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Introduction
Diabetes is one of the most common
global non-communicable diseases,
and is estimated to be the fourth or
fifth leading cause of death in most
high-income countries. Current esti-
mates suggest there are 387 million
people with diabetes worldwide, a
figure set to increase to 592 million
by 2035 if current trends persist.1
Many health care professionals will
be familiar with these figures which
are often quoted within diabetes 
literature. Conceptualising the
impact of diabetes can at times be
difficult and thus it may be easier 
to visualise figures such as those
quoted at a much more local level.
Currently, 1 in 12 people around the
world are estimated to have diabetes
and, if present trends continue, by
2035 this figure will have increased
to 1 in every 10. 

The cost of diabetes may be
viewed as both financial and per-
sonal. Financial costs may include
increased use of health services,
reduced productivity and increased
levels of disability, due primarily to
complications such as amputation
or blindness. Current estimates 
suggest that 10% of the NHS budget
is spent on diabetes care and man-
agement, with the majority utilised
for the treatment of diabetes com-
plications.2 The personal cost of 
diabetes is more difficult to assess
and may include various aspects
such as reduced life expectancy,
increased risk of cardiovascular 
disease, reduced quality of life, 

discrimination and social stigma. In
addition to costs of diagnosed dia-
betes, a recent study from the USA
has estimated the cost of undiag-
nosed diabetes to be as high as 18
billion USD in one year.3 Spiralling
costs and recognition of the increas-
ing burden diabetes places upon
society have led to diabetes being
viewed as one of the biggest public
health concerns of our time, caus-
ing a proactive shift in recent years
from treatment and management of
diabetes, to prevention. 

Diabetes self-management
education
For those diagnosed with diabetes it
remains a complex condition requir-
ing effective self-care behaviours
underpinned by knowledge of dia-
betes itself and the impact different
lifestyle choices such as diet and
exercise may have on an individual’s
glycaemic control. Diabetes is often
seen as restrictive and behaviourally
challenging, with many individuals
struggling to attain optimal gly-
caemic control while maintaining a
good quality of life. Despite this
complexity, diabetes remains prima-
rily a self-managed condition with
the average person with diabetes
estimated to receive 4 hours of
direct health care professional 
contact per year. For the remaining
8756 hours, each individual is
required to make effective diabetes
management decisions in respect of
diet, medication, exercise, sickness,
travel and any additional lifestyle
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choices or activities in which they
engage. In order to undertake this
role of effective self-management it
is imperative that every person 
with diabetes receives high quality
diabetes education both at diagnosis
and at regular intervals over subse-
quent years.

The International Society for
Pediatric and Adolescent Diabetes
offers one of the most comprehen-
sive definitions of diabetes educa-
tion, advocating it to be:

‘The process of providing the person with
the knowledge and skills needed to perform
diabetes self-care, manage crises and to
make lifestyle changes to successfully
manage the disease.’ 4

There are few health care profes-
sionals working within diabetes who
would argue that diabetes education
forms the cornerstone of diabetes
care and management. Without
high quality diabetes education
those diagnosed often rely on less
reliable sources of information
which are all too easily accessible
through the World Wide Web or
other media outlets. Newspaper
headlines such as ‘Chocolate can
beat diabetes’ or ‘New diet to beat
diabetes’ can present confusion for
those ill-informed and lead to detri-
mental consequences for those who
venture to try the latest fad in the
hope of attaining improved control
or even a cure. The existence of
these other forms of information,
often unsubstantiated, misconstrued
or poorly researched, provides 
further weight to the need for health
care professionals to ensure that
people with diabetes receive effec-
tive diabetes education and feel 
confident in their ability to manage
their condition successfully.

Although it has received more
attention over the past decade, dia-
betes education is not a new con-
cept. Indeed, the history of diabetes
education can be traced back to
1918 when it was first encapsulated
by Dr Elliott P Joslin in the publica-
tion of his book ‘A diabetic manual
for doctors and patients’. Joslin
believed the key to managing dia-
betes lay with patient involvement,
education and empowerment, a
belief that remains as relevant today
as it did almost 100 years ago. Box 1

outlines the evolution of diabetes
education over time and highlights
the many changes that have been
required in order to ensure the
model of diabetes education
remains up to date and relevant to
ever changing health care delivery
systems. As diabetes education has
progressed and gained recognition
it has undergone many transforma-
tions, from the introduction of a
simple checklist or ad hoc education
to today’s programmes of structured
diabetes education, which are
assessed against strict criteria set
down within countries such as the
United Kingdom by the National
Institute for Health and Care
Excellence,5 and the USA by the
American Diabetes Association.6

The evidence to support 
education
Recent years have seen the develop-
ment of a substantive collection of
evidence to support the effective-
ness of diabetes education for self-
management.6–8 In addition, there
have been a number of systematic
reviews undertaken to establish the
effectiveness and validity of psycho-
educational interventions for dia-
betes.9–11 Each of these reviews has
in turn highlighted a lack of empiri-
cal evidence to support the long-
term benefits of diabetes education
primarily due to the short duration
of studies with most lasting for 6–12
months’ duration.

However, evidence does exist to
support the view that diabetes 
education has a long-term benefit
within adults. The Dose Adjustment
For Normal Eating (DAFNE) pro-
gramme has now been able to

demonstrate ongoing benefit after
four years, though deterioration in
the magnitude of impact on HbA1c

was noted.12 In addition, Shearer et
al.13 conducted a cost-effectiveness
analysis of the DAFNE programme
within the UK utilising data from
two other similar programmes in
Germany14 and Austria.15 Results
indicated that structured diabetes
education programmes are likely 
to save approximately £2200 per
patient treated and increase life
expectancy by 19 days per patient
after 10 years. They further suggest
that structured diabetes education
will outperform routine care after
approximately 4.5 years. Figures
reported allowed for development
of long-term complications and
increased service utilisation. In 
parallel with the growth in evidence
to support diabetes education, 
there has been a shift in policy
change within the UK. Documents
such as the National Service
Framework for Diabetes16 recognise
the need to provide a health care
environment in which both health
care professionals and patients act in
partnership to achieve best possible
outcomes.

Current provision of 
diabetes education
Despite all of the evidence developed
and willingness on the part of 
both health care professionals and 
policy makers to integrate diabetes
education into diabetes care, recent
research suggests this is still not hap-
pening. The International Diabetes
Federation (IDF) conducted the first-
ever global survey of diabetes services
in 2013.17 The indicators for the 
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Historical review

1918 Diabetes education is recognised for improving clinical outcomes (Joslin, 1918)
1930s Patient advocacy bodies develop 
1940s The UK offers education primarily for those with gestational diabetes
1960s Diabetes health professional role increases in importance and recognition
1972 Teaching techniques specific to diabetes education are published
1970s Diabetes educator/specialist nurse associations are formed
1970s Technological advances support self-care
1980s Diabetes education is recognised as a specialty by many professions in some

countries
1990s Evidence supports education and the role of the interdisciplinary team as an

essential part of secondary prevention of complications
2000s Development of structured education programmes

Box 1. History of diabetes education



survey were based on the commit-
ments of the Political Declaration and
the targets of the Global Monitoring
Framework. The details were devel-
oped through consultations with an
Informal Advisory Group, including
IDF Regional Chairs, representatives
of IDF Member Associations and
external experts. 

Of the 230 Member Associations
contacted, 125 participated within
the survey, representing a total of
104 countries worldwide. Responses
were analysed and then included in
the Scorecard report. In cases where
more than one Member Association
from the same country participated,
they were requested to complete the
survey jointly. 

Of the 104 countries who
replied, only 14 indicated that they
had a fully integrated diabetes edu-
cation system in place for people
with diabetes. Of these 14, only five
were located within Europe. 

Given the recent evidence
described above and the recognition
that diabetes education forms the 
cornerstone of diabetes management,
it is very disappointing that it seems to
remain a low priority for the majority
of countries. Many countries did
report availability of diabetes educa-
tion but, as it had not been integrated
fully into the health care system, it was
often inaccessible to many individuals
and dependent upon the goodwill
and determination of local health
care professionals, often seen as
champions of their service.

In March 2015, the all-party 
parliamentary group published its
long-awaited report on the state of
diabetes education and support in
England.2 In addition to recognising
the value of diabetes education, the
report highlighted many of the 
current barriers impeding the 
integration of diabetes education
into diabetes care across England.
Despite the advances in diabetes
care, the report found emotional
and psychological support to be
almost non-existent; support for
children and families with diabetes
was cited as inconsistent, and use of
new technologies to be patchy.
Disappointingly, the report was con-
gruent with the survey undertaken
by IDF in that it found many people
with diabetes do not received any
diabetes education after diagnosis.

The report highlighted the figures
from the National Diabetes Audit
2012–2013, which found that only
15.9% of people newly diagnosed
with diabetes had been offered
structured diabetes education.
Furthermore, of those offered, only
3.4% of people actually attended. 

For many people working within
the area of diabetes, these figures 
will give rise to great concern.
Considering that diabetes education
is fundamental in the achievement of
optimal diabetes control, there is a
need to fully explore why the current
level of engagement is so low. Many
health care professionals will argue
that the findings of the National
Diabetes Audit are inaccurate and do
not reflect the reality of the diabetes
education in their area. Even if this is
the case, few would suggest there is
not room for improvement and that
figures are well below what should 
be achieved. 

In addition to the often quoted
reasons of finance, time, resource
and competing priorities,18 one of
the less recognised reasons for non-
attendance at diabetes education
highlighted by the all-party report
was the manner in which diabetes
education was presented. It would
seem that health care professionals
need to become more adept at sell-
ing education to those newly diag-
nosed if higher engagement is to be
achieved. Simply asking an individ-
ual newly diagnosed with diabetes if
they would like to attend an educa-
tion programme may present the
view that education is an optional
extra. Health care professionals
need to become familiar with and
present the many benefits to dia-
betes education, tailoring it to the
individual’s needs in order that they
comprehend the importance of
such education for the effective
management of their condition. 

One possible way of highlighting
the importance of education would
be to view it as a prescription in the
same way we view medication. Thus,
every person diagnosed with diabetes
should at the time of diagnosis 
be prescribed structured diabetes 
education as part of their treatment.
This may assist in achieving higher
levels of engagement, reinforcing the
importance of diabetes education in
assisting individuals to manage their

diabetes more effectively, improve
their quality of life and reduce 
the potential for long- and short-
term complications.

Adolescent diabetes and
education
Adolescents represent one of the
most difficult groups to engage with
diabetes education. Given the
longevity of their condition, poor
diabetes control and potential for
complications at a young age, the
education of children and adoles-
cents has been the focus of much
research in recent times.19–21 Life
expectancy of those diagnosed with
type 1 diabetes is reduced on aver-
age by 15 years,22 with those 
diagnosed before the age of 15 years
having substantially worse retinopa-
thy and neuropathy than those
developing diabetes in later life.10

As part of a previous piece of
research, the opportunity arose to
undertake a number of focus groups
with this young population, in an
effort to establish their needs and
wishes in respect of diabetes educa-
tion.18 Figure 1 offers a visual repre-
sentation of the findings of these
focus groups. A more detailed
description of the findings has previ-
ously been published elsewhere.18

In brief, the findings of these
focus groups highlight the wishes of
adolescents to develop their inde-
pendence, recognising the need for
parental involvement. In addition,
one of the most prominent themes
to evolve was the need to move from
a negative system of education to a
more positive approach by advising
adolescents of what they could do, 
as opposed to what they could not
do. Health care professionals being 
positive, practical and real to life 
was seen by most as a basic require-
ment in any form of education.
Confusion, frustration, fear, guilt
and restriction remained everyday
occurrences for this population and
were further complicated by feelings
of isolation and stigma. These find-
ings only serve to reinforce the
requirement for education tailored
to the specific needs of adolescents.

Tailoring diabetes education
Although the information underpin-
ning diabetes education remains
consistent irrespective of location,
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the manner in which this informa-
tion is delivered or portrayed must
be tailored to local context and cul-
ture. The issue of tailoring educa-
tion was never more apparent than
within a recent project, Kids and
Diabetes in School (KiDS) at IDF.23
The aim of this project was to foster
a school environment that creates a
better understanding of diabetes
and supports children with diabetes
in school. It was decided to pilot the
project in both India and Brazil,
given the increasing incidence of
diabetes in both countries. A global
information pack on diabetes was
developed for schools, with specific
units targeted at school staff, parents
of children with diabetes, children

and parents in general. The project
was implemented with the aid of
local partners to increase the likeli-
hood of success.

Following development of the
information pack at a global level
with the aid of an international tech-
nical group, the pack was passsed to
local partners to assist with adapta-
tion. Although many health care
professionals will be familiar with
the need to change language and
writing style when tailoring informa-
tion, the need to change images and
dietary products is often overlooked.
In addition, it became apparent that
in India there was a need to develop
two different packs to represent
those within both private and public

schools. Following engagement with
the local Ministry of Health, the
need to change the dress code of
characters within the pack, remove
the school bus from the cartoon 
and remove the dining table from
images was identified. This was rec-
ommended in order that the pack
would be congruent with the reality
of those from a lower socioeconomic
background. In addition, both coun-
tries suggested major changes to the
dietary sections of the pack, replac-
ing the UK Eat-well plate with food
pyramids developed with local food
products. Even the skin colour, hair-
style and dress code of the cartoon
character developed for the pack
required different changes for both
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Figure 1.What adolescents want
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countries. These changes added an
additional six months to pack devel-
opment and were deemed essential
if the pack was to be adopted by 
local communities and schools.
Following successful tailoring of the
pack for both India and Brazil, 
assistance was sought from other
Member Associations of IDF to 
create additional packs for interna-
tional use. As a result, the KiDS pack
is now available in eight languages
and tailored to many different popu-
lations. The pack may be down-
loaded free of charge at www.
idf.org/education/kids.

The lessons learned from this
experience are no doubt transfer-
able to the many existing educa-
tional programmes throughout the
world. Unfortunately, all too often
programmes are developed for local
populations with limited tailoring
for those emanating from different
ethnic backgrounds. Where pro-
grammes have been tailored, this
tends to be limited due to both avail-
able resources and finance. The
need for tailored education pro-
grammes is increasing rapidly given
the diversity of cultures and societies
around the world. The days of a
homogenous society have long since
disappeared, with the majority of
countries experiencing increased
multi-cultural diversity. 

Joining the dots
Despite the advances in diabetes
education in recent years, pro-
grammes are often developed in 
isolation with little sharing of 
experience or programme details.
Anecdotal evidence suggests that it is
not uncommon for two people with
diabetes living within a short dis-
tance of each other to have com-
pletely different access to diabetes
education. Thus there is a need to
create an environment in which best
practice may be shared and effective
programmes of diabetes education
disseminated, in order to utilise
resources efficiently and prevent
constant duplication of material. By
facilitating such a transfer of infor-
mation and best practice, health
care professionals will have the
opportunity to avail of many differ-
ent education programmes, making
it easier to meet the needs of people
with diabetes for whom they care.

Within IDF there are a number of
initiatives that may be utilised to
assist in this transfer of information,
including D-NET, Centres of Educ -
ation and the Diabetes Education
Consultative Section.

D-NET is an online platform that
offers health care professionals the
opportunity to discuss important
diabetes issues with colleagues from
around the world. In addition to bi-
weekly discussions which are moder-
ated by an expert within the field,
the platform also offers a library, 
calendar of events and opportunity
to ask questions to international 
colleagues. These facilities may all
be accessed at http://d-net.idf.org/
en/ and are free to use. 

The Centres of Education are
made up of eight international 
centres located in Portugal, India,
Columbia, Bolivia, Brazil, Australia,
Pakistan and Hong Kong. Each 
centre is considered a centre of
excellence and has been chosen
because of their contribution to dia-
betes education and high standard
of delivery. These centres offer the
opportunity to act as reference 
centres to all health care profession-
als and would no doubt be of invalu-
able assistance when tailoring 
diabetes education for individuals
from different ethnic backgrounds. 

Finally, the Diabetes Education
Consultative Section of IDF is a 
committee made up of nine emi-
nent diabetes educationalists from
around the world. This committee is
responsible for guiding IDF in the
production and dissemination of
educational material and the future
needs of people with diabetes across
the globe. 

Each of these initiatives offers 
the opportunity to act as a bridge 
for health care professionals, offer 
guidance in the development of 
culturally appropriate educational
material, facilitate dissemination of
best practice and reduce duplication. 

Conclusion
Diabetes education remains the 
cornerstone of diabetes care and
management. Despite the increas-
ing evidence to support the effec-
tiveness of diabetes education, many
barriers remain leading to poor
integration of diabetes education
within the health service interna-
tionally. Even where access to 
education is not an issue, uptake by
individuals with diabetes is well
below target. Recent reports have
indicated the need for health care
professionals to be more informa-
tive about diabetes education when
advocating participation. It may be
argued that diabetes education
should be provided in the form 
of a prescription along with other
medications in an effort to relay 
the importance attributed to this
aspect of care. 

A single education programme
will not meet the needs of all people
with diabetes, thus there is a require-
ment to listen and understand the
needs of specific populations in
order that appropriate programmes
may be developed. Tailoring of 
education is paramount if it is to 
be successful. This must include not
only language and writing style but
also images, food products, cultural
preferences and recognition of the
socioeconomic background of the
target group. Although a lot of work
has been undertaken within the area
of diabetes education, few pro-
grammes or experiences have been
shared either nationally or interna-
tionally. There is a need to harness
existing tools and use them to facili-
tate wider dissemination of best
practice internationally. Diabetes is a
global issue which presents many
challenges; only by working collabo-
ratively can we hope to meet the
needs of those affected.
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l Diabetes education remains the key to
helping people with diabetes manage
their care effectively

l Despite growing evidence to support
the effectiveness of diabetes education,
few countries have integrated it fully
into diabetes care

l In order to be successful diabetes
education must be tailored to meet the
needs of specific populations, taking
into consideration not only language
but also images and cultural practices

Key points
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