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Type 1 diabetes: time to act to raise

standards of care

ANNE KILVERT', CHARLES FOX', ROBERT GREGORY?, PATRICK SHARP?

Abstract

Most people with diabetes are now treated and monitored
in primary care, where GPs and practice nurses have become
confident in initiating and adjusting insulin. Consequently,
the distinction between type 2 and type 1 diabetes has
become blurred with the risk that the specialist needs of
people with type 1 diabetes may be overlooked. The
National Diabetes Audit has demonstrated year on year that
people with type 1 diabetes do much worse than their type
2 peers when structured education, care processes, treat-
ment targets and mortality are measured. The paediatricians,
faced with similar audit results, have set an example by
introducing a Best Practice Tariff (BPT) to raise standards of
care for children with diabetes.

The recent publication of “Type 1 Diabetes Through the
Life Span”, a position atatement from the American Diabetes
Association (ADA), emphasises the specialist needs of people
with type 1 diabetes and sets out in detail the standards of
care people of all ages should expect. Diabetes organisations
in the UK should follow the lead of the ADA by specifying
the service requirements which will ensure all people with
type 1 diabetes can access the high quality care they need
to help them avoid the debilitating complications of their
condition.
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Background

As our understanding of the causes of diabetes has increased
over the years, the classification has been revised: descriptive
terms such as ‘juvenile-onset’ and ‘adult-onset’, ‘insulin-
dependent’ and ‘non-insulin dependent’ have been replaced by
‘type 1" and ‘type 2’ diabetes.” This classification, based on
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Abbreviations and acronyms

ABCD Association of British Clincial Diabetologists
ADA American Diabetes Association

BPT Best Practice Tariff

DSME diabetes self-management education

NDA National Diabetes Audit
NICE National Institute for Health and Cinical Excellence

aetiology, capacity for insulin production and insulin resistance,
gets away from the concept that the type of diabetes is defined
by age or the need to take insulin, but conveys little to the non-
specialist about the crucial differences between the two types.
People with type 1 diabetes report being told by friends/
colleagues that they have diabetes because they have led an
unhealthy lifestyle. Many health care professionals do not
understand the difference between insulin-treated type 2
diabetes and type 1 diabetes.

As increasing obesity in the general population fuelled a
rapid rise in prevalence of type 2 diabetes, a change in the
delivery of care was inevitable. Hospital-based diabetes clinics
could not possibly cope with the escalating numbers, nor was
there any need for them to do so, as primary care was well
placed to deliver the treatment and screening required for most
people with type 2 diabetes. However, as practice nurses and
GPs become more confident in the use of insulin, they do not
always distinguish between type 1 and type 2 diabetes. As a
result, the specialist needs of people with type 1 diabetes are
being overlooked. Good control of type 1 diabetes requires
sophisticated insulin regimens, supported by frequent blood
glucose monitoring and the latest technology; education must
be focused on adapting insulin for a wide variety of life situations.
This expertise is beyond the remit of most primary care teams.

National audit data and type 1 diabetes

The NDA of 8,500 GP practices (87.9% participation) in 2011-
12 identified more than 2.4 million people with diabetes, of
whom approximately 214,000 (8.7%) had type 1.23 The audit
highlighted clear differences between people with type 1 and
type 2 diabetes in terms of care processes received, standards of
care achieved and access to structured education (Table 1). In all
categories people with type 1 diabetes received less care.
Mortality was increased by 130% in people with type 1 diabetes
compared with the general population; for type 2 diabetes the
increase in mortality was 35%. Most shockingly, young women
(age 15-34 years) with type 1 diabetes were seven times more
likely to die than their non-diabetic peers. The audit mirrored
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Table 1 National Diabetes Audit 2011-12
Percentage of registered patients receiving eight care
processes, achieving treatment targets and offered/
attended structured education

All Type 1 Type 2
diabetes diabetes diabetes
Eight care processes 60.5 43.2 62.6
Achieving 20.8 11.8 21.5
treatment targets*
Offered or 5.2 2.5 5.4
attended structured
education

*HbA1c <58mmol/mol; cholesterol <5mmol/L; BP<140/80mmHg

that of the previous year, which showed that amongst people
with diabetes, those with type 1 were at higher risk of amputa-
tions, renal disease and retinopathy. The results prompted the
ABCD to launch their ‘Lost Tribe’ campaign in 2012 (Figure 1).4
The campaign aimed to raise awareness of the specialist needs
of people with type 1 diabetes, to improve access to specialist
services and to increase engagement, particularly of young
people, with the specialist services. This has been echoed in the
Diabetes Sample Service Specification published online recently
by NHS Commissioning.®

The National Paediatric Diabetes Audit identified shortcom-
ings in paediatric diabetes care, with poor outcomes compared
with European counterparts and no evidence of improvement
over a 10-year period. In response to this failure to improve, the
BPT for outpatient paediatric diabetes services was introduced
in 2012.6 A service providing 12 months of care to a young
person with diabetes must meet 14 standards to earn the tariff.
The initial success of this intervention has led to plans to extend
the tariff to include inpatient services and to suggestions that
the upper age limit should be increased from 19 to 25 years. In
a further initiative, the National Paediatric Diabetes Service De-
livery Plan for 2013-18 has been introduced, designed around
the needs of children and their families.”

Crucial though these measures to improve paediatric dia-
betes services are, it is important to recognise that people of all
ages are living with type 1 diabetes and it is essential to ensure
that adults, including older people, also have access to the same
high quality diabetes care. It is no longer unusual for people to
live with type 1 diabetes for well over 50 years (a duration
thought worthy of a medal in the past) and although the peak
onset may be in children and young people, type 1 diabetes can
develop at any age.®8 People in their ninth and even tenth
decades may now be living with this condition and managing
type 1 diabetes in elderly people brings its own challenges. It is
time the adult services followed the example of their paediatric
colleagues in setting and demanding high standards of care for
adults with type 1 diabetes.

“Type 1 Diabetes Through the Life Span’
The recent position statement from the ADA, ‘Type 1 Diabetes
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Figure 1. 'Lost Tribe' campaign poster
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Through the Life Span’ recognises the need to focus on type 1
diabetes as a separate entity.? This very detailed document covers
all aspects of type 1 diabetes, including classification and diag-
nosis, education, management and lifestyle advice, treatment
targets, psychosocial support, screening for and management
of complications, and specific situations such as pregnancy and
inpatient procedures. The report identifies seven stages in a pa-
tient’s lifespan: infancy, play age, school age, adolescence, young
adults, middle aged adults and older adults. For each stage, ob-
jectives are set for diabetes self-management, education (DSME)
and support (DSMS). Responding to inevitable changes in treat-
ment and life circumstances, the report emphasises that ‘DSME
and DSMS must be a continuous process adapted through the
life span of the person with type 1 diabetes so that self-man-
agement can be sustained'.

Selected aspects of the position statement are highlighted
below.

Healthcare professional support

The position statement emphasises the crucial role of diabetes
specialists in providing the lifelong support required by people
with type 1 diabetes. As in the UK, paediatric services usually
have the range of professional skills required to provide this sup-
port, but the challenge of transitioning from youth to adulthood
includes the risk that the supportive infrastructure may disap-
pear. Glycaemic control tends to deteriorate at this time and
healthcare providers are advised to agree achievable targets with
the young person and their family. These should preserve quality
of life while protecting against risk of both hypoglycaemia and
complications. Given the initial success of the paediatric BPT, it
would make sense to extend it to the 19-25 age-group.

The report recommends that all adults should have access to
clinicians with expertise in type 1 diabetes management, includ-
ing a dietitian and mental health professional. It makes specific
recommendations for assessment and treatment of psychosocial
issues, nutritional therapy and physical activity. Clinical assess-
ments should be age-focused; a young adult with low cardio-
vascular risk and no complications may need more assessment
of lifestyle adjustment, whereas for an older adult the focus may
be on evaluation of vascular and neurological issues. Expecta-
tions should be adapted to take into account aging and co-
morbidities. Glycaemic targets should be age-appropriate with
an individualised care plan.

Treatment targets

While the ADA emphasises the need for individualised targets,
taking into account the risk of hypoglycaemia, co-morbidities,
life expectancy, frailty etc, the organisation has changed its
recommendation for children under 12 and now advises a lower
target of <7.5% (58mmol/mol) across all paediatric age groups.
They cite the availability of more sophisticated technology, with
potential to improve glycaemic control without hypoglycaemia,
and recent evidence for the adverse effect of hyperglycaemia,
as opposed to hypoglycaemia, on neurocognitive function in very
young children. The recommendation for adults is <7.0%
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e The National Diabetes Audit has shown that people
with type 1 diabetes have significantly less access to
care and worse outcomes than those with type 2

e The recently published American Diabetes Association
position statement ‘Type 1 Diabetes Through the Life
Span’ sets out the standards of care people of all ages
should expect

e UK diabetes organisations must take action to ensure
that standards of care are set and achieved for people
of all ages with type 1 diabetes

(53mmol/mol) where this can be achieved without significant
hypoglycaemia. For those in circumstances where less tight con-
trol is appropriate a target of 8.5% (69mmol/mol) is advised.

Older adults

Older people with type 1 diabetes present a difficult challenge.
Many will have had years of experience of diabetes and will have
worked out a self-management regimen which allows for vari-
able food intake and physical activity. Cognitive decline may im-
pair the ability to make complex self-management decisions and
carers are unlikely to be able to take on this role. Given the par-
ticular risks of hypoglycaemia in this age group, an individualised
approach, with relaxation of targets, is required to maintain the
blood glucose within safe limits.

Messages for the UK and a call to action

The essential theme of the ADA document is that all people with
type 1 diabetes should receive specialist input to ensure high
quality care throughout their life span. This must adapt to take
into account the effect of time and age on individual needs. Na-
tional standards for service provision, access to support and
treatment targets are clearly stated.

In the UK the paediatricians have already taken steps to im-
prove standards and consistency of delivery but, for adults with
type 1 diabetes, care remains fragmented and inconsistent. An
update to the NICE 2004 type 1 diabetes guideline is expected
in August 2015.'9 Whatever NICE recommends, the UK diabetes
organisations must maintain the momentum of the ‘Lost Tribe’
campaign. They should follow the lead of the ADA by producing
a document which defines the service expectations for people
with type 1 diabetes, emphasises the need for access to multi-
disciplinary specialist care and specifies the infrastructure re-
quired to underpin it. In doing so they will demonstrate a
determination to support people with type 1 diabetes in their
daily battle for control of their condition and its potentially life-
changing consequences.
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ABCB Nationwide Audit Now Launched!

Association of British Clinical Diabetologists

ABCD has launched a nationwide audit of in the UK
to assess real clinical efficacy and safety & inform future practice and guidelines

Does your centre use

If yes, by contacting degludec.audit@diabetologists.org.uk

you are invited to enter your patients’ data into the

you are able to

the data will be automatically added to the

we can provide for use in clinic if preferred

Please remember: - the more data, the more complete our understanding of insulin degludec in
real clinical practice will be
- all contributors will be listed in publications arising from data submission
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