved across all GPs in France since the inception of CAPI
— however improvements were greatest amongst GPs enrolled in CAPI.

Improvements have continued to be observed as the scheme has expanded across the country,
although there is still a lot of variation in results between practices.





Despite inevitable criticism of the scheme, significant efforts have been made to support its
implementation, including regular visits and practical help provided by local sickness funds to
participating GPs (3 times per year), supporting literature for both patients and clinicians, and
outreach to persuade reluctant GPs to join. 8 In addition, participating GPs have full access to their
results via the online portal of the CNAMTS.
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1. Multi-disciplinary working is essential for effective care and management of diabetes

Multi-disciplinary care has been widely recognised as an essential component of the chronic disease
management models needed for the effective care and management of diabetes and its
complications.? Such models are necessary to offer patients timely access to the wide range of
preventive, diagnostic, and therapeutic interventions they may require to address all the co-
morbidities and complications that may arise over the course of their disease.> Moreover, their
importance is likely to grow as patients with diabetes also present with other co-morbidities, a core
focus of the European Joint Action on Chronic Diseases.

Practical experience of mainstream implementation of multi-disciplinary care has not, however,
been without complications, with studies highlighting the most cost-effective returns on ‘high need’
patients, the importance of parallel supporting initiatives to embed change and the low probability
of immediate cost savings.*>®7 A particular issue is how well configured the primary care system is
to accommodate collaboration between different professionals, not to mention between primary
and secondary care.

Thus, despite the obvious urgency for implementation, optimal models for multi-disciplinary care are
still neither widespread nor well evidenced,6%° and the feasibility of implementing diabetes care
teams in practice will still need careful consideration by policymakers in light of their existing health
care systems and care delivery patterns.

Table 1.Multi-disciplinary care — key issues and questions to discuss

Issue Checklist of key questions for policy makers
Planning for effective multi- How do we ensure investment in service redesign returns the
disciplinary care maximum benefit to patients?
e What are the risks and outlays involved in implementing multi-
disciplinary care?

e How do we ensure the patient is placed at the centre of multi-
disciplinary care, for example via patient-led care planning?

o What are the likely organisational, cultural, or professional
barriers to multi-disciplinary working, and how are they best
overcome?

e How do we bring about an increase in non-clinical supporting
roles?

o Who is ultimately accountable to the patient for their clinical
outcomes in a multi-disciplinary environment?
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Defining the scope of the
multi-disciplinary team

Which professionals and care roles are essential component of
the multi-disciplinary team?

How should patient education, care coordination and
psychological therapies feature?

How should the multi-disciplinary team differ across primary,
secondary and tertiary prevention?

Is primary care the logical default setting for multi-disciplinary
working?

2. The need for multi-disciplinary care in diabetes

e Multi-disciplinary care is best viewed as a response to chronic disease and multiple co-
morbidities. Leading commentators have observed that the traditional and often
fragmented organisation of national healthcare systems is poorly prepared to offer patients
with chronic conditions the continuity and coordination of care needed throughout the
course of their condition. Moreover, such models are simply not designed to cope with the
rising number of people living with one or more chronic conditions, which tend to require
multiple ongoing interactions with the healthcare system to be managed effectively.12 As
mentioned above, this principle has been at the root of the European Commission-led Joint

Action on Chronic Diseases.

o Diabetes can be viewed as an archetypal chronic condition, as it can result in a variety of
complications, such as eye complications, kidney disease, coronary heart disease,
neuropathy, foot ulcers and peripheral vascular disease. Given that each complication may
need specialist care, the risk of duplication or contradiction inevitably increases, posing
serious risks and frustrations to the diabetic patient.8*° The same holds true for the
management of co-morbidities (e.g. overweight, hypoglycaemia, hypertension), which are
thought to affect up to 85% of patients with diabetes.!

e Diabetes has been a test-case for chronic disease management models that incorporate
multi-disciplinary care.3 Major studies such as the Danish Steno 2 Study and UK Prospective
Diabetes Study have shown that intensive targeting of multiple risk factors can reduce
morbidity from micro-vascular complications'? and reduce by as much as a half mortality
from cardiovascular and renal disease.’®!* Both of these studies were conducted in the
community setting, and in the case of the Steno 2 study, intensive support was provided by
multi-disciplinary teams, consisting of a doctor, a nurse, and a clinical dietician.4

3. Defining the scope of the multi-disciplinary team

Example: defining the composition of the multi-disciplinary team

e nutrition
e therapeutics

e foot care
e counselling

e psychological care

The UK National Institute for Clinical Effectiveness has stated that the range of professional skills
needed for delivery of optimal advice to adults with diabetes should be provided by a
multidisciplinary team. Such a team should include members having specific training and interest
to cover the following areas of care:*®

e education/information giving

e identification and management of complications
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Evidence shows that people with diabetes can require access to a range of professionals. For
example, a Dutch study found that diabetic patients accessed on average 4.3 different disciplines of
healthcare providers in a year. Of these, 96% contacted a GP-practice, 63% an ophthalmologist, 24%
an internist, 32% a physiotherapist and 23% a dietician.®

4. Evidence supporting the value of multidisciplinary care in diabetes

The evidence base supports a number of professional and care roles taking their place in the multi-
disciplinary team:

e Specialist diabetes inpatient teams have been shown to be cost effective in reducing
prescribing errors, improving patient outcomes, reducing length of stay, increasing day case
rates and reducing the number of admissions.’

e Nurse and pharmacist-led diabetic care in the community setting has been shown to
dramatically improve outcomes. There is consistent evidence that case management led by
a nurse or pharmacist with the authority to make independent treatment decisions can
significantly reduce HbA1C levels by as much as three times compared to usual care.'®

e Nurse-led care has been shown to reduce urgent care/emergency room visits and
hospitalizations for preventable diabetes-related causes when compared to normal care.®
Therapeutic education is also ideally provided to patients by nurses with specific diabetes
training.

e Pharmacist-led care is also promising, given that pharmacists may see people with diabetes
on average up to seven times more often than other health-care providers.?° Pharmacists
may also play a key role in encouraging adherence to medications, a considerable problem
in diabetes.4

e Footcare specialists in multi-disciplinary teams are also widely recognized as effective. The
multidisciplinary treatment of foot ulcers, close monitoring, and education of people with
diabetes and healthcare professionals can reduce amputation rates by up to 85%.

e Psychological interventions may improve metabolic outcomes in people with diabetes??
given the proven linkages between depressive symptoms, raised HbA1C levels and severe
hypoglycaemic episodes.?®>?* The American Diabetes Association ‘Standards for Medical Care’
2012 clearly states that emotional well-being is part of diabetes management, and
recommends ‘to incorporate psychological treatment into routine care rather than waiting
for identification of a specific problem or deterioration in psychological status.”®

o Personalised education and care coordination roles improve outcomes. For example, one
study noted that the intensively treated type 2 diabetic patient may be expected to take
eight or more drugs each day, not including any necessary drug treatment of concomitant
diseases.4 Research has shown that assigning a ‘care ambassador’ (i.e a non-clinician
coordinator) to the families of children living with diabetes can reduce the risk of acute
diabetes-related complications for children.?®

o Lifestyle, physical activity and dietary coaches has been shown to be effective in the
prevention of Type 2 diabetes. For example, the Finnish Diabetes Prevention Study
demonstrated that access to a mix of lifestyle coaching for physical exercise, dietary control
and weight loss was able reduce the incidence of Type 2 diabetes by as much as 46%.%”
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5. The challenge of implementing multi-disciplinary care:

e The scale of the organisational challenge needed to implement multi-disciplinary should
not be underestimated. Implementing a multidisciplinary approach to care can completely
revolutionise the way care is offered. Moving from a loose network of ‘solo operators’ to a
team-based approach represents a huge cultural shift, particularly in primary care, may take
time to implement and needs to be carefully managed to ensure success.

e Multidisciplinary care may not result in obvious and immediately measurable benefits.
Reviews of disease management models show improvements in hospital admission rates,
mortality and patient compliance are often difficult to measure.6 This may be partly due to
the underinvestment in supporting initiatives such as provider education, provider feedback,
provider reminders, patient education, patient reminders, and patient financial incentives,
all of which have been shown to be important in realising improved outcomes in patient
disease control and provider adherence to guidelines.9

e  Multi-disciplinary working must be flexible and responsive to the patient if it is to be
sustainable. Studies have demonstrated that multi-disciplinary, intensive interventions can
offer the greatest benefits to high risk patients”'® implying that where resources are scarce,
multi-disciplinary working will need to escalate to the changing needs of diabetic patients at
different stages of the care pathway.

e A new and changed workforce will be needed if primary care settings are to be the
effective ‘home’ of multi-disciplinary care. The strengthening of community services may
require major national workforce strategies to recruit or retrain community diabetic
specialist nurses, podiatrists, community nurses and pharmacists. Professional acceptance
and inter-professional training may also be crucial, for example between GPs and Diabetic
Specialists.7

o New forms of clinical oversight and delegated powers will be needed, given the necessary
increase in non-clinical roles such as care coordinators, lifestyle and behavioural coaching or
talking therapists who will require clear protocols for collaboration, governance and the
securing of wider clinical and professional acceptance. One example is the development of
clinical algorithms to allow nurses or other community practitioners to prescribe
medications or treatments independently, an approach that has been successfully tested
and demonstrated to be effective in reducing HbA1C levels.?®

o Needs-based analyses of care pathways can help clarify the composition of the multi-
disciplinary team. Resources must be balanced carefully according to need. In one
Australian study, psychosocial issues, dietary advice, home (district) nursing and diabetes
education were identified as the roles requiring greatest contact time with diabetic
patients.?

e Person-centred planning is essential. It is both firmly acknowledged and demonstrated by
studies that the best outcomes in diabetes care occur when combined with patient
education and good self-management skills.2#1%1%15 person—centred care should not
therefore be retrofitted into the design of multi-disciplinary care — it should be the starting
point. This will require new or clarified processes of individual-led care planning, and
therefore the delegation of risk, responsibility and choice to the individual.

e Lines of communication, accountability and the sharing of information must be clarified -
Timely referrals have been identified as crucial to the success of multi-disciplinary working’
and communication between all those involved in the provision of diabetes care will be
essential to patient safety and quality care. New approaches such as the sharing and
development of electronic patient records may facilitate this,'® however fundamental issues
of accountability must also be addressed. Embedding governance systems, care planning,
and ensuring consistency among the multidisciplinary groups, particularly with regards to
collaborative IT tools, can be important hurdles to overcome.*
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6. The Joint Action on Chronic Diseases: opportunities for developing multidisciplinary care
pathways for patients with diabetes

The Joint Action on Chronic Diseases led by the European Commission has begun its work
programme in 2013, and may present unique opportunities for exploring how multidisciplinary care
may be integrated into diabetes care pathways, guidelines and national plans. The notion of patient
empowerment is also central to the objectives of the Joint Action. The work to be undertaken is led
by different EU countries and includes:

e A case study on diabetes

e The establishment of good practices to address chronic conditions

e The development of common guidelines for care pathways for patients with multiple
morbidities.
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7. Case studies

» CASE STUDY 1: Diabetic Care Groups — integrated funding for multi-disciplinary care in the
Netherlands

In 2010 the Netherlands launched a national programme for the comprehensive management of
diabetes, intended as a foundation for future initiatives in other chronic diseases.?! The programme
was based on an earlier pilot phase 2005-2010%? and implemented three major innovations into the
mainstream:

e a new financing model based on a lump sum reimbursement per patient that includes the
cost of medicines,

e anew national network of Diabetic Care Groups (DCGs), integrated provider groups centred
on general practitioners, that are responsible for the contracting, coordination, delivery and
oversight of care for the majority (80-85%) of diabetic patients in the primary care setting

e performance-based reimbursement, in that the level of reimbursement if defined by
meeting criteria for outcomes in treatment and health.3!

The composition of each DCG and Diabetes Outpatient Clinic (see below) may vary significantly, for
example each DCG may be made of between 3 and 250 general practitioners, and may cater for
between 400 to 22,500 patients. Internal governance and organisational structures may also depend
on local set up. However, the function and responsibilities of all DCGs is very similar, placing GPs in
the coordinator and case management role to oversee the engagement of diabetes care nurses,
dieticians, physiotherapists and specialists into multi-disciplinary teams.>

The programme is being implemented in line with the existing Dutch Diabetes Federation Health
Care Standard (DFHCS), that consists of approximately 16 quality indicators based on the processes
and outcomes of care for Type 2 Diabetes, which will also serve as the basis for the evaluation and
reimbursement of providers.3!

For patients with more complex needs, the DCG system is also complemented by 104 Diabetes
Outpatient Clinics (DOCs) located in secondary care setting, which combine the DFHCS standard with
special guidelines for treatment of a diabetic foot, retinopathy, and nephropathy.3*3>

An evaluation conducted over 2007-8 revealed several challenges, including the absence of short
term improvements in patient outcomes, and an increased administrative burden associated with IT
incompatibility, the new requirements of multidisciplinary registration and the collation and
monitoring and quality indicators.3? However, the overall standards of care in the scheme were
considered to be good, and improvements were observed in the organization and coordination of
care, collaboration among health care providers, and adherence to care protocols.®® Further
evaluation will be needed, however the Dutch Health Ministry expects the model to both improve
the quality of care and reduce total costs over the long term. 32

» CASE STUDY 2: Regional disparities in implementation of multidisciplinary care — the example
of Italy ¥’

The Italian National Health Plan of 2010-2013 recommends the implementation of ‘clinical
governance’ for the treatment of diabetes via a multidisciplinary and integrated patient-centred
approach. The aim is to foster cooperation among all professionals involved in the care of the
patient, and to encourage information sharing on a continuous basis.
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There are, however, important regional disparities in the way diabetes care is organised and
delivered in Italy, which have had implications for the feasibility of implementing multidisciplinary
care. In the Southern and Central regions, the number of diabetes centres is proportional to the
number of patients with diabetes. In the North however, the diabetic population is larger and there
is an imbalance between demand and existing resources to meet the needs of patients. This
imbalance has prompted policymakers to experiment with a system of coordinated care and
integrated diabetes management. Such systems consist of diabetic care teams operating in hospitals
as well as shared care initiatives between GPs and diabetologists. The latter, however, is still very
much in pilot stage and is not yet widespread.

By contrast, in the South, the national goal of integrated diabetes care has yet to be implemented in
practice. Diabetes care remains focused in the ambulatory setting and is led by diabetologists acting
in isolation rather than multidisciplinary care teams.

The challenges facing the different regions are also diverse: Insufficient human resources remain a
problem in the South, and equipment gaps are prevalent as well. In the North, more diabetic centres
are needed and long waiting times are common, reflecting the high prevalence of the condition.
Local experts suggest that areas for improvement across Italy include: integrated management of
diabetes, coordination of duties among professionals, increased training for professionals and
greater use of outcomes to monitor progress.

> CASE STUDY 3: the Saxon Diabetes Management Programme — effective multi-disciplinary care
at scale in Germany

The Saxon Diabetes Management Programme (SMDP) demonstrated that the mainstream
implementation of integrated diabetes care was both possible and effective in improving patient
outcomes at scale. However, it also demonstrated the importance of multi-disciplinary consensus,
improved professional communication and a manageable administrative burden to the success of
comprehensive disease management programmes./

The programme was launched in 1997 across the entire Saxony region; about 75% of the GPs took
part, as did 100% of Diabetes Specialist Practitioners (DSPs), and around 90% or more of the Saxon
diabetic population. The SDMP was preceded by earlier pilot phases which had demonstrated the
potential value of DSP roles and integrated working between primary and specialist care, but had
also revealed unacceptable variation in access to quality care and the need for practical and
sustainable models suitable for national implementation.®® In response, the SMDP implemented a
new care model based on four key areas.7

o Integrated practice guidelines were developed by the Saxon Diabetes Committee, a
professional, multidisciplinary body belonging to the Chamber of Physicians and
representing the different levels of diabetes care (GPs, DSPs, and inpatient health care). This
‘knowledge based consensus’ was communicated to all GPs and DSPs in the region.

e An integrated diabetes management structure was established between GPs and DSPs,
where low-risk patients were to be treated by GPs, and high risk patients to be referred to
DSPs, based on a recommended threshold defined by HbA1C and/or blood pressure. Based
on the resulting guidelines an agreement was reached between health insurance companies
and the Saxon Association of Statutory Health Insurance Physicians and the SDMP was
implemented into contracts for GPs and DSPs.
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e An integrated system of continuous quality management was instigated, including data
collation protocols and financial reimbursement. It also involved regular quality workshops
(2-4 times a year) in which the regional DSPs discussed guidelines and international
advances, as well as the discussing quality management results and good practice models
jointly with the GPs.

e Structured patient education was also provided, tailored to the needs of different patients.
For example, DSPs offered different packages to different groups, such as lifestyle education
programmes to patients with newly diagnosed diabetes, reinforced therapeutic education to
patients with poor diabetes control, an interactive patient-oriented program aimed at
younger type 2 diabetic patients based on a patient empowerment and self-management
concept. A specific educational programme for older patients provided by GPs was also
developed.*

A programme evaluation conducted over 2000-2002 found that the SMDP had successfully
implemented a coordinated, interdisciplinary, and integrated care model and was effective and in
improving outcomes over time and at scale.7*° Promisingly, 78% of the study population achieved
HbA1C values of <7.5% by the end compared with 69% at baseline. More than half (54%) had
reduced their HbA1C values to well below 6.5% versus 39% at baseline. Overall, the number of
ineffectively treated patients defined by HbA1C or blood pressure decreased significantly by around
50% within the observation period.7

Despite the ambition and achievements of the SMDP, the programme aimed to minimise
bureaucracy by requiring only minimal workload for quality management and coordination from
professionals, with the bulk of quality assurance designed to be outcome oriented — a major factor
behind successful mass implementation.
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Introduction:
1. Fostering innovation in a period of economic uncertainty

The economic crisis has led to significant cuts in health care expenditure in many countries, and is
thought to result in reduced access to care for many individuals, particularly the most vulnerable
members of society. (Karanikolos et al. 2013) Cost containment efforts and cuts to health coverage
seen in many countries in recent years may also negatively affect the health of people living with
diabetes. (IDF 2013)! Within this context, and given the rising prevalence of diabetes, governments
are faced with the challenge of securing access to the best diagnosis, treatment and care possible
for patients with diabetes whilst responding to fiscal and budgetary pressures across the board.

Innovation in diabetes care is still urgently needed. Despite many advances in diabetes treatment
and diagnostics over the past few decades, significant unmet needs remain:

o Only approximately half of patients with diabetes are thought to achieve good glucose
control (Vouri et al., 2011). Moreover, many of these remain untreated and many are
undiagnosed.

e International diabetes societies have called for a patient-centred (or personalised)
approach to diabetes care in order to address diabetes in all of its complexity (Inzucchi et al.
2012). The implication is that patients must draw from a wide range of available
approaches and therapies to meet their individual care needs (glucose control, prevention
of complications and reduction of co-morbidities.

e Non-adherence to diabetes medicines remains a serious concern, undermining the
potential benefits of innovative therapies and contributing to increased healthcare costs.

e Regional disparities in access to diabetes interventions (medicines but also diagnostics,
insulin pumps and lifestyle interventions) have been shown to exist across Europe (Kavanos
et al. 2012; Cegedim 2012) and may contribute to the increasing inequalities in outcomes
observed in diabetes patients. These differences cannot be simply explained by differences
in per capita GDP (EFPIA, data on file).

2. What is ‘innovation’?

Innovation is a widely used term in health care and health policy. Overall, innovation is equated
with change and improvement — the replacement of old practices by new and improved ones.

Different meanings of innovation may be implied in different contexts (e.g. adopting new
diagnostics or devices such as insulin pumps, improved medical treatments, or improving
organisational performance). However, for the purposes of this paper, we will focus on
medicines and their contribution to innovation in diabetes care, as most of the available
literature on innovation is focused on this topic.

1 Against this background, IDF has launched an online survey across Europe looking at ‘Access to
quality medicines and medical devices for diabetes care in Europe.” Survey results will be made
available on World Diabetes Day 2013. For more information, see:
http://cluster015.ovh.net/~idfeurop/index.php/highlights/77-access-to-medicines-and-medical-
devices-for-diabetes-care-in-europe-have-your-say
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3. How does innovation make a difference?

e Innovation is a key driver of economic growth: For example, the European
Commission’s ‘Europe 2020’ vision recognises that innovation and competitiveness are
key contributors to Europe’s economic growth.

e Access to innovation is vital to improve health outcomes: Innovative medicines have
been shown to make a significant contribution to observed increases in life expectancy
in the past few decades (Lichtenberg et al, 2012), as well as other health outcomes.

e The value of innovation goes beyond its immediate clinical impact on patients.
Measures of the value of innovative medicines should thus take into account their
impact on:

- Improved delivery of care and more efficient use of health services, which may
translate into cost offsets such as reduced hospitalisations

- Improved quality of life for patients, particularly in terms of longer-term outcomes
such as prevention of complications and reduction of co-morbidities

- Improved productivity for people with diabetes, thereby enabling them to maintain
a productive working life and participate as ‘active citizens’ — thus contributing to
lower social costs.

4. A shared responsibility to foster innovation

The economic crisis has created a challenging environment for all stakeholders aiming to improve
outcomes of people with diabetes (and other diseases).

Increased regulation and the growth of Health Technology Assessment and cost-
containment pressures have changed the landscape for access to medicines in all countries.
Within this evolving environment, all players have a shared responsibility to foster true
innovation and ensure that government funding is allocated towards ‘value-based’
interventions which offer real benefits to patients, the health care system and the wider
economy.

This environment challenges life sciences companies to focus their research efforts on areas
that address the greatest unmet medical needs of patients and continually work with
governments, regulators, professionals and patient to make sure they are meeting their
evidence requirements.

On the other hand, governments are increasingly engaging in intersectoral dialogue with
industry to ensure that regulatory systems are fair and transparent and that barriers to
access to innovative medicines are minimised so that patients may access them as quickly
as possible.

Intersectoral collaboration

As mentioned above, intersectoral collaboration may help ensure that innovative medicines reach
patients as quickly as possible. There have been a number of very interesting initiatives at the EU
level to foster innovation in diabetes, mostly in terms of diabetes research (see Box 1). The point of
departure of all of these initiatives is that intersectoral collaboration between policymakers,
industry, academia, and regulatory bodies is needed to ensure that research efforts translate into
innovations that address unmet medical needs in patients, and that barriers towards delivering
innovations to patients are minimised.

Box 1. Examples of intersectoral collaborations in diabetes
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e The DIAMAP (the Road Map for Diabetes Research in Europe) is funded by the European
Commission and proposes a holistic approach to research planning in diabetes, which takes into
account all of the complexity of diabetes presentation and epidemiology across different patient
groups. (DIAMAP 2010) (see Case study 1)

e The Innovative Medicines Initiative (IMI) is a joint undertaking of the European Commission and
the European Federation of Pharmaceutical Industries and Associations (EFPIA). IMI aims to
‘speed up the development of safer and more effective medicines for patients’ and ‘remove
bottlenecks in the development of novel therapies’ in diabetes and other diseases (IMI Diabetes
Platform 2013).

e The European Healthcare Innovation Leadership Network Type 2 diabetes working group is a
commercially-led initiative which aims to achieve intersectoral consensus on how value of
diabetes innovations should be defined. For example, the working group concluded that
innovations in diabetes medicines should focus on three key areas: arresting disease
progression, reducing cardiovascular complications and reducing the side effects of treatment —
in particular hypoglycaemia, weight gain and cardiovascular risks. (European Healthcare
Innovation Leadership Network, 2010)

Fostering innovation in diabetes: key approaches

With the ageing of the population, the rising prevalence of diabetes and continued economic
pressures on health care systems, the need to optimise patient outcomes and minimise the clinical
and economic burden posed by diabetes continues to grow, as does the need for governments to
focus funding on innovative interventions that will deliver true value to patients, the health care
system and society. Some key recommendations for how innovation in diabetes may be fostered
within this context are:

1. Government should ensure that incentives for innovation are maintained despite
economic pressures

Governments may help create a positive environment for the advancement of innovation despite
economic pressures through a number of initiatives:

e Financial incentives for innovative companies

e Support for intellectual property rights protection

e Protected funding for areas of highest medical need in diabetes, as has been done for cancer
treatment, for example, via the Cancer Fund in the UK.

e Transparent, efficient and flexible regulatory policies and processes, which are both
evidence-based and responsive to new evidence, thereby ensuring the integration of
emerging of emerging scientific data and innovative approaches into the review of new
technologies.

2. Define innovation based on the most critical unmet medical needs in diabetes

e Industry should try to focus its research efforts on areas of greatest unmet needs for people
with diabetes.

e At the same time, it is critical that a holistic vision of diabetes care be taken by regulatory

and Health Technology Assessment (HTA) agencies and regional/local payers so that
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outcomes such as prevention of complications, reduced co-morbidities, improved quality of
life and productivity are valued in the assessment of new diabetes medicines.

3. Take a broad view of the costs associated with innovative medicines and other
interventions

e |n today’s economy, short-term cost containment measures may achieve required cost
savings but they may lose sight of the bigger picture in terms of where real economies of
scale — and impact on the quality of care — may be made.

e For example, diabetes drugs and devices only account for a relatively small percentage (6.2%
in France and Italy, 10% in Spain) of total medical costs for diabetes. However, non-diabetes
medicines are 3-4 times the cost of diabetes medications, and hospitalisation costs remain
the main cost driver in the costs of diabetes.(Kavanos et al. 2012)

e Thus efforts to draw better value from invested resources should take a broad view on the
cost base of diabetes care and focus on areas where real quality improvements may be
achieved.

e Within this context, HTA agencies and payers should consider the full economic and clinical
benefits conferred by new medicines, so that ‘value’ is a true reflection of the full value of a
new intervention to patients and society in general.

4. Remove barriers to the delivery of (and access to) innovative medicines to patients

e There is huge variability within the EU in the time it takes between regulatory approval of
diabetes drugs to their availability in clinical practice. There has been increasing
collaboration at the EU level between industry and HTA agencies under the umbrella of the
European Network for Health Technology Assessment (EUNetHTA) to ensure that Health
Technology Assessment processes do not result in inordinate delays in access to patients in
diabetes and other disease areas.( http://www.eunethta.eu )

e Governments may thus play an important role in working with their national HTA and
reimbursement agencies to ensure that reimbursement policies are as fair and efficient as
possible, so that interventions deemed innovative are made available to patients as
quickly as possible.

e Additionally, all efforts should be made to make supply chains as effective as possible, as
suboptimal supply chain management may be a major barrier to access to care. (Smith and
Yadav, 2012) Well aligned, efficient supply chains with fewer intermediaries can improve
may result in lower retail prices because of fewer distribution mark-ups at each tier, as well
as better quality monitoring, which is vital for the safety of patients. (Smith and Yadav,
2012).

e Finally, implementation of clinical guidelines and national plans may help guide practice
towards the most effective treatments in light of up-to-date clinical evidence and help
remove some of the inequities in access that exist within many countries.

5. Ensure that medicines are used appropriately in clinical practice

e Providing access to innovative medicines is critical, however ensuring that innovative
medicines reach patients and are used appropriately is equally important if full benefits of
innovative medicines are to be maintained over time.

o Health care systems should have built in mechanisms to encourage continued appropriate
use and patient adherence to all innovative medicines. Tactics may include implementation
of clinical guidelines, therapeutic education, nurse- or pharmacist-led patient support, and
follow-up care of patients, amongst others.
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6. Share innovations and ‘best practice’ across the health care system

e Sharing of ‘best practice’ may also help disseminate the use of new interventions as
professionals working in different settings may learn from each other of what technologies
may be available for their patients.

e For example, the Innovations Hub in Diabetes (NHS) is an online portal that was set up by
NHS Diabetes in England to help showcase innovative approaches to diabetes care. It
includes ‘diabetes success stories’ from across the UK in a number of areas including
footcare, information technology, inpatient care, models of care, prevention and public
health, social media, and type 1 diabetes. (http://www.diabetes.nhs.uk/innovations hub/)?

Key questions and issues for discussion

Issue Checklist of key questions for policy makers
Fostering innovation in a How do we ensure that diabetes patients have access to the most
period of economic crisis effective new therapies whilst respecting budgetary pressures?

e How can a shared vision of ‘value’ be adopted across all
stakeholders that takes a holistic approach to diabetes?

e Should special funds for diabetes care be set up (as has been
done for cancer in the UK)?

o What are the priority areas where recognition of innovation is
needed in diabetes care?

o What can be done within existing models of care to foster a
more equitable distribution of innovative interventions and
reduce inequalities of care?

A shared responsibility for e What is the role for intersectoral collaboration at a national

fostering innovation level to foster innovation in diabetes?

e What role should/can industry play? What role should
government play? What role can other stakeholders such as
professional and patient groups play?

o  What should the key messages from ExPAND be on fostering
innovation?

2 please note that this website is now unfortunately closed and ownership has been transferred to NHS
Improving Quality (NHS 1Q). However, no further updates to the case studies are anticipated.

6|Page




http://www.diabetes.nhs.uk/innovations_hub/



Case study 1: DIAMAP - fostering a holistic vision to diabetes research planning

Sustained investment in diabetes research is needed to halt the diabetes epidemic (European
Coalition for Diabetes, 2010). The DIAMAP RoadMap proposes a holistic vision to diabetes research
planning and outlines a European strategy for diabetes research which addresses all aspects of
diabetes (co-morbidities, prevention of complications, tailored therapies by subgroup, ...)

The 2010 DIAMAP report proposed the creation of a European platform for Clinical Research in
Diabetes, with the aim of ensuring ‘equal access to and benefit from clinical studies for all individuals
with diabetes in Europe’. (European Coalition for Diabetes, 2010)

A prerequisite to achieving DIAMAP objectives is closer collaboration between academia and
industry, and increased public investment in research in diabetes. These principles are consistent
with the European Commission’s Europe 2020 Strategy, which sees public-private partnerships as
the way forward and sees innovation as an engine for economic growth
(http://ec.europa.eu/europe2020/index_en.htm).

DIAMAP identified the following research priorities :

e Create a common infrastructure to facilitate the European diabetes research efforts
and revolutionise the translation of basic science innovations to benefit all people
with diabetes including special populations eg. children, older adults, pregnant
women, socially disadvantaged groups.

e Develop genetic and epidemiological approaches to preventing and predicting type 2
and 2 diabetes

o Lifestyle intervention strategies using genotyping and phenotying

e New ways of preventing and treating complications

e Improve coordination of European diabetes research by fostering collaboration
between European academic institutions and industry as well as private-public
funding agencies

e Evaluate progress and return on investment as a result of implementation of the
DIAMAP roadmap strategy for prevention and improved treatment of diabetes.

Sources: European Coalition for Diabetes, 2010; DIAMAP 2010.
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1. Headlines

The situation of children with diabetes at school is an example of how diabetes extends beyond the
clinical sphere to permeate non-medical settings.

Despite legal frameworks across Europe that protect the right to mainstream education of children
with diabetes, some children are being denied access to mainstream schools because of their
diabetes.

If a school refuses to manage the care of a pupil with diabetes, parents have to be on call to deal
with any situation that may arise and often have to give up full-time work to do so.

Children who are not able to manage their condition safely and securely at school experience some
of the most severe and devastating barriers to holistic care — affecting their self-confidence,
feelings of independence and social acceptance.

Achieving a truly holistic and person-centred approach to diabetes management for children
requires close collaboration across, at a minimum, the education sector, the health service, children

and their families.

Getting this right for children is important as this will set the scene for their future — society owes
them a full chance at social integration.

What we should aspire to:

“Diabetes is with me every day and for life and sometimes | hate it, but I’'m glad that school life doesn’t
constantly remind me of that and make me hate it even more. | hope and wish all my friends with
diabetes get the same care at school as | do.”

(Nathan, a child with diabetes)

2. The growing needs of children with diabetes:

Children are a priority group within the diabetes population: the younger a child is at diagnosis, the
longer he or she has to live with the risk of hyper- and hypoglycaemia as well as associated risks and
complications. Diagnosis at a young age may also impact on a child’s personal and social
development.

Diabetes is often a more serious condition in children than adults: evidence suggests that it leads to
a greater risk of complications if diagnosed early in childhood as opposed to in adulthood.?

The prevalence of type 1 diabetes in children is increasing. There are approximately 112,000
children and adolescents who have type 1 diabetes in Europe, with the UK, Russia, and Germany
making the biggest contributions.! Data from 20 population-based registers (the EuroDiab study)
suggest that by 2020, there will be 160,000 children with type 1 diabetes aged 15 or under in
Europe.?

A greater proportion of cases of type 1 diabetes are being diagnosed in very young children. If this
trend continues, the number of children younger than 5 years with type 1 diabetes will double
between 2005 and 2020.2






e There has also been an increase in the number of children affected by type 2 diabetes, linked in
part to the rise in childhood obesity.

e Treatment and management of type 2 diabetes is more complex in children than in adults. More
children and adolescents with type 2 diabetes tend to require insulin therapy than adults.

e Both type 1 and type 2 diabetes require a substantial commitment to continuous care,
management and support for children and their families. Maintaining good glycaemic control and
preventing complications are critical throughout the course of disease.?

.Diabetes at school: testing the principles of integrated, patient-centred
care and non-discrimination

e Although often overlooked in the context of integrated care, the experience of children with
diabetes at school is a major test of the principles of integrated and patient-centred care advocated
in many policy statements.

“Children with diabetes require medical care to remain healthy. The need for medical care does not end
while the child is at school.”

School Bill of Rights for Children with Diabetes, issued by Children with Diabetes *

In practice, schools become a healthcare setting, providing the appropriate level of resources and
support to ensure each child with diabetes can manage his or her condition throughout the school day in
accordance with individual needs and capabilities.

All aspects of a child’s diabetes management must be addressed, so that they are able to:*
— Do blood sugar checks
— Treat hypoglycemia with emergency sugar
— Inject insulin when necessary
— Eat snacks when necessary
— Eat lunch at an appropriate time and have enough time to finish the meal
— Have free and unrestricted access to water and the bathroom
— Participate fully in physical education (gym class) and other extracurricular activities,
including field trips, as long as there are no risks to their health.

Legal frameworks across Europe support the rights of children with diabetes in school:

o Children with diabetes are considered disabled for the purposes of anti-discrimination and
equality laws, and as such are protected against discrimination.

o Their right to a mainstream education is guaranteed in many European countries under the
Education Act or equivalent, making it mandatory for schools to make all necessary
resources available to allow children access to the medical assistance they need during
school hours.

e In practice, however, many schools are unable — or unwilling -- to accept responsibility for the
management of children with diabetes.
o Parents may be told to send their child to a specialist school that caters for children with
disabilities, thus effectively excluding their child from mainstream education.
o If aschool refuses to manage the care of a pupil with diabetes, parents have to be on call to
deal with any situation that may arise and often have to give up full-time work to do so.*®






o Inasurvey conducted by a national foundation for diabetes in Spain, one in four parents
reported having a problem with their child’s school in terms of the management of their
child’s diabetes.

o 6% of children were refused admission because of their diabetes

o 12% of children had to change schools.

o 25% had to modify their dosing of insulin because the school did not cooperate with
their initially prescribed regimen. ©

Quote from a parent:

“So what do you do? You don’t offer your child any schooling because his disease requires that he
takes medication during school hours? You abandon your work to run to school every time he needs
it? You cannot punish your child for having to take medication during school hours. “’

The experience of children at school may also have an effect on their health outcomes,
particularly those who require insulin. It is increasingly recognised that continuous injection,
through a pump or multiple injection therapy, throughout the day may achieve better glycaemic
control than twice dosing in the morning and evening. However, experts suggest that, in the UK
for example, the most common reason for specialists not prescribing continuous insulin
injection regimens to children is lack of support of schools.®

4. Gaps and shortfalls in existing guidance

National and regional guidance on the management of children who require medication and/or medical
assistance at school exists in most countries but it tends to be outdated and generic — ie. specific guidance

on the management of children with diabetes rarely exists.

Process recommended in existing guidance:

Recommendations common across most existing guidance usually include:

However, there are many contradictions and areas of uncertainty within existing guidance, which fuel
reluctance on the part of schools — and teachers — to take on a child with diabetes and leave parents unclear

Parents are responsible for informing the school about their child’s condition, with supporting

documentation from the treating specialist.

Schools must set up an Individual HealthCare Plan for each child, outlining roles and

responsibilities for all facets of their medical needs during the school day.
The school head must identify volunteers to take on responsibility for the child’s care, and
ensure that they receive appropriate training to do so.

about what their options are for their children. For example:

Teachers — or non-teaching staff — are not obliged to take on responsibility for assisting a child with

his/her medical needs — this role is purely voluntary. Therefore, if a school refuses or nobody
volunteers to take on this role within a school, the parents have no legal recourse to appeal.
There is conflicting guidance as to what non-health professionals are or are not allowed to do,
particularly concerning medication by injection. This results in fear of liability on the part of both
teachers and schools.

Many teachers’ unions actively discourage their members from accepting any responsibility for
administering medicines or doing other medical tasks at school, on the grounds that they may be
liable if something goes wrong and that this falls outside of their duty of care.®

Individual Healthcare Plans are not always developed, and even if they do exist, the schools do not

always have the resources to implement them.






Lack of resources to provide systematic training for teachers and schools in assisting diabetic
children is problematic both in terms of a) who provides the training from within the local health
service or diabetes specialist services in hospital and b) the ability of school staff to take time away
from their usual duties to provide this assistance to children.

5. Possible solutions - what do we know works?

Many countries, often prompted by active campaigning on the part of patient organisations, have
introduced positive changes to improve the situation of children with diabetes in schools.> Some promising
approaches from different countries are listed below:

School awareness campaigns

Many patient associations across Europe have integrated messages targeted at schools into their
awareness campaigns. The campaigns are clear that if full social integration of children with
diabetes is to be a reality, then appropriate resources must be put in place in schools to enable
children to manage their condition fully during the school day.

Legislation for children with diabetes in schools

In Spain, patient organisations lobbied the government to pass a bill in 2010° that would:

a) Promote the development of Individual Healthcare Plans in collaboration between health
services, educational centres and patient/parent associations;

b) Guarantee to educational professionals and canteen staff access to all information and
training necessary to gain a full understanding of how diabetes and allergies may manifest
themselves in school children;

c) Make childhood diabetes training and information materials available to educational
centres, including exchange of information on best practices;

d) Improve the attention given to and the integration of children diagnosed with such
conditions in all settings and activities at school.

Joint action with other NCDs/chronic conditions

In Ireland and the UK, diabetes organisations have joined forces with organisations representing the
interests of children with other chronic conditions such as asthma and epilepsy to raise awareness of
the need to respond to the medical needs of children in school. 1° 1! The joint policy platform fits well
with the joint policy discussions on NCDs which are taking place at the global, EU and often national
levels.

Full integration of health standards and targets within schools

To help create accountability within the health service for what happens to diabetes ‘patients’ when
they are at school, standards, targets and auditing criteria existing within the health care system
should be embedded within educational settings.

An interesting example of this is an ‘exemplar’ which was developed to accompany the National
Service Framework for Diabetes in the UK. It takes the example of a child with diabetes and tests it

step by step against the standards set out in the NSF.1?

Better and systematic information to schools and parents and systematic training





vi.

In the UK, the Juvenile Diabetes Foundation provides a resource pack for parents of children with
type 1 diabetes to give to their child’s school (http://www.jdrf.org.uk/life-with-type-1/school-
resources ). In addition, each child is assigned a diabetes specialist nurse at the hospital, who runs
training sessions at the school and at the hospital. This ensures that a consistent link is maintained
between the child’s health care team and their school.

Joint protocols between education and health services

Regional framework agreements exist in many regions of Spain (protocolos de actuacion) and ltaly
(Intese). These agreements outline the entire chain of care (focused usually on the administration of
medicines) linking educational and health services and outline roles and responsibilities of all
agencies involved. Agreements usually involve the schools, the local health service, parents, and the
relevant local/regional educational and health authorities.

The Royal College of Nursing in the UK issued guidance aimed specifically at schools:

Recommendations from the Royal College of Nurses (UK) on supporting children with diabetes in
schools™

All education staff involved with children and young people with diabetes to receive specific training
to facilitate individual needs

Every school and early years setting to have an agreed guidance document on the management of
diabetes in school

Every child or young person with diabetes to have an individualised management plan, agreed by
relevant parties

Every child and young person with diabetes to be able to participate in all curricular and extra
curricular activity

Every child and young person with diabetes to receive support to manage their diabetes to ensure
glycaemia control.

vii.

The role of diabetic specialist nurses in ensuring continuity of care

Paediatric diabetic specialist nurses provide critical support to families through ongoing education
and training. Their presence has also been associated with reduced lengths of stay and hospital
admissions for newly diagnosed children with insulin-dependent diabetes 41°

In the UK and some Scandinavian countries, paediatric diabetes specialist nurses also act as a link to
the school and offer staff dedicated training programmes for each diabetic child they have under
their care. There remains, however, a shortage of paediatric diabetes specialist nurses in the UK at
least ** and many patient organisations have called for an increase in their number to ensure greater
continuity of care and support for families of children with diabetes.




http://www.jdrf.org.uk/life-with-type-1/school-resources
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6. Policy implications - key questions for consideration

e How well are the needs of children with diabetes met in schools in your country? What has
worked/what gaps remain?

e What opportunities might there be to strengthen guidance and policy frameworks that may
improve the experience of children with diabetes in your own country? What, in your opinion, is
the most likely ‘route’ to success?

e What are the most significant barriers that need to be overcome?

e What steps are needed to foster greater collaboration between the educational and health sectors
on this issue? What actions can be taken and who is ultimately responsible for such joined-up
working?

e How do we make the case for better integration of children with diabetes in schools an
overwhelming one? What data or arguments would be most powerful to achieve consensus for
change in national governments?

e How would you like to promote awareness of this topic in your government? How should this issue

feature in the ExXPAND toolkit?
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