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Why have we produced this position statement?

Diabetes is a complex and demanding condition with potentially debilitating
complications. Effective management is largely dependent on how people are able to
care for themselves; this requires constant personal motivation and changes in behaviour
and routine. Not surprisingly, the impact of diabetes on emotional and psychological
wellbeing can be profound. The increased risk people with diabetes have faced during
the pandemic has further exacerbated this impact, 35% of respondents with diabetes
have experienced poor mental health during the pandemic, largely driven by a lack of
healthcare support and increased anxiety.! The Mental Health Recovery Plan makes no
mention of people with long term conditions, despite the poorer mental health outcomes
they face. The insight we have gathered on the topic from people affected by diabetes
has told us that the emotional and psychological impacts of the condition should be
recognised and addressed throughout their diabetes care. Furthermore, type 2 diabetes
is more common in people with a serious mental illness (SMI), which supports the need
for mental health care services to implement approaches that consider and support
physical health.

How did we develop this position?

We developed this through our knowledge and insight gained from:

An online survey of people affected by diabetes, which collected 2,667
responses from people with diabetes and 351 from parents and carers.

An online survey of psychological services for people living with diabetes, which
collected responses from 155 healthcare professionals involved in diabetes
services.

32 in-depth face-to-face interviews were carried out with people living with or
caring for (including parents of) someone living with diabetes. Conducted by
research agency Magenta.

GP poll, conducted by research agency ComRes, collected responses from over
1,000 GPs across the UK.

In-depth discussions with services providing emotional and psychological
support for people living with diabetes.

! Diabetes UK (2021), ‘Diabetes can’t wait — The importance of diabetes care and prevention in building back a
better health system’ Available at: Diabetes is Serious Report Final.pdf (amazonaws.com)



https://diabetes-resources-production.s3.eu-west-1.amazonaws.com/resources-s3/public/2021-07/Diabetes%20is%20Serious%20Report%20Final.pdf

Insights from an expert group of diabetes and mental health specialists
convened by NHS England and Diabetes UK.

Reviewing the current literature around diabetes and emotional and mental health

Reviewing national guidance around diabetes and emotional and mental health

What we say about this issue

Difficulties with emotional health and psychological wellbeing in people with diabetes can
affect quality of life?, ability to self-manage?, glycaemic control*, and can increase
healthcare costs®. The psychological and emotional wellbeing of people with diabetes
must be an integral part of diabetes care and, to an appropriate degree, the responsibility
of commissioners and care providers alike. Support should be available at all levels of
need, from emotional support around the time of diagnosis, through to specialist support
from a mental health professional who has an understanding of diabetes. Specialist
support must not be limited to people with ‘diagnosable/classifiable’ mental health
conditions, as common problems such as diabetes distress or ‘sub-threshold’ depressive
symptoms also have a negative impact on diabetes self-management, quality of life and
health outcomes. Furthermore, type 2 diabetes is two to three times more common
among people with SMI than the general population. People with SMI die 10 to 20 years
earlier than those without and it is thought that long term conditions such as diabetes
contribute to this mortality gap. Therefore, diabetes action planning and access to self-
management support is critical for those being cared for in mental health services®.

Diabetes UK has developed UK-wide recommendations for the healthcare system to
further enable emotional and psychological support for people with diabetes, based on
the insight detailed above.

Diabetes UK Recommendations:

The emotional and psychological impact of diabetes should be recognised in all
diabetes care through systematic care and support planning and better
conversations.

The NHS and the third sector at a national and local level should work together
to provide services such as peer support, community groups, education and
self-help resources for people affected by diabetes.

Services providing diabetes care should be supported by specialist mental
health professionals, including psychologists and liaison psychiatrists, to ensure
effective provision across all levels of need.
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¢ Anintegrated care pathway for diabetes and emotional and psychological
wellbeing should be developed and implemented in and across each UK nation.

e All healthcare professionals providing general diabetes care should have the
training and skills to identify and support the emotional and psychological
wellbeing of people affected by diabetes.”

¢ Mental health professionals providing care for people affected by diabetes
should have knowledge of diabetes and an understanding of the impact the
condition can have on physical, emotional, and psychological wellbeing.

e Lessons learnt from pilot schemes such as diabulimia pilots and the rollout of
Improving Access to Psychological Therapies (IAPT) for adults with Long Term
Conditions (LTC) service in England need to be reviewed and implemented wider
across the UK.

For recommendations specific to decision makers and stakeholders in each of the
UK nations, please refer to:

Emotional and psychological support - England recommendations

Emotional and psychological support — Northern Ireland recommendations

Emotional and psychological support — Scotland recommendations

Emotional and psychological support — Wales recommendations

Evidence and analysis

7 out of 10 people with diabetes who completed a survey in 2019 on the emotional
and psychological impact of diabetes said they felt overwhelmed by the demands of
their conditioné. It is estimated from further research that around 40 per cent of people
with diabetes experience poor psychological wellbeing at any one time®. Depression
is twice as common in people with diabetes as in the general population™,', and
people who experience depressive symptoms tend to have difficulties with self-
management, even if they do not meet the diagnostic criteria for clinical depression’?.
Depression and anxiety can be directly related to a person’s struggles with their
condition. The pandemic has further added to these strains with 35% of people
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https://www.diabetes.org.uk/resources-s3/2019-05/Diabetes%20UK%20emotional%20wellbeing%20policy%20document%20%28Eng%29.pdf
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https://www.diabetes.org.uk/professionals/resources/shared-practice/psychological-care

reporting experiencing poor mental health during the pandemic due to their
diabetes.™

There are also specific emotional and psychological problems relating directly to
diabetes. Diabetes distress involves feelings of frustration and defeat due to the
demands of diabetes. Evidence from 50 studies undertaken across the world tells us
that one in four people with Type 1 and one in five people with Type 2 diabetes have
high levels of diabetes distress that is likely to be negatively affecting how they
manage their diabetes. Research has also shown that around one in fifty people with
type 1 diabetes and around one in ten people with type 2 diabetes have an eating
disorder. Eating disorders include binge eating disorders and the restriction of insulin
in order to lose weight, termed ‘“Type 1 disordered eating or ‘diabulimia’. Other
problems experienced by people with diabetes include diabetes specific fears, such
as fear of hypoglycaemia, and psychological barriers to insulin use .

Insight from Diabetes UK has found that adequate specialist support for diabetes-
related psychological problems is lacking. Of those people with diabetes who
responded to a 2018 survey on emotional and psychological support, three quarters
were not able to access the specialist emotional support they felt they needed. The
research found that the current provision of psychological care is inadequate and
extremely variable. While there are pockets of good practice, there is a need for
systemic change to break down the divide between physical and mental health in
diabetes care'®. These findings were echoed by an enquiry held by the All Party
Parliamentary Group for Diabetes in 2018, which heard from a number of people living
with both Type 1 and Type 2 diabetes and their carers, as well as healthcare
professionals and researchers’®.

The importance of emotional and psychological support for people with diabetes is
recognised at a national level, although NICE guidance for managing Type 1 and Type
2 diabetes in adults could recognise further the psychological impact of diabetes.
NICE sets out a stepped care model for managing depressive symptoms in adults
with chronic physical health problems'’. For children and young people, the
Paediatric Best Practice Tariff'®, NHS England’s Diabetes Transition Service
Specification', and the All- Wales Standards for People with Diabetes Moving from
Paediatric to Adult Services within NHS Wales?°stipulate that access to psychological
support should be integral to the diabetes multi-disciplinary team.
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Research has also shown that people with SMI and diabetes do not always have
adequate support to help them manage their diabetes, and suggests that integrating
diabetes action plans into care planning is needed, as well as providing psychological
support?'. Healthcare professionals in diabetes services, primary care and mental
health services also have a responsibility in ensuring that people with SMI and
diabetes are not disadvantaged?®?. Furthermore, it is important for clinicians to be
aware of the increased risk of the development of type 2 diabetes in those with SMI,
as SMI is a risk factor for the condition, and some psychiatric medication is
diabetogenic?s.

Diabetes UK workedwith an expert working group in England, toset out what best
practice should look like in local areas to support the emotional and mental health
needs of people with diabetes across all levels of need. This includes a person
centred approach with psychological and emotional health supported at diagnosis
and beyond, ensuring that people have their needs identified and acted on. That
people with diabetes have access to care from diabetes specialist mental health
professionals. That people with diabetes are effectively signposted to information
and peer support, and referred to structured education programmes. Also that all
people with, or at risk of, diabetes who are accessing mental health support in a
specialist or primary care setting should have diabetes considered within their care.

Diabetes UK recently worked with National Voices to look at how to support the
emotional and mental health needs of people with long-term conditions, including
diabetes.. The report of this work makes 10 recommendations for healthcare leaders
to ensure that conversations about mental health are taking place and support is
being offered where needed?.

Overall, evidence suggests that emotional and psychological support should be
included as part of ongoing comprehensive care for all patients with diabetes and not
addressed as a separate co-morbid ‘condition’ that is diagnosed and treated only
when detected?,?8. A collaborative care approach can improve physical outcomes,
as well as wellbeing and overall quality of life?”,28,
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