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Foreword
It is a great pleasure for me to introduce you to
Diabetes and emotional health – a practical
guide for healthcare professionals supporting
adults with Type 1 and Type 2 diabetes.

Against this background, there has never been
a greater need for practical resources to support
healthcare professionals in looking after the
emotional needs of people with diabetes.

This guide will be of real help to healthcare
professionals in supporting people living with
diabetes with their emotional needs. Currently in
the UK 3.8 million people are living with diabetes,
an increase in 100,000 since the previous year.
Numbers of people affected by diabetes are
expected to rise to 5.5 million by 2030.

This guide has been developed from the Diabetes
and Emotional Health Handbook published
by the National Diabetes Services Scheme in
Australia and authored by a team of healthcare
professionals specialising in psychology and
diabetes. It has been adapted for a UK audience
by an equivalent expert group of UK clinicians.
The guide will help any healthcare professionals
working with people with diabetes to discuss
emotional needs, use consultation time more
effectively and to know when to refer on.
There are also dedicated chapters on the
common emotional issues faced by people
living with diabetes, such as eating problems,
depression, diabetes distress and adjusting
to life with diabetes.

Treating diabetes costs the NHS at least 10
billion pounds each year, with almost 80% of
that being spent on treating the complications
of diabetes. The NHS is in danger of being
overwhelmed by diabetes. With so much being
spent on complications, there has never been a
more important time to make sure people with
diabetes get the support they need to manage
their condition.
We know that diabetes doesn’t just affect people’s
physical health. It can also have a huge impact on
their emotional health too. Diabetes is relentless,
and requires constant attention, awareness and
decision making. It was not surprising then, that
our Future of Diabetes report (2017) found that
64% of people sometimes or often feel down
because of their diabetes. And that less than 25%
of people with diabetes get the emotional and
psychological support they need from the NHS.
As well, people with diabetes are twice as likely to
suffer from depression, and they are more likely to
be depressed for longer and more frequently than
those without diabetes. There are also specific
psychological conditions relating to diabetes
such as diabetes distress, fear of injections or
hypos and eating disorders. Poor emotional and
psychological wellbeing is associated with poorer
quality of life, poorer management of diabetes and
an estimated 50% increase in healthcare costs.
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Diabetes and emotional health – a practical
guide for healthcare professionals supporting
adults with Type 1 and Type 2 diabetes provides
an evidence-based and practical resource for all
healthcare professionals involved in the care of
adults with diabetes. It will be invaluable in helping
support their emotional health as well as physical,
and so provide true holistic care.
Chris Askew
CEO, Diabetes UK
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evaluating and supporting the implementation
of complex interventions to support patient selfmanagement. She has undertaken a number of
systematic reviews in diabetes distress and is also
interested in how timely access to healthcare,
via digital consulting, can support people to
self-manage their diabetes. Whilst working at
Warwick Medical School she held an NHS clinical
secondment from 2010-12 to develop “The
Diabetes Listener service” supporting patients
struggling to cope with their diabetes.
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childhood and is open about her personal
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difficulties, to encourage others who may be
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Mark graduated from Queen’s University Belfast in
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addition, he provides supervision and training to
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and nationally. He has published widely. He is
particularly interested person-centred practice
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Acronyms and abbreviations
Acronym/abbreviation

Term

7 As

Aware, Ask, Assess, Advise, Assist, Assign, Arrange

BMI

Body Mass Index

CBT

Cognitive Behavioural Therapy

CBT-E

Enhanced Cognitive Behavioural Therapy

DAFNE

Dose Adjustment for Normal Eating

DDS

Diabetes Distress Scale

DEPS-R

Diabetes Eating Problem Survey – Revised

DESMOND	Diabetes Education and Self-Management for Ongoing and Newly Diagnosed
DOC

Diabetes Online Community

DSM-5

Diagnostic and Statistical Manual of Mental Disorders, fifth edition

GAD-2

Generalised Anxiety Disorder (questionnaire); two-item version

GAD-7

Generalised Anxiety Disorder (questionnaire); seven-item version

GBDOC

Great Britain Diabetes Online Community

GP

General Practitioner

HbA1c

Haemoglobin A1C

HFS-II W

Hypoglycaemia Fear Survey version two: Worry Scale

ICD-10	International Statistical Classification of Disease and Related Health Problems,
10th revision
ITAS

Insulin Treatment Appraisal Scale

JDRF

Juvenile Diabetes Research Foundation

mSCOFF

Modified SCOFF

PAID

Problem Areas in Diabetes (scale)

PHQ-2

Patient Health Questionnaire; two-item version

PHQ-9

Patient Health Questionnaire; nine-item version

SPIKES

Setting up, Perception, Invitation, Knowledge, Emotions, Strategy and summary

SSRIs

Selective Serotonin Re-uptake Inhibitors

WHO-5

World Health Organization Well-being Index Five (questionnaire)
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Introduction
Diabetes self-management is demanding and
complex. Activities such as monitoring blood
glucose, injecting insulin, taking oral medications,
regular physical activity, and healthy eating
all require a comprehensive understanding of
diabetes, as well as healthy coping, and skills in
problem-solving and risk reduction.1 Diabetes
is more than a physical health condition, it has
behavioural, psychological, and social impacts,
and demands high levels of self-efficacy, resilience,
perceived control, and empowerment.2 Thus, it
is unsurprising that living with diabetes negatively
impacts upon the emotional well-being and quality
of life of many people living with the condition.
Emotional and mental health problems (collectively
referred to as psychological problems from here
on), such as diabetes distress and depression,
are common among adults with diabetes and are
associated with sub-optimal self-management,
diabetes-related complications, reduced quality of
life, and increased health care costs.3 As noted by
Jones and colleagues: ‘maintaining or achieving
good psychological well-being and quality of
life is an important outcome of diabetes care
in its own right.’4 This sentiment is shared by
people with diabetes and health professionals,
who recognise emotional health to be an important
component of standard diabetes care.5-9

Why is this guide needed?
“We must move beyond the tendency
to place an artificial divide between the
emotional and the physical aspects of
diabetes management that can lead to
labelling the emotional aspects of diabetes
a pathological condition. The two are so
intertwined and interrelated that simply
calling the emotional side a co-morbidity
is counterproductive.”

treatment of the psychological problems frequently
faced by people with diabetes.11 International
guidelines reflect this view; recommending
awareness and assessment of psychological
problems in diabetes clinical practice (see Box 1).
Furthermore, the need for mental health care
for people with diabetes is acknowledged in
many of the UK National Diabetes Strategies
(see Box 1), although often limited to anxiety
and depression diagnoses.
Despite the numerous guidelines, and recognition
by health professionals and Governments, the
emotional and mental health needs of people
with diabetes are often undetected and unmet
in clinical practice.12,13 Furthermore, there is little
evidence to demonstrate significant progress in
the implementation of such recommendations.14,15
Health professionals cite lack of skills, confidence,
time, and limited access to practical resources
as common barriers.16 Whilst existing guidelines
acknowledge the importance of psychological
problems in diabetes and some make
recommendations for assessing them, most
fall short in providing guidance about how to
incorporate this into the daily clinical practice
setting. This guide is designed to complement
and facilitate the implementation of existing
guidelines (see Box 1).
The aim of this guide is to promote awareness
of, and communication about, psychological
problems affecting adults with diabetes.
The objectives are to:
•

raise awareness among health professionals
of the prevalence and consequences of
psychological problems among adults
with diabetes

•

provide a set of practice points for how to
identify, communicate about, and address
psychological problems with adults with
diabetes in clinical practice

•

foster skills development among health
professionals for communicating about
psychological problems in diabetes care,
by providing examples of questions and
responses, with case studies to demonstrate
their implementation

•

provide the practical tools (e.g. questionnaires,
information leaflets, and other resources) to
support health professionals in this endeavour.

(Lawrence Fisher, Jeffrey Gonzalez and
William Polonsky)10
Given that separating psychological care from the
context of diabetes self-management is rarely easy
nor desirable, there is a strong argument that basic
psychological care needs to be incorporated into
diabetes care pathways, including assessment and

8

Diabetes and emotional health

Box 1

What do national and international guidelines
say about emotional and mental health?

Guidelines for both Type 1 and
Type 2 diabetes clinical care
“Commmissioners and service providers
should work together to ensure….
emotional and psychological support
for people with diabetes of all ages is
embedded in each step of the diabetes
care pathway and is not limited to
people with ‘diagnosable/classifiable’
psychological problems”
(Diabetes UK, 2018)18
“Provide psychological assessment and
appropriate treatment for service users
with diabetes and identified mental health
issues, such as anxiety or depression”
(NHS Right Care for Diabetes, Core Service
Component 9, 2018)19
“Providers should consider an assessment
of symptoms of depression, anxiety, and
disordered eating, and of cognitive factors
using patient-appropriate, validated tools
at the initial visit, at periodic intervals
and when there is a change in disease,
treatment or life circumstance.” (p. S42)
“Routinely monitor people with diabetes
for diabetes distress, particularly when
treatment targets are not met and/or at
the onset of diabetes complications.”
(p. S54)
“Psychosocial care should be integrated
with a collaborative, patient-centered
approach and provided to all people with
diabetes, with the goals of optimizing
health outcomes and health-related
quality of life.” (p. S54)

“Screening for depression should be
performed routinely for adults with
diabetes because untreated depression
can have serious clinical implications
for patients with diabetes.”
“Patients with depression should be
referred to mental health professionals
who are members of the diabetes
care team.”
(American Association of Clinical
Endocrinologists and American College
of Endocrinology, 2015)21
“Individuals with diabetes should be
regularly screened for subclinical
psychological distress and psychiatric
disorders (e.g. depressive and anxiety
disorders) by interview or with
a standardized questionnaire.”
“Psychosocial interventions should be
integrated into diabetes care plans.”
(Canadian Diabetes Association, 2013)22

Guidelines for Type 1 diabetes
clinical care only
“Members of professional teams
providing care or advice to adults with
Type 1 diabetes should be alert to the
development or presence of clinical or
subclinical depression and/or anxiety,
in particular if someone reports or
appears to be having difficulties with
self-management.”
(National Institute for Health and Care
Excellence, 2015)23

(American Diabetes Association, 2019)20
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“Regular assessment of a broad range of
psychological and behavioural problems
in… adults with Type 1 diabetes is
recommended… this should include
anxiety, depression and eating disorders.”
“…refer those with significant
psychological problems to services or
colleagues with expertise in this area.”
(Scottish Intercollegiate Guidelines Network,
2010)24

Guidelines for Type 2 diabetes
clinical care only
“Annually: patients with diabetes can
be assessed for mental health issues,
social isolation/networks and family or
work stress. Consider assessing diabetes
distress through the use of the PAID
questionnaire and depression with the
Patient Health Questionnaire-2 (PHQ-2).”
“Referral when appropriate to:
psychologist – if issues identified,
such as adjustment disorder,
depression and/or anxiety.”
(Royal Australian College of General
Practitioners, 2014)25
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“Explore the social situation, attitudes,
beliefs and worries related to diabetes
and self-care issues. Assess well-being
(including mood and diabetes distress),
periodically, by questioning or validated
measures (e.g. WHO-5). Discuss the
outcomes and clinical implications
with the person with diabetes, and
communicate findings to other team
members where appropriate.”
“Counsel the person with diabetes in the
context of ongoing diabetes education
and care. Refer to a mental health-care
professional with a knowledge of diabetes
when indicated.”
(International Diabetes Federation, 2012)26

Guidelines for Type 2 diabetes
clinical care (of older adults only)
“Screening for and monitoring of
depressive symptoms in older people
with diabetes should be performed
at diagnosis, be an integral part of
standard diabetes care, and be part
of the annual review.”
(International Diabetes Federation, 2013)27

What does this practical
guide offer?

Information about how to use this guide is included
on pages 13 to 18.

“I’m really excited... it’s really important and
if any health professional reads even any
chapter of it, I think they’ll come away with
a lot more depth and understanding of what
it’s like to live with diabetes.”

What is the scope of the guide?

(Person with diabetes)a
This guide is an evidence-based, clinically informed,
practical resource to support health professionals
in meeting the emotional and mental health needs
of adults with diabetes. While the guide is informed
by evidence, it is not an evidence-based guideline.
As recommendations for routine monitoring of
emotional well-being have existed in guidelines
for 25 years,17 there is little evidence that producing
yet another guideline would benefit people
with diabetes.
The original Australian edition (2016) of the
handbook, upon which the UK practical guide
(2019) is based, was developed by a team with
expertise in psychology and diabetes. Their work
has been overseen by a multidisciplinary Expert
Reference Group. The handbook was also peerreviewed by academic and clinical experts with
relevant expertise, and by end users (people with
diabetes and health professionals). See page 6
for acknowledgments.

Who should use this guide?
This guide is expected to support health
professionals working with adults with Type 1
or Type 2 diabetes.b
Such health professionals include: general
practitioners (GPs), specialist and primary care
nurses, dietitians, diabetologists, and other
health professionals supporting adults with
diabetes. Mental health professionals including
psychologists, psychiatrists, mental health nurses,
and social workers may also find this guide to
be a useful resource.
Thus, this guide has been written in a general
format that can be adapted to individual needs
and circumstances, and it can be used in many
ways, depending on your level of knowledge,
expertise, setting, and available time.

The practice points in this guide have been
developed for use specifically with adults with
Type 1 and Type 2 diabetes, in the context of the
UK healthcare setting.
The scope of this guide does not extend to:
•

Children and adolescents with Type 1 or
Type 2 diabetes, as the advice may not be
appropriate to their developmental stage.

•

Adults with other types of diabetes (e.g.
gestational, MODY, LADA). It may be
appropriate to apply parts of this guide
but we advise you to use your professional
judgement before doing so.

•

People with language, cultural, cognitive,
health literacy, or other barriers. It is beyond
the scope of this guide to provide specific
recommendations for each of these diverse
groups, and for many groups the evidence
base relating to mental health and diabetes is
sparse. Where relevant resources exist these
are noted in the chapter. In the absence of
evidence specific to these groups, it may be
reasonable to extrapolate from this guide and
use your professional judgement.

Furthermore, we emphasise the importance of
tailoring your approach to the needs of the person
– this applies to all people with diabetes, not just
those from diverse groups. Throughout this guide,
we make suggestions for words you might say, or
strategies you might use to address psychological
problems. Be guided by the suggestions but
avoid using them as a checklist. Reflect upon
how relevant the suggestion is for each individual,
and tailor your approach to their priorities and
preferences.

What are the expected outcomes
of the guide?
The overall purpose of this guide is to enhance
opportunities for people with diabetes to talk
about their emotional well-being with their health
professionals and, if problems are present, to
identify and address these. This conversation
Diabetes and emotional health
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informs a shared decision about appropriate
management strategies. It is an important and
positive step toward holistic healthcare. We expect
the following outcomes:
•

•

Model the behaviours you would like to see
in others; you can be an example to others
in your service, practice, or department by
demonstrating that psychological problems
are at least as important as other aspects
of diabetes care.

•

Ensure all staff have access to this
practical guide.

•

address psychological problems that are
within their skillset and remit

Provide opportunities for all staff to enhance
their communication skills using a personcentred approach.

•

make referrals to specialist care providers,
as needed.

Arrange ongoing training for staff relating to
psychological problems and diabetes.

•

People with diabetes will appreciate that their
health professionals ask about how diabetes
is impacting upon their emotional well-being,
and that they are offered support to address
identified psychological problems.

Actively support supervision and mentoring
to build skills in addressing psychological
problems in people with diabetes.

•

Health professionals and health services will
approach psychological problems in diabetes
in a consistent and systematic way.

Support junior staff to observe discussions
about psychological problems and diabetes,
and help them review and reflect on the care
they provide.

•

Incorporate an holistic approach to diabetes
care in:

Health professionals will feel supported,
confident and skilled to:
‘have the conversation’ about emotional
and mental health generally or, specifically,
how diabetes is impacting upon the
person’s emotional well-being

•

•

•

•

Emotional and mental health will be integrated
into routine diabetes consultations as part of
‘usual care’.
People with diabetes will be active participants
in a person-centred approach to care for their
psychological problems.

Organisational culture and
considerations
This guide focuses on the skills and resources of
the individual health professional, but most work
in teams rather than in isolation. We recognise
that the service, practice or department you work
in may influence your capacity to implement the
practices recommended in this guide. However:
“Change will not come if we wait for some
other person or some other time. We are
the ones we’ve been waiting for. We are the
change that we seek.”
(Barack Obama)
You can be the agent of change in your healthcare
setting by implementing the following actions to
promote holistic care:
12
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staff position descriptions
staff induction programmes
staff performance reviews.

“Diabetes consultations often feel like a one
way street, it’s the professional telling you
what you need to do and there’s not a lot
of exploration of how difficult that may be
for you or how worried you may be about
it… they don’t necessarily explore with you
how you are managing, within yourself.
Being about to talk about these things
makes you feel that the health professional
is actually interested in you as a person and
in your situation, it’s very empowering and
validating… it makes you feel that it’s okay
for you to have these concerns and anxieties
and fears and feelings, that it’s actually
normal and okay.”
(Person with Type 1 diabetes)

How to use this guide
The practical guide
This guide includes information about emotional
problems that may be experienced by adults
with diabetes. Designed for health professionals
working with people with diabetes, it offers
strategies and tools for how to recognise and
have conversations about emotional problems,
as well as for providing appropriate support.

This guide has been written with a multidisciplinary
audience in mind. Therefore, the format has been
developed for the reader to use according to their
own needs, knowledge, expertise, setting, and
available time. You may choose to:
•

read everything, to gain an
in-depth understanding

•

read the key messages and practice points,
then read the relevant detailed sections of the
guide as you need them

•

dip in-and-out of the specific sections on
a need-to-know basis.

There are nine chapters:
•

Chapter 1: Communication and engagement

•

Chapter 2: Facing life with diabetes

•

Chapters 3 to 8: each focuses on an emotional
problem experienced by adults with diabetes

•

Chapter 9: Referring to a mental
health professional.

Structure of chapters

There are three appendices:
•

Appendix A: Peer support opportunities
for people with diabetes

•

Appendix B: Examples of strategies to
address diabetes distress

•

For further information about the guide, including
the aims and objectives, scope, and expected
outcomes, refer to the Introduction section.

Chapters 1 and 2 provide background information
on communication and engagement, as well as
on the experience of diagnosis and how the health
professional can best support a person at this time.
As Chapters 3 to 8 focus on specific emotional
problems, they are all presented in a similar
structure to make it easier for you to navigate
the content and find the information you need.
This common format is explained here.

Appendix C: Examples of strategies for
overcoming psychological barriers to
insulin use.

Boxes and symbols are used throughout (see below).

Boxes and symbols
Key boxes contain
additional information that
is relevant but not ‘key’ to
the topic.
Important information is
highlighted by the use of
symbols.

Box 3.2

Taking a safe break from diabetes

It is unrealistic to expect people with diabetes to monitor their
health vigilantly 24 hours-a-day, seven days-a-week.

An ‘exclamation mark’ symbol
indicates a key practice point.
A ‘note’ symbol draws attention to
specific points not to be overlooked.

Diabetes and emotional health
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Key messages and practice points
Each chapter begins with a summary
of the core content of the chapter.
This is accompanied by ‘practice
points’, offering applied advice for
health professionals to consider.

Key messages
•

People with diabetes want
supportive health professionals
with whom they can discuss...

Practice points
•

How common...?
An estimate of how common the
emotional health problem is among
people with diabetes.
The symbols indicate an approximate
proportion of people with diabetes who
might be expected to be experiencing
the emotional problem (e.g. one in five
adults with insulin-treated Type 2 diabetes
experience diabetes distress).

Seek to ‘meet the person’ where
they are in their life – rather than
where you would like them...

How common is
diabetes distress?

Type 1 diabetesb

Type 2 diabetesb

Underneath the symbols are descriptions
of the population to whom the statistic
applies. Typically, this refers to three
groups: people with Type 1 diabetes,
people with Type 2 diabetes who use
insulin, and people with Type 2 diabetes
who do not use insulin.
These estimates are based on the best
evidence available.. Keep in mind that your
own clinic population may vary from the
study population in terms of demographic
and clinical characteristics. This information
is intended as a guide only.

What is...?
Background information about the
emotional health problem and its
consequences.
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What is diabetes
distress?

How can I identify...?
The signs to look for, ‘open-ended questions’
to ask, and information about how to use
validated questionnaires as part of your
routine clinical consultation.
It describes the first three of the 7 As
(see here): Be AWARE, ASK, and ASSESS.

How can I support...?
Strategies and actions to support people with
diabetes who are experiencing emotional
health problems, and referral options.
It describes the final four of the 7 As
(see here): ADVISE, ASSIST, ASSIGN,
and ARRANGE.

Case studies
Examples of how the 7 As model can
be applied in clinical practice. Keep in
mind that they are illustrative; they are not
applicable to, nor representative of, every
person or circumstance. In each case, the
content is a snapshot of a conversation,
for example, to demonstrate how to
ask questions or introduce the use of a
questionnaire.
The characters in the case studies are
fictional, though the content of their stories
have been inspired by clinical practice.

How can I identify
diabetes distress?
Be AWARE
ASK
ASSESS

How can I support a person
with diabetes distress?
ADVISE
ASSIST
ASSIGN
ARRANGE

Case Study

Elizabeth
62-year-old woman, living with
her husband
Type 2 diabetes for 10 years;
overweight. Oral medications for
diabetes, high blood pressure, and
high cholesterol...

Diabetes and emotional health
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Questionnaire
If a validated questionnaire is described
in the ASSESS section, it is provided
with brief guidance for scoring and
interpretation.

Questionnaire

Problem Areas...

Instructions: Which of the following...
No

Q1...
Q2...
Q3...

Minor Moderate Somewhat Serious
0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

Q4...

Resources
Lists of key resources are included for:
•

health professionals (e.g. books,
peer-reviewed articles, and guidelines)

•

people with diabetes (e.g.
support services, websites,
and information leaflets).

References
The reference list includes all evidence
cited in each chapter.

Resources
For health professionals
For people with diabetes
Select one or two resources that are
most relevant and appropriate for the
person. Providing the full list is more
likely to overwhelm than to help.
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7As Model

Advise

A key feature of the guide is a practical 7
As model (see above). This dynamic model
describes a seven-step process that can be
applied in clinical practice as part of a personcentred approach. This model is adapted from
the 5 As model.1,2
The original model included: ‘Ask’, ‘Assess’,
‘Advise’, ‘Assist’ and ‘Arrange’. The Australian
originator’s additions to the model have also
been adopted. These are, ‘be Aware’ and
‘Assign’ and reflect the need for vigilance about
emotional distress and the potential need for
referrals to specialists.

Assess
Assess

Ask
Ask

The 7 As model provides a consistent structure
for chapters 3 to 8. This part of the chapter
starts with an image of the model, followed by
two sections: ‘How can I identify…?’ and ‘How
can I support…?’ (see below).
Aware
Aware

Within each section, the sub-headings refer to
one step of the 7 As (e.g. Be AWARE, ASK),
providing guidance about how to apply each
of the steps within a clinical setting. The steps
have been colour-coded to facilitate ease
of use.

Ask

ASSIGN to
another health
professional

Assess

ASK about
emotional and
mental health
problems

ASSESS for emotional
and mental health
problems (using a validated
questionnaire if available)

The model is designed to be flexible and
dynamic. When applying the model in clinical
practice, health professionals need to take into
account their own characteristics (e.g. their
role, qualifications, and skills) and the context
(e.g. the needs and preferences of the person
with diabetes, the severity of the problem, the
setting, and resources).
	The arrows around the perimeter of
the circle show the path that a health
professional can follow if they are the
appropriate person to undertake all seven
steps themselves.
	The dotted arrows through the middle
of the circle show places where the
health professional may diverge from the
main path, for example by ASSIGNing
to another health professional because
they do not have the necessary skills (or
confidence) to undertake all of the step
themselves.
Arrange
Arrange

ADVISE about
emotional and mental
health problems

Assign

Assign
Assign

Assist

Aware

Assist
Assist

ASSIST with
developing an
achievable
action plan

Arrange

Be AWARE that
people with diabetes may
experience emotional and
mental health problems

Advise
Advise

ARRANGE
follow-up care

Diabetes and emotional health
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How can I support
a person who
experiences diabetes
distress?

How can I identify
diabetes distress?
Arrange

Aware

Be AWARE
ASK

ADVISE

ASSIST

ASSIST
ASSIGN

Assist

Ask

Assign

ARRANGE

Advise

Assess

The 7 As model summary sheets
Using the 7 As model, each sheet provides a
summary of an emotional health problem: how
to recognise it and how to support the person
experiencing it. Find the summary sheets at
www.diabetes.org.uk/emotional-healthprofessionals-guide

Diabetes and emotional health: A toolkit
for health professionals supporting adults
with type 1 or type 2 diabetes

Diabetes distress
7 A’s model

ARRANGE
follow-up care

ASSIST with
developing an
achievable
action plan

Arrange

Assist

ADVISE about
diabetes distress

Assign

Advise

Aware

ASSIGN to
another health
professional

Assess

Be AWARE that
people with diabetes
may experience
diabetes distress

Ask

ASK about
diabetes distress

ASSESS for
diabetes distress
using a validated
questionnaire

Be AWARE that people with diabetes may experience diabetes distress
•

Diabetes distress is the emotional burden arising from living with and managing diabetes.

•

Look for signs: sub-optimal HbA1c or unstable blood glucose levels, missed clinic
appointments, reduced engagement in diabetes self-care tasks, ineffective coping strategies,
multiple life stressors, chronic stress, impaired relationships (personal or with health
professionals), appearing passive/aggressive during consultations.

‘Diabetes and emotional health’ handbook and related toolkit © The Commonwealth of Australia 2016. All rights reserved.

Information leaflets (for people with diabetes)
Each leaflet focuses on a specific psychological
problem, corresponding with the guide chapters.
The leaflets include tips and resources that people
with diabetes may find helpful.
They can be used in various ways:
•
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keep copies in your clinic waiting room where
people with diabetes can access them easily

•

use a copy to facilitate a conversation about
emotional health

•

give a copy to the person to take home with
them after having a conversation about an
emotional health problem.

Diabetes and emotional health

Diabetes distress
Diabetes can be really tough to live with. Sometimes
people feel distressed, which can include feeling
frustrated, guilty, sad, or worried. It is understandable
if you feel this way from time to time – you’re not alone.
There are many things you can do to reduce your
diabetes distress.

“I think the hardest thing was as soon as you
start checking your sugars and you don’t
watch them go down, that just becomes blow
after blow every day. It’s not something you
deal with every three months when you get
your blood test result, it’s something you’re
dealing with on a daily basis, so it’s taken me a
long time to get used to doing sugar readings
and accepting them.”
Marianne, 62, person with diabetes
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a. Participant of the stakeholder consultation
for the original Australian edition during its
development in 2015.
b. In many instances it is appropriate to refer
to type 1 and type 2 diabetes separately.
However, for readability purposes, and
because research studies often do not
separate the two types, we refer to people
with diabetes collectively in many parts of the
guide. Where a research study has definitively
specified the type of diabetes, we have also
made the distinction.

1
Communication
and engagement
Key messages
•

People with diabetes want supportive health professionals with whom they can discuss
any aspect of living with and managing the condition.

•

An open, empathic communication style is important in enabling people with diabetes to
talk about their emotional and mental health.

•

The language that health professionals use can affect people’s willingness to talk about
the challenges of living with diabetes, their motivation, self-confidence, self-management
skills, and diabetes outcomes.

•

As with any skill, communication skills can be acquired and improved with practice, and
confidence increases over time.

Practice points
•

Seek to ‘meet the person’ where they are in their life – rather than where you would like
them to be, where you think they should be, or where you are.

•

Active listening and open, empathic communication (verbal and non-verbal) improves the
quality of consultations and is essential for best clinical practice.

•

Reflect on the proportion of the consultation time that you spend talking rather than
listening. Is the balance right? Consultations are typically more effective when the person
with diabetes talks more than the health professional.

Diabetes and emotional health: Chapter 1 – Communication and engagement
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Talking about emotional health is an essential
part of the diabetes consultation
“The great enemy of communication,
we find, is the illusion of it.”
(William H Whyte)1
Arguably, the fundamental skills in any healthcare
consultation are communication and engagement.
These are essential tools that health professionals
use every day – to gather information, establish the
problem/diagnosis, discuss options, and agree on
an action plan. These skills are relevant no matter
whether the issue is physical or emotional.
The most obvious reason for being attentive to
emotions and mental health is to recognise the
person’s need for support. This is true in relation to
general psychological distress, such as depression
and anxiety, but also to the emotional impact
of living with diabetes. Having a conversation
about how diabetes impacts on the person’s
emotional health can help them to feel that
someone understands their perspective and is ‘on
their side’. For example, they may no longer feel
isolated by feelings of guilt and frustration about
getting ‘off-track’ with their diabetes management.
This change can be very powerful because the
way a person feels about their diabetes can have
a significant impact on their motivation and ability
to manage it.
“Patients have their agenda… [and if that’s]…
not dealt with they cannot move on. Anything
I say or recommend will not be taken in if the
patient’s issues are not dealt with first.”
(Practice nurse)2
Health professionals can assist people with
diabetes to develop or strengthen their skills and
confidence for effective self-management – but
first a conversation is needed to establish what
challenges the person is facing, and how to
assist the person to overcome them. However,
this conversation is not (yet) part of routine practice.
Numerous studies demonstrate that people with
diabetes want support with the psychosocial
aspects of diabetes.3-7 Yet, distress related to living
with diabetes is not often acknowledged by health
professionals.8 While half of health professionals
report asking their patients with diabetes about
emotional issues9 only one quarter of people with
22

diabetes report that a health professional has
asked such questions of them.10 Why might this
be the case?
Perhaps the person with diabetes is not expecting
emotional issues to be discussed during a
consultation. Or, perhaps, health professionals
are not asking the right questions, or not allowing
time for the person to offer a considered response
that actually reflects how they feel about living
with diabetes.
Seeking to understand the individual’s priorities,
preferences, and everyday challenges will enable
you, together with the person, to establish
a management plan that is achievable and
reflects their life or well-being. Indeed, having
the conversation may help you realise that
the person needs more help than you can
provide – for example, from a diabetes educator,
endocrinologist, or a mental health professional.
To achieve this, using an open, empathic
communication style (see Box 1.1) can create a
safe and supportive environment, build rapport,
and engage the person.

Enhancing your communication skills
“Communication is a skill that you can learn.
It’s like riding a bicycle or typing. If you’re
willing to work at it, you can rapidly improve
the quality of every part of your life.”
(Brian Tracy)12
As a health professional, you bring considerable
experience and a certain perspective to your
consultations. So, too, does each person with
diabetes – they bring their life experience and
their awareness of how diabetes does or doesn’t
fit into their life.
Having a conversation about the emotional
aspects of living with diabetes can be challenging.
Many of the general techniques for effective
communication (see Box 1.2) are applicable but,
like any other skill, they are not necessarily intuitive.
Communication skills take time and practice to
develop, and they can always be improved. Take
this opportunity to reflect on how you incorporate
these general techniques into your consultations.

Diabetes and emotional health: Chapter 1 – Communication and engagement

Box 1.1

Open and closed communication styles

People with diabetes seek out health
professionals as much for their personal
communication skills and consultation
style (e.g. care and empathy) as for their
clinical expertise.
As demonstrated in the table below, the
immediate outcome of open, empathic
communication is an honest exchange of
ideas and challenges.11 Indeed, this may be
the only tangible effect that the health
professional is aware of – but it is likely
to lead to other benefits.
In contrast, the immediate outcome of closed,
directive communication is a stereotypically
brief consultation in which the person with

diabetes leaves with a prescription, some
pamphlets or a referral. At face value, this may
appear both effective and efficient. However,
the person may have queries and concerns,
which matter to them and they could not
raise; they may leave the consultation with
misunderstandings and mistrust. Importantly,
they may also feel that they have not
been ‘heard’.
Other potential consequences of these
distinctly different communication styles are
summarised below. In the longer term, these
can translate into consequences for health
(and healthcare costs), as well as quality
and quantity of life.

Outcomes of open,

Outcomes of closed,

empathic communication

directive communication

increased trust in the health professional

mistrust and lack of confidence in the health
professional; desire to change
care provider

increased knowledge, confidence/
self-efficacy

not seeking further care, lack of confidence

increased engagement in decision-making/
collaborative decision-making/better
decisions

lack of engagement in decision-making
(wasted efforts and opportunities)

increase in coping skills to overcome daily
challenges (proactive coping)

increased reliance on health professional
directives

increased motivation

decreased motivation

personalised care plans

general care plans

increased engagement with self-care
activities (e.g. medication taking)

at best, passive ‘compliance’, but at worst,
active disregard of health professional’s
advice and recommendations

increased satisfaction with the health
professional/system

increased complaints and negligence claims

realistic expectations (for both parties)

unrealistic expectations (by both parties)

reduced errors/mistakes (e.g. in
prescribing or taking medication).

misunderstandings and misinterpretation
of advice/recommendations.

Diabetes and emotional health: Chapter 1 – Communication and engagement
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Box 1.2

The ABCs of effective communication

Active

• Active listening is a fundamental communication technique that includes
a range of verbal and non-verbal skills.
• Listen to what the person says and how they say it (hesitations, timing,
emotion, etc.).
• Demonstrate that you are paying attention by nodding your head, adopting a
forward leaning posture, and using verbal facilitators, such as ‘go on…’, ‘uh huh...’.
• Avoid interrupting too quickly – some health professionals worry that the
person will keep talking for several minutes, but in reality, people tend to
only talk for about two minutes (on average).

Body

• L
 ook for signs that someone is not doing OK, despite what they may be
saying verbally.
• Observe the person’s non-verbal communications (i.e. facial expressions,
body language) and any inconsistencies between their verbal and non-verbal
communications.
• Keep in mind cultural variations (e.g. eye contact is not appropriate in all
cultures). What is their body language telling you?
• What is your body language saying about you? Maintain eye contact, if
appropriate, and avoid being distracted by the computer or telephone. Be aware
of crossed arms or legs (which can appear unwelcoming and even judgemental).

Clarify

• R
 eflecting and paraphrasing are important techniques to acknowledge that
you have been listening to the person and to make sure you have understood.
• Repeating some of the person’s own words back to them (reflecting) as a
question can help to prompt further detail. Doing this with a deliberate pause
and invitation to say more can encourage them to continue their conversation.
For example, ‘You said it has been very hard to […]?’.
• Paraphrasing means capturing the meaning in your own words: place the
onus of understanding on yourself. For example, ‘So I can be sure I’ve got
this right, you are saying that […]. Is that right?’.
• Similarly, encourage the person to ask you questions, and check their
understanding by asking them to paraphrase what you have just said.
For example, ‘I want to check that I’ve explained this clearly, so can
you please tell me in your own words …’. If your message has not been
understood, explain it again in a different way.
• Repeat key information (in different ways, if necessary).

Develop

• Most people with diabetes want someone on their side, someone who can
help and support their self-management efforts, rather than someone who
tells them what to do or criticises them.
• Use motivational, collaborative language to appreciate the efforts the person
makes and gain their confidence. For example, ‘I can see how hard you have
been working on your [blood glucose/activity levels/weight] since we last met’.
• Keep a good balance to the conversation; ideally, the person with diabetes
should be talking as much as (if not more than) you.
• Build trust through repeated consultations and interactions.

listening

language

information
and
paraphrase

rapport
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Explain
clearly

• Use plain English, avoid jargon, acronyms or shorthand without explanation.
• Provide information in writing that is appropriate to the audience – use plain
English, bullet points, and short sentences, and consider readability design
principles (e.g. large font size).
• Use diagrams, pictures, or models, where appropriate.
• A
 necdotes and storytelling can be useful for explaining difficult concepts.
Or, you may have visual aids, or culturally appropriate or translated resources,
that you can use to improve the explanation.

Feedback

• E
 nsure the person has ample opportunity to tell you how they feel about
your advice/the action plan, and how realistic it is for them. For example,
‘We talked about doing blood glucose checks before every meal. How do
you feel about giving this a try in the next few weeks?’.
• A
 lso, ask for feedback about your service. This can be done routinely and
anonymously. It will be enlightening.

Give clear

signals

• Set up expectations at the start of the consultation (e.g. how much time is
available, what will happen at the end/and next time).
• L
 et the person know (by signposting) that you need to move onto another
issue or to draw the consultation to a close.
• It is important that the person does not feel dismissed or irrelevant. If the issue
they are concerned about needs further discussion, arrange for them to return
another day when there will be more time or follow up by email or telephone.
• If you are referring the person to another health professional, let them know
why you are doing this and make sure they feel comfortable with it.

Hear the

sound of
silence

• Don’t feel obligated to fill every pause with questions or advice.
• S
 ilence allows the person time to gather their thoughts and
express themselves.
• If a pause becomes too long, ask what they are thinking about.
• Remember that the person’s body language will offer clues.

In

conclusion

• Summarise the main issues at the end of the consultation, including any
agreed action plans, to make sure there is mutual understanding of what
has taken place and how to move forward.
• Offer an early follow-up appointment or email or telephone contact to
demonstrate that you are interested to continue the conversation and to
find out what happens when they try out the agreed action plan.

Diabetes and emotional health: Chapter 1 – Communication and engagement
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Having a conversation about
diabetes and emotional health
“I try to put patients at ease, be affirmative
and responsive… I hope to improve my skills
for the areas where I don’t feel comfortable.”
(Practice nurse)2

‘You’ve been [using medication] for about [a
month now], tell me how that has been going.’

•

‘You’ve had diabetes for [a year] now, what
has been most challenging about it for you?’

•

‘What thoughts do you have about why that
keeps happening?’

•

‘How does that make you feel?’

“I’m confident and comfortable with bringing
out the issues and giving the patient the
space to discuss these, but I don’t know
what to do next.”
(Diabetologist)2

Normalise the issues raised by the person, by
helping them to view their experience as common,
‘natural’ or ‘human’. Normalising helps:
•

the person to disclose an experience, thought,
or feeling that may be very sensitive for them

It is not always easy to know how to begin a
conversation about emotions. Similarly, it can be
difficult to know what to say when someone

•

the person to see that they are not alone in
experiencing certain feelings or thoughts, and
this can enhance their sense of self-esteem

expresses their distress or shares that they are not
coping well with their diabetes. You can help by
asking open-ended questions, which enable the
person to respond by describing their experience,
thoughts, or feelings about a particular issue,
rather than with simple ‘yes’ or ‘no’ answers.
Creating an empathic and supportive environment
will be conducive to having conversations about
the emotional aspects of diabetes.

•

to reduce secondary emotional reactions, such
as feeling anxious about revealing that they
fear, for example, hypoglycaemia, or that they
feel guilty about not coping well with diabetes.

Start the conversation
Begin the conversation with an opening comment
to build trust and rapport (e.g. normalising
statement, or referring to a previous conversation/
consultation), such as:
•

‘Some people talk to me about how their
diabetes affects how they feel, and that
they don’t always find it easy to live with
this condition.’

•

‘Over the past couple of months we have
been working together to get your diabetes
management on track. How has this been
for you? Is there anything you’ve found
particularly challenging that you’d like to
talk about?’

Ask open-ended questions, to show the person
that you are interested in their experiences.
Open-ended questions allow for longer responses
and more detail, they require more than just a
brief/one-word response (e.g. ‘yes’, ‘no’, or ‘OK’).
For example:
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•

•

‘What brought you here today?’

•

‘Tell me, how are you getting on with [aspect
of diabetes management]?’

Continue the conversation
Afford the person time to share their
experience (without interruption, question, or
judgement). This makes it more likely that you will
identify the issues of concern. You have earned
their initial trust but you have to retain it.
Be prepared for the response. How will
you interpret the person’s response and what
actions will you take next? There is a myriad of
questions you could ask, and there are many
ways in which the person can respond. Box 1.3
offers some examples of responses that you may
want to consider. Attempts by you to redirect the
questioning to elicit an honest response need to
be handled sensitively. Refer above to ‘normalise
the issues’ – did you do enough to put the person
at their ease to share openly and honestly with
you? The person may not be ready to discuss the
matter with you now, so offer them the option to
talk about it another time. Or, perhaps they do not
feel comfortable discussing it with you (e.g. for
personal or cultural reasons). In this case, offer the
person an opportunity to discuss the matter with
another health professional, who may be more
acceptable to them (e.g. someone they feel they
can trust more or a person of the same sex or
cultural background).
Be prepared for what to do next. What can
or will you do if you discover, from open-ended
questions or from a questionnaire, that the person
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is not OK? What resources are available to you
and to the person with diabetes? First, you have
this guide. Each chapter will guide you through the
options relevant to particular types of emotional or
mental health issues you may identify. At the end
of each chapter, there is a list of relevant resources
and further reading (both for you and for you to
recommend to the person with diabetes).
Accompanying this guide is a series of information
leaflets, which cover the same topics as Chapters
2 to 8 and Appendix A. You can give these leaflets
to the person with diabetes – they are designed to
help them understand the issues they are facing
and what help is available to them.

Box 1.3

•

Finally, how you close the conversation is just as
important as how you open it.
Acknowledge the confidence that the person has
shared with you. For example, ‘Thank you for
sharing that with me today [I can see it has been
difficult for you]. I hope it has helped you. Would
it be a good idea to talk about this some more at
your next visit?’.
A general closing might be to invite the person to
consider what they would like to talk about next
time, and agree to put it as the first item on the
agenda of the next consultation. You could offer a list
of possible topics, including emotional health issues,
for them to choose, if they want such a prompt.

Be prepared for the response

Here are some practical tips about what to do
in various scenarios, for example, if the person:
•

Close the conversation

•

Does not reply immediately to a
question: We often feel awkward when
conversation is not free flowing and we feel
a need to fill silences. However, it is OK
to give the person an attentive look (not
a stare) and allow some time for them to
gather their thoughts. Then, acknowledge
their reluctance and gently prompt with
‘take your time’. Ask if it is OK to ask
another question or if they would like to ask
you something instead.
Responds with ‘no’ or ‘nothing’: Ask
if they would like to add anything more.
Acknowledge that the question may have
been irrelevant. Ask ‘What would be useful
for us to talk about?’.

•

Stops talking: Periods of silence are OK.
They can help the person gather their
thoughts and express their emotions. You
may feel concerned that the silence will go
on too long but most people will break the
silence within two minutes.

•

Starts crying: Let them see that you
accept their emotions and tell them, ‘It’s
OK to feel this way’ or ‘I can see how
upsetting this is for you’. Do not try to
reassure the person with words like ‘It
will be alright, you’ll see’ – this is not
necessarily helpful or true.

Becomes extremely distressed: In times
of extreme emotional distress, non-verbal
support (e.g. sitting alongside someone
and creating a calm environment) can often
speak louder than words. Do you need
to arrange an urgent referral to another
health professional?
NB: It is unlikely that the person will be
able to take in or recall much of what you
are saying because they are experiencing
strong emotions. Could you provide some
written information for them to take home?
Would they like to bring a friend or family
member to provide support and take notes
at the next appointment? Would contact
by phone or email in a few days’ time
be helpful?

•

Seems to need more time than you
have available in this consultation:
Proactively, you can set the time at the
beginning, for example, ‘We have about
15 minutes today to discuss these issues;
what we don’t finish today, we can
continue to discuss’. If time is becoming an
issue during the consultation, acknowledge
this, for example, ‘Your feelings seem
overwhelming at the moment, is that
right? We have about [10] minutes left.
What can we do in this time together that
would help you most at the moment?’.
This is a better strategy than moving onto
something that you think will be quicker.
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Overcoming barriers to talk about
emotional health in diabetes
“[I was] uncertain of the correct advice
to give – and worried in case the patient
became aware of my own discomfort.”
(Diabetes specialist nurse)2
“I feel less confident dealing with
psychological problems… [I] want to
pass them on as quickly as possible.
I don’t have the training to deal with them.”
(Diabetes specialist nurse)2
“Even if I had the skills, I only have
20 minutes…”
(Diabetes specialist nurse)2
As these quotes show, health professionals
face many challenges and barriers in providing
adequate psychosocial support to people
with diabetes.2,13
The health professional is required to make a
shift from the role of ‘authoritarian’ (i.e. someone
with all the expertise who tells the person with
diabetes what to do) to the role of a listener and
collaborator.13 While, at first, it may take more
time to listen and gain insight into the person’s
perspective, it will lead to establishing a trusting
relationship with mutual respect. Some of the key
barriers are described below, to enable you to
reflect on which might apply to your consultations
and what you can do to reduce those challenges.
Lack of time/fixed consultation times
From a practical perspective, lack of time remains
a perennial barrier to a more person-centred
approach – but many health professionals
do manage to overcome this. Listening to
the person’s experiences and needs, and
acknowledging their own way of experiencing
their diabetes is a vital component of personcentred care.13 Ask yourself, is it ritual or rigid
practice that limits your time? Do you think that
if it does not concern diabetes directly it is not
important? One way to deal with time constraints
is to agree with the person at the beginning of the
consultation on the priority issues and manage
their expectations about the time available. If there
is more to be discussed, encourage the person to
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come back and arrange follow-up contact. Even if
initial consultations take some time, there are long
term benefits to be gained. Remember that when
the person is distressed they may not be able to
assimilate what you are saying about managing
their diabetes better, and may remain focused on
managing their emotions. Furthermore, if emotional
health is not addressed, the problem is likely to
become worse. Ultimately, by building rapport,
your subsequent consultations will be much more
effective. People with diabetes are then more
satisfied and feel more empowered.
Lack of confidence
Many health professionals lack confidence in their
own skills and report sticking to their own agenda
as a mechanism for not having to adopt a personcentred approach. Confidence comes from
within, and your skills will improve with practice.
Health professionals may be fearful of what
might be disclosed, or of issues that they cannot
solve. Remember, you are not there to solve all
of the person’s problems. Often, all the person
with diabetes wants is to be heard, to have their
feelings validated, and to know that ‘someone is
on my side’.
Lack of skills or expertise
Many health professionals perceive their skills or
expertise to be limited when it comes to talking
about emotions but most have well-developed
communication skills.
If you feel you need training, working through
this guide is the perfect first step. It is a learning
process, so allow time and practice, to improve
your skills. For some psychological problems,
a referral to a mental health professional will be
necessary and it is important to acknowledge
when this will be the case. For many other
issues, you may find that emotional distress is
related directly to the experience of dealing with
diabetes on a daily basis. People with diabetes
who experience psychological problems often
prefer to talk about this with their diabetes health
professionals or their GP rather than with a mental
health specialist.3 For example, as diabetes
distress (see Chapter 3) is so common and
intertwined with diabetes management,14 it is best
addressed by a diabetes health professional (or
the GP if they are the main health professional).
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Lack of referral options
Lack of psychological services (specifically those
with expertise in both mental health and diabetes)
is well documented. However, the Improving
Access to Psychological Therapy (IAPT) service (a)
is available in every clinical commissioning group
(CCG) in England and is expected to integrate
their services into physical health care pathways
for people with long-term conditions and medically
unexplained symptoms. These services are
called IAPT-LTC.
It is also important to realise that only a small
number of people with diabetes may need a
referral. Up to one in three adults with diabetes
have impaired emotional well-being15 but they may
not need specialist services. Rather, they may
need a diabetes health professional with whom
they can talk about how distressing it is to live with
diabetes (see Chapter 3). They may also benefit
from the support of other people with diabetes
(see Appendix A).
Different agendas
You and the person with diabetes may come to
the consultation with different agendas. The best
way to find out the individual’s agenda is to ask.
For example: ‘Tell me why you’re here today’,
‘How can I help you today?’, or ‘What would you
like to get from today’s consultation?’. People
with diabetes may not be aware that they have the
right to ask questions in consultations,13 especially
about psychosocial issues. Giving them a voice
and an opportunity to teach the health professional
about what it is like to live with diabetes will
establish trust, improve rapport, and assist in
building a collaborative relationship.
Costs
Some health professionals may believe it is too
expensive to integrate routine monitoring of
emotional health into their consultations, or that
offering psychological support adds a further
financial burden (e.g. on the health system or
on the person with diabetes). However, there
is no doubt that people with diabetes who are
distressed fare worse than those who are not.
For instance, depression (see Chapter 6) increases
the risk of long-term complications, healthcare
costs, and mortality.16–18 So, psychological
distress needs to be considered a cause –

not merely a consequence – of complications,
and reducing distress can be considered as a
clinically meaningful way to reduce other diabetesrelated complications.19 This provides an economic
rationale for improving communication about
emotions and mental health.
Health literacy, language barriers,
and passiveness
One of the key barriers to effective communication is
understanding. Check the person’s understanding –
don’t settle for the ‘smile and nod’. Ask the person
to explain their understanding of what you have
told them in their own words. Do you know why
they don’t understand? Is there a language barrier
or health literacy issue? Is your explanation too
complex? If they don’t understand, take the time
to explain again in a different way.
Stigma/myths about mental health and diabetes
Fear of stigma and negative stereotyping can
reduce the effectiveness of a consultation. In
extreme cases the consultation may become a
sterile, ineffective exchange based on what the
person thinks you want to hear and/or what the
person is prepared to share with you. Experiences
of stigma may discourage a person from engaging
in self-care activities, attending future consultations,
or seeking professional support.20–23 Health
professionals may convey stigmatising attitudes
unintentionally in their language, actions, and
reactions. Consider how your words and actions
might inadvertently reflect negative attitudes about
mental health24 and diabetes (see ‘Language
Matters’ at www.diabetes.org.uk/emotional-healthprofessionals-guide).
It is worth finding ways to overcome any of these
barriers if you are experiencing them. The reality is
that we work more effectively and efficiently when
we seek to understand the person’s feelings and
their reasons for distress, particularly when these
underpin their self-care behaviours.
Clinical psychologist, Dr Mark Davies, notes:
“Many diabetes professionals have highly
developed communication skills and years
of experience of dealing with people whose
lives have been affected by diabetes. Whilst
lack of time can frequently be an issue, it may
well be that many… underestimate the skills
they possess.”19
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Despite initial apprehensiveness, many health
professionals report feeling positive about their
handling of emotional health issues once they have
tried engaging in such conversations. Furthermore,
they realise that they had the skills to do so
and that they applied them successfully during
the consultation.2

•

Words can be judgemental or
demotivating: Many people with diabetes
report feeling criticised for not managing their
diabetes well, yet they often feel they are doing
the best they can. For example, criticism may
be implied by phrases like ‘poorly controlled’
or ‘failing to manage’, and can leave people
with diabetes feeling demoralised and that
their efforts are under-valued. The words you
choose to use may stay with that person long
after you have forgotten the consultation. It is
important to acknowledge how challenging
diabetes can be.

•

Words can lead to missed opportunities,
or create them: Diabetes is a life-long
condition and people will, naturally, have
times when diabetes is not their main
priority, or when they are struggling with
self-management. Labelling the person
as ‘non-compliant’, ‘poorly controlled’,
or ‘uncooperative’ can lead to missed
opportunities to engage the person in a
conversation about why things are not going
well and how you can support them.

•

Words can impact upon the relationship
between the health professional and
person with diabetes: It is best to use
words that neutralise any judgement about the
outcome. Instead of referring to ‘good control’
or ‘poor control’, refer to blood glucose levels
being ‘in target’ or ‘above target’. Rather than
directing the person with phrases like ‘you
must…’ or ‘you should…’, choose words
like ‘you have some choices here…’ and
‘let’s discuss your options…’, which respect
the individual’s autonomy and indicate a
collaborative relationship.

“At the end [of the psychosocial discussion] I
felt pleased with the outcomes and the patient
seemed more at ease... I think I make patients
feel comfortable and able to talk openly.”
(Health professional)2

What else to
consider?
A few words about language
“Words are, in my not-so-humble opinion, our
most inexhaustible source of magic. Capable
of both inflicting injury and remedying.”
(Albus Dumbledore in Harry Potter and the
Deathly Hallows)25
A key element of communication is the use of
language. Words can be incredibly powerful,
so it is important to choose them carefully.
NHS England has published a position statement
about language26 (see www.diabetes.org.uk/
emotional-health-professionals-guide), which
highlights that:
•

•
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Words have impact: Words can impact
positively or negatively on the person with
diabetes. The language you use can affect the
person’s willingness to confide in you; it can
also impact their motivation, confidence, and
ultimately, their diabetes outcomes.
Words can label the person or perpetuate
negative stereotypes: For example, the label
‘diabetic’ defines the person by their medical
condition, and ‘patient’ implies dependency on
the health system. In contrast, referring to the
‘person with diabetes’ acknowledges other
facets of their identify/life/personality which
are equally salient for them, and that they are
functioning successfully in their own home/
work environment.

Using questionnaires to inform
consultations
“I am just aware that I have a tendency to
concentrate on my own agenda and feel I
should improve my skill at focusing on the
patient’s agenda.”
(Diabetes specialist nurse)2
Questionnaires can be very helpful for monitoring
the emotional and mental health of people with
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diabetes. In particular, questionnaires about
diabetes distress (see Chapter 3) can help to focus
the agenda of the consultation on any challenges
the person may be experiencing related to living
with and managing diabetes.
Questionnaires can be used effectively in specialist
care6,7 and primary care settings.27 People with
diabetes and health professionals alike value
the assessment and discussion of outcomes,
and generally express greater satisfaction with
consultations in which this has taken place.6,28
Follow-up studies have shown that using
questionnaires and discussing the outcomes,
leads to reductions in diabetes distress and
improvements in HbA1c.6
There are several well-validated, reliable, and
easy-to-use questionnaires for assessing the
emotional health of people living with diabetes.
They are featured in relevant chapters of this
guide (Chapters 3 to 7).
Before using questionnaires in your consultations,
here are some points worth noting.
Have a good reason
Be clear about why you are asking someone
to complete a questionnaire. For example,
it is appropriate to use a diabetes distress
questionnaire on a routine basis because the
issue is relevant to most people and because
the person’s responses can help you tailor their
diabetes management plan to their needs. You
can also monitor their distress over time. However,
asking people to complete a large quantity of
unnecessary questionnaires just so you have their
‘score’ on record is a waste of their time and yours.
Explain your reasons for asking the person to
complete a questionnaire
Explain why the questions are relevant to their
individual situation. People will be more inclined
to respond (and tell you how they really feel) if
they realise you are trying to understand their
experience of living with diabetes so you can be
of greater help to them. Otherwise, they may
perceive it as a waste of time and resources.
Importantly, reassure them it is not a ‘test’ and
there are no right or wrong answers. Also,
reassure them that the information will be treated
as confidential and tell them what you intend to

do with the completed questionnaire (e.g. will you
keep the questionnaire in their medical notes?).
Choose your method and timing wisely
Select a method for administering the
questionnaire that will be most suitable and
convenient for the person with diabetes and
yourself. Some people may prefer completing a
questionnaire using their smartphone, a tablet
computer, or via a website. Electronic versions
may also be more convenient if they automatically
calculate total scores and link with the person’s
electronic health records. However, some people
may not feel comfortable with the technology
and will prefer traditional pen and paper. Similarly,
consider your timing – often people will be more
willing to complete a questionnaire if they are
asked to do so in the waiting room before an
appointment, rather than at home or during
the appointment.
Questionnaires can save time and help you
get to the heart of an issue
Inviting the person to complete the questionnaire
in the waiting room before they come in to see you
can prepare them for the conversation to follow.
You can then quickly skim their questionnaire
responses to enable you to start a conversation
about the issues of most relevance to them.
Consider individual circumstances, needs, and
capabilities Health literacy, language barriers,
disability, and other factors may affect a
person’s ability to understand and/or complete
a questionnaire on their own. Differing cultural
perceptions of health and mental health may
impair the validity and interpretation of the
questionnaire. If you have concerns about the
suitability of a questionnaire for the person,
consider other options. For example, can you
read the questions and response options out loud
to them? Is there a suitable questionnaire in their
first language or validated for their cultural group?
Could you ask open-ended questions instead?
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Questionnaires may not always be the best
way of gathering information
Asking open-ended questions is a valid and
practical alternative. Questions such as ‘What is
it about living with diabetes that you find most
difficult?’ and ‘How does that make you feel?’
can help you gain some insight on these issues
without using a questionnaire, and makes the
conversation more personal.
Do something with the results
Screening alone is not enough to improve health
outcomes.29 If you ask someone to complete a
questionnaire, it is important that you always find a
way to discuss and use the information. Ignoring it
or just placing it ‘in the file’ is unethical.19

Creating an enabling environment
“I don’t mind discussing sensitive issues.
The problem is finding enough privacy.”
(Health professional)2
The room set-up is very important for enabling
personal disclosure. Ideally, your consulting room
needs to be quiet and private. The furnishing
and décor should create a welcome, safe,
and supportive environment. Think about your
environment and what you can do to improve it:
Waiting room
This is where the person gets their first impression.
What messages do your posters, magazines, and
brochures send to people? Are there campaign
posters involving scare tactics, pictures of medical
procedures or complications, or magazines
focused on diets and body image? Perhaps it is
better not to have such materials lying around –
what is motivating to one person may fill another
with guilt, despair, or irritation.
Consultation room
What do people see when they enter? Similar
posters as in the waiting room? How is the room
set up? Do you sit behind a desk or a computer?
What do these things say about the power
balance or your interest in having a conversation?
Will the person feel comfortable raising sensitive
issues with you in the space?
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Computer
It is difficult to type and talk at the same time; it’s
even harder to type and listen at the same time.
Give the person in front of you your full attention.
Show that you are listening and, above all, that
they matter to you.
Lack of privacy or interruptions:
If you do not have a private room or are continually
distracted by interruptions or noise, this can make
the person with diabetes feel unimportant or that
this is not necessarily a safe space to open up to
you. Can interruptions be prevented? Can you put
a sign on the door, close the blinds, and put your
phone on silent?

Considering diversity
“We do not see things as they are, we see
them as we are.”
(Anonymous)30
In this guide, we refer to people with diabetes
from the general adult population but, of course,
the UK is a country of diversity. It is beyond the
scope of this book to consider the specific needs
of every social and cultural group, or the specific
approaches they may require. However, this
section offers some tips for those working with
diverse groups, and signposts to appropriate
resources. Guidelines and checklists are less
important than ‘a reflective approach that avoids
stereotypes and assumptions in providing care
that is culturally sensitive and aware’.31
Social and cultural factors play an important role
in determining:
•

why and when people attend healthcare
appointments

•

the health professional – person with diabetes
(‘patient’) relationship

•

beliefs about (emotional, mental, and physical)
health and illness

•

attitudes to (emotional, mental, and physical)
health and illness

•

the extent to which lifestyle can be modified to
manage a chronic condition such as diabetes

•

people’s willingness to take medications

•

people’s preferred communication styles.
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Health professionals have a responsibility to
develop appropriate communication strategies to
meet the needs of all members of the community.
The majority of this chapter advocates for an open,
empathic communication style; however, keep in
mind that this approach may not be suitable for
every person – consider diversity and be reflective
in your approach to communication.
Being aware of your own personal attitudes,
assumptions, and stereotypes will help you
to put these to one side and minimise their
influence on the discussion. You can then focus
on understanding the values and wishes of the
individual as they discuss their health with you.
In certain situations, the individual may feel more
comfortable if a family member, friend, advocate,
community/spiritual leader, or other trusted person
can attend the consultation. Make sure people
know they are welcome to do this.

Health literacy
Health literacy is more than basic literacy and
numeracy skills; it includes a person’s ability to
understand and apply health-related information
and their ability to navigate the health system.32
Low health literacy is very common – between
43% and 61% of English working age adults
routinely do not understand health information33
so be aware of the signs (see Box 1.4). Do not
assume that people will tell you openly; many
will not say anything for fear of judgement or
embarrassment.34 People with lower health
literacy can be very reliant on the verbal information
passed on to them by health professionals.
Think about what is required of a person with
diabetes during a standard consultation – they need
to provide information to their health professional,
understand and make decisions based on the
information that their health professional gives them,
and remember to ask the right questions. When they
go home, they need to remember everything that
took place and was said during the consultation and
apply it. Imagine how challenging that might be for a
person who has not clearly understood the message
that their health professional has tried to convey to
them, and how it might impact on their self-care and
health outcomes. Now, imagine having to do this not
only for diabetes but for eye screening, foot care and
other aspects of healthcare relevant to diabetes.

Some of the tips listed in Box 1.4 will be
particularly helpful for people with lower levels
of health literacy. These tips include using plain
English and anecdotes/ storytelling/visual aids,
encouraging questions, repeating key information,
and checking understanding (yours and theirs).

Box 1.4

S
 igns that someone
may have low
health literacy

Signs that the person is having difficulty
understanding and applying health
information include:34
• answering knowledge-based questions
incorrectly (e.g. questions related to
written information you have given them)
• being nervous about, or avoiding,
complex learning tasks
• ‘forgetting’ record books (e.g. blood
glucose readings, food intake, or
medication records)
• making errors in calculations (e.g.
carbohydrate counting or insulin dosage)
• submitting incomplete forms
• showing up at appointments seeming to
have not ‘prepared’ beforehand (e.g. not
reading instructions you have given them
previously) or missing appointments
altogether where ‘preparation’ is required
• ‘forgetting’ to bring their reading glasses
• offering to complete a form ‘at home’
• handing written documents to an
accompanying person
• holding written documents close to their
eyes and following the text with their fingers.
To check, you could ask the person ‘How
confident are you in filling in forms by
yourself?’.35 If you choose to do this, be
sensitive and tactful in your approach.
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Cultural and linguistic diversity
Cultural and linguistic diversity is a broad term
referring to country of origin, culture, religion, first
language, and other characteristics. Given this,
it is impossible to provide specific advice to suit
everyone, but here are some broad considerations
to reflect on:
•

See ‘Resources’ section for information about
translating and interpreting services.
•

A ‘one size fits all’ approach is not appropriate
and does not work.
•

Appreciate cultural differences

Transcultural/multicultural health services
in your area for advice regarding
communicating with specific cultural
groups and for help identifying appropriate
services for referral.
Multi-lingual health workers to provide
advocacy, support, counselling, and
interpretation for the person with diabetes.
They can also provide sociocultural insight
for health professionals40 – some may
specialise in diabetes or mental health.

understandings of and beliefs about health
(e.g. mental health and diabetes)36,
communication styles (e.g. a preference for
written, pictorial, or verbal communication,
or a passive or assertive manner)36,

Ask questions to clarify their knowledge and
point of view; don’t assume that you know
this information.
•

Recognise and adapt to language
challenges
While English is the primary language of over
90% of UK residents,37 138,000 people living
in the UK cannot speak English at all and
over 60% of these are women.37 It is also
important to be aware that being proficient in
English does not mean someone is proficient
in medical terminology. Language barriers can
impede communication and impact on the
quality and uptake of care, and physical and
mental health outcomes.38–40 Be willing
to adapt the ways that you communicate
and work to meet the needs of the person.
It is also important to use an accredited
interpreter rather than rely on family or friends.
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Seek advice and engage other experts
Familiarise yourself with culturally appropriate
services in your local area. With the agreement
of the person with diabetes, consider contacting:

Culture plays a large role in shaping values,
beliefs, and practices. People from diverse
backgrounds may have different beliefs,
values, and practices from your own. It is
ethical practice to reflect on your own cultural
bias and to be aware of how this may influence
your practice, and to be mindful of this in
your communications and care. For example,
people may have varied:

expectations and preferences for their
healthcare (e.g. the expected role of
the health professional, a preference
for a same-sex health professional, or a
preference for traditional cultural remedies
over modern western medicines).

Cater to individuals’ needs and
preferences31,40

Trained and accredited interpreters for
help overcoming language barriers31,40,
41
and preventing miscommunications
and mistakes.42 It is advisable to consult
guidelines for working with interpreters
(see ‘Resources’ section).
•

Upskill
Consider participating in accredited cultural
awareness or cultural safety training.39

•

Questionnaires
While several questionnaires have been
translated into other languages, their cultural
appropriateness may not be guaranteed.
Health professionals to exercise caution
when administering questionnaires originally
developed and validated in English.

Disability
Finally, bear in mind that disabilities (e.g. physical,
intellectual, cognitive) may impact on a person’s
emotional state, and their ability to communicate
or understand. Making appropriate arrangements
to help people with these challenges is also part of
recognising diversity.
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Resources for healthcare professionals
Communication
•

Cultural diversity

The art of empowerment: stories and
strategies for diabetes educators
Description: A unique and valuable resource
for any health professional working with people
with diabetes, with real life experiences,
interactive techniques, and philosophical
as well as practical approaches.
Source: Anderson R and Funnell M.
The Art of Empowerment. American
Diabetes Association. 2005. Available
as a PDF in the UK by permission of the
authors by emailing Successful Diabetes
enquiries@successfuldiabetes.com

•

Tips and tricks on effective
communication with people with
diabetes: helping people achieve
their goals while achieving your own
Description: A chapter providing advice on
how to achieve person-centred consultations.

•

Zeh, P, Sandhu HK, Cannaby AM, Sturt JA
(2012). The impact of culturally competent
Diabetes Care interventions for improving
diabetes-related outcomes in ethnic minority
groups: a systematic review. Diabetic
Medicine, 29 (10) 1237 – 1252

•

This paper shows that where a culturally
competent intervention was used, it had a
positive effect. Plus describes the culturally
competent assessment.

Translating and Interpreters
•

A draft Principles Framework for using
interpreters was published by NHS England
in 2015. No final document was available
at the time of writing www.england.nhs.uk/
commissioning/primary-care/primary-carecomm/interpreting/

•

NHS Shared Business Services’ ‘NHS
Language Services’ offers NHS organisations
access to their services

Source: Chapter by Cradock S and Barnard
KD in the book by Barnard KD and Lloyd
CE eds., Psychology and diabetes care: a
practical guide. Springer, London. 2012.
•

The art of communication
Description: A paper that outlines key
skills for communication during general
practice consultations.
Source: Warnecke E. The art of
communication. Australian Family
Physician. 2014;43(3):156-158.
Website: www.racgp.org.au

•

Person-centred practice for long-term
conditions: a concise guide to success

Website: www.nhs-translation.com

Health literacy
•

Improving health literacy for people
with diabetes
Health Literacy and Health Outcomes in
Diabetes: A Systematic Review (2013)
Website: https://www.ncbi.nlm.nih.gov/pmc/
articles/PMC3579965/
Health Literacy in relation to diabetes is
discussed and referenced in this review.

Description: A UK book for health
professionals about how to adopt a
person-centred approach.
Source: Walker R. e-book, London. 2013.
Website: http://www.successfuldiabetes.
com/working-with-diabetes/books/book-list/
item/78-person-centred-practice-for-longterm-conditions-a-concise-guide-to-success
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Resources for people with diabetes
Communication
•

Have the conversation with your
health professional
Questions to ask the doctor
(general, including mental health)
Description: NHS guidance on what
to include in your consultation
Website: https://www.nhs.uk/NHSEngland/
AboutNHSservices/doctors/Pages/questionsto-ask-the-doctor.aspx
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•

Making the most of your consultation
(diabetes specific)
Description: ‘SD Tips for Living with
Diabetes’ A booklet giving helpful tips on
a range of diabetes related topics, including
‘Consultations – A Survival Guide’
Website: http://www.successfuldiabetes.com/
living-with-diabetes/sd-downloads
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2
Facing life with diabetes
Key messages
•

Living with diabetes involves acquiring new knowledge, and developing skills to
self-manage a life-long condition.

•

Responses to diagnosis can vary: some people experience a range of negative
emotions (e.g. shock, grief, anger, distress, self-blame), while for others, the diagnosis
has little impact, or can bring a sense of relief after a period of uncertainty about
unexplained symptoms.

•

Responses are influenced by the type of diabetes diagnosed, and by the person’s
individual characteristics and experiences prior to diagnosis (e.g. symptoms, familiarity
with the condition).

•

The journey is different for everyone but most people with diabetes will need support
from their health professionals, families, and peers at some point.

Practice points
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•

Reflect on how you might feel if you had to live with diabetes. Use your insights to
support the person.

•

Be mindful that a new diagnosis can raise a range of emotions for a person.

•

Listen empathically, assist the person, and assure them that you can support them
to live well with diabetes.
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Experiencing the diagnosis of diabetes
The diagnosis of diabetes is the beginning of a
new reality. No-one chooses diabetes. The person
is confronted with an incurable and potentially
demanding condition. Life will not be the same as
it was before diabetes. The person may feel that
they will never return fully to their previous health
state, or they may perceive they are losing their
independence or control over their health.
For some people, the diagnosis of diabetes can
be a shock.1,2 Their initial emotional reactions are
disbelief, anger, self-blame, anxiety. For others,
the diagnosis may be a relief after a period of
uncertainty about symptoms and consequences
of hyperglycaemia.1,2
“I was just shocked, thinking, because
I’m so healthy. And I thought, “oh my God,
it’s like the end of me”, kind of, you know,
that shock.”

“[I was] jumping around from shock to denial
to grief to tears to… I certainly went through
that… the reactions might go up and down
for quite some time… for my first 12 months
I went through lots of reactions.”
(Person with Type 1 diabetes)
“I don’t think it’s all that devastating. There
are far worse incurable sorts of things.”
(Person with diabetes)4
“I think it’s quite good… that it’s been sort of
picked up… if they hadn’t done those tests…
I could just have been sort of doing always
what I’ve normally been doing… I could have
been damaging myself even more.”
(Person with Type 2 diabetes)1

(Person with Type 2 diabetes)3

Box 2.1

Reactions to a diagnosis of Type 1 or Type 2 diabetes

The onset of Type 1 diabetes can be
sudden and highly symptomatic (acute
hyperglycaemia). Sometimes, diagnosis follows
a brief period of ill health and hospitalisation
due to diabetic ketoacidosis, which can be
traumatic. Diagnosis of type 1 diabetes is
almost exclusively considered devastating,
despite the fact that people can live long,
healthy, and happy lives with the condition.
Thus, typical reactions can include both
shock and relief.
Conversely, the onset of Type 2 diabetes is
rarely accompanied by such acute symptoms
and can mistakenly be considered a ‘mild’
condition, to be expected in older age. Typical
reactions can include denial and apathy.
The exception to this is when a diagnosis
is made in the presence of complications
(e.g. background retinopathy). In these
exceptional cases, the potentially devastating
consequences of diabetes are already obvious
to the person and typical reactions can include

anger, self-blame, and grief. A person’s
reaction may also depend on whether or not
they expected the diagnosis. For example,
someone who is experiencing symptoms that
they suspect are related to diabetes or with
a known family history of diabetes may feel
more prepared for the diagnosis, and may not
be ‘shocked’ by it. In comparison, a person
who has been feeling unwell may feel relieved
that the cause is now known and perhaps that
the diagnosis is not something they perceive
to be ‘worse’. The reaction of a person who
is surprised by the diagnosis, for example
because they were asymptomatic, may be
more variable (e.g. ‘shocked’ or ‘grateful’
that it has been revealed).1
It is crucial not to refer to Type 2 diabetes
as ‘mild’ diabetes or ‘a touch of sugar’
– these terms do not reassure the person
and can do more harm than good. All forms
of diabetes are serious and all can lead to
complications if they are not managed well.
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How a person responds to diabetes will differ
according to individual characteristics, such as
age, gender, social, and cultural background, their
life stage, and experiences. Reactions are likely
to vary also depending upon the type of diabetes
diagnosed (see Box 2.1), and the person’s beliefs
about the condition, its trajectory, and how well it
can be managed.
“It was easy for me because my son had it,
so I had the experience of it, I knew what it
was already.”
(Person with diabetes)4
“[Diabetes is]… the best thing that has
happened to me for ages because it’s
brought around so many other changes
and benefits.”
(Person with Type 2 diabetes)1
Some people believe that diabetes will not cause
much disruption to their ‘normal’ life – and this may
be true. However, the perception that diabetes
is impacting very little upon their life can be a
sign that the person has not grasped (yet) how
serious diabetes is and what they need to change/
do to manage it effectively. It may take them a
few weeks, months, or years to fully realise how
diabetes impacts on their life and future. Not
acknowledging the need to adopt or change
certain self-care behaviours can be a sign of low
self-efficacy (i.e. that the person lacks confidence in
their ability to make behavioural changes) or fear of
failure. A lack of confidence and/ or fear of failure is
typically the experience of people who need to quit
smoking or lose weight – repeated failed attempts
lead to avoiding the need to continuing trying.
“I don’t let it worry me, nothing has been
changed, even if I eat somewhat different
now. Diabetes is something you can live
with… or, am I wrong?”
(Person with Type 2 diabetes)5
“And to be honest I don’t feel as if I’ve got
diabetes… the only reason I know I’ve got
diabetes is because the doctor told me I
have… I don’t feel as if I’ve got to do anything
to correct it. Really I might as well carry
on with my beer… if I… really took to mind
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that I’d got diabetes I’d do something more
drastic about it.”
(Person with Type 2 diabetes)6
“I don’t think I fully accept that it’s [the
diagnosis] happened… you have to, to
continue getting on with life… I think you
adjust to incorporating it or integrating it
into your life.”
(Person with Type 1 diabetes)
Not every person who has been told they have
diabetes will immediately feel ready to deal with
its consequences. This ‘avoidance’ strategy can
be an adaptive and effective coping mechanism.
In the short-term it can serve a positive purpose,
offering a way for people to adapt slowly and
come to terms with change, without becoming
overwhelmed.7 If it continues for weeks, months,
or even years, it may have negative consequences
for emotional well-being, self-management, and
health outcomes.
“I think it was about two months later, if that,
you know, and I think I still haven’t got, sort
of, you know, I haven’t told myself that I have
got it, you know, I’m still in denial... I still keep
thinking “they must have got it wrong”.”
(Person with diabetes)3
“I’ve heard that diabetes can make you go
blind, but I don’t want to know. I just don’t
want to think about it.”
(Person with diabetes)8
Not engaging in diabetes self-management (e.g.
not taking medication or not attending clinic
appointments) may be a sign that the person has
difficulties coping with the diagnosis or with selfcare and, therefore, may need extra support.
Irrespective of their initial reactions, for most
people the adaptation process will have a natural
course and they will find a way to incorporate
diabetes and its management in their daily life
and lifestyle.9 For some, it may continue to be
a struggle and they may require support from
a health professional.
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Apart from emotional responses and
beliefs, there are many other reasons
why people with diabetes have
difficulties incorporating the diabetes
management demands in their lives.
For example, health literacy, social and
cultural consequences (e.g. fear of
losing their job, being isolated in their
community, or stigma), and limitations
related to the healthcare system and
access to care.
Often, during the weeks and months following
diagnosis, a person can feel overwhelmed by
‘information overload’ and the many complex
management tasks they need to learn and apply.
These initial overwhelming emotions can leave a
person feeling unable to cope and may disrupt
their memory and capacity to retain information.1
If a person believes that they need to get
everything right from the beginning, it puts extra
pressure on them and adds to the emotional
burden of diagnosis. You can help to reduce this
pressure by assuring them that it will take time to
learn what works best for them and by showing
confidence that they will get there.
“You feel a little like “Ahh am I too high now
[glucose level]? Should I take more [insulin]
or not?”, then I have to think “Yes, I do that”
or “No, I don’t”, so it takes a while to learn
to know myself how I react.”
(Person with diabetes)10
Ask, at regular intervals during the first year after
diagnosis, about how they are coping, and their
beliefs and feelings about their diabetes, selfmanagement and its impact on their daily life
(see Box 2.2). These conversations can help
you identify, at an early stage, if the person is not
adapting well and may need additional support.
Strategies to identify which aspect(s) of diabetes
are causing coping problems (e.g. emotional,
cognitive, or behavioural) and how to provide
appropriate support are included in Chapter 3
and Appendix B.

Box 2.2

A
 sking how a person
is coping with the
diagnosis of diabetes

Here are some examples of open-ended
questions you might use to enquire about
how the person is coping with the news
that they have diabetes:
• ‘How are you feeling at the moment
about the news that you have diabetes?’
• ‘How did you react when you were
told you had diabetes?’
• ‘How do you feel your diabetes
may impact on your [school/work/
personal relationships/family/sport/
hobbies etc.]?’
• ‘How do you feel about telling other
people that you have diabetes?’
• ‘How did your [close family members]
react when you told them about the
diagnosis?’
• ‘How do you feel you are coping?’
‘What do you think will be the
hardest thing for you in fitting
diabetes into your life?’
‘What do you think will be easy
for you to do/change?’
‘What do you think may be
more difficult?’
Acknowledging the daily challenges of
living with diabetes and the efforts it takes
to manage the condition can help people
feel more comfortable about sharing their
thoughts and feelings. You can do this by
prefacing these open-ended questions.
For example, ‘Many of the people that I
see find living with diabetes challenging’
or ‘Finding out you have diabetes can
be a lot to take in’ – comments like these
‘normalise’ the adjustment process and
help the person to realise they are not alone
in thinking or feeling this way.
Explain that incorporating diabetes into their
life takes time, for example, ‘Living with and
managing diabetes is a learning process,
quite a bit can feel like ‘trial and error’.
Over time, you will become an expert in
managing your diabetes’.
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If you recognise that the person continues to
struggle with feelings of denial, grief, self-blame,
or anxiety associated with their diabetes several
months after diagnosis, consider referring them to
a mental health professional for specialist support.
For information about making mental health
referrals, see Chapter 9.
If there is a psychologist in your team,
introduce them to the person with
diabetes as early as possible. The best
option is a face-to-face meeting so
that they get to know each other from
the start, which will lower the threshold
to consult with the psychologist in the
future and also normalise that asking
for psychological support is not a sign
of weakness.
In summary, there is no single way to respond
to the diabetes diagnosis. Many factors play a
role in the process of dealing with this condition.
Understanding the person’s experiences prior
to and since living with diabetes will help you to
support the person effectively.

Diabetes diagnosis:
the start of a lifelong relationship with
health professionals
For many people, the diagnosis of diabetes is
the start of a life-long relationship with health
professionals and the healthcare system.
Although the time you will spend with the person
is minimal, they will value your expertise and
guidance when you show genuine respect
and empathy (see Box 2.3).
Remaining supportive will help the person with
diabetes realise you are ‘on their side’ rather than
someone they are accountable to. In doing so,
you will maintain the person’s trust and keep them
motivated to take care of their diabetes and their
overall health in the long term.
The blog excerpt in Box 2.4 describes how a
person with diabetes feels, what they would like
their health professional to know, and importantly,
how they would like their health professional to
communicate. The blog is by Renza Scibilia,
who lives with Type 1 diabetes.
It illustrates that it is important to use appropriate
language and not to trivialise people’s diabetes
management efforts and/or the challenges
they face with ongoing self-care of this life-long
condition. A health professional’s communication
style has a significant impact on how a person
copes with and manages their diabetes
(see Chapter 1).
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Box 2.3

What is it like to live with diabetes?

It is difficult to imagine what living with diabetes
is like when you don’t have diabetes yourself.
However, with the knowledge you have about
the condition and the stories people with
diabetes have shared with you, you may
reflect on:
•

‘How would I feel if I had diabetes?’11

•

The diabetes treatment regimen is just one
aspect of managing diabetes. For most
people, self-management is intensive and
multi-faceted. Physical daily tasks include
medication-taking, and self-monitoring
of blood glucose, dietary changes,
physical activity, and foot care. Then,
there are the regular health check-ups
(e.g. HbA1c checks, blood pressure, and
eye screening).12 However, effective selfmanagement involves more than simply
performing these tasks and attending
appointments. It requires problem solving,
decision making, healthy coping, and
reducing risks.13 This means developing
resilience to the everyday frustrations
of living with diabetes, working out how
to deal with other people’s reactions to
their diabetes and their self-care choices,
and being confident experts in their
own condition.14

•

A person with Type 1 diabetes:
who has lived with it for 40 years, has
done 58,400 finger pricks (average four

per day) and has likely had over 4,000
mild hypoglycaemic episodes and
40-60 severe hypoglycaemic events
typically makes over 100 diabetesrelated decisions every day, feels
tired of continually thinking about
diabetes, and feels that their family
is continually concerned about them
and their diabetes.
•

A person with Type 2 diabetes:
is typically asked to change the habits
that have accrued over a lifetime;
healthier eating, more exercise and
losing weight are not easy to achieve,
especially when the rewards are not
apparent in the short term
has to make difficult and/or frustrating
decisions at every meal (e.g. continually,
resisting their favourite foods, dealing
with well-meaning family/friends who
say things like ‘just one won’t hurt’,
finding healthy eating advice confusing).

•

Many people with diabetes describe it
as ‘more than a full-time’ job.15 And so
it is – but without any pay or holidays,
without assurance that your efforts will be
rewarded.16 How would you feel if you were
asked to keep doing your job 24/7 for a
year, but without holidays and without the
guarantee of being paid at the end of
the year?
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Box 2.4

‘Dear doctor’, excerpt from the Diabetogenic blog

I frequently give talks about how to get the
most out of our healthcare professionals.
One of the things I talk about is making sure
that we find the healthcare professionals that
work best with us. I talk about interviewing
doctors – something that I did years ago
when I was looking for the right endo. It’s a
two way street. One doctor told me that he
didn’t think that we would work well together.
He was completely right and I walked out of
that appointment rather quickly!
I also talk about being really clear and
upfront about things – what we need from
our healthcare professional, what we expect.
And then give them the opportunity to do the
same thing.
This is pretty much what I want to say to
every healthcare professional when I meet
them for the first time.
Dear Doctor
Hi. You and I are on the same side. My side.
We are both championing for me to be the best
I can be with the cards I’ve been dealt.
I thought that we would start out by me telling
you what I need from you and I would love it if
you did the same.
This is a relationship that works two ways.
You need things from me and I need things
from you. Let’s get all that out on the table
from the beginning.
Mutual respect is really important. I come with
mine ready to give to you. I won’t, however, be
quite so generous if you don’t demonstrate the
same thing.
Judgement is not welcome in our
consultations. That message is actually for me
as much as it is for you, because I am totally
judging you. I expect you to be judgmental and
not understand me or my condition. Show me
that I’m wrong. And then don’t judge me for
being such a pain in the arse!
My health condition is one that you know a
great deal about. That is why I am coming to
see you. I want to know everything you know
that is relevant. But I need you to remember
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that I have a unique expertise in the field of
Renza’s Diabetes. I am the world expert in this
field and I will impart everything I have learnt
and continue to learn about it to you. If you
could then help me make sense of that, I’d
really, really appreciate it.
I am not stupid. I have a really good
understanding of the health system of which
I am, unfortunately, a user. I also know a lot
about the technical sides of my condition. I
totally get that you need to make sure that I am
clear about what you are saying, but please
don’t dumb it down too much for me. I promise
that I don’t care about looking stupid. I’ll ask if I
don’t understand.
I use humour a lot to try to deal with what
is, at times, a really scary thing to live with.
Sometimes you may think that my humour is
not particularly appropriate. A lot of the time
you won’t find me funny (but for both of our
sake, please pretend; I promise to ignore your
fake laugh). I don’t make fun of the situation
because I am making light of it. Or because
I don’t care. I always care a great deal. But
sometimes, it’s what I need to get me through.
I’m really not good at asking for help. But I am
coming to see you because I need it. I may
seem to be going the long way around getting
to actually ask for what I need. Feel free to ask
and prompt and even push a little.
I’ll say it again. I care a great deal about my
health. I want to be healthy and well and on
top of everything. There will be times – and
they may be extended times – where it seems
that I don’t care. The important word there is
‘seems’. I do care. Really. Sometimes though,
it is just overwhelming and exhausting. But I
really, really do care.
I have a beautiful family and a great job and
a shoe collection that may make you jealous
and I really like to drink coffee. I bake a lot and
love old black and white films. I have wonderful
friends I spend time with – frequently over a meal
somewhere. Exercise and I are not mates. I read
voraciously and should probably seek some sort
of therapy for my inability to stop buying books.
I have a thing for bright red lipstick and have too

Diabetes and emotional health: Chapter 2 – Facing life with diabetes

Bringing bad news
many handbags. I love Nutella. And bacon.
And doughnuts. You may wonder why I am
telling you this. It’s because all of these things
are part of my life. Just like diabetes. And it
goes to explain why diabetes is not the most
important thing in my life or the thing that I
focus on all the time.
I’m terrified about my future. I am scared
about diabetes complications, I lie awake
at night worrying about the chance of
my daughter getting diabetes and I fear
becoming a burden on my loved ones.
Diabetes is scary. It is not just a condition of
numbers and lab results. It is (an unwelcome)
part of my present and my future.
I solemnly swear that I will never, ever walk
into your office asking you about some
ridiculous cure I read about on the internet.
Remember that bit about me not being
stupid? But equally, the internet is where
I get a lot of my support and information
about living with diabetes. I have a support
network of people living with diabetes
from all around the globe. They build me
up, tell me about new things, help me
work through tough times. They are, to
me, as important a part of my diabetes
management as you are. Don’t treat them
with suspicion.
So, did you know that cinnamon can cure
diabetes? I’m disconnecting my pump and
eating cinnamon doughnuts and nothing
more for a week to see how it goes. Just
kidding. (Pretend laugh. Now.)
And finally. I want you to remember all the
time that I am doing the best I can at that
very moment. It may not be as much as
you would like, but this isn’t about you. It’s
probably not as much as I would like either.
Acknowledging what I am doing makes me
feel really great. And frequently then makes
me want to do better.
Thanks for reading. I really do hope this
is the beginning of a beautiful doctor and
person with diabetes friendship.
Best Renza

You may be the health professional who will tell
a person that they have diabetes. Some health
professionals may not feel skilled or confident
in bringing bad news, as the response can be
overwhelming. Bringing bad news is a crucial
communication skill. The words used, the content,
and the tone of the message can make a big
difference for a ‘good’ start to life with diabetes.
It can impact on how a person responds to the
diagnosis, their reactions now and in the future,
and on their relationship with health professionals.
Here is one approach for delivering bad news.
The SPIKES approach18 is a useful
six-step protocol:
•

Setting up: prepare yourself for the
conversation, including what you are going to
say; create a private and quiet space; minimise
interruptions; invite the person to bring a
‘significant other’; and establish rapport with
the person.

•

Perception: determine what the person
already knows about diabetes and their level
of comprehension, including how much they
appear to be assimilating or understand of
what you are saying.

•

Invitation: ask about what level of detail
the person would like to receive (brief or indepth information) and offer the option to ask
questions later.

•

Knowledge: provide the information they
would like to receive in a language they
understand. Take into account, for example,
their educational level, socio-demographical
background, and emotional state. Short
sentences and pauses will help the person
to process the information. Give facts about
treatment options, prognosis, and costs.

•

Emotions: allow the person time to express
their feelings and acknowledge their feelings,
and respond empathically to the person’s
emotional response.

•

Strategy and summary: summarise what
has been said; check whether the person
has questions or needs clarification; develop
a strategy based on the person’s hopes,
expectations, and specific concerns; and
arrange a follow-up date and time.
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First principles and philosophies
for moving forward
As a health professional, you have expert
knowledge about diabetes, its management
and potential consequences. It is important to
acknowledge that only the person with diabetes
has expertise about their own diabetes and
their own life. It is your responsibility as a health
professional to help the person with diabetes to
explore their own expertise, to highlight how their
diabetes fits into their lives, and where there is an
obstacle that can prevent optimal management of
diabetes. People are responsible for their own selfmanagement. As a health professional, you can
only ever have limited responsibility and influence
over this.

Thus, as a health professional, you are responsible
for providing up-to-date evidence-based
information ensuring people are aware of their
risks, and then helping them to identify successful
strategies for minimising those risks. Box 2.5
offers some guidance about how to support
people in the development of their own strategies
for preventing complications and living well with
diabetes. However, in the real world, there are
many barriers to optimal self-management, which
may hamper the individual’s efforts to achieve
optimal outcomes or change their motivational
focus. As a health professional, you need to
acknowledge these barriers with empathy at all
times. If in doubt, ‘over-celebrate’, ‘under-criticise’
and ‘honour effort as well as outcomes’.

You are responsible for providing the person with
diabetes with accurate and clear information
about diabetes and its treatment options. This
is especially true in the short term following
diagnosis. They need basic knowledge before
they can learn how to manage the condition.
Understanding the condition facilitates the coping
process and will help them in making sense of the
new reality.10
It is important for the person with diabetes to:
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•

be well-informed about treatment options,
the course of diabetes, and the seriousness
of diabetes

•

know that the condition can be managed
effectively, and does not have to lead to
complications – indeed, while ‘untreated
diabetes is the leading cause of many
complications, well-controlled diabetes
is the leading cause of nothing’19

•

understand that they will experience ‘ups
and downs’ in the way they feel about living
with diabetes.
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Box 2.5
•

Helping a person make changes to fit diabetes into their life

When asking people to make significant
changes to their lifestyle, it is important
to convey a message of hope, empathy,
and understanding, while being factual
and informative.

•

It is important to refrain from using threat or
fear-based persuasion,20 particularly if the
person is not ready to face the reality and the
consequences of diabetes for their future.

•

It is more constructive to understand why a
person may not be making the changes that
would be appear to be ‘good’ for them.

•

Help the person to understand their
own barriers in implementing optimal
diabetes self-management and ways
to overcome these.

•

Create a space where the person can reflect
on where they are now, so they can realise
their own priorities and preferences – what
is it they like and don’t like about where they
are now, and what they like and don’t like
about where they see themselves in X years
time if they don’t make some changes.

•

Acknowledge that other issues may have
greater priority for them right now; explore
the person’s own ‘road blocks’ and help
them to identify how important these are
to them or whether they can find ways to
overcome them.

•

With all this in mind, explore what options
they have for making changes that would
benefit their health.

•

Enhance the person’s confidence to
undertake specific behaviours. When
someone is asking for help to achieve
their goals, help them to reflect on their
options for changing, and support them
to make realistic steps. This makes it
more likely that they will try and succeed.

•

Successful completion of one step
(e.g. walking for 30 minutes once a
week) increases people’s confidence in
undertaking the next step (e.g. walking for
30 minutes three times a week) and so on.

•

Work with the person to develop a realistic
and individualised action plan, and to
identify resources to aid change. Ensure
that the actions you agree upon are
relatively easy with few barriers.
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Resources
For health professionals

•

Books
•

Support
Description: Diabetes UK is the major
organisation for support, information and
research relating to all types of diabetes
mellitus.

The journey of the person with diabetes
Description: This book chapter explains the
unique journey that people with diabetes take
during the course of the condition, including
psychological, social, and other factors that
may impact upon how they think and feel
about living with diabetes.
Source: Speight J and Singh H. The Journey
of the person with diabetes. In T Dunning (Ed)

Phone: 0345 123 2399
Email: helpline@diabetes.org.uk
Website: www.diabetes.org.uk
•

The skilled helper
Description: Now in its tenth edition,
this book provides training in how to have
conversations to help people manage
‘problems’ and identify opportunities using
a three-stage model.

•

Motivational Interviewing in Diabetes Care
Description: A US book based on
Motivational Interviewing principles, showing
how these can help in consultations with
people living with diabetes
Source: Steinberg, MP., Miller, WR.
Motivational Interviewing in Diabetes Care.
Guilford Press, 2015

Information
There are various opportunities for adults newly
diagnosed with Type 1 or Type 2 diabetes and
for helping learn about living with diabetes in the
long term
•

Diabetes UK (details as above)

•

Adjusting to Life with Diabetes
Description: An information leaflet
for people with diabetes about peer
support opportunities. The leaflet can be
downloaded from www.diabetes.org.uk/
emotional-health-professionals-guide

For people with diabetes
Select one or two resources that are
most relevant and appropriate for the
person. Providing the full list is more
likely to overwhelm than to help.

Leaflet about peer support for diabetes
Description: An information leaflet
for people with diabetes about peer
support opportunities. The leaflet can be
downloaded from www.diabetes.org.uk/
emotional-health-professionals-guide

Source: Egan G. The Skilled Helper. Thomson
Learning. US: 2013.
•

Peer support for diabetes
Description: There are various ways of
accessing peer support in the UK to share
experiences and information with others living
with diabetes. See Appendix A for full listing.

Diabetes Education: Art, Science and
Evidence. John Wiley & Sons. Oxford: 2013.
•

Diabetes UK

•

Juvenile Diabetes Research Foundation
(JDRF)
Description: providing information, support
and research for Type 1 Diabetes:
Website: https://jdrf.org.uk/informationsupport/newly-diagnosed/
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•

Type 1 Resources
Description: A collection of resources
helpful in all aspects of living with Type 1
diabetes, gathered and monitored by health
professionals and people living with diabetes
Website: https://www.t1resources.uk/home/

•

Diabetes Research and Wellness
Foundation
Description: an organization that offers
support for living well with diabetes and
supports education and research
Website: https://www.drwf.org.uk

•

Diabetes Stories
Description: An online collection of interviews
with people with diabetes, family members
and health professionals, from the 1920s to
the 2000s, collected and collated by Oxford
University Diabetes Department
Website: http://www.diabetes-stories.com/

•

100 Things I wish I’d known about living
with diabetes
Description: A book compiled by Diabetes
UK, based on reflections from the experience
of people living with diabetes
Source: Diabetes UK
Website: https://www.diabetes.org.uk/how_
we_help/community/100-things-book

•

Don’t freak out: 10 important things to
know when you’ve been diagnosed with
type 2 diabetes (American)
Description: This pamphlet lists 10 important
points that people with newly diagnosed
diabetes should know. A PDF version can be
downloaded (‘previewed’) for free from the
Behavioral Diabetes Institute website.
Source: Behavioral Diabetes Institute.
Website: https://behavioraldiabetes.org/
products/
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3
Diabetes distress
Key messages
•

Diabetes distress is the emotional distress resulting from living with diabetes and the
burden of relentless daily self-management.

•

Severe diabetes distress affects one in four people with type 1 diabetes, one in five
people with insulin-treated type 2 diabetes, and one in six people with non-insulin treated
type 2 diabetes.

•

Greater diabetes distress is associated with sub-optimal diabetes self-management,
HbA1c, and impaired general emotional well-being.

•

Diabetes distress is sometimes mistaken for, and is more common than, depression.

•

The Problem Areas In Diabetes (PAID) scale is used to identify diabetes distress and to
guide conversations about diabetes distress.

•

Diabetes distress is best managed within the context of diabetes care.

•

Although greater diabetes distress tends to be associated with higher HbA1c, optimal
HbA1c is not necessarily an indicator of low diabetes distress.

Practice points
•

As diabetes distress is relatively common, and also impacts upon self-care, it is
important that every consultation includes opportunity for the person to express how
they are feeling about life with diabetes.

•

Remain mindful that certain treatment options may increase the burden of diabetes selfmanagement and increase the likelihood of diabetes distress.

•

Collaboratively set an agenda for the consultation – talk about what each of your
priorities are for today and agree about how much time to dedicate to each topic.
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How common is diabetes distress?
Evidence from 50 studies undertaken across the world tells us that 1 in 4 people with Type 1 and 1 in 5
people with Type 2 diabetes have high levels of diabetes distress that is likely to be negatively effecting
how they manage their diabetes.1

Type 1 diabetesb

Type 2 diabetesb

What is diabetes distress?
Diabetes distress (also known as diabetesspecific distress or diabetes-related distress) is
the emotional response to living with diabetes,
the burden of relentless daily self-management
and (the prospect of) its long-term complications.2
It can also arise from the social impact of
diabetes (e.g. stigma, discrimination, or dealing
with other people’s unhelpful reactions or their
lack of understanding)3 and the financial
implications (e.g. insurance and treatment
costs) of the condition.4
Diabetes distress occurs on a continuum defined
by its content and severity.4 This emotional
distress, to a greater or lesser degree, is part
of having to live with and manage diabetes. It
can fluctuate over time and may peak during
challenging periods, for example, soon after
diagnosis, during major changes in treatment
regimen, or at diagnosis/ worsening of longterm complications. It can also peak at times
of heightened general stress, when the added
burden of diabetes self-care becomes too much.
If left untreated, mild diabetes distress may
develop into severe diabetes distress and/or
depression (see Chapter 6).
Living with diabetes is challenging. The most
frequently reported problem areas among people
with Type 1 and Type 2 diabetes are ‘worrying
about the future and the possibility of serious
complications’ and ‘experiencing feelings of
guilt and anxiety when diabetes management
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goes off track’.5,6 Although there are common
stressors irrespective of the type of diabetes,
distress can differ by diabetes type (e.g. for Type 1
diabetes more often related to the insulin treatment
and hyper/hypoglycaemia, for Type 2 diabetes
more often related to social consequences, food
restriction, and obesity).7
The impact of these diabetes-related feelings
should not be underestimated. Managing diabetes
is a ‘24/7’ activity, involving the continual need
to make decisions, and take actions, with often
unexpected and unsatisfactory outcomes. Doing
everything ‘as recommended’ is no guarantee of
stable blood glucose levels – doing exactly the
same things today as the day before can result
in very different outcomes. The accumulation
of these problems and frustrations may lead
to ‘diabetes burnout’ (see Box 3.1) and
disengagement from diabetes care.
Diabetes distress involves emotional symptoms
that overlap with several recognised mental health
conditions, such as depression (see Chapter 6
and Box 6.2).4 Despite their similarities, depression
and diabetes distress are different constructs and
require different assessment and management
strategies. Unlike major depression, diabetes
distress does not assume psychopathology –
it is an expected reaction to diabetes whereas
depression refers to how people feel about their
life in general.2
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Greater diabetes distress is associated
with adverse medical and psychological
outcomes, including:
•

sub-optimal self-management (e.g. reduced
physical activity, less healthy eating, not
taking medication as recommended, and less
frequent self-monitoring of blood glucose)8 –10

•

elevated HbA1c11–15

•

more frequent severe hypoglycaemia8,16

•

impaired quality of life.9,17

Box 3.1

Diabetes burnout

Diabetes burnout is a state of physical
or emotional exhaustion caused by the
continuous distress of diabetes (and efforts
to self-manage it).18 Typically, the individual
feels that despite their best efforts, their
blood glucose levels are unpredictable and
disappointing. This often leads to feeling
helpless and disengaged from diabetes
management. People with diabetes burnout
‘can’t be bothered’ with the continual effort
required to manage diabetes. This state of
mind can be temporary or it may be ongoing.
These individuals are sometimes described
by health professionals as being ‘difficult’,
‘non-compliant’, or ‘unmotivated’ (see
Language Matters), while they are actually
struggling with the relentlessness of
managing a life-long condition.
Signs of diabetes burnout include:
•

disengagement from self-care tasks
(e.g. skipping insulin doses/tablets,
or not monitoring blood glucose)

•

unhealthy or uncontrolled eating

•

risk-taking behaviours

•

non-attendance at clinic consultations.

People with diabetes burnout understand
the importance of diabetes self-management
for their future health, but feel unable to
take control of their diabetes. If and when
someone with diabetes burnout attends their
consultation, they are rarely open to any advice
for change that you may offer: ‘I’ve tried that
before but it didn’t work’; ‘I stopped doing
finger-pricks because I know my blood sugar
will be too high anyway’. This disengagement
from self-care can increase their fears of
developing long-term complications and sense
of powerlessness to take control. As clinical
psychologist, Dr William Polonsky, describes,
‘they are at war with their diabetes – and
they are losing it’.18
Diabetes burnout can co-occur with
depression (see Chapter 6), anxiety (see
Chapter 7), and negative mood. In contrast to
diabetes distress, very little research has been
conducted specifically about diabetes burnout.
The best way to prevent diabetes burnout is
to regularly monitor for diabetes distress so
that you can offer timely assistance to address
concerns as they arise.
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7 As model: Diabetes distress
This dynamic model describes a seven-step process that can be applied in clinical practice.
The model consists of two phases:
•

How can I identify diabetes distress?

•

How can I support a person who experiences diabetes distress? Apply the model flexibly as
part of a person-centred approach to care.

ARRANGE
follow-up care

ASSIST with
developing an
achievable
action plan

Arrange

Assist

ADVISE about
diabetes distress

Assign

Aware

ASSIGN to
another health
professional

Advise

Assess

Be AWARE that
people with diabetes
may experience
diabetes distress

Ask

ASK about
diabetes distress

ASSESS for
diabetes distress
using a validated
questionnaire

How can I identify diabetes distress?
Be AWARE
Diabetes distress can present itself in many ways.
Some common signs to look for include:
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•

sub-optimal HbA1c or unstable blood
glucose levels

•

not attending clinic appointments

•

reduced engagement with diabetes self-care
tasks (e.g. less frequent monitoring of blood
glucose or skipping medication doses)

•

ineffective coping strategies for dealing with
stress (e.g. emotional eating)

•

multiple negative life stressors or chronic stress
distinct from diabetes (e.g. financial problems,
unemployment, homelessness)

•

impaired relationships with health
professionals, partners, family or friends

•

appearing passive or aggressive during
consultations.
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	Even if HbA1c or blood glucose levels
are within target, this does not mean
that the person is free of diabetes
distress. Achieving these targets
may require intensive efforts that are
potentially impacting on other areas
of their life (e.g. social activities,
quality of life) and are unsustainable.
Remain mindful that recommending
changes to diabetes self-management
(e.g. recommending more frequent
blood glucose monitoring) may
increase the burden of diabetes and,
thereby, has the potential to increase
diabetes distress.

One example of how to follow up the conversation
could be: ‘It sounds like you’re having a difficult
time with your diabetes. The problems you
describe are quite common. And, as you also
said, they often have a big impact on how you
feel and how you take care of your diabetes. If
you like, we could take some time to talk about
what you and I can do to reduce your distress.
What do you think?’
Additional considerations
•

People may not expect to be asked about
their emotions during a diabetes consultation.
A distinct disconnect between you and the
person with diabetes may be an indication of
diabetes distress. For example, the person
may not be listening to what you say, or may
reject your suggestions for changes to their
diabetes management plan or lifestyle. Also,
look out for people who regularly skip or do
not attend their appointments.

•

People with diabetes may not be aware of
diabetes distress and may interpret their
experiences as depression.

•

Diabetes distress fluctuates over time.
A person may not be experiencing diabetes
distress today but they may be the next time
you see them. Life circumstances can change
quickly, and stressors (diabetes-related or not)
may disrupt blood glucose levels or self-care
behaviours and worsen diabetes distress.
Therefore, at every consultation, it is always
a good idea to ask the person how they are
going with their diabetes.

ASK
It is advisable that you ask about diabetes distress
on a routine basis, as part of your person-centred
consultation, to explore the impact of diabetes on
the person’s daily life and well-being.
Ask open-ended questions. You can preface these
by acknowledging the expected daily challenges
of living with diabetes, for example, ‘Many
people that I see find living with diabetes quite
challenging’. This ‘normalises’ diabetes distress.
There are many ways you can ask about diabetes
distress; choose an approach that you find most
comfortable and one that best suits the person
with diabetes. Here are some examples of openended questions you could use:
•

‘What is the most difficult part of living with
diabetes for you?’19

•

‘What are your greatest concerns about
your diabetes?’19

•

‘How is your diabetes getting in the way
of other things in your life right now?’

These questions offer the person an
opportunity to:
•
•

raise any difficulties (emotional, behavioural
or social) that they are facing
express how particular diabetes-related issues
are causing them distress and interfering with
their self-care and/or their life in general.

If the person indicates that they are experiencing
concerns or distress about diabetes, you may
want to explore this further (see ASSESS). Using a
validated questionnaire will help you both to get a
better understanding of the specific problems the
person is facing. Importantly, it will also give you
a benchmark for tracking the person’s distress
over time.
However, only use a questionnaire if there is
time during the consultation to talk about the
scores and discuss with the person what needs
to happen in order to address the identified
‘problems’. For information about using
questionnaires in clinical practice, see Chapter 1.
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ASSESS

their diabetes-related concerns and problems
– or they may feel more comfortable talking
about it with someone else. Acknowledging
that many people experience difficulties and
distress in managing their condition on a
daily basis can be one way to show your
support and openness to talk about their
concerns; they may be ready to talk at
future consultations.

Validated questionnaire
The Problem Areas In Diabetes (PAID) is a 20-item
questionnaire, widely used to assess diabetes
distress.20 A copy is included in this chapter. Each
item is measured on a five-point scale, from 0 (not
a problem) to 4 (a serious problem). The scores for
each item are summed, then multiplied by 1.25 to
generate a total score out of 100; with total scores
of 40 or more indicating severe diabetes distress.6
Apart from the total score, an individual item score
of 3 or more indicates a ‘problem area’ or concern,
and should be further explored in the conversation.

•

To follow up on the completion of the PAID you
may want to ask:
•

‘How did you feel about answering
these questions?’

•

‘When looking at your scores, does
anything stand out for you?’

Another widely used questionnaire for diabetes
distress is the Diabetes Distress Scale (DSS),
which has 17 items.21 A new version of the DDS
specifically designed for people with Type 1
diabetes (T1-DDS) has been validated recently
in the USA and Canada.22
	Not all stressors that can lead to
diabetes distress are addressed in
the existing validated questionnaires,
and therefore exploration through
open-ended question is recommended
(see ASK) to identify other causes of
diabetes distress.
Additional considerations
No diabetes distress – what else might be
going on?
•

If the person’s responses to the questionnaire
do not indicate the presence of diabetes
distress, this may be because they are
reluctant to open up about their distress or
may feel uncomfortable disclosing to you that
they are not ‘on top’ of their diabetes.
Therefore, a very low score does not
necessarily mean that the person is not
experiencing diabetes distress. It may be that
they are not yet ready to share that experience
with you. It may take time for them to express
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If not diabetes distress, consider other
psychological problems, for example,
depression (see Chapter 6), anxiety (see
Chapter 7) or general psychological distress.
Using a general psychological distress
questionnaire (such as the Kessler-10)23 could
be informative in this instance, as the person
may be experiencing other life stressors that
are causing general distress and impacting
on their diabetes self-management and
outcomes. Explaining and normalising
diabetes distress is the first step to
addressing it (see ADVISE).

How can I support
a person who
experiences
diabetes distress?
ADVISE
Now that you have identified what is causing
the person’s diabetes distress, you can advise
them on the options for the next steps and then,
together, decide on an action plan.
When using the PAID, the scores on the individual
items are a useful first indication of the major
problem(s) or concerns for the person and will
guide the conversation.
Explain what diabetes distress is and that many
people with diabetes experience it:
•

Explain the signs and consequences of
diabetes distress (e.g. the impact on their daily
self-management and well-being).

•

Acknowledge the significant daily efforts
required to manage diabetes – this by itself
may reduce the distress.

•

‘Normalise’ negative emotions about diabetes.
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Next steps: ASSIST or ASSIGN?
•

People with diabetes who experience
psychological problems often prefer
to talk about this with their diabetes
health professionals or their general
practitioner (GP) rather than with a
mental health specialist.24

•

As diabetes distress is so common and
intertwined with diabetes management,4
it is best addressed by a diabetes health
professional (or the GP if they are the
main health professional). If you have
the skills and confidence, support the
person yourself, as they have confided
in you for a reason. A collaborative
relationship with a trusted health
professional and continuity of care
are important in this process.

•

There will be occasions when you will
need to refer the person to another
health professional. This will depend on:
the needs and preferences of the
person with diabetes
your knowledge, skills and confidence
to address the problem area(s)
the severity of the diabetes distress,
and the specific problem(s) identified
whether it is combined with other
significant life stressors
whether other psychological
problems are also present, such
as depression (see Chapter 6) or
anxiety (see Chapter 7)
your scope of practice, and whether
you have the time and resources to
offer an appropriate level of support.

•

If you believe referral to another health
professional is needed:
explain your reasons (e.g. what the
other health professional can offer
that you cannot)
ask the person how they feel about
your suggestion
discuss what they want to gain from
the referral, as this will influence to
whom the referral will be made.

•

If a person is self-blaming (e.g. ‘I am useless’
or ‘I can never get it right’), explain that
diabetes outcomes are not a reflection of
who they are as a person; diabetes is not
about being ‘good’ or ‘bad’, or about being
‘a failure’ (see Language Matters). Instead
remind them that diabetes can be difficult to
manage, so focusing on what they are doing
well, despite less than ideal outcomes, is
sometimes ‘good enough’.

•

Offer the person opportunities to ask questions
about what you just discussed.

•

Make a joint plan about the ‘next steps’ (e.g.
what needs to be achieved to reduce diabetes
distress and the support they may need).

ASSIST
Explore the most appropriate support for the
individual, for example, diabetes education or
revising their management plan, advice on
lifestyle changes, emotional or social support,
or a combination of these.
Practical strategies for assisting a person with
diabetes distress are detailed in Appendix B.
The strategies are based on clinical experience
and expertise. Not all will suit everyone, so you
will need to work with the person to tailor an
action plan to meet their specific concerns,
needs, and preferences. Discussing the individual’s
responses to the PAID (see ASSESS) is useful
for this purpose. If multiple stressors are
identified, prioritise their most important or
burdensome issues.
You might ask questions to inform the action plan,
such as:
•

‘It sounds like you are struggling with
several aspects of your diabetes care.
Which of these would you most like to
talk about today?’

•

‘You said you feel angry and guilty when you
think about your diabetes. Could you tell
me what exactly makes you feel this way?’
Explore whether it is the self-management
tasks, the diabetes outcomes (e.g. high blood
glucose levels) leading to these feelings, or
whether it is related to how diabetes impacts
on other aspects of their life (e.g. feelings of not
being a ‘good’ parent because of diabetes, or
diabetes interfering with their work or social life).
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•

•

•

‘You have indicated that you are concerned
about developing complications. Could you
tell me a bit more about your concerns?’
The person’s response will help you to identify
unrealistic concerns so you can provide
personalised information about their actual
risk and preventative actions. It will give you a
better understanding of the person’s specific
concerns, for example, whether their concerns
relate to the risk of vision impairment, problems
with their feet, or other complications. Many
people with diabetes overestimate their risk
of complications and feel helpless to prevent
them. This causes significant distress and can
lead to disengagement with their self-care.
‘According to your answers on the PAID,
you feel supported in some aspects of your
diabetes management but not in others, is
that correct? Can you give me an example
of this?’
‘You feel that you are not getting support
from your partner or family/friends. Is this
your overall feeling?’

Additional considerations
•
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Reflect on aspects that are going well, to
counterbalance ‘problems’. Many of our
conversations focus on problems and problem
solving. However, it is just as crucial to explore
what is going well; that is, in what aspect(s) of
diabetes management does the person feel
confident? This will highlight their strengths and
skills, which could be applied to address their
current problems.

•

Agree on an agenda for the consultation.
Agree with the person about the time
dedicated to talk about their concerns and
the issues you both would like to address
today. In practice, there is usually a big
overlap between both agendas but it is
important not to assume this is the case.
If there is insufficient time to cover everything,
suggest a follow-up consultation with you or
someone else in your team who could provide
the additional support.

•

Stay open to the idea that people with
diabetes can have safe, planned breaks
from their usual diabetes management
(see Box 3.2).

•

If the diabetes distress persists, a more
intensive approach may be needed.
Although diabetes distress is best addressed
during the routine consultation, if the person
shows no improvement it may be necessary to:
reconsider referring the person to a mental
health professional
assess whether there are additional or
other underlying psychological problems,
for example, depression (see Chapter 6)
or anxiety (see Chapter 7).

Box 3.2

T
 aking a safe break
from diabetes

It is unrealistic to expect people with
diabetes to monitor their health vigilantly 24
hours-a-day, seven days-a-week. As this
guide outlines, lack of motivation due to
diabetes distress and/ or depression can
have serious negative consequences for a
person’s health. People so-inclined will take
breaks from actively managing their diabetes
with or without your support. Enabling them
the freedom to take short breaks every
now and then will increase their chances of
maintaining motivation to take good care of
their health in the long-term.
Where do I start?
Work with the person to meet their needs.
Remember to put yourself in their shoes
and think what it would be like for you to
manage diabetes 24/7. For example, if they
are struggling to check their blood glucose
several times a day, consider reducing the
number of checks required for a period of
time. In the meantime, work with them on
their concerns regarding this issue (e.g.
through supportive counselling or goalsetting). Regardless of the issue they are
facing, it is important to remain supportive
and encouraging. This will eliminate any
feelings of guilt that the person may
be experiencing for not managing their
diabetes ‘perfectly’. Remind the person
that you understand managing diabetes is
a full-time job and appreciate that everyone
needs a break now and then.
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ASSIGN
If a decision is made to refer, consider:
•

•

a diabetes specialist health professional
for difficulties with diabetes management
and support
a mental health professional such as IAPT,
a psychologist or psychiatrist (preferably
with an understanding of diabetes) for stress
management or if other emotional problems
such as depression (see Chapter 6) or
anxiety (see Chapter 7) or more complex
psychopathology are underlying the
diabetes distress.
For some people an intensive
psychological intervention may be the
best option to reduce severe diabetes
distress. Cognitive behavioural therapy,
motivational interviewing and brief
solution-focused therapy have been
successfully applied in diabetes.

These health professionals can be accessed via
your local Improving Access to Psychological
Therapies service (IAPT) by you, by the person
self-referring or by a GP referral.
See Chapter 9 for guidance about preparing
mental health referrals and what to say to the
person with diabetes about why you are making
the referral.
	If you refer the person to another health
professional, it is important:
• that you continue to see them after
they have been referred so they are
assured that you remain involved in
their ongoing care
• to maintain ongoing communication
with the health professional to ensure
a coordinated approach.

ARRANGE

within an agreed timeframe. Telephone/ video
conferencing, text or email support may be a
practical and useful way to provide support in
addition to face-to-face appointments or text or
email support is valued.25
Monitor people with identified diabetes distress
closely, so that you can assess their level of
distress and how it may change over time. The
advantage of using the PAID scale routinely is that
this systematic monitoring allows you to compare
scores over time. Then you can be proactive in
picking up early signs or a relapse.
At follow-up contacts, use open-ended
questions to enquire about the person’s
progress. For example:
•

‘Last time we talked about you feeling
overwhelmed with all the tasks you have to
do in managing your diabetes. We agreed
on making a couple of changes to your
management and lifestyle. How has this
worked out for you?’ For example, explore
what has worked, obstacles, concerns, and
whether any changes to the action plan
are needed.

•

‘Last time we talked about you seeing a
diabetes specialist nurse to help you [get
your blood glucose levels back on track].
You felt frustrated about [these high
numbers].’ You could then ask the
following questions:
‘Has this been helpful?’ If yes ‘How is this
helpful for you?’ If no, ‘What do you think
needs to happen so that it will help?’
‘What changes have you made?’
‘Which changes were helpful/not helpful?’
‘How do you feel now about [your blood
glucose levels]?’
‘Are you happy to continue with [these
changes]?’ Explore response.
‘How do you feel about [these changes]?’

Depending on the action plan and the need
for additional support, it may be that extended
consultations or more frequent follow-up visits (e.g.
once a month) are required until the person feels
better skilled or stronger emotionally. Encourage
them to book a follow-up appointment with you
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Case Study
I could say how I really feel about diabetes’.
Andrew suggests that they first look at her
questionnaire responses, before checking her
blood pressure and looking over recent blood
test results; and Elizabeth agrees.

Elizabeth
62-year-old woman, living with her
husband
Type 2 diabetes for 10 years; overweight.
Oral medications for diabetes, high blood
pressure, and high cholesterol
Health professional: Dr Andrew Brown GP

Be AWARE
Andrew is aware that UK and international
guidelines recommend assessment for
diabetes distress in people with Type 2
diabetes. He invites Elizabeth to complete the
PAID while she is waiting for her consultation.

ASK and ASSESS
When Elizabeth hands over the completed
questionnaire, Andrew notices immediately that
12 of 20 items have scores of three and four. It
is clear that Elizabeth is feeling highly distressed
about her diabetes. Andrew has known her
for a long time and is aware that she has been
having some difficulties managing her diabetes,
but he did not realise she was struggling so
much. Her medical results had been improving.
He thanks Elizabeth for completing the
questionnaire and asks ‘How was it for you
to answer all these questions?’ Elizabeth
responds, ‘Well, it does not look good, does
it? I am really angry! But, it feels good that
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The high PAID scores are mostly related to
the emotional impact of living with diabetes
and difficulties with diabetes management.
Elizabeth confirms that, indeed, these are the
most important problems she is experiencing
at the moment. Andrew asks Elizabeth to tell
him a bit more about these difficulties. Elizabeth
responds, ‘It is so hard for me to control what
I eat, to take all these tablets every day and
to walk my dog in the morning. Most of the
time I do all these things, but it is a big effort!
I am not sure how long I can keep doing this.
Sometimes I wonder how I manage to get out
of bed, eat, let the dog out, and go to work.
At night I say to myself “I made it through
another day”. I can’t keep my house clean.
And that is really bad! I feel guilty when my
house is a mess but I am really too tired’.

ADVISE
Andrew reflects on the challenges Elizabeth
has been experiencing, ‘It sounds like you
are overwhelmed by all the things you need
to do every day, while not having much
energy. But you still keep going’. He asks, ‘Is
there anything at the moment that helps you
to keep going?’ Elizabeth tells him that her
husband and friends are very supportive, and
that having her grandchildren around makes
her feel better too.
Andrew acknowledges Elizabeth’s continuous
efforts to take care of her health despite not
feeling very well lately. He asks about the types
of support that would help her to reduce the
diabetes distress. She does not answer directly,
instead she continues her story – her life has
not been the same since she was diagnosed
with diabetes. She feels like diabetes ‘controls’
her life. Elizabeth believes she got diabetes
because she is overweight, and now she wants
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to make up for ‘not eating healthy’ at the time
she was diagnosed. But she feels like she
‘fails’ constantly with her ‘diet’.
Andrew reassures Elizabeth that it is not her
fault that she developed diabetes – weight is
only one of many reasons people get Type 2
diabetes. Elizabeth has other family members
with type 2 diabetes, so there is probably a
genetic factor involved, and no-one can really
say exactly how her diabetes came about.
He suggests that, rather than blaming herself
for getting diabetes, the most important thing
now is to focus on how best to manage it.
Elizabeth says she has not thought about it in
that way, but that he is probably right. Andrew
summarises the different issues that Elizabeth
has described to him and he also mentions
the support she gets from her husband. He
checks with Elizabeth which of the difficulties
she has raised she would like to address first.
Elizabeth tells him that her unhealthy eating is
her major concern and she would like to be a
bit more active; having her husband join her
may motivate her to go for longer walks. They
talk about how she might raise this idea with
her husband.

her walks and how the consultation with the
dietitian went. He also asks her if it would be
OK to fill in the PAID at a future appointment to
see if her diabetes distress has reduced. She
tells him that she is happy to do so, but not too
soon, because she would like to have enough
time to make the changes they discussed
first. They agree to revisit the PAID in a couple
of months.
They continue the consultation; Andrew checks
her blood pressure and they talk about her
recent HbA1c and cholesterol results.

ASSIGN
Andrew explores whether Elizabeth would like
to talk to a specialist diabetes dietitian to help
her find an eating plan that is more achievable
and sustainable – a healthy lifestyle change,
rather than a ‘diet’. Elizabeth agrees that she
would like to try this and that Andrew may write
her a referral to a dietitian.

ARRANGE
Elizabeth feels understood by Andrew; the
conversation has helped her to feel a little bit
less stressed about her diabetes. She feels
positive about the plan they have made and
looks forward to her appointment with the
dietitian. Andrew suggests they meet again in
one month to evaluate how she is doing with
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Case Study
He tells her that he has always struggled. He
had hoped that using a pump would take away
his frustration, but at the moment he feels
worse, ‘My pump is a constant reminder that
I have diabetes. And since I got it I’m having
more hypos. My diabetes ruins everything’.

John
31-year-old man, living with his
partner and their daughter, and
looking for employment
Type 1 diabetes for eight years,
managed using an insulin pump
for the past three years
Health professional: Sarah Jones
(Diabetes Specialist Nurse)

Be AWARE
The staff at the diabetes clinic that John
attends are trialling diabetes distress monitoring
as a part of their routine care. The receptionist
is asking all people with diabetes to complete
the Problem Areas In Diabetes (PAID)
questionnaire while waiting to see their health
professional. She invites John to complete
the questionnaire and explains that Sarah will
go through his responses with him during the
consultation. She indicates that an explanation
of the new protocol is included at the top
of the questionnaire with the instructions.
John agrees.

ASSESS

ASK
John hands Sarah the completed questionnaire,
remarking, ‘I hate my diabetes!’ Sarah is
surprised by his outburst at first but invites him
to tell her a bit more about what he hates most;
his response will help her to understand how
she can support him.
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Sarah, who has known John since his diabetes
was diagnosed, had not been aware of John’s
difficulties until now. John has never mentioned
a problem and, since he began using a pump,
his HbA1c has always been in target. John tells
Sarah that completing the questionnaire has
given him a way to express his feelings about
diabetes – something he has not been asked
about before. John is aware that people think
he is ‘on top of it’ as he keeps his stress to
himself. He wants to be strong for his family
but, in reality, he is really struggling. He has
applied for a new job and is stressed that he
may have a hypo during the interview. He
doesn’t want to worry his partner or get other
people involved, ‘It’s my problem’, he says,
‘I have to deal with it’.

Sarah casts her eye over John’s PAID
responses. He has scored most of the items
a ‘1’ or ‘2’ indicating that they are only a minor
or moderate problem for him. Sarah notes that
he has scored a few items with ‘4’, indicating
they are serious problems for him. These
problems were:
•

not ‘accepting’ diabetes

•

feeling ‘burned out’ by the constant effort
needed to manage diabetes

•

feeling overwhelmed by diabetes

•

feeling that diabetes is taking up too much
mental and physical energy every day

•

worrying about low blood glucose
reactions.

These responses, in combination with John’s
comments, give her a good understanding
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of how he is feeling. His total score indicates
that he is just below the threshold for severe
diabetes distress.The PAID scores give Sarah a
baseline level against which to compare future
scores as they work to reduce his distress.

burden others with his worries, as there was no
time to address this today.

ADVISE
Sarah tells John that his questionnaire
responses indicate he is experiencing diabetes
distress, and she explains what this is. She
reassures him that it is very common to have
negative feelings about diabetes, and that the
diabetes team is here to help. She tells him
she would like to support him in reducing his
diabetes distress, if he agrees, which he does.

ASSIST
Sarah checks whether John would like to
keep using the pump. He is not sure about
the long term but, for now, he would prefer
not to change to injections. Sarah asks about
his upcoming interview and his fear of having
a hypo. They talk about practical strategies to
avoid low blood glucose. John feels relieved
now that he knows how to handle this. Sarah
thinks John might benefit from seeking peer
support, especially because he does not want
to burden his partner with his distress. Sarah
tells John about face-to-face and online peer
support groups and asks him whether this is
something he would be interested in joining.
He says he will give it some thought. As there
is no time to talk about the other problem areas
identified in the PAID, they will take this up in
the next consultation.

ARRANGE
They agree to meet again in a month to follow
up about John’s distress and his experience
applying the strategies they discussed today.
They will also talk about how he feels about
continuing with the pump. Sarah also makes
a note to talk with John about not wanting to
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Questionnaire

Problem Areas In Diabetes (PAID) scale

Instructions: Which of the following diabetes issues are currently a problem for you?
Tick the box that gives the best answer for you. Please provide an answer for each question.
		
Not a
Minor
Moderate Somewhat Serious
		
problem problem problem serious
problem
					
problem

1	Not having clear and concrete goals
for your diabetes care?

0

1

2

3

4

2	
Feeling discouraged with your diabetes
treatment plan?

0

1

2

3

4

3	
Feeling scared when you think about
living with diabetes?

0

1

2

3

4

4	
Uncomfortable social situations related
to your diabetes care (e.g. people
telling you what to eat)?

0

1

2

3

4

5	
Feelings of deprivation regarding food
and meals?

0

1

2

3

4

6	
Feeling depressed when you think
about living with diabetes?

0

1

2

3

4

7	
Not knowing if your mood or feelings
are related to your diabetes?

0

1

2

3

4

8	
Feeling overwhelmed by your diabetes?

0

1

2

3

4

9	
Worrying about low blood glucose reactions?

0

1

2

3

4

10	
Feeling angry when you think about
living with diabetes?

0

1

2

3

4

11	
Feeling constantly concerned about
food and eating?

0

1

2

3

4

12	
Worrying about the future and the
possibility of serious complications?

0

1

2

3

4

13	
Feelings of guilt or anxiety when you get
off track with your diabetes management?

0

1

2

3

4

14	
Not ‘accepting’ your diabetes?

0

1

2

3

4

15	
Feeling unsatisfied with your diabetes physician?

0

1

2

3

4

16	
Feeling that diabetes is taking up too much of
your mental and physical energy every day?

0

1

2

3

4

17	
Feeling alone with your diabetes?

0

1

2

3

4

18	
Feeling that your friends and family are not
supportive of your diabetes management efforts?

0

1

2

3

4

19	
Coping with complications of diabetes?

0

1

2

3

4

20	
Feeling ‘burned out’ by the constant
effort needed tomanage diabetes?

0

1

2

3

4

© Joslin Diabetes Center, 1999 (www.joslin.org). All rights reserved.
The copyright holder/developer has given permission for the questionnaire to be reproduced in this guide. Readers of the guide are permitted to reproduce
the questionnaire for clinical use and non-commercial research purposes. Readers of the guide are not permitted to use the questionnaire for commercial
research purposes and must seek permission from the copyright holder/developer to do so.
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Background

Resources

The Problem Areas In Diabetes (PAID) scale20
is a well-validated, psychometrically robust
questionnaire with 20 items. It is sometimes
referred to as the PAID-20, to distinguish it from
the five-item (PAID-5) and one-item (PAID-1)
short forms.26

For health professionals
Peer-reviewed literature
•

Description: An empirical paper, reporting
on the results of a cross-sectional survey of
people with Type 2 diabetes to examine the
relationship between depressive symptoms and
diabetes distress. The independent relationship
of depression and diabetes distress with
diabetes self-care was also examined.

How to use the PAID in
clinical practice
Respondents are asked to indicate the
degree to which each of the items is currently
a problem for them, from 0 (not a problem) to
4 (a serious problem).

Source: Gonzalez JS, Delahanty LM, et al.
Diabetologia. 2008;51:1822-1825.

Clinically, the PAID can be used two ways:
1. Taking note of the higher scoring items and
using these to start a conversation (sources
of diabetes distress).

•

	For tips about using questionnaires,
see ‘Using questionnaires to inform
consultations’ (Chapter 1).

The scores for each item are summed, then
multiplied by 1.25 to generate a total score
out of 100.
•

Total scores of 40 and above: severe
diabetes distress.6

•

Individual items scored 3 or 4: moderate
to severe distress;27 to be discussed during
the consultation following completion of
the questionnaire.

The confusing tale of depression and
distress in patients with diabetes: a call
for greater clarity and precision
Description: A review paper examining
the differences between the definitions of
depression and diabetes-specific distress
as well as the differences between the
approaches of measurement of depression
and diabetes-specific distress.

2. Calculating a total score (e.g. to assess
change over time). The total score provides an
indication of the severity of diabetes distress.

Interpretation of scores

Differentiating symptoms of
depression from diabetes-specific
distress: relationships with self-care
in Type 2 diabetes

Source: Fisher L, Gonzalez JS, et al.
Diabetic Medicine. 2014;31(7):764-772.
Book chapter
•

Problem-solving skills
This book chapter outlines the role of problem
solving in diabetes self-management and the
key principles of effective problem solving. The
chapter was developed for health professionals
who consult with people with Type 1 diabetes,
but the key principles of problem solving could
also be incorporated (with adaptation, as
necessary) into Type 2 diabetes consultations.
An electronic version can be downloaded from
the ‘Publications’ section of the Australian
Diabetes Society website.
Source: Conn J et al. Enhancing your
consulting skills: supporting self-management
and optimising mental health in people with
Type 1 diabetes. The National Diabetes
Services Scheme and Australian Diabetes
Society. Canberra, 2014:58-65.
Website: www.diabetessociety.com.au
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For people with diabetes

•

Pages providing information and sources
of emotional support for reducing diabetes
related distress for anyone with diabetes

Select one or two resources that are most
relevant and appropriate for the person. Providing
the full list is more likely to overwhelm than to help.

Source: Diabetes UK

Support
•

Website: https://www.diabetes.org.uk/guideto-diabetes/life-with-diabetes/emotional-issues

Diabetes UK
Diabetes UK is the major organisation for
support, including emotional and peer support,
information and research relating to diabetes.

•

Email: helpline@diabetes.org.uk
Website: www.diabetes.org.uk

•

Juvenile Diabetes Research Foundation
(JDRF) (for Type 1 diabetes)
Description: Pages to help with emotional
support and reducing diabetes related distress
for Type 1 diabetes, including links to many
other organisations who might help
Source: JDRF
Website: https://jdrf.org.uk/informationsupport/living-with-type-1-diabetes/healthand-wellness/emotional-wellbeing/

Information
•

Diabetes distress
An information leaflet to accompany this guide
about diabetes distress. The leaflet includes
suggestions that the person may try, in order
to reduce their distress, and offers suggestions
for support and additional information.
The leaflet can be downloaded from
www.diabetes.org.uk/emotional-healthprofessionals-guide

•

Website: https://www.wiley.com/en-gb/
Diabetes+and+Wellbeing:+Managing+
the+Psychological+and+Emotional+
Challenges+of+Diabetes+Types+1+
and+2-p-9781119967187

Peer support for diabetes
There are various ways of accessing peer
support in the UK to share experiences and
information with others living with diabetes.
See Appendix A.

Diabetes and Wellbeing: Managing the
psychological and Emotional Challenges
of Diabetes Types 1 and 2
This book covers all aspects of diabetes
related distress and offers practical strategies
to cope

Phone: 0345 123 2399

•

Diabetes UK: Emotional Wellbeing

•

Diabetes burnout: what to do when you
can’t take it anymore
This book combines real-life stories of people
with diabetes, with information about the
interplay between emotional and diabetes selfcare. It includes self-evaluation questionnaires
to help with identifying personal barriers to selfcare, and easy-to-use strategies to overcome
these barriers. It is available for purchase from
the Behavioral Diabetes Institute website and
from online booksellers in the UK
Polonsky W, 1999, American Diabetes
Association, ISBN: 1-58040-003-7.
Website: https://www.amazon.co.uk/
Diabetes-Burnout-Anymore-PreventingSurviving/dp/1580400337/ref=sr_1_
1?ie=UTF8&qid=1548671908&sr=81&keywords=diabetes+burnout

Diabetes and Mood Information
Prescription:
Diabetes UK’s information for people with
diabetes about how it can affect your mood,
and some ways to cope.
Website: https://www.diabetes.org.uk/
resources-s3/2018-02/Diabetes%20UK%20
Information%20Prescription_Mood.pdf
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4
Fear of hypoglycaemia

(and other diabetes-specific fears)
Key messages
•

This chapter focuses mainly on fear of hypoglycaemia. Other diabetes-specific fears
(worries about complications, and fear of hyperglycaemia and needles) are briefly described.
Fear of hypoglycaemia refers to extreme fear that impacts on quality of life and diabetes
outcomes, which differs from an appropriate level of concern about hypoglycaemia.

•

Fear of hypoglycaemia is a specific and extreme fear evoked by the risk and/or
occurrence of low blood glucose levels.

•

Fear of hypoglycaemia affects one in seven people with type 1 diabetes or type 2
diabetes. These fears can also affect family members.

•

Fear of hypoglycaemia is associated with impaired quality of life and emotional wellbeing, sub-optimal diabetes self-management and HbA1c, and more diabetes-related
complications and symptoms.

•

The Hypoglycaemia Fear Survey-II Worry scale (HFS-II W) is useful for assessing fear of
hypoglycaemia and to guide conversations about fears.

•

Psycho-educational interventions are effective for reducing fear of hypoglycaemia.

•

People with diabetes and their families often have limited knowledge about
hypoglycaemia beyond ‘survival skills’, which may lead to fear of hypoglycaemia.

•

People with diabetes may also experience other types of diabetes-specific fears, including
fear of hyperglycaemia, diabetes-related complications, and injections/needles.

Practice points
•

Acknowledge that fear is a normal response to a threat (e.g. hypoglycaemia) and that a
certain level of fear is adaptive (e.g. keeping the person alert for symptoms or motivated
for self-management), but acknowledge that extreme fear may impair the person’s wellbeing, self-management, health, and quality of life.

•

Be aware that a person may experience extreme fear of hypoglycaemia in the absence
of actual hypoglycaemia and irrespective of their HbA1c.

•

Remain mindful that people may be reluctant to talk about their fear (or experience) of
hypoglycaemia with a health professional (e.g. fearing loss of driver licence).
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How common is fear of hypoglycaemia?

Type 1 diabetesb

Type 2 diabetesb

What is fear of hypoglycaemia?
Fear of hypoglycaemia is a specific and extreme
fear evoked by the risk and/or occurrence
of hypoglycaemia (low blood glucose).1
Hypoglycaemia is a side-effect of glucose-lowering
medications (e.g. insulin, sulfonylureas), and
caused by relative insulin excess in the absence
of sufficient blood glucose.2 If undetected and
untreated, glucose continues to fall, resulting in
severe hypoglycaemia (a very low blood glucose
level, requiring the assistance of another person to
treat it). Also, hypoglycaemia can lead to a ‘vicious
cycle’ of recurrent hypoglycaemic episodes.
Unsurprisingly, many people with diabetes worry
about having hypoglycaemia.3–5 People fear losing
consciousness in public, having an accident/injury,
becoming emotionally upset or uncooperative, and
embarrassing themselves. They also worry about
the very worst (but rare) scenario, sudden death.
In adults with type 1 diabetes, fear of
hypoglycaemia is more pronounced in
those with a history of severe hypoglycaemiac
(often complicated by loss of consciousness
or hospitalisation, or affecting work, or
nocturnal),6–12 or who have impaired
awareness of hypoglycaemia.7
In adults with type 2 diabetes, fear of
hypoglycaemia is greater in those using insulin
compared to those using sulfonylureas,13 which
can also increase the risk of hypoglycaemia.
As the prevalence of severe hypoglycaemia in
adults with type 2 diabetes using insulin for more
than five yearsd is very similar to adults with type
1 diabetes,14 they share the same concerns
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about hypoglycaemia. In those using oral agents,
anticipation of problematic hypoglycaemia can
be a psychological barrier to insulin initiation
(see Chapter 5).
Being concerned about hypoglycaemia is both
rational and adaptive, as it keeps a person
attentive and responsive to hypoglycaemic
symptoms to enable timely and adequate
treatment.1 However, if these concerns evolve
into excessive fear, it may have a huge negative
impact on the person’s quality of life and their
ability to manage their diabetes. It can also affect
the quality of life of family members (e.g. with sleep
disturbances or worrying about the person’s safety
when alone).15 The absence of concerns about
hypoglycaemia is discussed in Box 4.1.
	Although the focus of this chapter is on
extreme fear of hypoglycaemia, other
diabetes-specific fears are discussed
briefly: fear of needles, injections and
finger pricks (see Box 4.2), extreme
concern about hyperglycaemia (see
Box 4.3), and worries about long-term
complications (see Box 4.4).
Sometimes, the person’s level of fear is
disproportionate to their actual risk of
hypoglycaemia. Striving to maintain HbA1c
within target while avoiding hypoglycaemia is
challenging, and understandably may lead to
high levels of fear of hypoglycaemia.20
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Fear of hypoglycaemia may develop for
many reasons:
•

Limited understanding of hypoglycaemia and
skills in preventing, recognising, and treating
hypoglycaemia can cause more frequent and
severe hypoglycaemia episodes, which can
evoke fear of hypoglycaemia.

•

Awareness of hypoglycaemic symptoms
can decrease the longer a person lives with
diabetes, making it more difficult for them to
notice falling blood glucose levels and could
lead to fear. Typically, their brain will already
be lacking glucose before they recognise it.
When it gets to this stage, the person’s ability
to stop what they were doing and treat the
low blood glucose (promptly and effectively)
is severely impaired.

•

Previous experience of a traumatic
hypoglycaemic episode – especially one
complicated by loss of consciousness or
hospitalisation, or happening while asleep –
can make people fear another episode.
One severe hypoglycaemic event, as well
as recurrent mild episodes, can trigger fear
of hypoglycaemia.21

•

Certain personality traits, for example
neuroticism (type 1 diabetes),22 high trait
anxiety, and general fear (type 1 and type
2 diabetes),9,10 are associated with fear of
hypoglycaemia; this relationship is most likely
bi-directional.6 A person with trait anxiety may
be distracted and miss out on recognising
hypoglycaemic symptoms, increasing their risk
of a low blood glucose level. Conversely, the
experience of recurrent severe hypoglycaemia
may induce fear and anxiety in people who
were not previously anxious.23

•

The autonomic symptoms of hypoglycaemia
(e.g. tremors, sweating and palpitations) are
similar to anxiety symptoms (see Chapter 7).
This overlap can hinder interpretation and
appropriate treatment of a falling blood
glucose level.

There are various ways that adults with diabetes
respond to their fear:
•

Some may use ‘compensatory behaviours’
to avoid hypoglycaemia and thus reduce their
fear. The most common behavioural strategies
include reducing insulin doses, omitting
injections, or snacking continually to maintain
higher blood glucose levels; this may lead to a
higher HbA1c.21,23 Over time these behaviours
may evolve into a habit, which makes them
more difficult to identify. Reducing insulin
occasionally (e.g. when attending an important
meeting or giving a presentation) will not have
a major impact on diabetes outcomes but
it becomes problematic if the strategy is
used repeatedly.

•

Others cope with their fear by restricting their
activities (e.g. exercise) or by avoiding being
alone, which will have an impact on their
independence, confidence, and spontaneity.

Fear of hypoglycaemia is associated with:
•

impaired quality of life and emotional
well-being23,24

•

reduced engagement with diabetes
management24–26

•

impaired diabetes outcomes.25,27
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Box 4.1

An absence of fear can also be a ‘problem’

People who have impaired awareness of
hypoglycaemic symptoms have a six-fold
higher risk of severe hypoglycaemic events.16
Qualitative studies revealed that some of these
people are not concerned about their loss of
awareness and, therefore, do not appear to
fear hypoglycaemia.17,18 Beliefs underlying this
lack of concern include:
•

normalising impaired awareness of
hypoglycaemia: loss of awareness and
hypoglycaemia are considered ‘normal’
aspects of living with diabetes and not as
a problem; indeed, some feel that regaining
awareness of symptoms would be more
of a problem

•

minimising the consequences of impaired
awareness of hypoglycaemia: they believe
they function well even when their glucose
level is below 3.0 mmol/L

•

avoiding the ‘sick role’: not attracting
attention, not making a ‘fuss’ and ‘getting

Box 4.2

•

overestimating the risk and impact of
hyperglycaemia: responses emphasise
significant anxiety about developing
long-term complications and extreme
behavioural responses to high blood
glucose levels.

These beliefs and attitudes are likely to prevent
people with diabetes from being motivated
to regain awareness or minimise severe
hypoglycaemic events.17 They may be reluctant
to take action to prevent, detect, and promptly
treat low blood glucose. This attitude can
cause a significant burden on their partner or
family members who are often the first to notice
signs of hypoglycaemia and/or the ones who
have to manage a severe hypoglycaemic event.

Fear of needles, injections and finger pricks

A diagnosis of type 1 diabetes may evoke
anxiety and fear of needles, injections and
finger pricks. People with type 2 diabetes not
using insulin may have these fears too, which
can contribute to reluctance to begin using
insulin (see Chapter 5). It is the fear of
the unknown.
For most people, these fears lessen after
they have participated in diabetes education,
adjusted to the diagnosis, and acquired
skills and confidence for injecting insulin and
checking blood glucose. Modern insulin pens,
finer needles and lancets all help to minimise
the pain of insulin injections and blood
glucose checks.
Needle phobia is a more extreme and
debilitating form of fear. For people with a
needle phobia, the sight of a needle or blood
evokes anxiety and an increased heart rate,
followed by a drop in blood pressure, dizziness,
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on with life’ is perceived by the person
with diabetes as being ‘in control of
diabetes’ and not allowing diabetes to
‘infringe’ on their life

fainting, sweating, and nausea.
Needle phobia is rare but, if it is present,
it will complicate self-management.
Fear of needles, injections or finger pricks have
an impact on:19
•

diabetes management (e.g. by reducing
the number of injections or blood
glucose checks)

•

diabetes outcomes (e.g. elevated
HbA1c, greater risk of long-term
diabetes complications)

•

emotional well-being (e.g. impaired general
well-being, diabetes distress).

Explore the causes of the person’s fear – this
will help to inform the action plan. Strategies
to reduce the fear may include: diabetes
education, behavioural therapy, desensitisation
or distraction, and relaxation.

Diabetes and emotional health: Chapter 4 – Fear of hypoglycaemia

7 As model: Fear of hypoglycaemia
This dynamic model describes a seven-step process that can be applied in clinical practice.
The model consists of two phases:
•

How can I identify fear of hypoglycaemia?

•

How can I support a person who experiences fear of hypoglycaemia?

Apply the model flexibly as part of a person-centred approach to care.

ARRANGE
follow-up care

ASSIST with
developing an
achievable
action plan

Assist

ADVISE about fear
of hypoglycaemia

Arrange

Assign

Aware

ASSIGN to
another health
professional

Advise

Assess

Be AWARE that
people with diabetes
may experience extreme
fear of hypoglycaemia

Ask

ASK about
experience and fear
of hypoglycaemia

ASSESS for fear of
hypoglycaemia using a
validated questionnaire

How can I identify fear of hypoglycaemia?
Be AWARE
Fear of hypoglycaemia can present itself in many
ways. Some common signs to look for include:
•

‘over-compensatory behaviours’ (e.g. taking
less insulin than needed or frequent snacking)

•

‘avoidance behaviours’ (e.g. limiting physical
or social activities, avoiding being alone or
situations in which hypoglycaemia may be
more likely)

•

acceptance of persistently high blood
glucose levels

•

excessive daily blood glucose checks

•

not implementing ‘agreed’ treatment changes
to lower blood glucose levels.
	Although a history of hypoglycaemia
is a well-established risk factor for fear
of hypoglycaemia, fear can occur in
the absence of actual hypoglycaemia.
Perceived and actual risk of
hypoglycaemia are equally likely
to cause fear.
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ASK

•

Explore both behavioural and
emotional reactions.

Hypoglycaemia is very common when diabetes
is managed with glucose-lowering medications.
Therefore it is advisable that you ask people
with diabetes using these medications about
their experiences of hypoglycaemia at every
consultation. If this conversation reveals or the
person exhibits signs that they fear hypoglycaemia
(see AWARE), explore this further with them.

Check for inappropriate behaviours
e.g. delaying treatment or using
ineffective foods/drinks as
‘hypoglycaemia treatments’).
Check for psychological barriers (e.g.
feeling embarrassed or criticised when
taking a sugary food/drink in the presence
of others or in public places).

As fear of hypoglycaemia can have various
causes, the following questions are examples
of how to gain a better understanding of the
underlying reasons.
Ask about their experiences of
hypoglycaemia (hypos), to explore frequency
and severity, how they manage a hypoglycaemic
episode, and their knowledge about low
blood glucose.
•

‘Have you had any hypos [in the last
month/week/ since we last met]?’
Explore the frequency, severity, time (night
or day), and place (at home or elsewhere).
Did they need help from someone to treat
the hypoglycaemia?
Did they access health services
(e.g. ambulance, emergency room,
hospital admission)?

•

‘Could you describe the symptoms you had
when your blood glucose was going low?’ or
‘What do you feel when your blood glucose
goes low?’
Explore what they define as
hypoglycaemia, and at what level they
usually recognise symptoms.
Explore how they identified hypoglycaemia
(e.g. because of symptoms or by checking
their blood glucose).
Ask about any additional symptoms, as
this process will encourage them to reflect
on what exactly happened.

•

‘What do you think caused this hypo?’
Explore whether they believe the cause
to be due to external factors (e.g. an
imbalance between food intake, insulin
dose, physical activity; or heat, illness,
stress, alcohol).
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‘How did you react to this hypo?’

Ask whether they reduced their insulin
to avoid future hypoglycaemia.
•

‘Is there a way you could avoid a similar
episode in the future?’
Explore the extent to which the person has
reflected on the causes and considered
how/ what to learn from the experience.

If the person does not experience hypoglycaemia,
this does not necessarily mean that they have no
fear of hypoglycaemia. Ask the following questions
regardless of the person’s responses above.
Ask open-ended questions to explore the
level of fear of hypoglycaemia:
•

‘People with diabetes using [insulin/tablets
(type 2 diabetes)] are sometimes concerned
about their blood glucose going low.
How do you feel about low blood glucose
levels/hypos?’
If the person has few or no concerns, verify
whether this is consistent with their actual
risk or experience of hypoglycaemia.
If the person is highly concerned, explore
whether it impacts on their diabetes
management and/or quality of life,
for example:
–– ‘What has been your worst
experience with hypos?’
–– ‘What concerns you the most
about hypos?’
–– ‘How is your life affected by hypos?’
–– ‘Have you ever had a severe
hypo in the past with unpleasant
consequences for you or others? Tell
me a bit more about what happened?’

Diabetes and emotional health: Chapter 4 – Fear of hypoglycaemia

–– ‘What is the lowest blood glucose
level you feel comfortable with?’
and ‘What is the highest?’
–– ‘When you go out, what is the
lowest blood glucose level you
feel safe with?’

•

concerns that a health professional
would expect them to know how
to avoid severe hypoglycaemia
(particularly if they have lived with
diabetes for many years)

•

an unrealistic blood glucose
target range they may have set
for themselves.

Ask directly about compensatory behaviours,
in a sensitive and non-judgemental way:
•

‘Some people take less insulin because they
are worried about having a hypo. Are there
times you (ever) reduce your insulin to
avoid hypos?’

•

‘Some people keep their blood glucose
at a higher level to avoid hypos. Are there
times you keep your blood glucose higher
for this reason?’

Ask about how their family, friends and
colleagues react to hypoglycaemia, as it
may be impacting on their significant others too
(perhaps even more so).
For example:
•

‘Do other people around you worry about
you having hypos? How do you respond to
their concerns?’

•

‘Does your [significant other] wake up during
the night when you are low?’

•

‘Do you think your [significant other] worries
about you going low when you are out?’

•

‘If your [significant other] asks you to check
your blood glucose or drink juice because
s/he suspects you are going low, how do
you feel about that?’

•

‘Does having a hypo – or being at risk of
hypo – cause any conflicts between you
and your partner [family/other]?’
People with diabetes may be reluctant
to talk about their experiences of
hypoglycaemia because of:
•

concerns about losing their driver’s
licence or their job

•

the associated stigma – losing control
as a result of a hypoglycaemic
event can be perceived by others
as ‘being drunk’ which can cause
feelings of embarrassment, shame,
and guilt, and can sometimes lead to
unnecessary emergency interventions

If there is an indication that the person experiences
fear of hypoglycaemia, you may consider using a
validated questionnaire (see ASSESS), which will
help you both gain a better understanding of what
worries them the most.
However, only use a questionnaire if there is
time during the consultation to talk about the
scores and discuss with the person what is
needed to reduce their fear. For information
about using questionnaires in clinical practice,
see Chapter 1.

ASSESS
Validated questionnaire
The Hypoglycaemia Fear Survey-version II Worry
scale (HFS-II W)28 is an 18-item questionnaire for
people with type 1 diabetes or those with type 2
diabetes using insulin. It is the most widely used
questionnaire to assess fear of hypoglycaemia.
Adapted versions are also available for spouses/
partners. Each item is measured on a five-point
scale, from 0 (never) to 4 (almost always). The
individual item scores can highlight the major
concerns related to hypoglycaemia. Based on a
study of people with type 2 diabetes, a score of 3
or 4 on any item of the HFS-II W scale indicates
fear of hypoglycaemia and needs to be explored
further.13 This is also likely to be the case among
people with type 1 diabetes, although there was
no empirical evidence available at the time this
guide went to print.
In addition to the HFS-II W, ask about
compensatory behaviours the person may use
to avoid hypoglycaemia (e.g. keep blood glucose
at a higher level). This provides insights into the
person’s acceptance of hyperglycaemia in order
to cope with their fear of hypoglycaemia.
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Additional considerations
•

•

Is the fear a sign of post-traumatic
stress disorder? If a person develops
fear of hypoglycaemia after a traumatic
hypoglycaemic experience (e.g. causing a
car accident, or injuries), it may be a sign of
post-traumatic stress disorder. ‘Flashbacks’/
memories/dreams of the event, lack of
enjoyment, avoidance of activities or situations
related to the source of the trauma, and
feelings of emotional ‘numbness’ are common
reactions in the first days or weeks after a
trauma. However, if these symptoms worsen
or do not reduce, referral to a mental health
professional is recommended for further
assessment and treatment.

them alert for hypoglycaemic symptoms – but
extreme or overwhelming fear is a problem
because it can compromise their diabetes
management. It can also impair their quality of
life, and even the lives of their family members.
•

Advise that there are ways to reduce their
fears (e.g. strategies that directly focus on the
fear, or strategies to prevent or reduce the
frequency and severity of hypoglycaemia).

•

Explain:
that hypoglycaemia is the result of
an imbalance between insulin,
carbohydrate intake (including alcohol)
and physical activity
that not every person with diabetes
will experience severe hypoglycaemia
(requiring assistance to treat)

Is the fear part of a co-existing anxiety
disorder? If this is possible, you may consider
using an anxiety questionnaire (see Chapter
7). Before doing so, check whether the person
has been diagnosed with an anxiety disorder
now or in the past, and whether they have
received treatment.

How can I support
a person who
experiences fear of
hypoglycaemia?

that most severe episodes are experienced
by a minority of people with diabetes,
and many of these can be prevented
through improving certain selfmanagement techniques and treating mild
hypoglycaemia without delay
the mechanisms underlying hypoglycaemic
symptoms (e.g. counter-regulation and
neuroglycopenia), if it seems helpful for
the person.
•

Acknowledge that frequent mild (self-treated)
hypoglycaemic episodes may be as disruptive
as one severe hypoglycaemic episode.

•

Indicate that you recognise that the person
may choose to keep their blood glucose levels
in a higher range to avoid hypoglycaemia in
general or in specific situations. However, if
this behaviour is frequent or persistent, it could
have long-term health consequences.

•

Offer the person opportunities to
ask questions.

•

Make a joint plan about the ‘next steps’
(e.g. what needs to be achieved to reduce
their fear and the support they may need).

ADVISE
Now that you have identified that the person has
fear of hypoglycaemia, you can advise on the next
steps and then, together, decide on an action
plan. If the person has completed the HFS-II W,
you could use their items scores to guide the
conversation. Explain the scores and talk about
items with high scores.
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•

Acknowledge that it is common for
people with diabetes to be concerned
about hypoglycaemia.

•

Explain that ‘fear of hypoglycaemia’ is a normal
response to a threat, and a certain amount
of fear is okay – because it will help to keep
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Next steps: ASSIST or ASSIGN?
•

•

•

•

People with diabetes who experience
psychological problems often prefer
to talk about this with their diabetes
health professionals or their general
practitioner (GP) rather than with a
mental health specialist.29
As fear of hypoglycaemia is intertwined
with diabetes management, it is
best addressed by a diabetes health
professional or GP (if they are the main
health professional). If you have the skills
and confidence, support the person
yourself, as they have confided in you
for a reason. A collaborative relationship
with a trusted health professional and
continuity of care are important in this
process; it rarely requires a referral to
a mental health specialist.20
There will be occasions when it is more
appropriate to refer to another health
professional. This will depend on:
the needs and preferences of the
person with diabetes
your qualifications, knowledge, skills
and confidence to address fear of
hypoglycaemia
the severity of the fear of
hypoglycaemia, and the specific
worries identified
whether other psychological
problems are also present (e.g. fear
is part of an anxiety disorder (see
Chapter 7) or post-traumatic stress
disorder triggered by a traumatic
hypoglycaemic episode)
whether other life stressors co-occur
your scope of practice, and whether
you have the time and resources to
offer an appropriate level of support.
If you believe referral is needed:
explain your reasons (e.g. what the
other health professional can offer
that you cannot)
ask the person how they feel about
your suggestion
discuss what they want to gain from
the referral, as this will influence to
whom the referral will be made.

ASSIST
The two main aims when assisting a person with
fear of hypoglycaemia are for the person to restore
their self-confidence in managing diabetes and
to regain a sense of personal control over their
glucose levels. For some people, improving their
self-management knowledge/skills will reduce
their risk of hypoglycaemia and, in so doing, will
increase their self-confidence and personal control.
For others, fear is more entrenched and unrelated
to their knowledge or skills. This will require a
focus on fear management. Both approaches are
discussed below.
Focusing on enhancing knowledge/skills in
hypoglycaemia managemente
•

Effective and timely treatment of
hypoglycaemia is crucial because of the small
window of opportunity to respond before
awareness and judgement are compromised.

•

Review the person’s knowledge about
recognising the symptoms of hypoglycaemia
and how to treat it. Verify that they understand:
Not to delay treatment, and to treat with
appropriate food/drinks. Explore their
barriers to hypoglycaemic treatment30
(e.g. feeling embarrassed when eating in
front of others, dislike of recommended
food), and talk about strategies to
overcome these barriers.
The external cues (e.g. the interplay between
insulin, food, physical activity, alcohol).
How to recognise various internal
symptoms: physical, cognitive, and
emotional. Over the years people
with diabetes often rely on one or two
hypoglycaemic symptoms, without taking
notice of the full range of symptoms
(e.g. changes in mood or difficulties in
concentrating and performing tasks).
The symptoms related to the brain not
getting enough glucose (e.g. confusion,
cognitive impairment). Many people with
diabetes and their families are not aware
how lack of glucose (e.g. below 3mmol/L)
can affect the brain.
That reduced awareness of hypoglycaemic
symptoms can limit their ability to treat
hypoglycaemia.
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That hypoglycaemic episodes can be
asymptomatic and treatment should
therefore be based on a blood glucose
reading, not on perceived symptoms.
•

Provide additional education on hypoglycaemia
management to fill identified knowledge gaps,
enhance skills and restore confidence:

Discuss whether the person will consider
using an insulin pump instead of injections
and/or using a continuous glucose monitor.
Explore the pros and cons for each option.
•

Encourage the involvement of another
person (e.g. a partner, family member, friend,
or colleague) to assist in hypoglycaemic
management at home/work/school. Identify
a person who is well informed and skilled
to provide help and administer glucagon (if
needed), or is willing to be trained to assist
in managing hypoglycaemia.

•

If the person’s partner/family member worries
excessively about hypoglycaemia, suggest
that they join the person with diabetes at the
next consultation. At the consultation, talk with
the partner/family member about the causes
of their worry, and how they can support the
person with diabetes (and vice versa).

Suggest that they keep a record of their
hypoglycaemic episodes (e.g. glucose
readings below 4mmol/L) for two
weeks noting:31
–– their blood glucose level and
experienced symptoms (or lack thereof)
–– identified cues (e.g. delaying or missing
a meal, or mismatch between insulin
and carbohydrates, after unplanned
or more vigorous physical activity, or
alcohol consumption)
–– the actions taken.
Use the recorded information as a learning
opportunity, to review their personal reliable
hypoglycaemic symptoms and observed
causes of it.
Suggest that they reflect on symptoms
that are unusual in the actual situation (e.g.
sweating on a cold day, or feeling cold on
a hot day) or when their thinking/acting
is slower or requires more effort/is more
difficult than usual (e.g. difficulty opening
a door with a key or tying a shoelace).
Agree on actions to prevent or reduce their
risk of hypoglycaemic episodes.
•

Support the person to build confidence
and assertiveness to respond/act
immediately to low blood glucose or
hypoglycaemic symptoms.

•

Review their current diabetes management plan:
Review their diabetes medications
(e.g. doses and type of insulin) to
exclude the possibility of over-treatment
or ‘insulin stacking’.
Review their self-management knowledge
and skills in injection techniques, insulin
dose adjustment, carbohydrate counting,
blood glucose monitoring, and the impact
of alcohol and physical activity on glucose
levels (including delayed impact).
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Older people may have cognitive
impairment, which makes them
more vulnerable to not recognising
hypoglycaemic symptoms. In older
people, hypoglycaemia symptoms
become less specific (e.g. feeling unwell
or dizzy) and some are similar to signs
of dementia (e.g. agitation, confusion).32
Furthermore, recurrent hypoglycaemia in
older people is associated with decline
of physical and cognitive function, which
can lead to frailness and disability. For
example, older people also are more
prone to falls, and if this happens during
a hypoglycaemic episode they may be
more likely to experience fractures.32
Guidelines for hypoglycaemia
management in older people can be
found in ‘The International Diabetes
Federation Managing Older People with
Type 2 Diabetes Global Guideline’ 33.
Enhancing self-management
knowledge/ skills is likely to be effective
if the person’s fear is at a moderate
level, and if the person is motivated
and skilled to ‘solve the problem’.
Explore whether the person fears
hyperglycaemia (see Box 4.3) more
than hypoglycaemia, as this may be
a barrier to making changes to avoid
hypoglycaemia.
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Focusing on fear managementf
•

Helping the person with diabetes to feel safe
needs to be a key priority.

•

Before considering any action plan, ask,
‘What do you think is needed to reduce
your fear?’ Explore:
what they could do, or are willing to do
the kind of support they need from you
or others.

•

It is very unlikely that having knowledge
about the long-term consequences of
hyperglycaemia will motivate a person
with fear of hypoglycaemia to reduce
their blood glucose levels. Fear of
hypoglycaemia is related to the ‘here
and now’, not to long-term health risks.
For points to consider when supporting
someone with fear of hyperglycaemia,
see Box 4.3.

If the person lives alone and this is causing fear:
talk about prevention of hypoglycaemia
(e.g. frequent blood glucose checks,
immediate treatment)
discuss whether the person would find
it helpful to have someone check on
them e.g. neighbours or friends) on a
regular basis
inform them about the possibility of a
personal medical alarm that may help
them to feel safer when alone at home.

•

Provide the person with accurate information
about their actual risk of hypoglycaemia and
challenge their unhelpful ways of thinking about
their perceived risk or beliefs of ‘disasters
waiting to happen’.

•

Develop a stepwise plan. Agree on:
a blood glucose target range that is both
safe and comfortable for the person; this
‘individualised’ target may be higher than
the standard targets
when and by how much the target range
can be reduced
‘experiments’ to bring their blood glucose
levels back, gradually, to the recommended
targets, (e.g. reduce their insulin dose at a
time/place that feels safe for them, such as
when other people are nearby, or at home).

•

It is best to ‘go slow’ and have the person
decide when they are ready to take the
‘next step’ to lower their blood glucose
levels (i.e. to minimise the risk of increasing
their fear or reducing their feelings of safety/
personal control).
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Box 4.3

Fear of hyperglycaemia

Little is known about fear of hyperglycaemia
(high blood glucose) and the underlying
mechanisms.34 It may be caused by:
•

worrying about the future and the
possibility of diabetes complications

•

limited knowledge and skills to
manage diabetes

•

experiencing unpleasant symptoms of high
blood glucose levels (e.g. lacking energy or
feeling lethargic)

•

fearing diabetic ketoacidosis

•

perfectionist tendencies.

A person may respond to their fear of
hyperglycaemia by keeping their blood glucose
levels (too) low, resulting in an increased risk of
recurrent mild or severe hypoglycaemia. In turn,
this will increase their likelihood of impaired
awareness of hypoglycaemic symptoms
(due to recurrent hypoglycaemia), and their
risk of adverse consequences of undetected
hypoglycaemic episodes (e.g. while driving,
or at work). Maintaining blood glucose levels
within target while avoiding hypoglycaemia and
hyperglycaemia is a challenging task and, fear
of hypoglycaemia/ hyperglycaemia can coexist.34,35 Micro-managing blood glucose levels
(i.e. continually correcting levels with extra
insulin or food) may be a sign of high fear of
hypoglycaemia/hyperglycaemia.
Understanding the reason(s) for the person’s
underlying fear of hyperglycaemia will help you
to support them.
If fear is due to worries about developing
long-term complications, see Box 4.4.
If fear is due to limited diabetes selfmanagement knowledge/skills, you may
want to offer additional training (e.g. DAFNE).g

•

Problem-solve with the person about how
they can manage their perception of the
unpleasant symptoms (e.g. have water and
sugar-free chewing gum/mints available).

•

Assist the person to experiment with
increasing their capacity to tolerate and
build resilience to the perception of
unpleasant symptoms using cognitive
coping statements, for example: ‘This
feeling may be unpleasant but I can
manage it. I’ve survived other unpleasant
feelings, such as ... [insert one or more
personal examples, e.g. hunger, tiredness,
a shaving or paper cut]’.

If the underlying reason is concern about
diabetic ketoacidosis:
•

Provide education about how diabetic
ketoacidosis occurs and how to avoid it.

•

Reassure the person that ketoacidosis
does not happen by chance.

•

Explain that they can manage their risk
with regular blood glucose checks and
appropriate self-care if ketones are present.

If fear is due to perfectionist tendencies:
•

Explain that ‘perfect’ blood glucose levels
do not exist, and that minor fluctuations will
have little impact – it is the average blood
glucose level that is known to be important
in preventing long-term complications.

•

Talk about ‘coping strategies’ to help them
modify their perfectionist beliefs over time.
For example, assist them to overcome
‘oversimplification’ (black-and-white
thinking), set realistic diabetes goals,
and recognise that self-care is a process,
not an outcome.36

If fear is due to unpleasant symptoms:
•
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Advise the person to track their
blood glucose levels when they
perceive symptoms.
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Box 4.4

Worries about long-term complications

Research has shown consistently that
people with type 1 or type 2 diabetes are
very concerned about developing serious
complications.3,5 Diabetes does, indeed,
increase the risk of long-term complications,
when glucose levels have been above target
over a long period.
However, people with diabetes often
overestimate their risk of complications,37,38
which can result in unnecessary high levels
of fear. People who are very concerned
about complications are also more likely
to be emotionally distressed, anxious,
and depressed.34,38
Diabetes education has a strong focus on
the risk of long-term complications. This may
trigger (unrealistic) severe concerns, especially
in people who do not feel equipped to maintain
their blood glucose levels within recommended
targets. Compared to providing general risk
information, discussing individualised
risk is more effective in adjusting the person’s
risk perceptions and enhancing engagement
in healthy self-care behaviours. Also, shifting
the focus from ‘scary’ messages about
complications to strategies to maintain blood
glucose in optimal ranges is more encouraging
and more likely to be successful.

•

Advise them that diabetes complications:
are avoidable and that not every person
with diabetes develops complications
do not develop ‘overnight’ and that
minor lapses/blood glucose levels
occasionally ‘out of target’ are not
cause for concern; it is persistently
elevated glucose levels (over long
periods of time) that place a person at
higher risk of developing complications.

•

Explain that:
keeping blood glucose levels within
target will prevent ‘rebound’ high blood
glucose levels after hypoglycaemia
living with hypoglycaemia does
not guarantee that they will avoid
long-term complications.

•

Reassure them that rates of complications
have reduced considerably in recent years
due to more effective, modern diabetes
treatments and technologies.

•

Use the conversation to inform an
action plan. For example, together,
develop strategies for preventing
complications/maintaining blood
glucose levels within target.

To address the person’s worries
about complications:
•

Ask the person about the diabetes
complication(s) they are most worried about.

•

Gain a better understanding of their
knowledge, beliefs about the seriousness
of complications, their perceived risk of
developing complications and related
feelings. For example, if they have family
members with diabetes who have (had)
diabetes complications this can exaggerate
the individual’s perception of their own
risk. This insight will enable you to provide
individualised, relevant information about
the person’s actual risk.
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ASSIGN

ARRANGE

If a decision is made to refer, consider:

Depending on the action plan and the need
for additional support, it may be that extended
consultations or more frequent follow-up visits
(e.g. once a month) are required until the person
feels less fearful about hypoglycaemia and is
confident in sustaining the behavioural changes.
Encourage them to book a follow-up appointment
with you within an agreed timeframe. Telephone/
video conferencing may be a practical and
useful way to provide support in addition to
face-to-face appointments.

•

a diabetes specialist nurse, for
hypoglycaemia management, general diabetes
education (e.g. to review blood glucose
monitoring and injection techniques/ skills),
and support

•

an diabetologist for a review of the current
diabetes regimen

•

a structured type 1 diabetes education
program, for example, DAFNE; this group
education has been shown to halve the rate of
severe hypoglycaemia and improve awareness
of hypoglycaemic symptoms39,h

•

a mental health professional (e.g. a
psychologist or psychiatrist, preferably with
an understanding of diabetes) if the strategies
in ASSIST do not reduce the person’s fear of
hypoglycaemia or for post-traumatic stress
disorder as a result of an ‘unprocessed’
traumatic hypoglycaemic experience in
the past.

See Chapter 9 for guidance about preparing
mental health referrals and what to say to the
person with diabetes about why you are making
the referral.

Special attention needs to be given to those
who have recently experienced a traumatic
hypoglycaemic episode, to assess both their
behavioural and emotional responses in the
weeks following the episode.
At the follow-up appointment, use open-ended
questions to enquire about the person’s progress,
for example:
•

‘Last time we talked about your concerns
about having hypos. How do you feel
about it now?’

•

Explore their concerns, and whether they
experienced any hypoglycaemic episodes
since you last saw them, and if so, explore the
circumstances, perceived symptoms, causes,
and their actions and feelings. Continue: ‘We
talked about making some changes to your
diabetes management to reduce your hypos.
How has this worked out for you?’ Explore
what has/has not worked, for example,
obstacles or concerns.

•

‘Last time we talked about you seeing a
psychologist to help you with your fear of
hypos. How has this worked out for you?’
If not, enquire what else is needed.

•

If you previously used a questionnaire (e.g.
HFS-II W), you could consider using it again to
reassess their level of fear of hypoglycaemia.

If you refer the person to another health
professional, it is important:
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•

that you continue to see them after
they have been referred so they are
assured that you remain interested
in their ongoing care

•

to maintain ongoing communication
with the health professional to
ensure a coordinated approach.
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Case Study
questionnaire. She explains to Irena, ‘Over the
last few months we have been focusing on
your diabetes treatment, and you have put a
lot of effort into improving your management.
I thought it might be good to talk about how
you are feeling about your diabetes. This
questionnaire lists common problems that
people with diabetes experience on a daily
basis. Would it be OK for you to answer these
questions while you wait? Then, we can talk
about it when you come in to see me.’ Irena
is happy to complete the questionnaire.

Irena
31-year-old woman, moved from Greece to
the UK with her husband several years ago
Type 1 diabetes (diagnosed 16 years ago),
managed with four daily injections
Health professional: Dr Anna Garvin
(endocrinologist)

Be AWARE
Irena has been seeing Anna on a quarterly
basis. They have established a collaborative,
trusting relationship. They have focused on
optimising Irena’s diabetes management plan,
as her daily blood glucose and HbA1c levels
are above target. Irena is very motivated and
open to Anna’s advice to improve her diabetes
outcomes. Irena has participated in an DAFNE
course, which she found useful. She and Anna
have discussed the pros and cons of insulin
pumps, but Irena does not want to be attached
to a device ‘24/7’. Irena thinks she is ‘doing
well’ with her diabetes management since
DAFNE, so she is not concerned about longterm diabetes complications. Anna wonders
whether the lack of improvement in Irena’s
blood glucose levels could be due to how Irena
feels about her diabetes management.

ASK
At the next visit, while Irena is waiting for her
appointment, Anna invites her to complete
the Problem Areas In Diabetes (PAID)

ASSESS
Most of Irena’s scores on the PAID are in the
lower range (scores 1 or 2). She scores 3
(moderate problem) on three items:
•

‘worrying about low blood
glucose reactions’

•

‘feelings of guilt and anxiety when off
track with diabetes management’

•

‘feeling burned out’.

Anna enquires about Irena’s experience
filling in the form. Irena says, ‘It was OK’,
but she notices that Irena avoids eye contact
and becomes restless. Anna says, ‘I may
be wrong, but I get the feeling that these
questions have upset you’, Irena starts crying.
Anna gives her some time to express her
emotions, then continues: ‘It’s been tough.
Would you like to talk about it?’ She pauses
to give Irena time to consider and respond to
the question.
Irena tells Anna about a severe hypo – and
resulting accident – she had a few years ago
when she was driving home from work. Irena
was taken to the hospital. Her recovery went
well and she was back at work after three
months, but the accident has had ongoing
effects. Irena:
•

regularly has bad dreams about causing an
accident and hurting other people

•

continues to blame herself for not treating
the impending hypo in time
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•

no longer drives a car, which affects her
social life and independence

•

avoids going out alone

•

is having marital problems as a result
of her concerns.

At first, her husband was very supportive,
but now he does not understand why Irena
does not get on with her life. He is also
unhappy that he has to drive her around.
Anna acknowledges the impact this severe
hypo has had on Irena’s life for so many years.
She further explores whether Irena has reduced
her insulin, which could explain her high blood
glucose levels. ‘Some people may take less
insulin after they have been involved in such
an accident. Have you reduced the amount
of insulin to avoid another severe hypo?’ Irena
replies that she has, indeed, been taking less
insulin than required over a long period of time.

ADVISE

ASSIST
Anna asks whether Irena has considered
consulting a psychologist for help with
processing the trauma and overcoming her
fear of hypoglycaemia. Irena has thought about
it, but doesn’t know where to start. Anna
suggests that she contact her GP for advice
and possible referral to a psychologist.

ARRANGE
They agree on a time for the next visit. Anna
explains that while Irena is consulting the
psychologist, they will together work out a
diabetes management plan that is both ‘safe’
and achievable for Irena. In time to come,
they will talk about how best to reduce these
high readings without increasing Irena’s risk
of hypos. But overcoming the fear is the first
priority because, if this remains unresolved, it
will be a major barrier to making any changes
to her diabetes care plan.

Anna thanks Irena for opening up about this
experience and asks how she is feeling now.
‘Every time I came to see you, I wanted to
tell you about this accident. But I couldn’t do
it. I am really scared when I see these high
numbers on my meter but I’m also scared
of having another accident.’ Anna asks Irena
if the timing is right to talk about the kind of
support that is available to work through her
traumatic experience.
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Dr Asher asked me to come and see you.
But all is going well, my last HbA1c was
6.1%, and my tests were all fine’. Hannah,
clearly unhappy with Aaron’s reaction, tells
Steven about Aaron’s severe hypo whilst
surfing and that he has at least one hypo every
day. Aaron responds that ‘it’s not a big deal,
it’s to be expected… don’t worry, I know
what I’m doing’.
Steven asks Aaron about his history of
hypoglycaemia and his recent severe episode.
He learns that:

Aaron
25-year-old man, living with his wife,
Hannah, and one-year-old daughter, Leila
Type 1 diabetes (diagnosed 20 years ago).
Typically injects insulin four times per day
and checks his blood glucose at least 10
times a day. His HbA1c ranges between
41 and 46 mmol/mol (5.9 and 6.4%)
Health professionals: Dr Paul Asher
(endocrinologist) and Steven Mazumdar
(diabetes specialist nurse)

Be AWARE
Aaron is highly motivated and well-informed
about diabetes. But Dr Asher has concerns
about Aaron’s frequent hypoglycaemic
episodes (on average 10 episodes per week
that he can self-treat). He is aware that Aaron
does a lot of finger pricks per day and that he
often injects extra insulin to bring his blood
glucose level down. Last month, Aaron had a
severe hypo while surfing with friends, and he
had to be rescued by a lifesaver. Dr Asher has
referred Aaron to Steven, one of the diabetes
specialist nurses in the team, to review his
diabetes management plan with the aim to
reduce the frequency of hypoglycaemia.

•

The surfing incident was not Aaron’s first
severe hypo this year. Hannah treated his
last severe hypo at home with glucagon.

•

Aaron checked his blood glucose before
leaving home; it was 3.7 mmol/L. He knows
most people would consider this to be
‘too low’.

•

Aaron often surfs with low blood glucose,
‘Usually it is okay. I have carbs with me
and as soon as I feel my sugar dropping
I eat some’.

•

This time, Aaron did not respond when he
felt his glucose levels dropping: ‘I knew my
blood sugar was getting low but I couldn’t
be bothered getting out of the water for
food… It was stupid of me’.

•

Aaron feels ‘best when my sugar sits
between 3.5 and 7.5’. He gets annoyed
if his blood glucose gets higher than
8.0mmol/L and will give himself ‘a few
units [of insulin] to bring it down’.

Steven also asks Hannah about her feelings.
Hannah tells him that she:
•

is very worried because Aaron has
many ‘lows’

•

is concerned that Aaron will have a hypo
when he is alone with Leila and will be unable
to take care of her or might even drop her

•

knows that Aaron drives with low blood
glucose levels (below 4 mmol/L) and is
afraid that he will have an accident while
Leila is in the car

ASK
Steven welcomes Aaron and his wife Hannah
to the appointment. He asks Aaron the
purpose of his visit. Aaron replies ‘I don’t know.
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•

is frustrated that Aaron does not appreciate
how worried she feels.

Steven considers whether Aaron may be more
anxious about hyperglycaemia than about
hypoglycaemia and that maybe he is avoiding
blood glucose levels above 8 mmol/L by taking
more insulin than required.
Steven further explores Aaron’s motivations
for keeping his blood glucose levels within
such narrow targets: ‘Aaron, it sounds like
keeping your blood glucose level below 8 is
very important to you. Could you tell me a bit
more about it?’
Aaron says that he:
•

does not want his diabetes to stop
him from surfing and building a
successful career

•

will do anything to prevent long-term
complications, as they will get in the
way of his plans

•

is happy with how he is managing his
diabetes right now and feels ‘in control’

•

has heard Hannah’s concerns today, but
acknowledges that in the past he has
avoided having that conversation with her

•

wants Hannah to trust him to be able to
look after their baby.

ADVISE
Steven acknowledges the effort that Aaron puts
into his diabetes management and Hannah’s
concerns about the well-being of her family.
Although he understands that Aaron is wellinformed about his diabetes, Steven reiterates
to Aaron and Hannah:
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•

how hypoglycaemia could impair his brain
and that it makes it hard to treat a low
blood glucose level in a timely way

•

that Aaron’s actual risk of complications,
based on his past HbA1c results and
annual screenings, is relatively low

•

the consequences of living ‘on the edge’
of hypoglycaemia.

ASSIST
Steven acknowledges that it has not been easy
for them to have this conversation. But Aaron
and Hannah are both glad that Steven took the
time to ask these questions – they could not
have had this conversation at home. Steven
notices that Hannah’s words have had a big
impact on Aaron.
Steven provides them with some strategies
about how the couple could ‘meet in
the middle’ to reduce Aaron’s fear of
hyperglycaemia and Hannah’s fear of
hypoglycaemia. He also suggests that they
individually write down the kind of support
that would be helpful to them. Then, together,
talk about and agree on a realistic plan for
mutual support.

ARRANGE
Steven suggests that Aaron and Hannah take
some time to think about what has been said
today and that the three of them meet again in
two weeks to see how things have been going.
Aaron and Hannah agree.
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Questionnaire

The Hypoglycaemia Fear Survey-II Worry
(HFS-II W) scale

Instructions: Below is a list of concerns people with diabetes sometimes have about low blood
glucose. Please read each item carefully (do not skip any). Place an X in the box that best describes
how often in the last six months you worried about each item because of low blood glucose.
Because my blood glucose could go low,
Never Rarely
Sometimes Often
I worried about…					

Almost
always

1	Not recognising/realising I was
having low blood glucose

0

1

2

3

4

2	
Not having food, fruit or juice available

0

1

2

3

4

3	
Passing out in public

0

1

2

3

4

4	
Embarrassing myself or my friends
in a social situation

0

1

2

3

4

5	
Having a hypo while alone

0

1

2

3

4

6	
Appearing stupid or drunk

0

1

2

3

4

7	
Losing control

0

1

2

3

4

8	
No one being around to help me during a hypo

0

1

2

3

4

9	
Having a hypo while driving

0

1

2

3

4

10	
Making a mistake or having an accident

0

1

2

3

4

11	
Getting a bad evaluation or being criticised

0

1

2

3

4

12	
Difficulty thinking clearly when responsible
for others

0

1

2

3

4

13	
Feeling lightheaded or dizzy

0

1

2

3

4

14	
Accidently injuring myself or others

0

1

2

3

4

15	
Permanent injury or damage to my health
or body

0

1

2

3

4

16	
Low blood glucose interfering with
important things I was doing

0

1

2

3

4

17	
Becoming hypoglycaemic during sleep

0

1

2

3

4

18	
Getting emotionally upset and difficult
to deal with

0

1

2

3

4

© Gonder-Frederick, L 1994.
The copyright holder/developer has given permission for the questionnaire to be reproduced in this handbook. Readers of the handbook are permitted to
reproduce the questionnaire for clinical use and non-commercial research purposes. Readers of the handbook are not permitted to use the questionnaire
for commercial research purposes and must seek permission from the copyright holder/developer to do so.
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Background

•

The Hypoglycaemia Fear Survey-II Worry scale
(HFS-II W) is an 18-item subscale of the HFS-II.28
It was developed to assess specific concerns
people with diabetes may have related to their risk
of having hypoglycaemia.

How to use the HFS-II
Worry scale in clinical
practice

Description: This review provides a
synthesis of research findings, showing that
hypoglycaemia is associated with depressive
symptoms and higher anxiety, impaired ability
to drive, work and function in people living with
type 2 diabetes.
Source: Barendse S, Singh H, et al. Diabetic
Medicine. 2012;29:293-302.
•

Respondents are asked to indicate how much
they worried about each item during the last six

Source: Vallis M, Jones A, et al. Current
Diabetes Reviews. 2014;10:364-370.
•

For tips about using questionnaires,
see ‘Using questionnaires to inform
consultations’ (Chapter 1).

Peer-reviewed literature
•

A critical review of the literature on
fear of hypoglycaemia in diabetes:
implications for diabetes management
and patient education
Description: Based on a review of 34 papers,
the authors have integrated the findings
about fear of hypoglycaemia, predictors
and correlates, its impact on behaviour and
potential benefits of intervention to reduce fear.

Evidence-informed clinical practice
recommendations for treatment of type
1 diabetes complicated by problematic
hypoglycaemia
Description: This review paper summarises
the current evidence and recommends
strategies for problematic hypoglycaemia in
people with type 1 diabetes.

Resources
For health professionals

Managing hypoglycaemia in diabetes may
be more fear management than glucose
management: a practical guide for
diabetes care providers
Description: This paper describes strategies
that can be integrated into routine diabetes
care to support people with diabetes and fear
of hypoglycaemia.

months. This timeframe can be adapted. Each
item is measured on a five-point scale ranging
from 0 (never) to 4 (almost always).
Take note of the higher scoring items
(especially scores of 3 and 4) and use these
to start a conversation about their worries
about hypoglycaemia.

The impact of hypoglycaemia on quality of
life and related patient-reported outcomes
in type 2 diabetes: a narrative review

Source: Choudhary P, Rickels MR, et al.
Diabetes Care. 2015;38:1016-1029.
•

Impact of fear of insulin or fear of
injection on treatment outcomes of
patients with diabetes
Description: This systematic review
summarises the findings of six research papers
focusing on fear of insulin and fear of injections.
Source: Fu AZ, Qiu Y, et al. Current Medical
Research and Opinion. 2009;25:1413-1420.

Source: Wild D, von Maltzahn R, et al. Patient
Education & Counselling. 2007;68:10-15.
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For people with diabetes

•

Select one or two resources that are
most relevant and appropriate for the
person. Providing the full list is more
likely to overwhelm than to help.

Diabetes UK is the major organisation for
support, information and research relating
to all types of diabetes mellitus.

DAFNE is a five-day structured type 1 diabetes
training programme. People attend in small
groups, with others who have type 1 diabetes,
to learn more about self-managing the
condition. Studies have shown that DAFNE
can help people with problematic hypos.
On average, rates of severe hypo are halved
following DAFNE training. Courses are available
in many areas of the UK and you can be
referred by your diabetes health professional

Phone: 0345 123 2399

Website: www.dafne.uk.com

Support
•

Diabetes UK

Email: helpline@diabetes.org.uk

•

Website: www.diabetes.org.uk
•

Peer support for diabetes

Book Reference: Diabetes and Wellbeing:
Managing the Psychological and Emotional
Challenges of Diabetes Types 1 and 2. 2013.
John Wiley and Sons Ltd, Chapter 5, pages
80-108

Information
Fear of hypoglycaemia
Information leaflet for people with diabetes
about fear of hypoglycaemia. The leaflet
includes suggestions that the person may
try in order to reduce their fear, and offers
suggestions for support and additional
information. This leaflet can be downloaded
from www.diabetes.org.uk/emotional-healthprofessionals-guide
•

Diabetes UK website pages about
hypo anxiety
A webpage explaining some of the causes of
hypo related anxiety and practical strategies
and techniques to manage this.
Source: Diabetes UK, 2018.
Website: https://www.diabetes.org.uk/guideto-diabetes/life-with-diabetes/hypo-anxiety

Managing Fear, Anxiety and Worry
A chapter in the book ‘Diabetes and
Wellbeing’ by Dr Jen Nash, explaining fear of
hypoglycaemia (and other fears) and giving
strategies to cope

There are various ways of accessing peer
support in the UK to share experiences and
information with others living with diabetes.
See Appendix A for full listing

•

Dose Adjustment For Normal Eating
(DAFNE)

Website: https://www.wiley.com/en-gb/
Diabetes+and+Wellbeing:+Managing+the+
Psychological+and+Emotional+Challenges+
of+Diabetes+Types+1+and+2-p9781119967187
•

Diabetes burnout: what to do when you
can’t take it anymore
Chapter 17 of this book focuses on ‘Worrying
about hypoglycaemia’ (page 286) and
Chapter 10 on ‘Worrying about long-term
complications’ (page 159). The book provides
easy-to-use strategies to overcome these
concerns. It is available for purchase from
the Behavioral Diabetes Institute website.
Source: Polonsky W (1999), American
Diabetes Association, ISBN: 1-58040-003-7.
Website: www.behavioraldiabetesinstitute.org
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e. For a comprehensive overview of diabetes
management strategies to support people with
problematic hypoglycaemia, read the review
by Choudhary and colleagues (2015) (see
‘Resources’ section)
f. For a comprehensive description of fear
management skills and strategies, read the
paper by Vallis and colleagues (2014) (see
‘Resources’ section).
g. DAFNE (Dose Adjustment For Normal Eating)
programme is available in centres across
the UK. See ‘Resources’ section for more
information.
h. Formal group interventions have been
effective in restoring hypoglycaemic symptom
awareness and reducing fear. Read the review
by Choudhary and colleagues (2015) for more
information (see ‘Resources’ section).
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5
Psychological barriers
to insulin use
Key messages
•

Psychological barriers to insulin use are the negative thoughts or feelings that people
with diabetes may have about starting, using, or intensifying insulin.

•

Of those people with type 2 diabetesa for whom insulin is clinically indicated, around one
in four report being ‘not at all willing’ to start insulin.

•

People already using insulin are sometimes reluctant to optimise or intensify insulin (but
no prevalence data are available). One in 10 people with type 2 diabetes using insulin are
dissatisfied with it.

•

Psychological barriers can be associated with the delay, reduction or discontinuation
of insulin use, which can lead to sub-optimal blood glucose levels and increased risk of
diabetes complications.

•

A brief questionnaire, such as the Insulin Treatment Appraisal Scale (ITAS), is useful for
identifying psychological barriers to insulin use.

•

There is little empirical evidence about the best ways to minimise psychological barriers
to insulin. Recommendations based on clinical experience emphasise anticipating and
acknowledging psychological barriers, and then working together with the individual to
develop strategies to overcome them.

Practice points
•

Help people to understand the natural course and progressive nature of type 2 diabetes,
and the likelihood that their treatment will change over time. Emphasise that needing
insulin does not indicate that they have ‘failed’.

•

Be aware that people using insulin, as well as those not yet using insulin, experience
psychological barriers to insulin. Every person will have different concerns; ask them
what their concerns are, rather than making assumptions.

•

Monitor for signs of psychological barriers to insulin, particularly when a person’s
HbA1c has been above target for some time, and there is no sign that they are ready to
transition to or intensify insulin.
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How common are psychological barriers
to insulin use?

Type 2 diabetes (no insulin)b,1

Type 2 diabetes (insulin)c,2

What are psychological barriers to insulin use?
People with Type 2 diabetes often have negative
thoughts or feelings about starting, using,
or intensifying insulin.3 This is also known as
‘psychological insulin resistance’ or ‘negative
appraisals of insulin’.
Concerns about insulin among people with Type 2
diabetes can be grouped into five main themes:4–9
•

concerns about medications (e.g. doubts
about effectiveness; dependence on
insulin) and possible side effects (e.g.
weight gain, hypoglycaemia)

•

anxieties about injections (e.g. fear of
injections, needles or pain; experiences
of pain, bruising, scarring or sensitivity
from injections)

•

lack of confidence/skills (e.g. in their ability to
use insulin, coping with a complex regimen,
injecting in public)

•

impact on self-perception and life (e.g. feelings
of personal failure or self-blame for needing
insulin, injections interfering with daily activities;
social stigma)

•

fears about diabetes progression (e.g. insulin
as a sign that diabetes is ‘getting worse’,
insulin as the ‘last resort’, mistaken beliefs that
insulin leads to diabetes complications).
	A person with diabetes may be aware of
the benefits of insulin but still have worries
or concerns about using insulin.

Concerns about insulin use can delay the transition
from oral medication to insulin, or among those
already using insulin, this could result in misuse
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or stopping insulin.3 This has consequences for
medical and psychological outcomes, including:10–14
•

glucose levels (including HbA1c) above
recommended targets for prolonged periods,
leading to increased risk of developing longterm complications

•

reduced satisfaction with treatment

•

impaired quality of life

•

increased burden/costs to the individual and
the healthcare system.
For some people, an alternative option
to insulin may be a non-insulin injectable
(see Box 5.1).

Box 5.1

W
 hat about other
injectable therapies?

Typically, people with type 2 diabetes
prefer tablets to insulin.15 In recent years,
new (non-insulin) injectable agents have
become available. Like insulin, incretinbased agents (e.g. GLP-1) reduce blood
glucose and require injections but have the
advantage of a lower risk of hypoglycaemia
and weight gain. In clinical trials, people with
type 2 diabetes report greater treatment
satisfaction and quality of life using GLP1s compared to insulin.16 It is possible that
the perceived benefits of GLP-1s outweigh
the perceived shortcomings of injections.16
Further research is required to evaluate this
in clinical practice. Note that GLP-1 agents
may be contra-indicated for some people
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7 As model: Psychological barriers to
insulin use
This dynamic model describes a seven-step process that can be applied in clinical practice.
The model consists of two phases:
•

How can I identify psychological barriers to insulin use?

•

How can I support a person with psychological barriers to insulin use?

Apply the model flexibly as part of a person-centred approach to care.

ARRANGE
follow-up care

ASSIST with
developing an
achievable
action plan

Assist

ADVISE about
psychological
barriers to insulin use

Arrange

Assign

Aware

ASSIGN to
another health
professional

Advise

Assess

Be AWARE that people
with Type 2 diabetes may
experience psychological
barriers to insulin use

Ask

ASK about
psychological
barriers to
insulin use

ASSESS for
psychological barriers
to insulin using a
validated questionnaire

How can I identify psychological barriers
to insulin use?
Be AWARE
Individuals with psychological barriers to insulin
may show this by: 3,17,18
•

avoiding or being reluctant to talk about, begin,
or intensify insulin use

•

expressing concerns or becoming upset at the
suggestion of beginning or intensifying insulin

•

expressing concerns about injecting or
possible side effects of insulin (e.g. complexity
of injection technique, effect on lifestyle,
perceptions of self and others, weight gain)

•

‘negotiating’ to ‘do better’ with their
current management plan to improve
diabetes outcomes
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Box 5.2

Remarks indicating
possible psychological
barriers to insulin use

‘I worry I’ll
never be able to
get off insulin’

‘Insulin means
you run the
risk of hypos’

‘No more
spontaneity’
‘It’s not fair; I’ve
tried so hard with
diet, exercise and
medication’
‘Needing insulin means
I haven’t done well
managing my diabetes
– I have failed, this is the
end of the road’
‘Others will
worry a lot
about me’

‘I don’t like
needles’

•

‘dropping out’ (e.g. missing appointments,
filling fewer insulin prescriptions)

•

appearing not to care about, or seeming
uninterested in, managing their diabetes

•

talking about discontinuing insulin use (now or
in the future)

•

misusing insulin (e.g. missing doses or taking
smaller doses than recommended) or stopping
insulin altogether.

Some people may be embarrassed to raise
concerns about insulin. Common remarks are
shown in Box 5.2.

ASK
Ask open-ended questions during the consultation
to explore the individual’s beliefs and concerns
about insulin. Have this conversation:
•

shortly after the diagnosis of Type 2 diabetes

•

when you notice signs of concerns or worries
about insulin (see AWARE)

•

if the person has sub-optimal HbA1c despite
being on (near) maximal oral agents.
Before asking the following questions
for the first time, make sure the person
realises that diabetes is a progressive
condition and that they are likely to need
insulin in the future. Raise the use of
insulin as a potential treatment option
early (soon after diagnosis). Continue to
have the conversation when you notice
signs of psychological barriers to insulin,
or when the person expresses concerns
about insulin.

‘I can improve my
blood glucose/HbA1c
numbers without insulin – just
give me some more time to
improve my numbers/ lose
weight/exercise more etc’
‘Insulin is too
complicated and
overwhelming – I will never
be able to learn how to inject
and get the right dose’
‘Insulin won’t
help my diabetes –
nothing good will
come of insulin’

‘Insulin means
my diabetes
is worse’

‘Since starting insulin
my diabetes has not
improved but I have
gained all this weight’
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For example, for people who are not yet using
insulin, you could ask:
•

‘How do you feel about going on insulin
[now or in the future]? Can you tell me more
about that?’

•

‘What questions do you have about insulin?’

•

‘How do you think insulin might affect your
health and lifestyle?’

•

‘What do you think might be the benefits
of using insulin for you?’

•

‘What do you think might be the
disadvantages of using insulin for you?’
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•

•

‘Some people have concerns about insulin.
What concerns do you have? What is your
main concern?’

ASSESS

‘What have you heard from other people
with diabetes who use insulin?’

The Insulin Treatment Appraisal Scale (ITAS;
20 items) is the most widely used measure of
psychological barriers to insulin use.20 A copy is
included in this chapter.

Or, for people who currently use insulin, you
could ask:
•

‘Tell me about your experiences using insulin.
How is that going?’

•

‘How do you feel about using insulin?’

•

‘What concerns do you have about insulin?
Which is your main concern?’

•

‘What questions do you have about insulin?’

•

‘How does insulin make your [life/diabetes]
easier?

•

‘How does insulin make your [life/diabetes]
more difficult?’

•

‘What advantages have you noticed when
using insulin?’

•

‘What disadvantages have you noticed when
using insulin?’
It is important to establish whether the
person’s concerns are only related to
insulin, or related to their diabetes more
broadly (see Chapter 3). To explore
their broader concerns about diabetes,
you might like to ask a question such
as, ‘What is the most difficult part of
having diabetes for you? Can you tell
me more about that?’19

If the person indicates that they have concerns
about using insulin, you may want to explore
this further (see ASSESS). Using a validated
questionnaire will help you both to identify
additional barriers that were not raised through
conversation. Importantly, it will also give you a
benchmark for tracking an individual’s barriers to
insulin use over time.
However, only use a questionnaire if there is time
during the consultation to talk about the scores
and discuss with the person what is needed to
address the identified concerns about insulin. For
information about using questionnaires in clinical
practice, see Chapter 1.

Validated questionnaire

Each item is scored on a five-point rating scale
from 1 (strongly disagree) to 5 (strongly agree).
The items form two subscales:
•

positive appraisal of insulin (items 3, 8, 17
and 19): higher scores indicate more positive
attitudes to insulin

•

negative appraisal of insulin (all remaining
items): higher scores indicate more negative
attitudes to insulin.

There is no recommended cut-off value to indicate
the presence or absence of psychological barriers
to insulin use.
Subscale total scores may be valuable for
assessing change over time. Responses
to individual items will be helpful in guiding
the conversation about insulin use, and for
understanding and addressing concerns.
Invite the person to explore their concerns
(negative attitudes) about insulin in a conversation
about their responses, for example, ‘I note here
that you are concerned about [issue]. Can
you tell me more about that?’ If the person has
several concerns, ask which are their priority
issues, for example, ‘You seem to have a few
worries about insulin. Which of these would you
find most helpful to talk about today?’
Additional considerations
Be aware of and explore other factors that may
contribute to a person’s concerns about using
insulin, such as:21-26
•

the complexity of their current medication
regimen in addition to insulin (e.g. other
medications, the number of daily doses)

•

cultural factors (e.g. health beliefs, language
barriers, their level of trust in the healthcare
system and treatments)

•

health literacy (see Chapter 1)
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•

any physical and mental impairment or
disability (e.g. vision or hearing loss, dexterity,
memory, cognitive function)

•

costs and access (e.g. insulin and related
supplies, medical appointments)

•

practical skills (e.g. planning, problem solving)

•

the beliefs and attitudes of their partner, family
members and wider social network.

How can I support
a person with
psychological barriers
to insulin use?
The decision to begin, intensify and continue
insulin use is the choice of the person with
diabetes. Your role is to help them make
an informed choice by providing open
communication, information and support. It is your
duty-of-care to make sure they are informed about
the consequences of their decision. Keep in mind
that even if they are not open to the idea initially,
they may become more open over time (e.g.
through discussion, education).

allows for more flexibility with food and
planning of meals
improves their energy levels
•

advise that insulin use may begin with just one
or two injections per day

•

make it clear that it is the individual’s
decision whether or not to use insulin and
you would like to assist them in making an
informed choice

•

offer the person opportunities to ask questions

•

make a joint plan about the ‘next steps’ (e.g.
what needs to be achieved and who will help).
Choose your words carefully. If the
person views insulin as a veiled threat
or associates insulin with a sense of
‘failure’, they may want to continue
negotiating to delay insulin. They may
feel that if they can just ‘do a bit better’
with their current management plan
they will not need insulin – and this
is unlikely to be the case. For more
information about the impact of
language, see Chapter 1 and Language
Matters - you can download this at
www.diabetes.org.uk/emotional-healthprofessionals-guide

ADVISE
Talk with the person about insulin and its role in
diabetes management (relating it back to their ITAS
responses, when assessed):
•

acknowledge the specific barriers the person
has raised (see ASK and ASSESS)

•

acknowledge that it is common to have
questions and concerns

•

reassure them that needing insulin does not
indicate they have ‘failed’

•

advise that many people need insulin as a part
of the natural progression of diabetes

•

tell them that people who use insulin find it
beneficial because it:
is a powerful way to keep blood glucose
within an optimal range to prevent longterm complications
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Next steps: ASSIST or ASSIGN?
•

•

As psychological barriers to insulin
use are intertwined with diabetes
management, they are best addressed
by a diabetes health professional or GP
(if they are the main health professional).
If you have the skills and confidence,
support the person yourself, as they
have confided in you for a reason. A
collaborative relationship with a trusted
health professional and continuity of
care are important in this process.
In most cases, you will be able to
address psychological barriers to insulin
use without referral, through education
and counselling. The following factors
will inform your decision:
your scope of practice, and whether
you have the time and resources to
offer an appropriate level of support
your knowledge, skills and
confidence to address the
identified barriers
the needs and preferences of the
person with diabetes
the severity of the psychological
barriers (e.g. worries about injections
versus injection phobia)
whether other psychological
problems are also present, such as
depression (see Chapter 6) or an
anxiety disorder (see Chapter 7).

•

If you believe referral to another health
professional is needed:
explain your reasons (e.g. what the
other health professional can offer
that you cannot)
ask the person how they feel about
your suggestion
discuss what they would like to gain
from the referral, as this will influence
to whom the referral will be made.

ASSIST
To date there is limited evidence for strategies to
overcome psychological barriers to insulin use.3
Thus, recommended strategies are based on
clinical experience and expertise. For most
people, an initial reluctance to use insulin can
usually be overcome.
Common barriers and practical strategies for
minimising these barriers are listed in Appendix
C. Not all strategies will suit everyone, so you will
need to work with the person to tailor appropriate
solutions to their specific barriers, needs and
preferences.27 Discussing the individual’s
responses to the ITAS items (see ASSESS)
is useful for this purpose.
For people who are new to insulin use, it will often
be most appropriate to begin by exploring their
thoughts and feelings about insulin. Postponing
other changes to their treatment regimen will help
to prevent additional disruptions to their routine.8,27
Two key strategies that may be particularly useful
are ‘decisional balancing’ and an ‘insulin trial’ 28.
Decisional balancing
‘Decisional balancing’29 is a technique used in
motivational interviewing.29,30 It enables the person
to explore the relative merits of each treatment
option (and how they feel about this). This tool
(see Box 5.3) helps to build rapport and helps
you assess their readiness for change. It is a way
of supporting the person to work through the
ambivalence in their thoughts and to make an
informed decision.
Invite the person to list the three most relevant
pros and cons per treatment (preferably in writing).
If the person lists only one, encourage them to
list one or two more (e.g. ‘What other pros/cons
might there be?’).
After they complete the tool, you can use their
responses as the basis for a conversation. Rather
than starting with problems or concerns about
insulin, begin with the positives of their current
treatment, and then discuss the perceived
disadvantages. This may help the person realise
for themselves that remaining on the current
treatment is not ideal. The next step is to explore
the extent to which switching to insulin would
be a way to overcome these disadvantages.
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This elicits the advantages of using insulin. Finally,
ask which of the disadvantages of using insulin
would be easiest for the person to overcome and
brainstorm strategies.

ASSIGN
If a decision is made to refer, consider:
•

a diabetes specialist nurse or other
diabetes health professional (e.g.
an diabetologist or a dietitian) for selfmanagement training (e.g. injection technique,
carbohydrate counting) and support

•

a mental health professional (preferably with
an understanding of diabetes and insulin) if the
problem is ongoing, or if it is evident that there
is an underlying personal or psychological
problem (e.g. needle phobia, an anxiety
disorder), or the person with diabetes feels that
it could benefit them

•

a structured diabetes education group,
because insulin initiation in a group setting is as
effective as an individual session and takes half
the time;32 it also offers important opportunities
for people to share their concerns and ideas
about insulin.

Note that the ‘pros’ and ‘cons’ of each treatment
may not be of equal importance to the individual.
The ‘Diabetes Medication Choice’
decision aid31 may be a helpful tool for
comparing treatment options in terms
of various concerns (e.g. side effects,
regimen). See ‘Resources’ section.
An ‘insulin trial’
An ‘insulin trial’ is a way to encourage the person
to ‘experiment’ with insulin for a period of time that
you both agree on. The length of the experiment
should depend on the intended outcomes. For
example, a one-month ‘trial’ may be long enough
for a person to experience how they can fit an
insulin regimen into their lifestyle. Extending the
‘trial’ to three months will enable them to notice
improvements in glycaemic outcomes (HbA1c).
Make sure the person feels confident that they
have the option of reverting back to their previous
treatment if this experiment has not worked out
for them. At the end of the experiment, review
their experience together: reflect on the perceived
advantages and disadvantages and whether or
not these were expected.

Box 5.3

Decisional balancing tool

Continue with current
diabetes treatment
(e.g. tablets)

Start insulin
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See Chapter 9 for guidance about preparing
mental health referrals and what to say to the
person with diabetes about why you are making
the referral.

Pros

Cons

1.

1.

2.

2.

3.

3.

1.

1.

2.

2.

3.

3.
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If you refer the person to another health
professional, it is important:
•

that you continue to see them after
they have been referred so they are
assured that you remain interested
in their ongoing care

•

to maintain ongoing communication
with the health professional to
ensure a coordinated approach.

ARRANGE
Make any necessary arrangements for the person
to receive the care you have agreed on:
•

arrange a follow-up appointment; if the
person is happy to do so, book a follow-up
appointment while they are at your clinic

•

use the follow-up appointment to oversee their
progress, and to monitor and address any
ongoing obstacles.

Be prepared to support the person more than
usual during this time, for example, more frequent
or extended consultations may be necessary.
Telephone/video conferencing may be a practical
and useful way to provide support in addition to
face-to-face appointments.
“I know eventually I probably will have
to go to insulin and that’s going to be an
absolute pain... but then it’s going to be
an absolute pain if I don’t do it. So that’s
going to happen...”
(Person with Type 2 diabetes)
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Case Study
she invites Bruce to share his feelings: ‘Some
people do have concerns about insulin. How
do you feel about it?’ Bruce tells Dr Saunders
that his neighbour, Prue, has diabetes, and
since she started insulin a year ago she has
gained weight and developed vision problems.
He says, ‘I’m not going to let that happen to
me – I won’t start using insulin’.

ASSESS

Bruce
72-year-old man, living with wife Martha
Type 2 diabetes, managed with oral
medications; overweight
Health professional: Dr Amy Saunders (GP)

Bruce’s responses show he has four main
psychological barriers to insulin:

Be AWARE

•

‘taking insulin means I have failed to
manage my diabetes with diet and
tablets’ (agree)

•

‘insulin causes weight gain’ (agree)

•

‘taking insulin means my health will
deteriorate’ (strongly agree)

•

‘taking insulin helps to prevent
complications of diabetes’
(strongly disagree).

Dr Saunders is concerned because, after
some high blood glucose readings, Bruce has
stopped bringing his blood glucose diary to
his appointments. She has raised the idea of
transitioning to insulin with Bruce, but he has
insisted that ‘I’m sure I can get my blood
sugar back down with some hard work and
persistence’. Dr Saunders knows that it is
common for people with diabetes to have
concerns about starting insulin and suspects
that Bruce may feel this way. She has,
therefore, made a note in Bruce’s file to
follow it up next time she sees him.

ASK
At the next appointment, she asks him how
he is feeling generally and how he is feeling
about his diabetes. Bruce says ‘I’m okay, but I
have been finding things a bit tough because
I just can’t keep my numbers down, even
though I exercise daily and take my pills’.
Dr Saunders reminds Bruce that they have
spoken previously about insulin. Remembering
that it can be helpful to anticipate and
normalise diabetes-related concerns,
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Dr Saunders says, ‘It sounds like you do
have some concerns about using insulin.
Would you like to complete a questionnaire
so we can better understand how you feel
about it?’ Bruce agrees, so she gives him a
copy of the ITAS.

ADVISE
Dr Saunders suspects that many of Bruce’s
concerns can be resolved with discussion
and education. She tells Bruce that she:
•

would like to talk to him about his
responses to the questionnaire

•

would like to help him to better
understand insulin treatment

•

is not trying to pressure him into
starting insulin

•

just wants to make sure he is well
informed about his treatment options.

Bruce agrees to have the conversation.
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ASSIST
Dr Saunders begins by asking Bruce if he
would like to say a bit more about his feeling
of failure. She listens to his reply, then explains
that many people need to use insulin for their
diabetes, not because they have failed, but
because it is the best way to manage their
diabetes at that point. She explains that Type
2 diabetes is a progressive condition and, after
some time, many people need the treatment
to be intensified to manage it effectively.
Often, this means transitioning to insulin.
The doctor also talks with Bruce about the
benefits of insulin, relating it back to his specific
example of Prue. She explains, ‘Diabetesrelated complications, like Prue’s vision
problems, are caused by the sugar in your
blood remaining too high for too long. Insulin
helps to lower the sugar in your blood and
is the best method we have to do that
effectively. I’ve suggested that you begin
using insulin so we can prevent those kinds
of health problems’. Dr Saunders also:
•

•

Suggests that a short ‘trial’ of insulin (for
about four weeks) might give him some
experience and alleviate some of his
concerns. She says, ‘Many of the people
with diabetes I see have some concerns
about insulin at first, just like you do.
But I usually find that once they try it,
it really helps them to feel better. If you
don’t find it useful after a few weeks
then we’ve learned that it’s not the right
diabetes treatment for you at this time.
I am wondering whether you will
consider trying this, Bruce?’
Explains the potential benefits of insulin in
addition to better glucose levels – feeling
less tired, fewer medications (he may
be able to reduce the number of oral
hypoglycaemic agents), and possibly
having fewer side effects than the
medications he is currently taking.

•

Talks about the possibility of weight gain
with insulin use and offers to write a referral
to a local dietitian who could help him to
prevent weight gain.

•

Reassures him that he does not need to
decide about the ‘insulin trial’ today.

•

Recommends that he talk with his wife,
Martha, and then come back to see her
in a week.

•

Suggests that he make an appointment
with the receptionist before he leaves.

At the next appointment, Bruce tells
Dr Saunders that he will give insulin ‘a try’.
Dr Saunders draws up a diabetes care plan
and writes a prescription for long-acting
insulin, which he will need to inject once a day.
She explains that Bruce will need to see the
diabetes specialist nurse to learn about insulin
(e.g. how it works, dosage, timing of injections,
how long it will take to notice an effect, effects
of food and exercise), injection technique, and
hypoglycaemia (prevention, recognition, and
treatment), and to have the dose adjusted.
This will involve a couple of appointments
and telephone calls. She gives him plenty
of opportunities to ask questions.

ARRANGE
Dr Saunders writes a referral letter to the
diabetes specialist nurse. with instructions
about the starting dose and regular dose
titration until Bruce’s next review. She
suggests that Bruce comes back to see
her in four weeks so they can discuss how
he is going, but he can visit her sooner or
speak to the diabetes specialist nurse if he
has any problems or questions. At the next
appointment, Bruce can decide whether he will
continue to use insulin, and Dr Saunders will
prescribe the most appropriate type and dose
of insulin for him. Bruce agrees with this plan.
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Case Study
Angela asks about Tina’s experiences using
insulin and how she feels about it. Tina
responds that she is generally doing okay
with her current insulin injections.

Tina
44-year-old woman
Type 2 diabetes, managed with
twice-daily insulin injections
Health professional: Angela Smith
(diabetes specialist nurse), following
a referral

Be AWARE
Angela has received a referral letter from Tina’s
diabetologist, who explains Tina has had ‘suboptimal HbA1c over the past year’ and has
‘recommended increasing her insulin dose
from two to four daily injections, but she
disagrees’. Angela is aware that many people
experience psychological barriers to intensifying
an insulin regimen and wants to explore Tina’s
reluctance to increasing her insulin dose.

ASK
At their first appointment, Angela thanks Tina
for coming and asks how she can help. Tina
says, ‘I’m here because my doctor sent me’.
Angela replies, ‘I understand that he has
suggested some changes to your treatment
plan, can you tell me more about that?’ Tina
tells Angela about the plan to increase her
insulin injections to four times daily. Angela asks
Tina how she feels about that plan and Tina
tells her she is ‘not happy’.
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Angela also explores whether there have been
changes in Tina’s life in the past year that could
explain her increasing blood glucose levels.
Tina describes nothing that would contribute
significantly to her elevated blood glucose
levels or to her reluctance to increase the
frequency of her insulin injections.

ASSESS
Angela asks Tina whether she would like to
complete a brief questionnaire so they can both
better understand her concerns about insulin.
Tina agrees and completes the copy of the
ITAS that Angela gives her.
Tina’s responses indicate four key
psychological barriers to insulin:
•

‘managing insulin injections takes a lot
of time and energy’ (agree)

•

‘injecting insulin is painful’ (agree)

•

‘taking insulin helps to maintain good
control of blood glucose’ (disagree)

•

‘taking insulin helps to improve my
energy level’ (disagree).

ADVISE
Before discussing Tina’s responses,
Angela asks Tina what she thought of the
questionnaire. Tina replies, ‘It was alright,
quite good really – no-one has ever
asked me these sorts of questions before’.
She tells Angela that when she first began
using insulin she had struggled with the
injections. At the time, her diabetologist had
demonstrated the insulin injection technique
and he’d been ‘quite encouraging’. But
months later, ‘I still hadn’t got the hang of
it and I felt silly asking questions all the
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time. My numbers went up, and I felt less
supported as time passed. I already struggle
with two injections, how can he expect me to
go to four? I just want to go back to tablets’.
Angela responds that:
•

it is common to feel distressed about
diabetes from time to time

•

Tina should not feel embarrassed about
asking questions

•

she has noticed a pattern in Tina’s ITAS
responses – she feels pain while injecting
and is not experiencing the expected
benefits of insulin (for her blood glucose
and energy levels).

ASSIST
Angela asks Tina to demonstrate her injecting
technique using saline solution. Tina agrees
and she injects the saline slowly and directly
into her abdomen, then quickly withdraws
the pen. Some of the saline dribbles down
Riana’s abdomen as the pen is withdrawn.
Angela asks whether Tina has noticed it leaking
out before, and Tina replies, ‘Yes, but that’s
normal isn’t it?’ Angela explains that it is not
normal and she may not be getting all the
insulin she needs, which might explain her
high glucose readings. Angela also checks
that Tina is rotating her injection sites regularly.
Then Angela:
•

demonstrates how to improve her injection
technique so that it will be less painful and
Tina will receive the full dose of insulin

•

asks Tina to practise a few times until
they both feel comfortable with Tina’s
injection technique

•

suggests that Tina continue with her current
twice-daily injections for a few more weeks
using the new technique, and Tina agrees
with this plan.

ARRANGE
Before the consultation ends, Angela:
•

checks whether Tina has any more
questions or concerns

•

encourages her to keep a record of her
injections and blood glucose readings, so
they can monitor her progress and devise a
plan of action together if the numbers have
not improved

•

encourages Tina to also record her injection
sites and level of pain while injecting, from
1 (no pain) to 5 (extreme pain), so they
can check whether the new technique is
helping to reduce her pain, and whether
her pain is related to specific injection sites

•

suggests that Tina visit Angela again in
two weeks

•

asks Tina when she will next see her
diabetologist, which is three months from
now. Angela confirms that this will allow
enough time to see an improvement in
Tina’s blood glucose levels as a result
of the new technique.
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Questionnaire

Insulin Treatment Appraisal Scale (ITAS)

Instructions: The following questions are about your perception of taking insulin for your diabetes.
If you do not use insulin therapy, please answer each question from your current knowledge and
thoughts about what insulin therapy would be like. Tick the box that indicates to what extent you
agree or disagree with each of the following statements (select one option on each line).
		
Strongly Disagree Neither
Agree
		
disagree		
agree nor 		
				
disagree

Strongly
agree

1	Taking insulin means I have failed to
manage my diabetes with diet and tablets

1

2

3

4

5

2	
Taking insulin means my diabetes has
become much worse

1

2

3

4

5

3*	Taking insulin helps to prevent complications
of diabetes

1

2

3

4

5

4	
Taking insulin means other people see me
as a sicker person

1

2

3

4

5

5	
Taking insulin makes life less flexible

1

2

3

4

5

6	
I’m afraid of injecting myself with a needle

1

2

3

4

5

7	
Taking insulin increases the risk of low blood
glucose levels (hypoglycaemia)

1

2

3

4

5

8*	
Taking insulin helps to improve my health

1

2

3

4

5

9

1

2

3

4

5

10	Managing insulin injections takes a lot
of time and energy

1

2

3

4

5

11	Taking insulin means I have to give up
activities I enjoy

1

2

3

4

5

12	
Taking insulin means my health
will deteriorate

1

2

3

4

5

13	
Injecting insulin is embarrassing

1

2

3

4

5

14	
Injecting insulin is painful

1

2

3

4

5

15	
It is difficult to inject the right amount of insulin
correctly at the right time every day

1

2

3

4

5

16	Taking insulin makes it more difficult to fulfil my
responsibilities (at work, at home)

1

2

3

4

5

17*	Taking insulin helps to maintain good
control of blood glucose

1

2

3

4

5

18	
Being on insulin causes family and friends
to be more concerned about me

1

2

3

4

5

19*	Taking insulin helps to improve my energy level

1

2

3

4

5

20	
Taking insulin makes me more dependent
on my doctor

1

2

3

4

5

Insulin causes weight gain

*Positive appraisal subscale.
© Novo Nordisk and Frank Snoek 2007.
The copyright holder/developer has given permission for the questionnaire to be reproduced in this handbook. Readers of the handbook are permitted to
reproduce the questionnaire for clinical use and non-commercial research purposes. Readers of the handbook are not permitted to use the questionnaire
for commercial research purposes and must seek permission from the copyright holder/developer to do so.
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Background
The Insulin Treatment Appraisal Scale (ITAS) is a
20-item questionnaire for measuring a person’s
perceptions of insulin use.20 The ITAS comprises
two subscales:
•

positive appraisal (four positive statements
about insulin, e.g. ‘Taking insulin helps to
improve my health’)

•

negative appraisal (16 negative statements
about insulin, e.g. ‘Taking insulin is
embarrassing’).

How to use the ITAS
in clinical practice
Respondents are asked to indicate their level of
agreement with each statement. Items are scored
from 1 (strongly disagree) to 5 (strongly agree). The
most useful way to use this questionnaire clinically
is to ‘eyeball’ the responses to individual items.
Positive appraisal subscale items that scored two
or lower, and negative appraisal subscale items
that scored four or higher indicate likely barriers to
insulin use and require further discussion.

•

Total score: a score ranging from 20 to 100
is produced by reverse-scoring the positive
items, then adding together all 20 items,
with higher scores indicating more negative
attitudes towards insulin.
Although it is possible to calculate a total
score on the ITAS, there are no ITAS cut-off
values to indicate a presence or severity
of psychological barriers. For this reason,
calculating a total score is mostly useful
only for research purposes or to measure
changes over time.
Research has demonstrated that it is
preferable to use the positive and negative
appraisal subscale scores separately,
rather than the total score.34
Many people endorse the benefits of
insulin despite having reservations about
its use. So, endorsement of positive
appraisals of insulin does not suggest
an absence of psychological barriers.

	For tips about using questionnaires,
see ‘Using questionnaires to inform
consultations’ (Chapter 1).

Interpretation of scores
•

Positive appraisal subscale: items 3,
8, 17 and 19 are summed to produce
a score between 4 and 20, with higher
scores indicating more positive attitudes
towards insulin.
Positive appraisal subscale items have
been marked with an asterisk on the
opposite page.

•

Negative appraisal subscale: all 16
remaining items are summed to produce a
score between 16 and 80, with higher scores
indicating more negative attitudes to insulin.
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Resources

•

A book describing the consulting techniques of
motivational interviewing, including a chapter
on Insulin Use in Type 2 Diabetes

For health professionals

Source: Steinberg and Miller, 2015. Guilford
Press, New York

Peer-reviewed literature
•

Psychological insulin resistance: a critical
review of the literature
A systematic review of common causes of
psychological insulin resistance and available
strategies to reduce it.
Source: Gherman A, Veresiu IA, et al. Practical
Diabetes International. 2011;28(3):125-128d

•

What’s so tough about taking insulin?
Addressing the problem of psychological
insulin resistance in Type 2 diabetes
Practical tips for recognising and
addressing psychological insulin
resistance in clinical practice.

Website: https://www.amazon.co.uk/
Motivational-Interviewing-Diabetes-CareFacilitating/dp/1462521630

For people with diabetes
Select one or two resources that are most
relevant and appropriate for the person. Providing
the full list is more likely to overwhelm than to help.
Information
•

Source: Diabetes UK
Website: www.diabetes.org.uk/guide-todiabetes/managing-your-diabetes/treatingyour-diabetes/insulin

Tools
The diabetes mellitus medication choice
decision aid: a randomized trial

•

A tool that can be used in consultations to
facilitate decision-making regarding diabetes
treatment.

Website: diabetesdecisionaid.mayoclinic.org
Initiating insulin: How to help people
with Type 2 diabetes start and continue
insulin successfully
Three tables presenting ‘The insulin
conversation’; ‘Responses to patient’s
questions about insulin’ and ‘Insulin education’.
Source: Polonksy et al. International Journal of
Clinical Practice 2017;71(8):e12973
•

Peer support

Concerns about starting insulin (for
people with Type 2 diabetes)
Description: A fact sheet to accompany
this guide, for people with Type 2 diabetes
who have concerns about commencing or
intensifying insulin therapy. The leaflet can
be downloaded from www.diabetes.org.uk/
emotional-health-professionals-guide

Source: Mullan JR, Montori VM, et al. Archives
of Internal Medicine. 2009;169(17):1560-1568.
•

Treating your diabetes with insulin
Diabetes UK’s web pages covering insulin
treatment

Source: Polonsky WH, Jackson RA
Clinical Diabetes. 2004;22(3):147-150.

•

Motivational Interviewing in Diabetes Care

Source: Diabetes UK
•

Insulin myths and facts
A fact sheet that dispels some of the myths
about insulin injections. It also lists questions
for people with diabetes to consider and
discuss with their health professional
Source: American Diabetes Association.
Clinical Diabetes. 2007;25(1):39

A listing of opportunities for people
with diabetes to share experiences and
information with others living with diabetes.
(See Appendix A)
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Support
•

Diabetes UK
Diabetes UK is the major organisation for
support, information and research relating to
diabetes. Its confidential Helpline is available to
discuss concerns about starting
insulin treatment
Phone: 0345 123 2399
Email: helpline@diabetes.org.uk
URL: www.diabetes.org.uk

•

Peer support - Factsheet
A fact sheet to accompany this guide, which
gives people with diabetes information about
peer support opportunities. The leaflet can
be downloaded from www.diabetes.org.uk/
emotional-health-professionals-guide
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6
Depression
Key messages
•

Major depressiona is a psychological condition indicated by a persistent (minimum of
two weeks) state of lowered mood and/or lack of interest and pleasure in usual activities.
This is in addition to other symptoms, such as significant changes in weight and sleep,
a lack of energy, difficulty concentrating, irritability, feelings of worthlessness or guilt, or
recurrent thoughts about death or suicide.

•

Moderate-to-severe depressive symptoms, an indicator of depression, affect one in three
people with insulin-treated type 2 diabetes, one in four with non-insulin-treated type 2
diabetes and one in five with type 1 diabetes; this is two to three times more than the
general population.

•

Depressive symptoms in people with diabetes are:
associated with sub-optimal diabetes self-management and HbA1c, increased
diabetes distress, less satisfaction with treatment, and impaired quality of life
highly recurrent
different from, yet sometimes confused with, diabetes distress.

•

Some depressive symptoms overlap with symptoms of diabetes (e.g. fatigue, sleep
disturbance, changes in weight and altered eating habits).

•

A brief questionnaire, such as the Patient Health Questionnaire Nine (PHQ-9), can be
used for assessing the severity of depressive symptoms. A clinical interview is needed to
confirm major depression.

•

Mild and major depression can be treated effectively (e.g. with psychological therapies
and medications).

Practice points
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•

Assess people with diabetes for depressive symptoms using a brief validated questionnaire;
remember that major depression needs to be confirmed by a clinical interview.

•

Treatment of depression will depend on severity, context and the preferences of the
individual. Helping people with major depression to access suitable treatment may require
a collaborative care approach beginning with the person’s GP.

•

Remain mindful that depressive symptoms and mild depression also need attention, as
they can develop into major depression.
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How common are symptoms of depression?

Type 1 diabetesb,1

Type 2 diabetes (insulin)b,1

Type 2 diabetes (no insulin)b,1

What is depression?
Depression refers to a wide range of mental health
problems characterised by the absence of positive
affect (a loss of interest and enjoyment in ordinary
things and experiences), low mood and a range
of associated emotional, cognitive, physical and
behavioural symptoms.2 In contrast to just ‘feeling
down’ or having a low mood, depression is a
serious mental health problem.
The diagnostic criteria for depression are
described in the Diagnostic and Statistical Manual
of Mental Disorders, 5th edition (DSM-5),3 and the
International Statistical Classification of Diseases
and Related Health Problems, 10th revision
(ICD-10).4 The ‘gold standard’ for diagnosing
depression is a standardised clinical diagnostic
interview, for example the Structured Clinical
Interview for DSM Disorders (SCID; www.scid5.org).
Major depression (also known as major depressive
disorder or clinical depression) is indicated by five
or more of the following symptoms being present
during a two-week period, representing a change
from previous functioning.3
•

At least one of the symptoms is either
persistent depressed mood or loss of interest/
pleasure in regular activities.3

•

Other symptoms include significant weight loss
or gain, insomnia or excessive sleeping, lack of
energy, inability to concentrate, indecisiveness,
feelings of worthlessness, excessive/
inappropriate guilt, and recurrent thoughts of
death or suicide.3

Mild depression (also known as subthreshold or
minor depression) is characterised by the presence
of depressive symptoms that do not meet the
full diagnostic criteria for major depression.5
Although mild depression is less severe than major

depression, it still impacts significantly on the
person and deserves attention in clinical practice.
Furthermore, if not treated, mild depression can
develop into major depression.
Depression in people with diabetes
There is evidence of a bi-directional association
between depression and diabetes. People
with depression are more likely to develop
type 2 diabetes.6
People with diabetes are two to three times more
likely than the general population to be affected
by symptoms of depression.7 As in the general
population, depression is highly recurrent in people
with diabetes.8
The causes of depression in people with
diabetes are not well understood, but proposed
mechanisms include biological, behavioural,
social, psychological, and environmental factors.9
Non-diabetes-specific contributors may include
stressful life circumstances, substance use,
and a personal or family history of depression10.
Diabetes-specific contributors may include the
chronic nature of the condition and complex
management regimens.7,11 As various factors can
contribute, the exact cause will be different for
every person10.
In people with diabetes, depression or depressive
symptoms are associated with adverse medical
and psychological outcomes, including:
•

sub-optimal self-management (e.g. reduced
physical activity, less healthy eating, not taking
medication as recommended, less frequent
self-monitoring of blood glucose, smoking)12-16

•

elevated HbA1c, hypoglycaemia and
hyperglycaemia13,17
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•

increased prevalence, and earlier onset,
of complications and disability18,19

•

increased risk of diabetes distress20-22,
and elevated anxiety symptoms23

•

impaired quality of life, and social
role/ functioning24,25

•

increased burden/costs to the individual and
the healthcare system14,26

•

greater risk of premature mortality.27,28

People with co-existing depressive
and anxiety symptoms are likely
to experience greater emotional
impairment and take longer to recover.29

7 As model: Depression
This dynamic model describes a seven-step process that can be applied in clinical practice.
The model consists of two phases:
•

How can I identify depressive symptoms?

•

How can I support a person with depression?

Apply the model flexibly as part of a person-centred approach to care.

ARRANGE
follow-up care

ASSIST with
developing an
achievable
action plan

Assist

ADVISE about
depressive
symptoms
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Arrange

Assign

Aware

ASSIGN to
another health
professional

Advise

Diabetes and emotional health: Chapter 6 – Depression

Assess

Be AWARE that
people with diabetes
may experience
depressive symptoms

Ask

ASK about
depressive
symptoms

ASSESS for
depressive symptoms
using a validated
questionnaire

How can I identify depressive symptoms?
Be AWARE
Depression has physical, cognitive, behavioural,
and emotional symptoms. Some common
signs to look for include: lowered mood (e.g.
sadness, hopelessness, teariness), loss of
interest or pleasure in usual activities, irritability
(e.g. exaggerated sense of frustration over
minor matters, persistent anger), difficulties
concentrating, lack of energy, weight loss or gain,
reduced self-esteem/self-confidence, feelings of
worthlessness or excessive/inappropriate guilt,
psychomotor changes (agitation or retardation),
social withdrawal, and recurrent thoughts about
death or suicide.2-4 Also, look for signs that the
person is not coping adaptively, such as disturbed
sleep or substance abuse (e.g. alcohol, sedatives
or other drugs).2-4 Each person will experience
different symptoms of depression.
Two classification systems are commonly used
for diagnosing depression: DSM-53 and ICD10.4 Consult these for a full list of symptoms and
specific diagnostic criteria.
Depressive symptoms can overlap
with somatic symptoms of diabetes7
(see Box 6.1) or with symptoms of
diabetes distress (see Box 6.2). As a
result, depression may be overlooked in
diabetes clinical practice.30,31
Although depression does not always develop in
direct response to diabetes, some common signs
that people with diabetes may be experiencing
depressive symptoms include: declining motivation
to engage in diabetes self-care tasks, more
frequent presentations to health professionals with
the same symptoms, and missed appointments.

Box 6.1

S
 ymptoms of
depression or
diabetes?

Depression and diabetes share some similar
somatic and behavioural characteristics
(e.g. fatigue, sleep disturbance and appetite
change). This poses a challenge, as
symptoms of depression can be overlooked
or mistaken for symptoms of diabetes and
vice versa.
Caution must be taken when assessing for
depression using a questionnaire. It has
been shown that these may falsely identify
people with diabetes as having depression
when they do not. These questionnaires
do not have the capacity to distinguish
the underlying cause of the symptoms.
For example, a person may feel tired due to
disturbed sleep because of depression or
because they have had several night-time
episodes of hypoglycaemia recently.
Health professionals need to be mindful
of these limitations.
This does not mean that depression
questionnaires are not useful in clinical
practice – it means that a clinical interview
is needed to confirm a diagnosis of
depression in people with diabetes.
It is important to clarify the context
and cause of the symptoms.
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Box 6.2

Depression or diabetes distress?

Depression is often confused with diabetes
distress – both in academic literature and
clinical practice. While depression can influence
how people feel about living with diabetes, it
is broader, affecting how they feel about life
in general. Conversely, diabetes distress is
the emotional distress arising specifically from
living with and managing diabetes, and does
not necessarily affect how people feel about
their life in general.32 Diabetes distress includes
problems related to the relentlessness and
frustrations of everyday diabetes self-care,
and worries about future complications
(see Chapter 3).

While diabetes distress and depression are
separate constructs, they are risk factors for
each other.20,21 This means that people with
depression are more likely to develop diabetes
distress, and vice versa. In an Australian
study, the co-occurrence for severe diabetes
distressc and moderate-to-severe depressive
symptomsd is approximately 13 per cent (see
diagram below).1 In practice, this means that
both depressive symptoms and diabetes
distress need to be assessed in clinical
practice, to inform the type and intensity
of intervention.32,33

10%

Diabetes distress only

13%

Diabetes
distress and
depressive
symptoms

12% Depressive
symptoms only
diabetes distress
65% No
or depressive symptoms

ASK
You may choose to ask about depressive
symptoms:
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•

in line with clinical practice guidelines (e.g.
on a routine or annual basis; see Introduction)

•

when the person reports symptoms or
you have noted signs (e.g. changes in
mood/behaviours)

•

at times when the risk of developing
depression is higher, such as:

during or after stressful life events (e.g.
bereavement, traumatic experience,
diagnosis of life-threatening or
long-term illness)
periods of significant diabetes-related
challenge or adjustment (e.g. following
diagnosis of diabetes or complications,
hospitalisation, or significant changes to
the treatment regimen)
•
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if the individual has a history of depression
or other mental health problems.8

Asking ‘How are you doing?’ or ‘How
have you been feeling lately?’ may
seem like rhetorical questions but the
responses can be very revealing and
are often the key to what you do next.
Take the time to listen to their answers
and look for any sign that they may
not be doing as well as usual. Create
a supportive and safe environment
so the person feels able to be open
with you about how they are feeling.
People will be more likely to share their
innermost thoughts and feelings with
you if they are emotionally engaged in
the consultation and have confidence
that you care and will support them.
For more information about having
conversations about the emotional
aspects of diabetes, see Chapter 1.
There are various ways to ask about depressive
symptoms. You may choose to use open-ended
questions, a brief structured questionnaire, or a
combination of both.
The following open-ended question can be
integrated easily into a routine consultation:

Several More Nearly
days
than
every
half the day
days

Little interest
or pleasure in
doing things

0

1

2

3

Feeling
down,
depressed,
or hopeless

0

1

2

3

Instead of administering this as a
questionnaire, you could integrate these
questions into your conversation.

‘Have you noticed any change in how you
have been feeling in the last couple of
weeks? What have you noticed?’

Sum the responses to the two questions to form
a total score. A total score of 3 or more indicates
depressive symptoms,34 further assessment for
depression is warranted.

If something during the conversation makes
you think that the person may be experiencing
depressive symptoms, ask more specific
questions, such as:
•

Over the
Not at
last two
all
weeks, how
often have
you been
bothered by
the following
problems?

PHQ-2: www.phqscreeners.com

Option 1: Ask open-ended questions

•

way. Collectively, the following two questions are
referred to as the Patient Health Questionnaire Two
(PHQ-2).34 They are the core symptoms required
for a diagnosis of depression.

At this stage, it is advisable to ask whether they
have a current diagnosis of depression and, if so,
whether and how it is being treated.

‘I know you as a [very active] person, but
you’ve just told me that you haven’t felt
motivated to [go running] lately. What has
brought this about?’

•

‘You mentioned you’ve been [drinking more
alcohol than usual] lately, what has brought
that about?’

•

‘Have there been any changes in your
[sleeping/ eating] patterns? What have
you noticed?’

If the conversation suggests the person is
experiencing depressive symptoms, further
investigation is warranted (see ASSESS).
Option 2: Use a brief questionnaire
Alternatively, you can use a brief questionnaire to
ask about depressive symptoms in a systematic

If the total score is 3 or more and the person
is not currently receiving treatment for
depression, you might say something like,
‘It seems like you are experiencing depressive
symptoms, which can be a normal reaction
to […]. There are several effective treatment
options for depression, but first we need to
find out more about your symptoms. So, I’d
like to ask you some more questions if that’s
okay with you’.
You may then decide to assess for depression
using a more comprehensive questionnaire
(see ASSESS). For information about using
questionnaires in clinical practice, see Chapter 1.
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If the total score is less than 3 but you
suspect a problem, consider whether the
person may be experiencing diabetes distress
(see Chapter 3), elevated anxiety symptoms (see
Chapter 7), or another mental health problem.

ASSESS
Validated questionnaire
The nine-item Patient Health Questionnaire
(PHQ-9)35 is widely used to assess depression.
It mirrors the DSM-5 criteria for depression.
It is quick to administer and freely available
online (www.phqscreeners.com). Each item is
measured on a four-point scale, from 0
(not at all) to 3 (nearly every day). Scores are
summed to form a total score ranging 0-27.
In the general population, PHQ-9 scores are
interpreted as follows:36
•

0-4 indicates no depressive symptoms
(or a minimal level)

•

5-9 indicates mild depressive symptoms; these
people will benefit from watchful waiting

•

10-27 indicates moderate-to-severe
depressive symptoms; these people will benefit
from a more active method of intervention).
Asking the person to complete the PHQ9 can be a useful way to start a dialogue
about depressive symptoms and the
effect they may have on the person’s
life and/or diabetes management. It
can also be useful for systematically
monitoring depressive symptoms (e.g.
whether the symptoms are constant or
changing over a period of time).
A PHQ-9 total score of 10 or more
must be followed by a clinical interview
using DSM-53 or ICD-104 criteria to
confirm depression.
You may have access to other validated
questionnaires, such as the: Beck
Depression Inventory;37 Hospital Anxiety
and Depression Scale;38 Centre for
Epidemiologic Studies Depression
Scale;39 or Hamilton Depression Scale.40
While all of these tools are suitable for
assessing depressive symptoms,
they each have their own strengths
and weaknesses. Summaries of
these questionnaires can be
accessed elsewhere.41,42
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Additional considerations
Is this individual at risk of suicide? It is essential
that you conduct a suicide risk assessment if you
identify a person as having depressive symptoms or
thoughts about self-harm or ending their life. Most
depression questionnaires include an item about
self-harm, suicidal ideation, or suicide (e.g. PHQ-9,
item 9). If the person with diabetes endorses that
item, further investigation and support is necessary
(see Box 6.3), regardless of whether the total score
indicates depressive symptoms.
What is the context of the depressive
symptoms? Are there any (temporary or ongoing)
life circumstances that may be underlying the
depressive symptoms (e.g. a bereavement,
chronic stress, changing/loss of employment,
financial concerns, giving birth, or menopause)?
What social support do they have? What
role do diabetes-specific factors play (e.g. a
lack of support for diabetes self-care, severe
hypoglycaemia, or burdensome complications)?
Are there any factors (physiological,
psychological, or behavioural) that are coexisting or may be causing/contributing to
the depressive symptoms? This may involve
taking a detailed medical history, for example:
•

Do they have a history (or family history) of
depression or another psychological problem?
For example, an anxiety disorder (see Chapter
7), diabetes distress (see Box 6.2 and Chapter
3), personality disorder, post-traumatic stress
disorder, dementia, or eating disorder (see
Chapter 8). These conditions must also be
considered and discussed where applicable
(e.g. When and how was it treated? Whether
they thought this treatment was effective?
How long it took them to recover?).

•

Do they have any underlying medical conditions
that may be contributing to the symptoms?

•

What medications (including any complementary
therapies) are they currently using?

•

How frequently do they use alcohol and/or
illicit drugs?

No depressive symptoms – what else might
be going on? If the person’s responses to the
questionnaire do not indicate the presence of
depressive symptoms:
•
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they may be reluctant to open up or may feel
uncomfortable disclosing to you that they are
feeling depressed

•

consider whether the person may be
experiencing diabetes distress (see Box 6.2 and
Chapter 3), elevated anxiety symptoms (see
Chapter 7), or another psychological problem.

Box 6.3

If any of these assessments are outside
your expertise, you need to refer the
person to another health professional
(see ASSIGN).

Suicide

Whenever you suspect that a person is
experiencing depression, or they appear to
be feeling despair, unbearable pain, hopeless,
trapped, or like they are a burden on others
or don’t belong, it is very important that you
have a conversation about it and assess their
risk of suicide. Making direct enquiries about
suicide does not prompt a person to start to
think about harming themselves.44 Instead,
addressing the issue is much more likely to
enhance their safety and prevent an attempt.45
Suicidality fluctuates and is influenced by such
things as:44

feeling like a burden on others
alcohol/substance use
intention/desire to die
family history of suicide
protective factors
recent help-seeking behaviours.
There are several questionnaires for assessing
suicide risk.47-49 These can be useful for
directing the conversation systematically but
there is a lack of evidence for their diagnostic
accuracy.45 These questionnaires cannot
replace clinical interview.

•

static risk factors, which are fixed and
historical in nature (e.g. family history of
depression, a history of self-harm or suicide
attempts, or previous experience of abuse)

4. Collect and document relevant information
(e.g. the person’s medical history, current
physical and mental state, and evidence of
a suicide risk assessment).

•

dynamic risk factors, which fluctuate in
duration and intensity (e.g. substance use,
psychosocial stress, or suicidal ideation/
communication/intent)

5. Arrange additional psychological or
psychiatric assessment

Policies and procedures for conducting a
suicide risk assessment vary between settings,
but this is a general guide46:
1. Assess and ensure safety (the person with
diabetes, yourself, and others).
2. Establish rapport (non-judgemental,
professionally empathetic, compassionate,
open body language, and active listening).
3. Assess the suicide risk, including factors
such as:
any history of suicide attempts
any history of mental disorders
the existence of a suicide plan
access to the means to complete
the plan
duration and intensity of the
suicidal ideation
hopelessness or feeling trapped
lack of belonging, feeling alone
or alienated

6. Develop a safety plan with the person50 (i.e.
a written list of coping strategies and support
services to which the person can refer when
they are having suicidal thoughts).
7. Reassess as necessary and ensure that
follow-up care is provided: for people who
are at high risk, reassess within 24 hours; for
moderate risk, reassess within one week;
and low risk, reassess within one month.
If a person is actively suicidal: provide or
arrange continuous supervision.
If a person is in immediate danger: follow
your workplace’s emergency protocol. In the
absence of a formal written procedure contact
the nearest Mental Health Crisis Intervention
Team and/or refer to the nearest Accident and
Emergency Department.
Keep in mind that some individuals may decide
not to share their suicide plans and deny they
have suicidal thoughts.
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How can I support
a person with
depression?

Next steps: ASSIST or ASSIGN?
•

ADVISE

the needs and preferences of the
person with diabetes

Now that you have identified that the person is
experiencing depressive symptoms, you can
advise them on the options for next steps and
then, together, decide what to do next.

your qualifications, knowledge,
skills and confidence to address
depressive symptoms

•

the severity of the depressive
symptoms, and the context of
the problem(s)

Explain that their responses to the PHQ-9
indicate they are experiencing depressive
symptoms, and also that:

whether other psychological
problems are also present, such as
diabetes distress (see Chapter 3) or
an anxiety disorder (see Chapter 7)

they may have major depression,
which will need to be confirmed with
a clinical interview
depressive symptoms fluctuate dependent
on life stressors and that it may be
necessary to reassess later (e.g. once the
stressor has passed or is less intense).
•

Elicit feedback from the person about their
score (i.e. whether the score represents their
current mood).

•

Explain what major depression is, and how it
might impact on their life overall, as well as on
their diabetes management.

•

Advise that depression is common and that
help and support are available; depression is
treatable and can be managed effectively.

•

Recognise that identification and advice alone
are not enough; explain that treatment will be
necessary and can help to improve their life
overall, as well as their diabetes management.

•

Offer the person opportunities to ask questions.

•

Make a joint plan about the ‘next steps’
(e.g. what needs to be achieved to reduce
depressive symptoms and the support they
may need).
If the depression is clearly related to
a particular stressor (e.g. financial
or relationship problems), take into
account the severity and likely duration
of the problem, as this will help to inform
the action plan.
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The decision about whether you support
the person yourself or involve other
health professionals will depend on:
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your scope of practice, and whether
you have the time and resources to
offer an appropriate level of support.
•

If you believe referral to another health
professional is needed:
explain your reasons (e.g. what the
other health professional can offer
that you cannot)
ask the person how they feel about
your suggestion
discuss what they want to gain from
the referral, as this will influence to
whom the referral would be made.

ASSIST

Box 6.4

Neither mild nor major depression is likely to
improve spontaneously,51 so intervention is
important. The stepped care approach provides
guidance on how
to address depressive symptoms and depression
in clinical practice.52,53
Once depression has been confirmed by a
clinical interview, and if you believe that you
can assist the person:
•

It is not within the remit of this handbook
to recommend specific pharmacological
or psychological treatments for depression
in people with diabetes. Here are some
general considerations based upon
the evidence availableg at the time this
handbook was published:
•

A combination of psychological
intervention and pharmacological
treatment is recommended for
people with recurrent depression
and major depression.52

•

Psychological intervention and/or
pharmacological treatment should be
implemented through stepped care and/
or collaborative care approaches.52,54

•

Cognitive behavioural therapy
(CBT) is the most effective
psychological intervention.52

•

Antidepressant medications are
only effective for people with
moderate-to-severe depression,
not mild depression.55

•

Selective serotonin re-uptake inhibitors
(SSRIs) are the most effective
pharmacological treatment for
depression in people with diabetes.52

•

When combined with diabetes selfmanagement education, psychotherapy
is most effective for reducing depressive
symptoms and HbA1c.56

•

Some antidepressant medications can
have adverse side effects (e.g. weight
gain, metabolic abnormalities) and are
associated with insulin resistance.57
Consider the risks and benefits before
prescribing these medications, as they
may not be appropriate for some people
with diabetes.55,57

Explain the appropriate treatment options
(see Box 6.4), discussing the pros and cons
for each option, and taking into account:
the context and severity of the depression
the most recent evidence about effective
treatments (e.g. a collaborative and/or a
stepped care approach)
the person’s knowledge about, motivation,
and preferences for, each option.

•

Offer them opportunities to ask questions.

•

Agree on an action plan together and set
achievable goals for managing their depression
and their diabetes. This may include adapting
the diabetes management plan if the
depression has impeded their self-care.

•

Provide support and treatment appropriate
to your qualifications, knowledge, skills and
confidence. For example, you may be able
to prescribe medication but not undertake
psychological intervention or vice versa.

•

Make sure the person is comfortable with
this approach.

•

At the end of the conversation, consider giving
them some information to read at home. At the
end of this chapter, there are several resources
that may be helpful for a person with diabetes
who is experiencing depression or depressive
symptoms. Select one or two of these that
are most relevant for the person; it is best not
to overwhelm them with too much information.

Some people will not want to proceed with
treatment, at first. For these people, provide
ongoing support and counselling about
depression, to keep it on their agenda. This will
reinforce the message that support is available and
will allow them to make an informed decision to
start treatment in their own time.

T
 reating depression
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ASSIGN

their depression, they may need a
new diabetes management plan that
is better suited to their needs and
circumstances at the time. This
might require collaboration with a
GP or diabetes specialist (e.g. an
diabetologist, diabetes specialist
nurse, and/or dietitian).

The vast majority of specialist diabetes services in
the UK do not have an integrated mental health
professional, such as a clinical psychologist, to
refer to.58 Therefore, the majority of referrals will
be made to professionals outside the diabetes
service. These might include:
•

•

•

•

•

A general practitioner to undertake a clinical
interview and diagnose major depression,
and/or a referral to an appropriate mental
health professional, and prescribe and
monitor medications. An extended
appointment is recommended.
A psychologist to undertake a clinical
interview and provide psychological therapy
(e.g. cognitive behavioural therapy or
interpersonal therapy).
A psychiatrist to undertake a clinical
interview, and prescribe and monitor
medications. A GP referral is usually required
to access a psychiatrist. Referral to a
psychiatrist is likely to be necessary for
complex presentations (e.g. if you suspect
severe psychiatric conditions, such as
bipolar disorder or schizophrenia, or
complex co-morbid medical conditions).
Community Mental Health Teams can
help the person find ways to effectively
manage situations that are contributing to their
depression or inhibiting their treatment (e.g.
trauma or life stresses), using psychologicallybased therapies and skills training (e.g.
problem solving and stress management).
Improving Access to Psychological
Therapies – Long Term Conditions
(IAPT-LTC) are accessible in some areas
in England. These services focus on people
with long term conditions, including diabetes.
(Local contact details can be found online on
the NHS website.

See Chapter 9 for guidance about preparing
mental health referrals and what to say to the
person with diabetes about why you are making
the referral.
If possible, consider referring the
person to health professionals who
have knowledge about, or experience
in, diabetes. For example, if their
diabetes management is affected by
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If you refer the person to another health
professional, it is important:
•

that you continue to see them after
they have been referred so they are
assured that you remain interested
in their ongoing care

•

to maintain ongoing communication
with the health professional to
ensure a coordinated approach.

ARRANGE
Depending on the action plan and the need for
additional support, it may be that more frequent
follow-up visits or extended consultations
are necessary until the person feels stronger
emotionally. Encourage them to book a follow-up
appointment with you within an agreed timeframe
to monitor progress and address any issues
arising. Telephone/ video conferencing, or
text or email contact may be a practical and
useful way to provide support in addition to
face-to-face appointments.
Mental health is important in its own right but it is
also likely to impact on the person’s diabetes selfmanagement and their physical health. Therefore,
it is important to follow up to check that they have
engaged with the agreed treatment.
At the follow-up appointment, revisit the plan and
discuss any progress that has been made. For
example, you might say something like, ‘When I
saw you last, you were feeling depressed. We
made a plan together to help you with that and
agreed that [you would make an appointment to
see a psychologist, and I wrote a referral letter
How has this worked out for you?’
“A lot of the time people feel like they’re
alone. Having someone say “that’s actually
really common” is a really comforting thing
to hear.”
(Person with type 1 diabetes)
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Case Study
do it, it’s not that hard, you’ll enjoy it once
you’re outside”. But then I can’t bring myself
to leave the house.’ Julie says she feels guilty
for not exercising and has begun eating late
at night, which she feels ashamed about. She
worries about her weight but when she feels
down, she eats more. She feels unsure about
how to break herself out of this cycle.
Robert is concerned about Julie’s struggles
with motivation and about the impact her
recent changes in behaviour and thought
patterns will have on her diabetes if they
continue in the longer term.

Julie
65-year-old woman living alone

ASSESS

Type 2 diabetes, managed with diet and
exercise; history of depression
Health professional: Dr Robert Stevens (GP)

Be AWARE
When Julie arrives for her routine check-up,
Robert notices signs that she isn’t her usual
self: she is not wearing make-up, has dark
circles under her eyes, and she doesn’t greet
him with her usual cheerfulness. He asks
her how she has been, and she shrugs her
shoulders replying, ‘You know how it is, just
a bit tired, I need a holiday I think’. As the
discussion moves on to her general physical
health and diabetes management, Robert
notes that Julie mentions again that she is tired,
which has prevented her from exercising, and
as a result her blood glucose has been a bit
higher than usual and she has gained a couple
of kilograms.

ASK
When Robert enquires further using openended questions, Julie confides that in the
past she had enjoyed exercising with a friend,
but over the past month she has found herself
making excuses not to leave the house. ‘I
just can’t get motivated to exercise at the
moment. I feel awful when I cancel my walks
with Fran, but I’m just too tired these days
– it feels like a chore. And I tell myself, “just

Robert knows that Julie has a history of
depression and wonders whether her negative
thoughts about herself, her low mood, the
changes in her eating and exercise patterns,
and her tiredness might be linked. He invites
Julie to complete the PHQ-9. Julie’s score of
18 suggests she is experiencing moderately
severe depressive symptoms. Because of her
high PHQ-9 score, he also conducts a suicide
risk assessment, and finds Julie to be at low
risk of suicide.

ADVISE
Robert explains the PHQ-9 score to Julie and
asks her if this fits with how she has been
feeling lately. Julie says that she recognises the
symptoms she has been experiencing from a
couple of years ago when she was depressed
after separating from her husband. Robert
asks Julie whether she had sought help for
the depression at the time and whether she
had needed antidepressants. Julie says she
had consulted a psychologist who had been
able to help her without antidepressants. He
asks Julie whether this would be a good option
for her this time. They agree that it will be the
best course of action for Julie to return to the
same psychologist, as they have a previously
established rapport. The psychologist will
conduct a formal assessment and discuss
a treatment plan with Julie.
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ASSIGN

ARRANGE

With Julie’s permission, Robert makes contact
with the psychologist to check that the referral
was received and that an appointment can be
made within an appropriate timeframe.

Robert encourages Julie to make another
appointment to see him after she has met the
psychologist to update him on her progress
and assess whether there is a need for
antidepressants at that stage. He also invites
her to see him sooner if she needs to.
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Case Study
time for the questionnaire, Thomas tells Luke:
‘We’ve added something new to our annual
assessments. We know that living with
diabetes can be challenging and can, at
times, feel like a burden for many people. So
we’ve put together a brief set of questions
about how living with diabetes affects your
life and well-being. It will help us to know
whether there are any specific issues you’re
facing at the moment so that we can help
you live well with diabetes. The questionnaire
takes about 10 minutes, there’s no writing –
you just have to tick the boxes. You can do
it now while you’re waiting to see Glenn. Will
you fill in the questionnaire?’ Luke agrees.

Luke
24-year-old man living with his older
brother Type 1 diabetes (diagnosed
23 years ago)

ASSESS

Health professionals: Dr Glenn Jin
(Consultant Diabetologist) and Thomas
Mitchell (Diabetes Specialist Nurse)

Be AWARE
Glenn is aware that people with diabetes are
at a higher risk of emotional problems. He has
decided to add a mental health questionnaire
to the annual review process at his diabetes
clinic. The questionnaire includes the Problem
Areas in Diabetes (PAID) scale (to assess
diabetes distress) and PHQ-2.
Thomas is a diabetes nurse working at the
clinic who assists with some of the physical
health checks. He has been given the task of
explaining the purpose of the questionnaire and
encouraging people to complete it on a tablet
computer in the waiting room while awaiting
their appointment. The person’s questionnaire
responses are automatically saved and
summarised in their chart, for discussion
during the appointment.

ASK
During Luke’s annual review, Thomas asks
him some general questions about his health
and well-being but Luke does not seem to
be in the mood for talking. When it comes

At the appointment, Glenn quickly looks over
the questionnaire responses. Luke’s PAID
score does not indicate a problem that needs
immediate attention and he confirms this with
Luke. However, Luke’s PHQ-2 score indicates
that he is likely to be experiencing depression.
Glenn asks Luke about how he felt completing
the questionnaire, and Luke replies, ‘It was
OK, y’know, a bit different, but OK’. Glenn
says to Luke, ‘Looking at your responses, it
looks like you’ve been feeling down over the
past two weeks and not very interested in
things. What’s going on Luke?’ Luke tells him
that he lost his job about six months ago, and
he couldn’t find work, which has affected his
moods and relationships: ‘I can’t do anything
right can’t find a job… then my girlfriend left
me… and I’m sleeping on my brother’s couch
Because I couldn’t pay the rent…, I’m such
a loser, I feel completely worthless’.
Glenn acknowledges that Luke seems to
have had a tough time lately, and that it is
understandable that he has been feeling
down. He explains to Luke that he may be
experiencing depression and that help is
available. Glenn asks Luke whether he has
been diagnosed with depression before; Luke
has not. Glenn then asks Luke to complete
a few more questions to help him to be sure.
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Luke agrees, so Glenn gives him a copy of the
PHQ-9. Luke’s PHQ-9 score is 23, indicating
severe depressive symptoms. As Luke’s score
on item 9, ‘Thoughts that you would be better
off dead or of hurting yourself in some way’,
was 2 (‘More than half the days’), Glenn also
conducts a suicide risk assessment, and finds
Luke to be at moderate risk.

ADVISE
Glenn explains the scores to Luke and gives
him some information about depression,
including the phone number for Samaritans.
Glenn tells Luke that depression is treatable
and explains the various options available. He
advises Luke to visit his GP and the reasons
for this – the GP will help him to access the
most appropriate treatment (e.g. psychological
intervention and/or medication). He invites Luke
to ask questions.

ASSIGN
Glenn writes a letter of referral to Luke’s GP,
and includes a copy of his PHQ-9 score and
interpretation with the letter. He encourages
Luke to make an extended appointment to
see his GP as soon as possible, preferably in
the next few days. With Luke’s permission, he
contacts the GP to make sure that a timely
appointment is made available to Luke.

ARRANGE
Glenn asks Luke to come back to see him
next month, so he can see how he is getting
on with his GP. They will also continue with his
annual diabetes review and consider whether
any changes are needed to his diabetes
management plan while Luke is receiving
support for the depressive symptoms.

ASSIST
Glenn checks whether Luke has a GP that
he would be comfortable to speak with, and
whether he is ok to do so. Luke agrees to
both queries. Glenn also asks Luke if there
is someone in his life (e.g. a friend or family
member) that he can talk to, if he has thoughts
about ending his life. Luke says that he has a
good relationship with his brother who is very
understanding and supportive. He will talk with
him or call Samaritans about how he is feeling
if things get too much. Glenn discusses other
suicide risk mitigation strategies with Luke;
together they develop a safety plan.
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Questionnaire

Patient Health Questionnaire Nine (PHQ-9)

Instructions: For each statement, please tick the box below that best corresponds to your
experience in the last two weeks.
Over the last 2 weeks, how often have you been
Not at all
bothered by any of the following problems?		

Several
days

More than
Nearly
half the days every day

1	Little interest or pleasure in doing things

0

1

2

3

2	
Feeling down, depressed, or hopeless

0

1

2

3

3	
Trouble falling or staying asleep, or sleeping
too much

0

1

2

3

4

0

1

2

3

5	
Poor appetite or overeating

0

1

2

3

6	
Feeling bad about yourself – or that you are a
failure or have let yourself or your family down

0

1

2

3

7	
Trouble concentrating on things, such as reading
the newspaper or watching television

0

1

2

3

8	
Moving or speaking so slowly that other people
could have noticed? Or the opposite – being
so fidgety or restless that you have been
moving around a lot more than usual

0

1

2

3

9	
Thoughts that you would be better off dead
or of hurting yourself in some way

0

1

2

3

Feeling tired or having little energy

(Office use only) Total score =
Not difficult Somewhat Very
at all
difficult
difficult

		

Extremely
difficult

If you checked off any problems, how difficult
have these problems made it for you to do your
work, take care of things at home, or get along
with other people?
Developed by Drs Robert L Spitzer, Janet BW Williams, Kurt Kroenke and colleagues, with an educational grant from Pfizer Inc. No permission is required to
reproduce, translate, display or distribute. See: www.phqscreeners.com
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Background

PHQ-9 Depressive Proposed treatment
total
symptom actions61
score severity

The PHQ-9 is a nine-item questionnaire for
assessing depressive symptoms and their
severity.35,59 It has been validated for use
with people with diabetes.60 Each of the nine
items corresponds with a DSM-53 criterion
for depression.
It is freely available online in more than 40
languages, quick to administer, and easy to
score and interpret. Many of the translations
are linguistically valid, but not all have been
psychometrically validated against a diagnostic
interview for depression59 and few have been
validated in people with diabetes.41

How to use the PHQ9 in clinical practice
Respondents are asked to indicate how frequently
they are bothered by each of the nine items (each
describing a different symptom of depression).35,61
Items are scored on a scale from 0 (not at all) to 3
(nearly every day).61
An additional supplementary item (which does not
contribute to the total score) can also be asked
to evaluate the level of social or occupational
difficulty caused by the depressive symptoms. This
question appears in the version on the website,63
and has been included in the questionnaire.
For tips about using questionnaires,
see ‘Using questionnaires to inform
consultations’ (Chapter 1).

Interpretation of scores
The scores for each item are summed to generate
a total score (range: 0-27).61 Depressive symptom
severity is indicated by the PHQ-9 total score.36
Generally, a PHQ-9 total score of 10 or more is an
indicator of likely depression,35 and needs to be
followed up with a clinical interview.
If the person scores 1 or more on item
9 (referring to suicidal ideation), further
assessment for risk of suicide or selfharm is required, irrespective of the
total score.35
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0-4

None –
minimal

None

5-9

Mild

Watchful waiting; repeat
PHQ-9 at follow-up

10-14

Moderate

Treatment plan, consider
counselling, follow-up
and/or pharmacotherapy

15-19

Moderately
severe

Active treatment with
pharmacotherapy
and/or psychotherapy

Severe

Immediate initiation of
pharmacotherapy and,
if severe impairment
or limited response
to therapy, expedited
referral to a mental
health specialist
for psychotherapy
and/or collaborative
management

20-27

Additional information
Alternative cut-off values: For people with
diabetes in specialised clinics (usually those with
severe complications), a cut-off value of 12 or
more has been recommended due to the overlap
between symptoms of depression and diabetes.60
For older people with diabetes in general practice,
a cut-off of 7 or more has been recommended.62
Short form – PHQ-2
•

The PHQ-263 consists of two items from the
PHQ-9: item 1, ‘Little interest or pleasure in
doing things’, and item 2, ‘Feeling down,
depressed, or hopeless’.

•

The timeframe and response options are the
same as for the PHQ-9.

•

The two item scores are summed to form a
total score. Total scores of 3 or more warrant
further assessment for depression.61
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Resources
Guidelines and recommendations

For health professionals

National Institute for Health and Clinical
Excellence (Guideline 91): Depression in adults
with a chronic physical health problem: recognition
and management. Published October 2009.
https://www.nice.org.uk/guidance/cg91

Peer-reviewed literature
•

Depression and diabetes: treatment
and health-care delivery
Description: This paper makes
recommendations for clinical practice for
addressing depression and diabetes.

National Institute for Health and Clinical
Excellence (Guideline 90): Depression in adults:
recognition and management. First published:
October 2008. Last updated April 2018.
https://www.nice.org.uk/guidance/cg90

Source: Petrak F, Baumeister H, et al.
The Lancet Diabetes & Endocrinology.
2015;3:472-85.
•

Books

The confusing tale of depression and
distress in patients with diabetes

•

Description: A commentary on
diabetes distress and depression, and
recommendations for clinical practice.

Lloyd CE, Pouwer F, et al., editors.
London: Springer; 2013

Source: Fisher L, Gonzalez JS, et al.
Diabetic Medicine. 2014;31:764-772.
•

•

Depression in diabetes mellitus: to
screen or not to screen? A patientcentred approach
Description: A review article discussing
methods for routinely screening for depression
in people with diabetes.
Source: Van der Feltz-Cornelis CM. British
Journal of Diabetes & Vascular Disease.
2011;11:276-281.

•

Screening for depression and other
psychological problems in diabetes:
a practical guide.

Management of mental disorders
(fifth edition)
Description: A book that provides practical
guidance for clinicians in recognising and
treating mental health problems, including
depression. The book also includes
worksheets and information pamphlets
for people experiencing these problems
and their families.
Source: Andrews G, Dean K, et al.
CreateSpace. 2014.

Safety planning intervention: a brief
intervention to mitigate suicide risk
Description: This paper describes how to
develop a safety plan to mitigate suicide risk.
Source: Stanley B, Brown GK. Cognitive and
Behavioral Practice. 2012;19(2):256-64.

Additional information: Sections of this book
(e.g. treatment manuals and worksheets) are
freely available to download from the ‘Support
for clinicians’ section on the Clinical Research
Unit for Anxiety and Depression (CRUfAD)
website at www.crufad.org

Additional information: Information
about safety planning from the same
authors can also be accessed at
www.suicidesafetyplan.com
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For people with diabetes
Select one or two resources that are
most relevant and appropriate for the
person. Providing the full list is more
likely to overwhelm than to help.

Organisations
•

A website page giving information and ideas
of ways to access emotional support
Website: https://www.diabetes.org.uk/guideto-diabetes/life-with-diabetes/emotional-issues

Information
Books and Fact Sheets
•

•

Depressive Illness: The Curse of the
Strong (3rd Edition). Tim Cantopher 2016,
Sheldon Press, ISBN: 978-1847092359
Consultant Psychiatrist, Tim Cantopher guides
the reader through the nature of depression,
its history,symptoms, causes and treatments.
He covers the latest information on
medications, and new guidelines about
how best to manage depression.

Diabetes & Wellbeing: Managing the
Psychological and Emotional Challenges
of Diabetes Types 1 and 2.
Dr Jen Nash 2013, Wiley-Blackwell,
ISBN: 978-1119967187.

Website: https://www.rethink.org/diagnosistreatment/conditions/depression
Support and Peer Support
•

NHS ‘Moodzone’: dedicated pages on the
NHS website for mental health, including
anxiety, depression, self-help and how to get
urgent mental health help when necessary.
https://www.nhs.uk/conditions/stress-anxietydepression/

•

Samaritans:
Description: 24 hours a day national UK
confidential emotional support for those
in distress or despair, including those with
depression. Trained volunteers are available
on telephone, email, face to face and text

Written by a Clinical Psychologist who lives
with Type 1 diabetes, this book explores
how to overcome the emotional and
psychological challenges of living with
diabetes. Includes Chapter 4 ‘Depression,
Low Mood and Burnout’
Website: https://www.wiley.com/engb/
Diabetes+and+Wellbeing:+Managing+
the+Psychological+and+Emotional+
Challenges+of+Diabetes+Types+1+and+
2-p-9781119967187
•

•

Tel: 116 123
Email: jo@samaritans.org
Website: www.samaritans.org
•

MIND:
Description: Mental health charity offering
information and telephone and online support,
including discussion forum

Diabetes and Depression Fact Sheet
Description: A fact sheet to accompany this
guide with information and self-help ideas

Tel: 03001233393

Website: www.diabetes.org.uk/emotionalhealth-professionals-guide

Website: www.mind.org.uk

Depression and Low Mood: An NHS
Self-Help Guide:

Email: info@mind.org.uk
•

A booklet from the Northumberland Tyne
and Wear NHS Trust containing information
and practical ways to manage depression
and low mood.
Website: https://web.ntw.nhs.uk/selfhelp/
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Rethink Mental Illness.
Description: An organization giving
information and support to people with
mental illness, including depression

Website: http://www.sheldonpress.co.uk/
depressive-illness
•

Diabetes UK information on emotional
wellbeing and support:
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Rethink Mental Illness Advice and
Helplines and Support Groups
Description: Rethink provides a national and
some local telephone Helplines for people
living with mental illness including depression
Website: https://www.rethink.org/servicesgroups/service-types/advice-and-helplines

•

Improving access to psychological
therapies (IAPT) :
IAPT is an NHS service providing treatment for
depression. There is a search function to find
local IAPT services on the NHS website:
Website: https://www.nhs.uk/ServiceSearch/Psychological-therapies-(IAPT)/
LocationSearch/10008

•

Peer Support Fact Sheet
Description: A fact sheet to accompany this
guide, giving information about ways to access
peer support and its benefits
Website: www.diabetes.org.uk/emotionalhealth-professionals-guide

•

Diabetes UK Forum:
An online discussion forum for people living
with diabetes to access information and
support, with many different topics being
discussed. The Welcome page explains more
about it and where to find support for specific
aspects of diabetes, including depression
Website: https://forum.diabetes.org.uk/
boards/forums/welcome-and-gettingstarted.37/
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7
Anxiety disorders
Key messages
•

An anxiety disordera is a psychological condition indicated by frequent, intense and
excessive worry, occurring for at least six months, and substantially affecting daily
functioning and causing significant distress. It includes feeling nervous, anxious or on
edge, and not being able to stop or control these feelings.

•

Moderate-to-severe anxiety symptoms, an indication of an anxiety disorder, affect
one in five people with insulin-treated Type 2 diabetes, and one in six with Type 1
diabetes or non-insulin-treated Type 2 diabetes; this is within the range of general
population estimates.

•

Elevated anxiety symptoms in people with diabetes:
are associated with sub-optimal diabetes self-management and metabolic
outcomes, diabetes complications, depressive symptoms, and impaired quality of life
can be difficult to recognise, as severe anxiety and panic attacks share some similar
physical symptoms to hypoglycaemia (e.g. sweating, increased heart rate, shaking
and nausea).

•

A brief questionnaire, such as the Generalized Anxiety Disorder Seven (GAD-7), can be
used for identifying people with elevated anxiety symptoms. However, a clinical interview
is needed to confirm an anxiety disorder.

•

Anxiety disorders can be treated effectively (e.g. with psychological therapies
and medications).

Practice points
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•

Assess people with diabetes for elevated anxiety symptoms using a brief
validated questionnaire; remember that anxiety disorders need to be confirmed
by a clinical interview.

•

Treatment of an anxiety disorder will depend on severity, context and the preferences of
the individual. Helping people with an anxiety disorder to access suitable treatment may
require a collaborative care approach beginning with the person’s GP.

•

Remain mindful that elevated anxiety symptoms also need attention, as they can develop
into an anxiety disorder.
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How common are elevated symptoms
of anxiety?

Type 1 diabetesb,1

Type 2 diabetes (insulin)b,1

Type 2 diabetes (no insulin)b,1

What is an anxiety disorder?
An anxiety disorder is a psychological condition
characterised by persistent and excessive
anxiety and worry.2 This is also known as clinical
anxiety. The worry is accompanied by a variety
of symptoms3
•

emotional (feeling uneasy, worried, irritable
or panicked, including experiencing
panic attacks)

•

cognitive (thinking that one cannot cope,
or having difficulty concentrating)

•

behavioural (aggression, restlessness,
fidgeting or avoidance)

•

physical (a rapid heartbeat, trembling,
dizziness, sweating or nausea).

In contrast to non-clinical anxiety, which is a
normal response to a perceived threat or stressful
situation, an anxiety disorder is problematic as
it affects day-to-day functioning and causes
significant distress.3 It cannot be attributed to the
effects of a substance (e.g. medication), a medical
condition (e.g. hyperthyroidism), or another mental
health problem (e.g. depression).
Anxiety disorders can take many forms, including:2,3
•

generalised anxiety disorder: intense excessive
and daily worries about multiple situations

•

social anxiety disorder: intense excessive fear
of being scrutinised by other people, resulting
in avoidance of social situations

•

panic disorder: recurrent, unpredictable, and
severe panic attacks

•

specific phobia: intense irrational fear of
specific everyday objects or situations (e.g.
phobia of spiders, injections, or blood).

The ‘gold standard’ for diagnosing an anxiety
disorder is a standardised clinical diagnostic
interview, for example the Structured Clinical
Interview for DSM Disorders (SCID; www.scid5.
org). Comprehensive descriptions of anxiety
disorders, symptoms and diagnostic criteria are
included in the Diagnostic and Statistical Manual
of Mental Disorders, 5th edition (DSM-5)3 and the
International Statistical Classification of Diseases
and Related Health Problems, 10th revision (ICD10).2 For example, generalised anxiety disorder is
indicated by persistent and excessive anxiety and
worry that is difficult to control, occurring more
days than not, in addition to three or more of the
following symptoms being present on more days
than not, for at least six months:3
• restlessness or feeling ‘on edge’
• being easily fatigued
• difficulty concentrating or mind going blank
• irritability
• muscle tension
• sleep disturbance (difficulty falling or staying
asleep, or restless, unsatisfying sleep).
People with an anxiety disorder may experience
panic attacks, which are sudden surges of
intense fear. The symptoms of panic attack vary
from person to person but commonly include
a combination of: quickened heartbeat, heart
palpitations, shortness of breath, dizziness,
nausea, sweating, shaking, dry mouth, numbness
sensations, hot flushes or cold chills, feelings of
choking, derealisation (feelings of detachment from
one’s surroundings), depersonalisation (feeling
detached from oneself), and fear of ‘going crazy’,
‘losing control’, fainting, or dying.2,3
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A subthreshold anxiety disorder is characterised
by the presence of elevated anxiety symptoms
that do not meet the full diagnostic criteria for
an anxiety disorder. Although less severe, such
symptoms are typically persistent, can also cause
significant burden and impairment,4 and deserve
attention in clinical practice.

In people with diabetes, elevated anxiety
symptoms are associated with adverse medical
and psychological outcomes, including:
•

sub-optimal self-management and unhealthy
behaviours (e.g. reduced physical activity,
smoking, or heavy use of alcohol)6-12

•

elevated HbA1c6,13-15 and other sub-optimal
metabolic indicators (e.g. higher BMI, waisthip ratio, waist circumference, triglycerides, or
blood pressure; lower HDL cholesterol)6,7,9,16

•

increased prevalence of diabetes-related
complications and co-morbidities8,12,17,18

•

the presence of depressive symptomsc,12,15
and impaired quality of life.15,19,20

Anxiety disorders in people
with diabetes
Diabetes is associated with both elevated anxiety
symptoms and anxiety disorders.5 This relationship
may be bi-directional but this has not been
confirmed, as most studies have been crosssectional.5 Therefore, it is possible that people with
elevated anxiety symptoms or an anxiety disorder
may be at increased risk of developing Type 2
diabetes, while having Type 1 or Type 2 diabetes
may place people at increased risk of developing
elevated anxiety symptoms or an anxiety disorder.
Overall, the prevalence of elevated anxiety
symptoms and anxiety disorders in people with
diabetes is within the range of general population
estimates.5 Further research is needed regarding
the specific types of anxiety disorders associated
with Type 1 and Type 2 diabetes.5
Many factors may contribute to the development
of elevated anxiety symptoms or an anxiety
disorder. These include: personal or family history,
personality, stressful life circumstances, substance
use, and physical illness.4 Diabetes may be
completely unrelated for some people, while for
others, it may be a contributing factor. As various
factors can contribute, the exact cause will be
different for every person.4
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People with a co-existing anxiety
disorder and depressive symptoms are
likely to experience greater emotional
impairment and take longer to recover.21

7 As model: Anxiety disorders
This dynamic model describes a seven-step process that can be applied in clinical practice.
The model consists of two phases:
•

How can I identify depressive symptoms?

•

How can I support a person with depression?

Apply the model flexibly as part of a person-centred approach to care.

ARRANGE
follow-up care

ASSIST with
developing an
achievable
action plan

Assist

ADVISE about
elevated anxiety
symptoms

Arrange

Assign

Advise

Aware

Be AWARE that
people with diabetes
may experience elevated
anxiety symptoms

Ask

ASSIGN to
another health
professional

Assess

ASK about
elevated anxiety
symptoms

ASSESS for elevated
anxiety symptoms
using a validated
questionnaire

How can I identify elevated anxiety symptoms?
Be AWARE
Anxiety disorders have emotional, cognitive,
behavioural and physical symptoms. Some
common signs to look for include: excessive and
persistent worry, panic attacks, and irritability. Also,
look for signs that the person is not coping, such
as disturbed sleep. Each person will experience
different symptoms of an anxiety disorder.
Two classification systems are commonly used for
diagnosing anxiety disorders: DSM-53 and ICD10.2 Consult these for a full list of symptoms

and the specific diagnostic criteria for each type of
anxiety disorder.
Anxiety symptoms may be mistaken
for symptoms of hypoglycaemia (and
vice versa). For example, pounding
heart, confusion, shaking, sweating,
dizziness, headache, and nausea are
symptoms of both hypoglycaemia
and panic attacks.22
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Consequently, elevated anxiety symptoms may be
overlooked or misinterpreted (e.g. as a physical
health condition) by people with diabetes and
health professionals, and anxiety disorders may
go unidentified and undiagnosed.22

ASK
You may choose to ask about elevated
anxiety symptoms:
•

•

when the person reports symptoms or
you have noted signs (e.g. changes in
mood/ behaviours)
at times when the risk of developing an
anxiety disorder is higher, such as:
during or after stressful life events
(e.g. bereavement, traumatic
experience, diagnosis of life-threatening
or long-term illness)
periods of significant diabetes-related
challenge or adjustment (e.g. following
diagnosis of diabetes or complications,
hospitalisation, or severe hypoglycaemia
with loss of consciousness)

•

if the individual has a history of anxiety
disorder(s) or other mental health problems

•

in line with clinical practice guidelines
Take the time to ASK about well-being
at every consultation. It is a good way
to create a supportive environment
and build rapport. It may also help you
gain some insight into things that may
be impacting on their diabetes selfmanagement and outcomes that may
not arise through discussion specifically
about the physical or medical aspects
of diabetes. For more information
about having conversations about
the emotional aspects of diabetes,
see Chapter 1.

There are various ways to ask about elevated
anxiety symptoms. You may choose to use
open-ended questions, a brief structured
questionnaire, or a combination of both.
Option 1: Ask open-ended questions
The following open-ended questions can be
integrated easily into a routine consultation:

•

‘I haven’t seen you for quite a while; tell me
about how you have been?’

•

‘I know we’ve talked mainly about your
diabetes management today but how have
you been feeling lately? Tell me about how
you have been feeling emotionally.’

If something during the conversation makes
you think that the person may be experiencing
elevated anxiety symptoms, ask more specific
questions, such as:
•

‘You seem to be worrying about many
different things in your life at the moment;
how is this affecting you?’

•

‘You mention that you’ve been [very tired,
feeling ‘on edge’/tense/stressed] lately.
There’s a lot we can do to help you with this,
so perhaps we could talk more about it?’

If the conversation suggests the person is
experiencing elevated anxiety symptoms, further
investigation is warranted (see ASSESS).
Option 2: Use a brief questionnaire
Alternatively, you can use a brief questionnaire
to ask about elevated anxiety symptoms in a
systematic way. Collectively, the following two
questions are referred to as the Generalized
Anxiety Disorder. Two (GAD-2) questionnaire.23
They are the core symptoms required for a
diagnosis of generalised anxiety disorder.
Over the
Not at
last two
all
weeks, how
often have
you been
bothered by
the following
problems?

Several More Nearly
days
than
every
half the day
days

Feeling
nervous,
anxious or
on edge

0

1

2

3

Not being
able to stop
or control
worrying

0

1

2

3

GAD-2: www.phqscreeners.com
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Instead of administering this as a
questionnaire, you could integrate these
questions into your conversation.
Sum the responses to the two questions to form
a total score. A total score of 3 or more indicates
elevated anxiety symptoms,23 further assessment
is warranted.
At this stage, it is advisable to ask whether they
have a current diagnosis of an anxiety disorder
and, if so, whether and how it is being treated.
If the total score is 3 or more, and the person
is not currently receiving treatment for an
anxiety disorder, you might say something like,
‘You seem to be experiencing some anxiety
symptoms, which can be a normal reaction
to […]. There are several effective treatment
options for anxiety, but first we need to find
out more about your symptoms. So, I’d like
to ask you some more questions, if that’s okay
with you’.
You may then decide to assess for an anxiety
disorder using a more comprehensive
questionnaire (see ASSESS). For information
about using questionnaires in clinical practice,
see Chapter 1.
If the total score is less than 3 but you
suspect a problem, consider whether the
person may be experiencing diabetes distress
(see Chapter 3), depression (see Chapter 6),
or another mental health problem.

ASSESS
Validated questionnaire
The seven-item Generalized Anxiety Disorder
questionnaire (GAD-7)24 was designed to identify
symptoms of generalised anxiety disorder. It is
also a helpful indicator of panic attack and social
anxiety.23,25 It is quick to administer and freely
available online (www.phqscreeners.com). Each
item is measured on a four-point scale, from 0 (not
at all) to 3 (nearly every day). Scores are summed
to form a total score ranging 0-21.
In the general population, GAD-7 scores are
interpreted as follows:26
•

0-4 indicates no anxiety symptoms
(or a minimal level)

•

5-9 indicates mild anxiety symptoms

•

10-21 indicates moderate-to-severe
anxiety symptoms.
Asking the person to complete the
GAD-7 can be a useful way to start
a dialogue about anxiety symptoms
and the effect they may have on
the person’s life and/or diabetes
management. It can also be useful
for systematically monitoring anxiety
symptoms (e.g. whether the symptoms
are constant or changing over a period
of time).
Remember that anxiety symptoms can
overlap with hypoglycaemia symptoms
(e.g. sweating, shaking). Therefore, take
care to consider the context of somatic
symptoms, as the GAD-7 items assess
symptoms but cannot attribute the
cause of the symptoms.
A GAD-7 total score of 10 or more must
be followed by a clinical interview using
DSM-53 or ICD-102 criteria to confirm an
anxiety disorder.

Additional considerations
What type of anxiety disorder is it and how
severe is it? If the GAD-7 indicates a possible
anxiety disorder, confirm this through discussion
about the symptoms and a clinical interview. For
example, is it generalised anxiety disorder, social
anxiety disorder, or panic disorder?27 It is important
to consider whether the person has multiple
co-morbid anxiety disorders.28
What is the context of the elevated anxiety
symptoms? Are there any (temporary or ongoing)
life circumstances that may be underlying the
elevated anxiety symptoms (e.g. a traumatic event,
chronic stress, changing/loss of employment,
financial concerns, or family/relationship
problems)? What social support do they have?
What role do diabetes-specific factors play
(e.g. fear of hypoglycaemia, see Chapter 4)?
Are there any factors (psychological,
physiological, or behavioural) that are
co-existing or may be causing/contributing
to the elevated anxiety symptoms?
This may involve taking a detailed medical history,
for example:
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•

•

•

Do they have a history (or family history) of
anxiety or another psychological problem?
For example, depression (see Chapter 6), past
trauma, bipolar disorder, alcohol or substance
abuse, or somatic symptom disorder.27 These
conditions must also be considered and
discussed where applicable (e.g. When and
how was it treated? Whether they thought this
treatment was effective? How long it took
them to recover?).
Is there an underlying medical cause for the
symptoms? For example, hypoglycaemia;
hyperthyroidism or hypothyroidism; an inner
ear, cardiac, or respiratory condition; vitamin B
deficiency; or medication side-effects.27

How can I support a
person with elevated
anxiety symptoms?
ADVISE
Now that you have identified that the person is
experiencing elevated anxiety symptoms, you can
advise them on the options for next steps and
then, together, decide what to do next.
•

Explore other potential contributers. For
example, what medications (including any
complementary therapies) are they currently
using? Do they use illicit drugs and/or
consume alcohol?

they may have an anxiety disorder,
which will need to be confirmed with
a clinical interview
anxiety symptoms fluctuate dependent on
life stressors and that it may be necessary
to reassess later (e.g. once the stressor
has passed or is less intense).

Is this person at risk of suicide?28 See Box 6.3
(in Chapter 6) for information about suicide risk
assessment.
No elevated anxiety symptoms – what else
might be going on? If the person’s responses
to the questionnaire do not indicate the presence
of elevated anxiety symptoms:
•

•

they may be reluctant to open up or may
feel uncomfortable disclosing to you that
they are anxious
consider whether the person may be
experiencing another psychological problem
(e.g. diabetes distress (see Chapter 3),
depression (see Chapter 6), or a diabetesspecific fear (see Chapter 4)).
If any of these assessments are outside
your expertise, you need to refer the
person to another health professional
(see ASSIGN).

Explain that their responses to the GAD-7
indicate they are experiencing elevated anxiety
symptoms, and also that:

•

Elicit feedback from the person about their
score (i.e. whether the score represents their
current mood).

•

Explain what an anxiety disorder is, and how it
might impact on their life overall, as well as on
their diabetes management.

•

Advise that anxiety disorders are common
and that help and support are available;
anxiety disorders are treatable and can be
managed effectively.

•

Recognise that identification and advice alone
are not enough; explain that treatment will be
necessary and can help to improve their life
overall, as well as their diabetes management.

•

Offer the person opportunities to ask questions.

•

Make a joint plan about the ‘next steps’ (e.g.
what needs to be achieved to reduce anxiety
symptoms and the support they may need).
If the person confirms elevated anxiety
symptoms in recent weeks, explore
whether it is related to a specific
temporary stressor (such as public
speaking) or a continuous stress (such
as ongoing work or financial problems),
as this will help to inform the action plan.
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the context and severity of the
anxiety disorder

Next steps: ASSIST or ASSIGN?
•

the most recent evidence about effective
treatments (e.g. a collaborative and/or a
stepped care approach)

The decision about whether you support
the person yourself or involve other
health professionals will depend on:
the needs and preferences of the
person with diabetes
your qualifications, knowledge, skills
and confidence to address elevated
anxiety symptoms
the severity of the anxiety
symptoms, and the context
of the problem(s)

the person’s knowledge about, motivation,
and preferences for, each option.
•

Offer them opportunities to ask questions.

•

Agree on an action plan together and set
achievable goals for managing their anxiety
disorder and their diabetes. This may include
adapting the diabetes management plan if the
anxiety disorder has impeded their self-care.

•

Provide support and treatment approaches
appropriate to your qualifications, knowledge,
skills and confidence. For example, you
may be able to prescribe medication but
not undertake psychological intervention
or vice versa.

•

Make sure the person is comfortable with
this approach.

•

At the end of the conversation, consider giving
them some information to read at home. At
the end of this chapter, there are several
resources that may be helpful for a person
with diabetes who is experiencing an anxiety
disorder. Select one or two of these that are
most relevant for the person; it is best not to
overwhelm them with too much information.

whether other psychological
problems are also present, such as
diabetes distress (see Chapter 3) or
depression (see Chapter 6)
your scope of practice, and whether
you have the time and resources to
offer an appropriate level of support.
•

If you believe referral to another health
professional is needed:
explain your reasons (e.g. what the
other health professional can offer
that you cannot)
ask the person how they feel about
your suggestion
discuss what they want to gain from
the referral, as this will influence to
whom the referral would be made.

ASSIST
Neither elevated anxiety symptoms or anxiety
disorders are likely to improve spontaneously29,
so intervention is important. The stepped care
approach provides guidance on how to address
elevated anxiety symptoms and anxiety disorders
in clinical practice.30-32

Some people will not want to proceed with
treatment, at first. For these people, provide
ongoing support and counselling about anxiety
disorders to keep it on their agenda. This will
reinforce the message that support is available and
will allow them to make an informed decision to
start treatment in their own time.

Once an anxiety disorder has been confirmed by
a clinical interview, and if you believe you can
assist the person:
•

Explain the appropriate treatment options
(see Box 7.1), discussing the pros and cons
for each option, and taking into account:
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Box 7.1

Treating anxiety disorders

It is not within the remit of this guide to
recommend specific pharmacological or
psychological treatments for anxiety disorders
in people with diabetes. Here are some general
considerations based upon the evidence
availabled at the time this guide was published:
•

•

•

First-line pharmacological treatment for
generalised anxiety disorder, social anxiety
disorder and panic disorder is usually
selective serotonin re-uptake inhibitors
(SSRIs).21,33 Pharmacological treatment
is not standard first-line treatment for
specific phobias.21
First-line psychological intervention for
generalised anxiety disorder, social phobia,
panic disorder and specific phobia is
usually cognitive behavioural therapy
(CBT).21,33 Where avoidance behaviour
is present, CBT should be combined
with exposure.33

•

Some medications used to treat mental
health problems (e.g. antidepressants,
anxiolytics, neuroleptics) can have adverse
side effects, such as weight gain and
metabolic abnormalities, and are associated
with insulin resistance.34 Benzodiazepines
are generally not recommended as a firstline treatment due to the risk of addiction.24
Before prescribing such medications,
consider the risks and benefits and their
appropriateness for the individual.

•

There is evidence for applying stepped
care and collaborative care models
for anxiety disorders in the general
population.30,31,35,36,39 A recent trial found
a stepped care approach to be effective
for reducing anxiety symptoms in people
with diabetes.32

•

Early intervention is likely to benefit people
with subthreshold anxiety disorder.9
Little research has been conducted into
the effectiveness of psychological and
pharmacological interventions.9 A stepwise
approach has been proposed, beginning
with watchful waiting and gradually
increasing the intensity of intervention
as symptoms persist or increase.9,40

•

A psychiatrist to undertake a clinical interview
and prescribe and monitor medications. A
GP referral is usually required to access a
psychiatrist. Referral to a psychiatrist is likely to
be necessary for complex presentations (e.g.
if you suspect severe psychiatric conditions,
such as bipolar disorder or schizophrenia, or
complex co-morbid medical conditions).

•

Community Mental Health Teams can help
the person find ways to effectively manage
situations that are contributing to their anxiety
or inhibiting their treatment (e.g. trauma or
life stresses), using psychologically-based
therapies and skills training (e.g. problem
solving and stress management).

The current evidence base does not
support combining pharmacological and
psychological approaches for generalised
anxiety disorder or social anxiety
disorder.21,33 Combined psychological
intervention and pharmacological
treatments can be beneficial for
panic disorder.21,33

ASSIGN
The vast majority of specialist diabetes services in
the UK do not have an integrated mental health
professional, such as a clinical psychologist, to
refer to. Therefore, the majority of referrals will
be made to professionals outside the diabetes
service. These might include: 39,40
A general practitioner to undertake a clinical
interview and diagnose major depression, and/
or make a referral to an appropriate mental
health professional, and prescribe and monitor
medications. An extended appointment
is recommended.
•
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A psychologist to undertake a clinical
interview and provide psychological therapy
(e.g. cognitive behavioural therapy or
interpersonal therapy).
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•

Improving Access to Psychological
Therapies – Long Term Conditions
(IAPT-LTC) are accessible in some areas in
England. These services focus on people
with long term conditions, including diabetes.
Local contact details can be found online
(see ‘Resources’ section).

See Chapter 9 for guidance about preparing
mental health referrals and what to say to the
person with diabetes about why you are making
the referral.

it is important to follow up to check that they have
engaged with the agreed treatment.
At the follow-up appointment, revisit the plan
and discuss any progress that has been made.
For example, you might say something like,
‘When I saw you last, you were feeling anxious.
We made a plan together to help you with
that and agreed that I would refer you to see
a psychologist. Have you had an appointment
with the psychologist]? How has this worked
out for you?’

If possible, consider referring the person
to health professionals who have
knowledge about, or experience in,
diabetes. For example, if their diabetes
management is affected by their anxiety
disorder, they may need a new diabetes
management plan that is better suited
to their needs and circumstances at the
time. This might require collaboration
with a GP or diabetes specialist
(e.g. an endocrinologist, diabetes
specialist nurse, and/or diabetes
specialist dietitian).
If you refer the person to another health
professional, it is important:
•

that you continue to see them after
they have been referred so they are
assured that you remain interested
in their ongoing care

•

to maintain ongoing communication
with the health professional to
ensure a coordinated approach.

ARRANGE
Depending on the action plan and the need for
additional support, it may be that more frequent
follow-up visits or extended consultations are
required until the person feels stronger emotionally.
Encourage them to book a follow-up appointment
with you within an agreed timeframe to monitor
progress and address any issues arising.
Telephone/ video conferencing may be a practical
and useful way to provide support in addition to
face-to-face appointments.
Mental health is important in its own right but it is
also likely to impact on the person’s diabetes selfmanagement and their physical health. Therefore,
Diabetes and emotional health: Chapter 7 – Anxiety disorders
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Case Study
the train to work in the city. It is physically and
mentally draining for Deepa i; it makes her feel
‘on edge’. Sometimes a quick blood glucose
check shows she is having a ‘hypo’, which
would explain her symptoms, but most of
the time her glucose levels are in target. Her
moods are affecting her relationship with her
partner, George, and this causes her even
more stress and worry.

Deepa
37-year-old woman living with her
partner, George
Type 1 diabetes, (diagnosed 21 years ago)
Health professional: Dr Ariadne Pappas
(Diabetologist)

Be AWARE
Deepa has not been feeling herself lately. She
finds herself worrying a lot about her diabetes
and other aspects of her daily life. Often she
feels irritable and tired for no reason, and
wonders if this is related to her diabetes (e.g.
lack of sleep due to late night hypoglycaemia).
She likes things in her life to be in order, so this
change from the ordinary concerns her. Deepa
tells Dr Pappas that she doesn’t know what to
do; she hopes that Dr Pappas will have some
answers for her. Dr Pappas listens to Deepa’s
concerns and acknowledges that some of the
symptoms may be related to Deepa’s diabetes.
However, Dr Pappas does not want to rule out
other causes yet because she is aware that
irritability and tiredness are common symptoms
of a range of conditions.

ASK
Through open-ended questions, Dr Pappas
learns more about Deepa ’s symptoms:
sometimes Deepa sweats or shakes, and when
this happens her heart beats faster than usual.
This has happened to Deepa a few times on
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ASSESS
Dr Pappas decides further assessment is
needed. She invites Deepa to complete two
screening questionnaires: for anxiety (GAD-7)
and depression (PHQ-9). Deepa scores 13 on
the GAD-7, suggesting that she is experiencing
moderate levels of anxiety symptoms. She
also scores 6 on the PHQ-9, indicating mild
depressive symptoms. Dr Pappas checks the
file for her most recent HbA1c and asks to
look atDeepa ’s recent blood glucose readings.
These and other assessments reveal no
physiological causes for the anxiety symptoms.

ADVISE
Dr Pappas explains the questionnaire scores to
Deepa and asks her if this fits with how she has
been feeling lately. She also explains to Deepa
the symptoms of anxiety and depression,
and reassures her that there are several
treatment options.
These include medication, psychological
therapy, or a combination of these. Deepa
appears interested in seeking treatment and
support. Dr Pappas advises Deepa to make
an appointment for an extended consultation
with her GP as soon as possible to discuss the
best treatment options for her. She explains
that a GP can diagnose the anxiety and, if
necessary, organise psychological treatment
and prescribe medication. She offers Deepa
plenty of opportunity to ask questions, and
Deepa agrees to see her GP. Dr Pappas gives
Deepa a copy of the ‘Diabetes and Anxiety’
Fact Sheet (see resources section).
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ASSIGN
With Deepa i’s permission, Dr Pappas writes
a letter to Deepa’s GP and includes the
scores and interpretation of the GAD-7
and PHQ-9 questionnaires.

ARRANGE
Dr Pappas and Deepa agree that Dr Pappas
will write a letter to Deepa’s GP, with the agreed
plan that Deepa will make an appointment for
an extended consultation with her GP for the
following week. Dr Pappas and Deepa arrange
a follow-up appointment once she has seen
her GP. With agreement from Deepa Dr Pappas
telephones Deepa’s GP to check that they
will make an appointment available to her in a
timely manner. Dr Pappas encourages Deepa
to contact her via telephone if she has any
difficulty getting an appointment with the GP.
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Case Study
ASK

47-year-old man living with his wife
Faye and their children

Mai enquires about why Ned has not been
sleeping. He tells her that ‘I can’t switch my
brain off… I worry ‘bout my dad – he’s not
been well, and how the kids are going at
school, and now there’s this diabetes thing…
and the little things worry me too – noises at
night, whether I locked the car… Faye says
I’m a “worry wart”. She won’t say it, but it
annoys her… I can’t help it’. Mai asks Ned
whether his level of worry bothers him too, and
he tells her that it does. He says he worries
‘during the day sometimes, but the nights
are worse’.

Type 2 diabetes, (diagnosed 3 months ago)
managed without medication; dyslexia

ASSESS

Ned

Health professional: Mai Nguyen
(and dietitian)

Be AWARE
Ned was recently diagnosed with Type 2
diabetes, and his dyslexia is causing him some
challenges with self-management. His GP has
referred him to Mai for diabetes education. Mai
and Ned have met twice and have begun to
build a good rapport. Mai senses that Ned has
adjusted quite well to the diagnosis of diabetes,
but feels that he needs to build his confidence
in managing the condition. They have been
working on this together. Mai has observed
Ned to be quite an anxious person, as he:
•

fidgets during consultations

•

gets visibly nervous (shaky hands, sweaty
palms), particularly when practising reading
food labels; his nervousness seems to
be related to reading and interpreting
written information

•

expresses worries about whether he is
getting his diabetes management ‘right’.

Mai has started to develop concerns about
Ned’s level of anxiety symptoms, so when he
mentions that he has not been sleeping well
she decides to investigate further.
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Mai tells Ned that it is quite common for
people with diabetes to develop problems
with anxiety and worry. She asks Ned whether
he will answer some questions to help better
understand his worries. Ned agrees, so Mai:
•

opens a copy of the GAD-7 on her
computer screen

•

reads the GAD -7 questions and response
options aloud to Ned and asks him to
respond to each question.

Ned scores 17, indicating severe
anxiety symptoms.

ADVISE
Mai explains that Ned’s score is high – that this
is more than just worry – it indicates a possible
diagnosis of anxiety. She explains what this is
and asks him if this fits with how he has been
feeling lately.
To reassure him, she says, ‘Now that we know
that there is a problem, there are things we
can do to help you. The first step is for you
to see your GP. If you do have an anxiety
disorder, then he will confirm it and he can
help you to treat it, too, with medication or
a referral for psychological support, or both.
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Treatment will help to lower your worry and
anxiety symptoms, which will help you to
sleep better’.
Ned expresses concern about what people
might think, especially at work on the building
site. Mai tells him that anxiety is very common,
with one in five men experiencing an anxiety
disorder at some stage in their life.8 Mai
reassures Ned that it is his choice who he tells
(or doesn’t tell) about his anxiety. She suggests
he talks initially just with the people he trusts,
such as his wife and GP.

ARRANGE
They agree that Ned will return to see Mai in
one week. They would like to continue with
the diabetes education, and Mai would like to
check Ned’s progress with his GP regarding
his anxiety symptoms. Due to the severity of
Ned’s symptoms, Mai calls his GP to check
that the referral was received and that an
appointment will be made available to him
as soon as possible.

ASSIGN
Mai explains that Ned can continue to see
her for diabetes education but he will also
need to see his GP to address the anxiety, as
this is outside her expertise. She proposes
that she write a referral to his GP, including
his questionnaire responses and scores. Ned
agrees to make an appointment with the GP.
Mai suggests that he sees the GP as soon as
possible, and that he requests an extended
consultation so that they have plenty of time.
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Questionnaire

Generalized Anxiety Disorder Seven (GAD-7)

Instructions: For each statement below, please tick the box that best corresponds to your
experience in the last two weeks.
Over the last 2 weeks, how often have you been
Not at all
bothered by any of the following problems?		

Several
days

More than
Nearly
half the days every day

1

Feeling nervous, anxious or on edge

0

1

2

3

2

Not being able to stop or control worrying

0

1

2

3

3	
Worrying too much about different things

0

1

2

3

4

Trouble relaxing

0

1

2

3

5

Being so restless that it is hard to sit still

0

1

2

3

6

Becoming easily annoyed or irritable

0

1

2

3

0

1

2

3

7	
Feeling afraid as if something awful
might happen
(Office use only) Total score =

		

Not difficult Somewhat Very
at all
difficult
difficult

Extremely
difficult

If you checked off any problems, how difficult
have these problems made it for you to do your
work, take care of things at home, or get along
with other people?
Developed by Drs Robert L Spitzer, Janet BW Williams, Kurt Kroenke and colleagues, with an educational grant from Pfizer Inc. No permission is required to
reproduce, translate, display or distribute. See: www.phqscreeners.com
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Background
The GAD-727-29 is a seven-item questionnaire for
assessing anxiety symptoms and their severity.
It has satisfactory psychometric properties for
screening for generalised anxiety disorder, panic
disorder and social anxiety disorder.27,29
It is freely available online in more than 30
languages, quick to administer, and easy to
score and interpret. Many of the translations
are linguistically valid, though few have been
psychometrically validated.30

Interpretation of scores
The scores for each item are summed to generate
a total score (range: 0-21).30 Anxiety symptom
severity is indicated by the GAD-7 total score.30
Generally, a GAD-7 total score of 10 or more is an
indicator of likely anxiety disorder,29, 30 and needs to
be followed up with a clinical interview.

How to use the GAD7 in clinical practice
Respondents are asked to indicate how
frequently they are bothered by each of the
seven items (each describing a different symptom
of generalised anxiety disorder).28,30 Items are
scored on a scale from 0 (not at all) and 3
(nearly every day).30
An additional supplementary item (which does not
contribute to the total score) can also be asked to
evaluate the level of social or occupational difficulty
caused by the anxiety symptoms. This question
appears in the original GAD-7 publication24 but
not in the version on the website, and has been
included in the questionnaire.
For tips about using questionnaires,
see ‘Using questionnaires to inform
consultations’ (see Chapter 1).

GAD-7 total
score

Anxiety symptom
severity

0-4

None – minimal

5-9

Mild

10-14

Moderate

15-21

Severe

Short form – GAD-2
•

The GAD-227,29 consists of two items from the
GAD-7: item 1, ‘Feeling nervous, anxious or on
edge’, and item 2, ‘Not being able to stop or
control worrying’.

•

The timeframe and response options are the
same as the GAD-7.

•

The two item scores are summed to form a
total score. Total scores of 3 or more warrant
further assessment for anxiety disorder.27,29
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Resources
For health professionals

Books
•

Peer-reviewed literature
•

•

Explores the relationship between diabetes
and anxiety; in particular whether diabetes
is associated with increased risk of anxiety
disorders and symptoms.

A book that provides practical guidance for
clinicians in recognising and treating mental
health problems, including generalised anxiety
disorder, social phobia and panic disorder.
The book also includes worksheets and
information pamphlets for people experiencing
these problems and their families.

Source: Smith KJ, Beland M, et al. Journal of
Psychosomatic Research. 2013;74:89-99.

Source: Andrews G, Dean K et al.
CreateSpace. 2014.

Anxiety disorders: assessment and
management in general practice

Additional information: Sections of this book
(e.g. treatment manuals and worksheets) are
freely available to download from the ‘Support
for clinicians’ section of the Clinical Research
Unit for Anxiety and Depression (CRUfAD)
website at www.crufad.org

Association of diabetes with anxiety:
a systematic review and meta-analysis

Describes the diagnosis, assessment
and management of anxiety disorders in
general practice.
Source: Kyrios M, Moulding R, et al. Australian
Family Physician. 2011;40(6):370-374.
Finding Specialist Services
•

Find a psychologist:
https://www.bps.org.uk/public/findpsychologist This directory of Chartered
Psychologists is provided by the British
Psychological Society. Chartered
psychologist are listed by locality and
specialist area of interest.

•

For people with diabetes
Select one or two resources that are most
relevant and appropriate for the person. Providing
the full list is more likely to overwhelm than to help.
Information
•

•

Guidelines

Clinical guidelines for the care and treatment
of anxiety

https://www.nice.org.uk/guidance/qs53
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Mind’s specific anxiety information
Information about anxiety, including possible
causes and how to access treatment
and support.
Website: www.mind.org.uk/informationsupport/types-of-mental-health-problems/
anxiety-and-panic-attacks/anxiety-disorders/#.
W5O2XOhKjIU

National Institute for Health and Care
Excellence Guidelines (NICE): Anxiety

Source: National Institute for Health and Care
Excellence guidelines (NICE) (2014). Anxiety
Disorders. Accessed online September 2018:

Mind:
Mental health charity offering information
(and telephone and online support), including
discussion forums.
Tel: 03001233393
Email: info@mind.org.uk
Website: www.mind.org.uk

Improving access to psychological
therapies (IAPT) :
Find a service: https://www.nhs.uk/ServiceSearch/Psychological-therapies-(IAPT)/
LocationSearch/10008

•

Management of mental disorders
(5th edition)

•

Anxiety and Diabetes Fact Sheet:
Description: A factsheet specifically to
accompany this guide, giving information
about anxiety and how to manage it
Website: www.diabetes.org.uk/emotionalhealth-professionals-guide

Diabetes and emotional health: Chapter 7 – Anxiety disorders

•

Rethink Mental Illness, Guide to Anxiety:
Description: A factsheet from the charity
Rethink Mental Illness, with sections including
types of anxiety, causes and ways to
get treatments

•

Website: https://www.rethink.org/resources/a/
anxiety-disorders-factsheet
•

NHS Apps Library (Mental Health):
Description: Apps for mental health support,
from the NHS digital website –
Website: https://apps.beta.nhs.uk/category/
mental_health/

•

NHS Apps Library: (Diabetes)
Description: Apps for health and wellbeing
with diabetes, including emotional help, from
the NHS digital website

Support
•

Diabetes UK Online Support Forum
An online discussion forum for people living
with diabetes to access information and
support, with many different topics being
discussed. The Welcome page explains more
about it and where to find support for specific
aspects of your diabetes, including anxiety
Website: https://forum.diabetes.org.uk/
boards/forums/welcome-and-gettingstarted.37/

•

Diabetes UK information on emotional
wellbeing and support
A website page giving information and ideas of
ways to access emotional support
Website: www.diabetes.org.uk/guide-todiabetes/life-with-diabetes/emotional-issues

•

Type 1 Resources:
A collection of useful websites and resources
to help manage life with type 1 diabetes:
Website: www.t1resources.uk/resources/
managing-life/

•

Find a psychologist:
This directory of Chartered Psychologists is
provided by the British Psychological Society.
Chartered psychologist are listed by locality
and specialist area of interest.
Website: www.bps.org.uk/public/findpsychologist

•

Improving access to psychological
therapies (IAPT) :
IAPT is an NHS service providing treatment for
anxiety and depression. There is a search function
to find local IAPT services on the NHS website:
Website: https://www.nhs.uk/ServiceSearch/Psychological-therapies-(IAPT)/
LocationSearch/10008

Website: https://apps.beta.nhs.uk/category/
diabetes/
•

Anxiety. An NHS Self-Help Guide:
Description: A 20-page booklet from the
Northumberland Tyne and Wear NHS Trust
containing information and practical ways to
manage anxiety
Website: https://web.ntw.nhs.uk/selfhelp/

Books
•

Mind Over Mood: Change How You Feel
by Changing the Way You Think (1995,
Greenberger, D. and Padesky, C. Guilford).
A self-help book to learn how to change
unhelpful thoughts and solve problems,
with a chapter specially focusing on anxiety.
Website: https://www.amazon.co.uk/
Mind-Over-Mood-Second-Changing/
dp/1462520421/ref=pd_lpo_sbs_14_
img_0/261-8472430-1202157?_
encoding=UTF8&psc=1&refRID
=92NW5NSGVYNGP145B6HX

•

Overcoming Anxiety: A Self-Help Guide
Using Cognitive Behavioral Techniques
(2009, Kennerley, H.,Robinson Books).
A self-help book to learn how to overcome a
range of anxieties, in a step-by-step format.
Website: https://www.amazon.co.uk/
Overcoming-Anxiety-Self-help-BahviouralTechniques/dp/1459643410/ref=sr_1_3?s
=books&ie=UTF8&qid=1548510570&sr=13&keywords=overcoming+anxiety

Diabetes and Wellbeing: Managing
psychological and Emotional Challenges
in Type 1 and Type 2 Diabetes (2013,
Nash, J., John Wiley and Sons).
A book written by Dr Jen Nash, Clinical
Psychologist who lives with Type 1 diabetes,
with a chapter on managing the anxiety of
living with both type 1 and type 2 diabetes
Website: https://www.wiley.com/engb/
Diabetes+and+Wellbeing:+Managing+the+
Psychological+and+Emotional+Challenges+of+
Diabetes+Types+1+and+2-p-9781119967187
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8
Eating problems
Key messages
•

The term ‘eating problems’ encompasses both ‘sub-clinical’ disordered eating
behaviours and full syndrome eating disorders.

•

Disordered eating behaviours include food restriction, compulsive and excessive eating,
and weight management practices, which are not frequent or severe enough to meet the
criteria for a full syndrome eating disorder.

•

Eating disorders include several diagnosable conditions (e.g. anorexia nervosa, bulimia
nervosa, binge eating disorder), which are characterised by preoccupation with food
and body weight, disordered eating behaviour, with or without compensatory weight
control behaviours.

•

Among people with diabetes, the full syndrome eating disorders are rare. The most
common disordered eating behaviours are binge eating and insulin restriction/omission
but prevalence is not well established.

•

Eating problems in people with diabetes are associated with sub-optimal diabetes
self-management and outcomes, overweight and obesity, and impaired psychological
well-being. Eating disorders are associated with early onset of diabetes complications,
and higher morbidity and mortality.

•

A brief questionnaire, such as the modified SCOFF adapted for diabetes (mSCOFF), can
be used as a first step screening questionnaire in clinical practice. A clinical interview is
needed to confirm a full syndrome eating disorder.

•

Effective management of eating problems requires a multidisciplinary team approach,
addressing the eating problem and the diabetes management in parallel.

Practice points
•

Ask the person directly, in a sensitive/non-judgemental way, about eating behaviours
and attitudes towards food, insulin restriction/omission, and concerns about body
weight/shape/ size.

•

Be aware not to positively reinforce weight loss or low HbA1c when eating problems
are (likely) present.

•

Be aware that acute changes in HbA1c and recurring diabetic ketoacidosis could
indicate insulin omission and may be an alert to the presence of an eating disorder.
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How common are eating problems?
Eating disorders (anorexia nervosa, bulimia nervosa, binge eating disorder)

Type 2 diabetes2,4,5

Type 1 diabetesa,1–3

Disordered eating behaviours

Type 1 diabetes6–9

Type 2 diabetes4,10–12

See Box 8.1 for background about this section.

What are eating problems?
Eating disorders
These comprise a group of diagnosable
conditions, characterised by preoccupation
with food, body weight, and shape, resulting
in disturbed eating behaviours with or without
disordered weight control behaviours (e.g.
food restriction, excessive exercise, vomiting,
medication misuse).2,3 They include:
•
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Anorexia nervosa: characterised by severe
restriction of energy intake, resulting in
abnormally low body weight for age, sex,
developmental stage, and physical health;

intensive fear of gaining weight or persistent
behaviour interfering with weight gain; and
disturbance in self-perceived weight or shape.
There are two subtypes:
restricting subtype with severe restriction of
energy intake
binge eating/purging subtype with
restriction of food intake and occasional
binge eating and/or purging (e.g. selfinduced vomiting, misuse of laxatives).
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•

•

•

Bulimia nervosa: characterised by recurrent
episodes of binge eating, at least once a week
for three months, and compensatory weight
control behaviours. Similar to anorexia nervosa,
weight and shape play a central role in selfevaluation. In contrast to anorexia nervosa,
weight is in the normal, overweight, or
obese range.
Binge eating disorder: characterised by
recurrent episodes of binge eating, at least
once a week for three months. People with
a binge eating disorder do not engage in
compensatory behaviours and are often
overweight or obese.
Other specified or unspecified feeding
or eating disorders: characterised by
symptoms of feeding or eating disorders
causing clinically significant distress or impact

Box 8.1

The complete diagnostic criteria for the
abovementioned eating disorders can be found
in the International Statistical Classification of
Diseases and Related Health Problems, 10th
revision (ICD-10)13 and Diagnostic and Statistical
Manual of Mental Disorders, 5th edition (DSM-5).14
The criteria for eating disorders were revised in the
fifth edition of the DSM.14
Although eating disorders develop typically during
adolescence, they can develop during childhood
or develop/continue in adulthood; they occur in
both sexes.15

Prevalence of eating disorders and disordered eating
in adults with diabetes is not yet well established

Diabetes is likely associated with an increased
risk of eating problems. However, published
prevalence data are inconsistent, with
some studies showing no difference in rates
compared to a general population, and others
reporting higher rates.3
The inconsistencies are largely due to the
methodology used (e.g. measures and
inclusion criteria), for example:
•

on daily functioning, but that do not meet the
diagnostic criteria for any of the disorders.
Specified eating disorders are, for example,
‘purging disorder’ in the absence of binge
eating, and night eating syndrome.

Data are collected typically with general
eating disorder questionnaires, and the
findings are not necessarily confirmed with
a clinical interview or examination.
These questionnaires tend to inflate
the estimated prevalence of eating
disorders and disordered eating
behaviours in people with diabetes.1,3
Dietary behaviours used to manage
Type 1 diabetes could be considered
problematic or disordered for people
without diabetes. Thus, some of
the items in general eating disorder
questionnaires are not appropriate for
people with diabetes.
Apart from overestimating prevalence,
the questionnaires are not sensitive
enough to identify diabetes-specific

compensatory behaviours, such as
insulin restriction/omission.18
In addition, most studies have included
predominantly female adolescents or young
adult women and sample sizes are small.16
Due to such limitations, the evidence of eating
problems in adults with diabetes is limited and
findings should be interpreted and generalised
with caution.
Though the current evidence base is limited,
it has been established that:
•

the prevalence of anorexia nervosa in
female adolescents and young women with
diabetes is low and not more prevalent than
in the general population1

•

people with diabetes are more likely to
present with periodic overeating, binge
eating and compensatory weight control
behaviours,19 with more frequent and
severe behaviours likely to meet criteria for
a full syndrome eating disorder such as
bulimia nervosa or binge eating disorder.

Future studies about eating behaviours should
include men, because, as is true in women,
binge eating is more common in men with Type
2 diabetes than it is in men without diabetes.3,20
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Disordered eating behaviours
These are characterised by symptoms of eating
disorders but do not meet criteria for a full
syndrome eating disorder. For example, binge
eating episodes occurring less frequently than
specified for a diagnosis of bulimia nervosa or
binge eating disorder. However, if left untreated,
disordered eating behaviours can develop into
a full syndrome eating disorder. The following
disordered eating behaviours can present in
isolation or as part of an eating disorder:14
•

•

Binge eating: includes eating in a two-hour
period an amount of food that most people
would consider unusually large, plus a sense
of loss of control when overeating. It is a
symptom in all three main full syndrome eating
disorders (binge eating/purging subtype of
anorexia nervosa, bulimia nervosa, and binge
eating disorder). It can occur in response to
restrained eating (e.g. rule-based/restrictive
eating), emotional cues (e.g. eating when
distressed or bored), and external cues (e.g.
eating in response to the sight, taste, or smell
of food) (see Box 8.2).
Compensatory weight control behaviours:
include deliberate acts to compensate for
weight gain following overeating or binge
eating. For example, self-induced vomiting,
excessive/driven exercise, medication misuse
(e.g. laxatives, diuretics), omission or restriction
of insulin (or other medication), fasting, or
abstinence from/severe reduction in several or
all food and beverages.

Intentional insulin restriction
or omission
•

•
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The restriction or omission of insulin for the
purposes of weight loss is unique to people
with diabetes and the most common form of
inappropriate compensatory weight control
behaviour.16 Intentional insulin restriction or
omission induces hyperglycaemia and loss of
glucose (and calories) in the urine, enabling a
person to eat with reduced concerns about
gaining weight. It is sometimes referred to as
‘diabulimia’ by the media and those who are
struggling, although insulin restriction is the
preferred clinical term.
Estimates of insulin omission have been
reported in up to 40% of people with Type 1

diabetes.2 However, people omit or restrict
insulin for other reasons than weight loss (e.g.
fear of hypoglycaemia).
•

Not all people with diabetes and an eating
disorder restrict or omit insulin for weight loss.
They may restrict food/calories while taking
insulin as recommended and they may also
compensate for overeating in other more
typical eating disorder ways.

Box 8.2

E
 ating styles

Certain eating styles are associated with
difficulties in adjusting or maintaining healthy
eating habits and weight; they may put
people with diabetes at risk of developing
an eating problem.26 For example: 27
•

Emotional eating (in response to
negative emotional states, such as
anxiety, distress, and boredom):
provides temporary comfort or relief
from negative emotions, as a way of
regulating mood. It is associated with
weight gain in adults over time28 and
tends to be more common in people
who are overweight or obese.29

•

External eating (in response to foodrelated cues, such as the sight,
smell or taste of food): accounts for
approximately 55% of episodes of
snacking on high fat or high sugar foods
in people who are overweight or obese.30

Emotional and external eating may increase
the likelihood of snacking on high fat or
high sugar foods,30 higher energy intake,31
overeating and binge eating,32 and nighttime snacking.33
•

Restrained eating (attempted restriction
of food intake, similar to being on a
diet, for the purpose of weight loss
or maintenance): may be an adaptive
strategy to manage diet and weight
for people with diabetes, but there is
evidence that it may be associated
with sub- optimal HbA1c.34

As a first step approach, a dietitian with
experience in diabetes is best placed to
support people with diabetes whose eating
styles hinder maintaining a healthy diet
and weight.
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•

Both general negative affect and diabetes
distress substantially increase the odds of
insulin restrictions.17

Eating problems in people
with diabetes
There are indications that diabetes itself could be
a risk factor for developing or exacerbating eating
problems due to:
•

•

•

•

Behavioural changes: the emphasis on
dietary management (type, quantity and quality
of foods eaten, as well as timing of food
intake), can lead to dietary restraint (restriction
of food intake and adoption of dietary rules),
which is associated with an increased risk of
disordered eating and eating disorders.21, 22
Physical changes: people with Type 1
diabetes commonly experience weight loss
prior to diagnosis, and weight gain following
insulin treatment,16 whilst overweight and
obesity is associated with the diagnosis of
Type 2 diabetes.23 Increasing body weight
is associated with body dissatisfaction and
concerns about body shape,16 which in
turn increases the risk of developing
disordered eating.24
Psychological changes: the psychological
burden of diabetes management can lead to
low mood and psychological distress, which
are associated with eating problems. Between
55-98% of people with an eating disorder
report a concurrent mood or anxiety disorder.25
Physiological changes: in Type 1 diabetes,
beta cells are destroyed and unable to secrete
insulin and amylin,16 whilst beta cell functioning
declines and insulin resistance worsens
over time in people with Type 2 diabetes.25
These changes in insulin secretion and insulin
resistance lead to dysregulation of appetite
and satiety and disruption of long-term weight
regulation in people with diabetes.16

It may be difficult to distinguish disordered eating
behaviours from self-care behaviours required for
diabetes management, both include weighing
foods, counting calories and carbohydrates, and
avoiding certain foods. Signs of disordered eating
behaviours may remain undetected if mistaken for
‘normal’ diabetes management behaviours.16,19

Diabetes self-management behaviours may
become disordered when they are:
•

used inappropriately to achieve rapid weight
loss (or to maintain an inappropriate goal
weight), and

•

carried to excess or impose rigid rules on the
person’s lifestyle.

As a result, these inappropriate diabetes selfmanagement behaviours can interfere with
activities of daily living, pose a significant health
risk, and impair the person’s emotional well-being.16
The combination of diabetes and an eating
disorder adds to the complexity of the treatment.
Therefore, early identification of the signs of
disordered eating and body dissatisfaction
is warranted to prevent full syndrome eating
disorders. As evidence has shown,3 eating
disorders usually develop early in life, and as
such, screening should start during adolescence.
Eating problems in people with Type 1 diabetes
are associated with:
•

blood glucose levels above
recommended targets35

•

impaired mental health.35

Eating disorders in people with Type 1 diabetes,
especially when insulin restriction/omission is
involved, are associated with:
•

earlier onset of16 and increased risk of
microvascular complications8,36
(e.g. retinopathy, neuropathy)

•

more frequent episodes of diabetic ketoacidosis
and diabetes-related hospital admissions6,37,38

•

up to three times greater risk of mortality over
a 6-10 year period.18,39

Eating problems in people with Type 2 diabetes
have not yet been widely investigated, but available
research shows that they are associated with:
•

overweight and obesity40,41

•

lower self-efficacy for diet and exercise
self-management12

•

sub-optimal dietary and glucose levels,
but not HbA1c42

•

not taking medications as recommended43

•

impaired mental health44 and quality of life.4,12,45
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7 As model: Eating problems
This dynamic model describes a seven-step process that can be applied in clinical practice.
The model consists of two phases:
•

How can I identify depressive symptoms?

•

How can I support a person with depression?

Apply the model flexibly as part of a person-centred approach to care.

ARRANGE
follow-up care

ASSIST with
developing an
achievable
action plan

Assist

ADVISE about
eating problems

Arrange

Assign

Aware

ASSIGN to
another health
professional

Advise

Assess

Be AWARE that
people with diabetes
may experience
eating problems

Ask

ASK about
eating problems

ASSESS for
eating problems

How can I identify eating problems?
Be AWARE
The following signs (general and diabetes-specific)
may indicate a full syndrome eating disorder or be
part of disordered eating behaviour: 2,18,19
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•

frequent and restrictive dieting and beliefs
about food being ‘right’ or ‘wrong’, ‘good’
or ‘bad’

•

preoccupation and/or dissatisfaction with
body shape, size, or weight (signs may be:
reluctance having their weight taken, negative
self-statements about weight and/or shape)

•

unexplained weight loss or gain

•

sub-optimal diabetes self-management,
including: less frequent or no blood glucose
monitoring (i.e. not presenting blood glucose
readings at consultation), frequent changes to
insulin regimen, restriction/omission of insulin,
overdosing of insulin (to compensate for
binges), missed clinical appointments

•

sub-optimal diabetes outcomes, including:
unexplained high or low HbA1c (a sign of
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food restriction without insulin omission);
acute change in HbA1c (a sign of the onset
of an acute eating disorder, often with insulin
omission); erratic fluctuating blood glucose
levels; recurrent hypoglycaemia (with binge
eating and self-induced vomiting); recurrent
diabetic ketoacidosis and diabetes-related
hospitalisations; and early development of
microvascular complications
•

depression, distress, and anxiety

•

personality traits such as perfectionism,
and obsessiveness

•

low self-esteem

•

overall impaired psychosocial functioning (e.g.
at school, work, or in relationships)

•

concern expressed by a third party (e.g.
partner or parent)

•

dysfunctional family dynamic

•

physical signs as a consequence of an eating
disorder (e.g. calluses on the hands, oedema,
dental problems).

Not all of the abovementioned signs automatically
indicate an eating problem as some may relate to
other underlying psychosocial problems.
Two classification systems are commonly used
for diagnosing eating disorders: DSM-514 and
ICD-10.13 Consult these for a full list of symptoms
and the specific diagnostic criteria for each type
of eating disorder.
Look for signs of eating problems
in men, not only in women.

Option 1: Ask open-ended questions
You may find it helpful to lead in to questions
with a comment about the focus of food and
carbohydrate counting in diabetes management,
which could cause concerns or anxiety about
weight and food intake. For example:
•

‘Women (men) with diabetes are sometimes
concerned about their weight or shape. How
do you feel about your weight or body shape?’

•

‘People sometimes feel that food and eating
are a difficult part of managing diabetes.
Do you find it hard to control what and how
much you eat? Can you tell me a bit more
about it? How often does this occur?’

Explore the underlying reasons for disordered
eating behaviours, for example:
•

‘Could you tell me a bit more about the
recent changes in your eating patterns?’

•

‘Have you noticed any changes in your life
that could be the reason for the changes in
your eating patterns?’

Explore the person’s beliefs, behaviours, and
concerns about food, eating, body image, and
weight. Enquire further to help identify the specific
underlying causes of the problem. You will find that
not all of the underlying causes relate to eating
problems (e.g. social/family changes/stress or
other mental health issues may also contribute).
Explore any changes to their diabetes
management plan or blood glucose levels,
and difficulties encountered with diabetes
management.
•

Disordered eating behaviours can
be hidden, and the signs of eating
problems can be subtle and difficult
to determine from observation alone.

If the answer is yes, ‘Could you tell me
about the reasons you miss [skip] insulin’
or ‘Do you ever adjust your insulin to
influence your weight?’ Explore how
often this occurs, and the person’s
beliefs and feelings about medication
restriction/omission.

If any of the markers of eating problems are
present, further enquiry is warranted (see ASK).

ASK
When you have noticed signs of eating problems
(see AWARE) or the person raises a problem, ask
directly, in an empathetic and non-judgemental
way, about eating and weight management
behaviours, as well as concerns about body
weight/shape/size.

‘Some people with diabetes find it difficult
to keep up with their insulin injections/
boluses. How is this going for you? Do you
sometimes miss or skip your insulin?’

•

‘Your HbA1c has been going up over the last
couple of months and you mentioned you
have gained/lost weight. How do you feel
about this? Have you thought about what
may be going on?’
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There is controversy about whether
asking about insulin omission could
unintentionally trigger inappropriate
weight loss behaviours in people
with Type 1 or 2 diabetes who use
insulin therapy. Health professionals
may feel uncomfortable to ask about
insulin omission/restriction for the
same reason. Whether or not this
conversation can take place comes
back to the respectful and nonjudgemental relationship between the
health professional and the person
with diabetes, the way the questions
are phrased and how the person with
diabetes’ responses are addressed
during the conversation (see ‘Having
a conversation about diabetes and
emotional health’ in Chapter 1).
Maladaptive behaviours such as insulin
omission often go unrecognised for
a long time, perhaps because this
conversation is not taking place. The
consequences of insulin omission are
serious, for the physical and mental
health of the person. Be aware that
people with diabetes have other ways
of learning about these behaviours
(e.g. pro-eating disorder websites or
social media). Not talking about it will
not prevent people with diabetes from
omitting insulin.

Some people with diabetes may feel
relieved that you have asked about
their eating behaviours/problems,
for example, because they feel alone
and hopeless about overcoming the
problem. Other people may be reluctant
to talk about their eating problem
because they:
•

have had a negative experience with
a health professional

•

feel ashamed or guilty about their eating
habits or weight/body

•

fear being judged

•

find their current habits rewarding (e.g. they
might have lost weight or received compliments
from others about their appearance)

•

deny the seriousness of their symptoms
and condition.

Therefore, creating a respectful, non-judgemental,
empathetic relationship will create a safe
environment for a person with an eating problem
to open up and ask for support.
If the person is not ready to talk about
their eating problem now, or with you,
consider giving them an information
leaflet about disordered eating with
reference to online or telephone support
(see ‘Resources’ section).
When needed and if possible, speak to
other people (e.g. their partner, family
members, or other health professionals)
to gain information about the person’s
eating behaviour. Gain consent from
the person with diabetes before having
this conversation.

People may restrict/omit insulin for weight
loss purposes after they have overtreated a
hypoglycaemic episode. You might like to use
following questions17 related to hypoglycaemia:
•

•

•

‘When you think your blood glucose is low
(or when you have a hypo), do you eat foods
that you do not normally allow yourself to
have (e.g., chocolate, chips)?’
‘When you think your blood glucose is low,
do you continue to eat until you feel better,
rather than waiting 15 minutes or so between
servings to see if your symptoms improve?’
‘Do you feel like you lose control over your
eating when your blood glucose is low?’

Option 2: Use a brief questionnaire
Currently, there are limited choices for eating
problem questionnaires that are validated in
people with diabetes.
However, the SCOFF (a screening questionnaire for
eating disorders)46 was recently modified for people
with diabetes (mSCOFF) and trialled with a small
sample of adolescent girls with Type 1 diabetes.47

If the person with diabetes responds ‘yes’ to any
question, ask how often it occurs.
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The mSCOFF consists of five questions:

eating disorder and, if so, whether and how it is
being treated.

Do you make yourself sick
(vomit) because you feel
uncomfortably full?

Yes

No

Do you worry you have lost
control over how much you eat?

Yes

No

Have you recently lost more
than six kilogramsb in a
three-month period?c

Yes

No

Do you believe yourself to be fat
when others say you are too thin?

Yes

No

Do you ever take less insulin
than you should? (modified item)

Yes

Next steps: ASSIST or ASSIGN?
If AWARE or ASK has indicated disordered
eating, a comprehensive clinical assessment
is required to diagnose the type and severity
of the eating problem. This includes both
a clinical interview and clinical examination
(see ASSESS).
If a comprehensive clinical assessment is
outside your expertise, you will need to
refer the person to a health professional
with expertise in eating disorders. These
specialists are best placed to conduct
comprehensive clinical assessments to
diagnose disordered eating behaviours/
eating disorders (see ASSIGN).

No

© American Diabetes Association 2014.47 Reproduced with permission.
Permission conveyed through Copyright Clearance Centre, Inc.

For information about using questionnaires in
clinical practice, see Chapter 1.
Instead of administering this as a
questionnaire, you could integrate these
questions into your conversation.
If the person answers ‘yes’ to one or more
mSCOFF questions, further assessment for eating
problems is warranted.
If the person answers ‘yes’ to the last item, explore
the reasons for taking less insulin as these may not
be related to weight loss purposes.
The Diabetes Eating Problem Survey
– Revised (DEPS-R) is a 16-item
diabetes-specific questionnaire, which
has been validated, but only in youth
and adolescents with Type 1 diabetes.48
If disordered eating behaviours are identified
through the conversation or the person’s
mSCOFF responses, further assessment is
recommended to better understand the person’s
specific issues and severity of the eating problem
(see ‘Next steps: ASSESS or ASSIGN?’). From
a clinical perspective, any problematic eating
behaviour requires further attention, as it has a
significant impact on the person’s short- and
long-term diabetes and health outcomes and can
intensify over time. At this stage, it is advisable to
ask whether they have a current diagnosis of an

ASSESS
A comprehensive clinical assessment includes
both a clinical interview and clinical examination.
For a full description of how to diagnose anorexia
nervosa, bulimia nervosa, and binge eating
disorder, consult NICE Clinical Guidelines NG6915
and recommendations specifically for type 1
diabetes in Goebel-Fabbri.49
Clinical interview
A clinical interview assesses:
•

any physical symptoms (e.g. gastrointestinal,
cognitive, and sleep problems, menstrual
disturbances)

•

the history of the current problem

•

the history of any previous eating disorders
(and treatment)

•

eating habits and beliefs, concerns about
and importance of weight and shape

•

personality traits (e.g. perfectionism,
obsessiveness)

•

any co-existing mental health issues
(e.g. anxiety, depression)

•

current risk and previous attempts at self-harm
and suicide (see Box 6.3).
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Also see AWARE and the abovementioned
guidelines/recommendations for topics to cover
in the interview.
Clinical examination
A clinical examination checks the person’s medical
history and complications, current health status,
general physical examination, and blood tests
(e.g. HbA1c, ketones, potassium, sodium).15
The clinical examination is also able to exclude
any other conditions that could cause changes
in weight or appetite.50
A list of the required medical checks to assess
for eating disorders can be found in the
abovementioned guidelines/recommendations.
Blood tests and/or physical symptoms
do not always confirm an eating
disorder even when
one is present.50

How can I support a
person with an eating
problem?
ADVISE
Now that you have identified signs of an
eating problem:
•

Acknowledge the high focus on food in the
management of diabetes and the difficulties
it may cause for a person with diabetes.

•

Explain that, based on your conversation or
the mSCOFF scores (if used), they may have
an eating problem, but that this needs to
be confirmed with a clinical interview and
clinical examination.

•

Elicit feedback from the person about their
mSCOFF scores or signs (i.e. whether
they have considered they may have an
eating problem).

•

Describe the differences between disordered
eating behaviours and eating disorders.

•

Advise that untreated eating problems can
impact negatively on their life overall, as well
as on their diabetes management/outcomes
and general health.

•

In the event of insulin omission, advise them
about the risk for early onset of long-term
complications (e.g. retinopathy, neuropathy).

•

Advise that support is available, that eating
problems can be managed effectively, and that
early intervention (before the eating problem
is well established) is important to prevent
long-term health problems.

•

Recognise that identification and advice alone
are not enough; explain that treatment will be
necessary and can help to improve their life
overall, as well as their diabetes management.

•

Offer the person opportunities to ask questions.

•

Check how the person is feeling before ending
the consultation, as the information you have
provided may have an emotional impact on
the person.

•

Make a joint plan about the ‘next steps’ (e.g.
what needs to be achieved to address the
eating problem and who will support them).

Consider whether there is an acute risk
for the person (see ASSIGN).

Additional considerations
•

•
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If there are no signs of disordered eating
or an eating disorder, but you or the person
with diabetes still have concerns about/
dissatisfaction with their weight/shape/eating
behaviours: consider assessing their eating
styles (see Box 8.2) or body dissatisfaction.
Referral to a diabetes specialist dietitian and/or
psychologist may be the best option.
Consider whether there are co-existing
mental health problems, for example, mood
disorders and anxiety disorders (see Chapter
7), as these are associated with changes
to appetite, physical activity, medication
adherence, and self-esteem; these changes
are also found in disordered eating behaviours
and eating disorders. Depression (see Chapter
6) and disordered eating behaviours commonly
occur together,2 suggesting either a shared
vulnerability to both or that experiencing one
of these problems may increase the risk of
developing the other.
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To begin the conversation, you may say something
like this:
•

•

‘From what you have told me, it sounds like
you are having some concerns about your
[eating habits/weight/body image/insulin
use]. These concerns are not uncommon
in people with diabetes. If you are OK with
this, perhaps we could talk a bit more about
what is going on and see what is needed to
reduce your concerns.’

Continue: ‘After listening to you and seeing
your blood test results, I wonder if you
might be struggling with disordered eating
or an eating disorder. Has this crossed your
mind? Has anyone else suggested they
are concerned about your [health/eating
habits/weight?]’

Next steps: ASSIST or ASSIGN?
Support and treatment for eating problems
requires a collaborative care approach. The
decision about which health professionals are
a part of the multidisciplinary team will depend
largely on the severity and type of the eating
problem, and who has the relevant expertise to
support the person.
Disordered eating (behaviours): The general
practitioner (GP) involved in the person’s
diabetes management has a key role in the
early detection of disordered eating behaviours
and/or body dissatisfaction. If the person is
experiencing disordered eating, GPs are best
placed to coordinate collaborative care with
other health professionals, such as a dietitian
and a psychologist (see Box 8.3). Because
diabetes adds to the complexity of an eating
problem, input/support from a diabetes health
professional (e.g. diabetologist or credentialled
diabetes nurse educator with diabetes
specialist) for adjusting the diabetes treatment
plan may also be required. Thus, if you are not
the person’s GP, you will need to ASSIGN the
person to their GP, but you may also play a
role in the ASSIST as a part of the
multidisciplinary team.

in the team is also essential.50 Therefore, you
will need to collaborate with other specialists
to ASSIST, and ASSIGN the person to health
professionals for specialist care outside of
your expertise.
Consider:
•

Options for support and treatment vary
according to geography and include
outpatient, day programme and inpatient
treatment in severe cases.15 Where to
ASSIGN will depend on multiple factors
(e.g. availability of services, type and
severity of the eating disorder, geography).

•

The Australian and New Zealand guidelines
recommend treatment in the least restrictive
context possible, utilising a stepped care
approach.15 The safety of the person is the
first priority; therefore, inpatient treatment
may be required depending on the severity
of the eating disorder.

•

Involuntary assessment and treatment
may be required if the person has impaired
decision-making capacity and cannot or will
not consent to life-preserving intervention.15

Full syndrome eating disorder: Collaborative
care integrating a multidisciplinary team with
expertise in eating disorders (and including
medical, dietetic, and psychological/ psychiatric
intervention) is the standard approach for
support and treatment of eating disorders (see
Box 8.3).15 Inclusion of a specialist in diabetes
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Box 8.3

The collaborative care team

The multidisciplinary collaborative care team for
eating problems must include:49,50
•

•

•

A medical practitioner (either a GP
or diabetologist) to obtain the person’s
medical history and arrange the medical
checks required to diagnose/treat eating
problems. They can also assist with the
general medical and diabetes- specific
aspects of care during the treatment/
therapy of the eating problem. The GP is
often also well placed to co-ordinate the
collaborative care team and to take on
long-term follow-up of the person.
A mental health professional,
preferably with expertise in eating
disorders and diabetes (either a diabetes
specialist psychologist or psychiatrist)
to provide psychotherapy and address the
psychological and social aspects of the
eating disorder, as well as any co-existing
mental health problems (e.g. mood or
anxiety disorders).
A diabetes specialist dietitian, to assist
with developing flexible and structured
eating plans appropriate for people with

diabetes49 and medical nutrition therapy
goals appropriate for people with both
diabetes and an eating disorder. Also, a
dietitian can support people with diabetes
to have strategies in place to effectively
deal with cues to overeating (e.g. negative
emotions, low blood glucose) when
they arise.
•

A diabetes specialist nurse to
provide diabetes-specific care
throughout treatment.

Ideally, all members of the collaborative
care team will have knowledge, skills, and
experience in both eating disorders and
diabetes; however, it may be unlikely everyone
in the team will have this combined expertise.
A health professional with experience in
eating disorders only, can be trained by and
collaborate closely with diabetes experts.
Keep consistency in messages and treatment
goals, philosophy, and delivery by facilitating
regular communication between all team
members. This will also help to ensure smooth
transitions between services.

ASSIST
Evidence for the management of eating disorders
in combination with diabetes is very limited.51 Thus,
in practice, general eating disorder treatments are
applied to address the needs of people who are
living with both conditions.
Once disordered eating behaviour(s) or an eating
disorder has been confirmed by a comprehensive
clinical assessment, and if you believe that you can
assist the person as a part of the multidisciplinary
collaborative care team (see Box 8.3):
•

Provide information about the specific
eating problem that was identified during
the comprehensive clinical assessment, and
its likely impact on diabetes management/
outcomes and general health.

•

Explain and discuss treatment options with
the person to enable them to make a wellinformed decision. This will help them to
engage with the treatment/therapy, which
will likely be a combination of:
an adapted diabetes management and
dietary plan: with more flexible and realistic
blood glucose targets, and with less focus
on weight loss or strict dietary plans
psychological therapies: for example,
family-based therapy (if the person
is still living with family), enhanced
cognitive behaviour therapy (CBT-E) or
interpersonal therapy (IPT). These aim to
address -unhelpful thoughts, emotions,
and behaviours (CBT-E) or problems in
relationships (IPT)52,53
pharmacological treatments.15
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•

Assist the person to access appropriate
support and treatment (e.g. if you are a GP:
establish a collaborative care team, including
referral to a relevant health professional who
can provide psychological therapy).

•

Explain that a collaborative approach is
needed, and which health professionals will
be part of the team (see Box 8.3).

•

Agree on an action plan together and set
achievable goals for managing their diabetes
and eating problem.

•

Make sure the person is comfortable with
this approach.

•

At the end of the conversation, consider giving
them information to read at home. At the end
of this chapter, there are several resources that
may be helpful for a person with diabetes who
is experiencing eating problems.

Select one or two of these that are most relevant
for the person; it is best not to overwhelm them
with too much information.
There may be a need to work with
the family and to liaise with schools
and other agencies if the person
with diabetes is still living at home
or attending school.15

You will need to keep regular, close contact with
the treatment team to help ensure that the person
receives appropriate care.

ARRANGE
As an eating disorder requires a multidisciplinary
approach, the follow-up plan will depend on the
agreed-upon course of action for treatment:
•

If you are part of the multidisciplinary
team: continue to monitor the person’s
progress (e.g. blood test assessments,
diabetes complications). Medical treatments,
nutrition plans, and diabetes self-management
goals will need to be adjusted regularly
throughout the treatment. The management
of an eating disorder will require regular
follow-up visits and/or extended consultations
to evaluate progress and the action plans.
Telephone/video conferencing may be a
practical and useful way to provide support in
addition to face-to-face appointments.

•

If you are not part of the multidisciplinary
team: enquire at each consultation about the
person’s progress (e.g. have they engaged
with the planned treatment?).

Eating disorder treatment
recommendations specific to Type 1
diabetes can be found in the NICE
guidelines (15) and Goebel-Fabbri.49

ASSIGN
If the person is at immediate risk: they will
need to go to hospital. For example, people with
recurrent episodes of diabetes ketoacidosis,
cardiac arrhythmias, hypothermia, hypotension,
electrolyte abnormalities, or if the person has
stopped taking insulin,19,49 should be referred to
specialist inpatient services or taken to the nearest
hospital for treatment.
If the person is not at immediate risk: refer
them to specialist eating disorder outpatient
services or day programmes.
It is likely that the staff of the specialist eating
disorder in- or outpatient services do not have
expertise in diabetes management or the unique
aspects of eating disorders in diabetes.
Diabetes and emotional health: Chapter 8 – Eating problems
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Case Study
•

overeats when she’s lonely or bored.

Lydia is concerned about Sarah’s weight gain
and overeating and the impact it might have
on her diabetes in the long-term. Lydia informs
Sarah that she would like to ask her some
further questions about her eating, body image,
and weight.

Sarah
59-year-old woman living alone
Type 2 diabetes, managed with diet
and exercise; BMI=32
Health professional: Dr Lydia Morris (GP)

Be AWARE
When Sarah arrives for her routine check-up,
Lydia notices that she has put on weight. When
Lydia asks how she has been since she last
saw her and how her diabetes management
is going, Sarah informs Lydia that she:
•

has been trying really hard to lose weight
but her efforts do not pay off

•

has gained five kilograms over the past
few months

•

feels down about her weight and
embarrassed about her body.

ASK
Using open-ended questions, Lydia explores
Sarah’s feelings about her weight and her
current eating patterns. Sarah confides
that she:
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•

has always struggled with her weight
and that she is currently at her highest
weight ever

•

eats little throughout the day and then
overeats most nights

Lydia goes through the mSCOFF with Sarah.
Sarah replies ‘yes’ to two items: ‘Do you make
yourself sick because you feel uncomfortably
full?’ and ‘Do you worry you have lost control
over how much you eat?’. Sarah’s responses
suggest that she may be experiencing eating
problems, most likely, disordered eating. Sarah
confides that she feels distressed about her
overeating and resulting weight gain, and has a
tendency to restrict her food intake, but also to
overeat at the end of the day and in response
to negative emotions.

ADVISE
Lydia explains the mSCOFF results to Sarah
and reassures Sarah that emotional eating
can be successfully modified. Given Sarah’s
tendency to set rigid rules for her diet that
she often breaks, resulting in her feeling ‘like
a failure’ and eating more to feel better, Lydia
and Sarah agree that she needs to develop a
more flexible approach to her diet and more
effective ways of dealing with her negative
emotions. As such, support from both a
dietitian and a psychologist (specialising in
eating disorders) is the preferred approach.

ASSIGN
Lydia explains what Sarah can expect of each
of the health professionals (e.g. psychologist
to undertake further assessment and support
Sarah with her negative emotions). Lydia
refers Sarah to a psychologist and a dietitian
(preferably with an understanding of diabetes).
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ARRANGE
Despite her concerns, Lydia is satisfied that
Sarah is not at immediate risk. She asks Sarah
to make a follow-up appointment in one month
to update her on her progress with the dietitian
and psychologist. She checks whether Sarah
had any other agendas for this consultation
and continues with the routine check-up.

“My relationship with food now… it’s
hard… sometimes I just feel like I don’t
enjoy my food, because I’ve got to think
so hard about what goes into my mouth,
and then I’ve got everyone around me
telling me what to do.
Like today I haven’t eaten… and I’ve been
trying to keep on top of my insulin which I
haven’t been doing the best…”
(Person with Type 2 diabetes)
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173

Case Study

Eliza
25-year-old woman, lives at home with
her family
Type 1 diabetes (14 years), managed
with insulin pump, BMI=19
Health professional: Dr Mark Haddad
(Diabetologist)

Be AWARE
Mark has been seeing Eliza since she was first
diagnosed with Type 1 diabetes at age 11. Eliza
has been managing her diabetes very well until
recently; in the past six months, she has been
hospitalised twice for diabetic ketoacidosis.
Additionally, her most recent HbA1c was 116
mmol/mol (12.8%), while previously it ranged
between 53 and 64 mmol/mol (7-8%). Mark
is concerned that Eliza is struggling to keep
engaged with her diabetes management. He
wonders what may have changed over the
past six months for Eliza. Eliza has her next
appointment with Mark.

has lost weight since he last saw her

•

appears uncomfortable and does not look
at him much during the consultation

•

seems ‘flat’ and does not seem to have
much energy

•

answers his questions with few words.

Mark asks Eliza what she thinks may be
causing the higher HbA1c. First she says she
has ‘no idea’, but then confides that she is ‘not
eating well’ and that she sometimes ‘forgets’
to bolus. Based on what Mark has observed
and Eliza’s recent hospitalisations, Mark is
concerned that Eliza might be at an early stage
of an eating disorder, and is omitting insulin for
weight loss purposes (she has missing data in
her pump downloads).
Mark informs Eliza that people with diabetes
sometimes struggle with their eating, and that
it can have a negative impact on diabetes
outcomes and general health. He asks Eliza
if she will answer some questions to help
him better understand her eating patterns.
Eliza agrees and Marks uses the items in
the mSCOFF to guide a conversation about
Eliza’s eating behaviour and body image. Eliza
indicates that she:
•

has lost about around 6kg in the past three
months due to restricting what and how
much she eats

•

often feels unhappy with her weight and
shape, despite her recent weight loss

•

misses insulin when she feels like she has
eaten too much

ASK

•

started missing insulin eight months ago,
at first sporadically, but now on most days

Mark informs Eliza about her most recent
HbA1c result. He asks how she feels about this
result, whether she expected it, and about her
recent hospitalisations.

•

continues to inject long-acting insulin
at night

•

is avoiding seeing her friends, as she feels
unhappy with her weight.

Mark notices that Eliza’s appearance and
demeanour seem different than usual, and
that she:
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•

Mark takes time to ask additional questions
about what may have caused these changes.
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ADVISE

ASSIGN

Based on their conversation, Mark is
concerned for Eliza. He explains to her that:

Given Eliza’s recent hospitalisations for diabetic
ketoacidosis and her ongoing insulin omission,
Mark suggests that Eliza attends a specialist
outpatient clinic for eating disorders to see a
psychologist and a dietitian (preferably with an
understanding of diabetes). Although initially
Eliza is hesitant to be referred to other health
professionals, she understands that her future
health is at risk. She agrees for Mark to contact
the outpatient clinic to arrange for and make
a referral.

•

the things she has described suggest she
may have an eating problem, possibly she
is at an early stage of an eating disorder

•

as she has already experienced, the
eating problems and missing insulin can
have a negative impact on her diabetes
management and outcomes (e.g. recent
diabetic ketoacidosis episodes) and other
areas of her life (e.g. not wanting to see
friends, feeling ‘obsessed’ with weight
and eating)

•

not taking all the required insulin puts her
at risk of developing complications

•

with treatment, eating problems can
be resolved

•

it is important to address eating problems
as early as possible, to prevent them
evolving into an eating disorder.

ARRANGE
Mark and Eliza agree to see each other again
in two weeks. Eliza gives Mark permission to
stay in contact with the specialists in the clinic
(for collaborative care). At the next consultation,
Mark and Eliza will discuss whether her
diabetes management plan needs adapting
while she is seeing the specialists in the
outpatient clinic.

Mark will continue to support her with her
diabetes management (and to work with her in
overcoming the insulin omission) but he also
suggests seeing other health professionals for
support with the eating problems.
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Resources
For health professionals

For people with diabetes
Select one or two resources that are
most relevant and appropriate for the
person. Providing the full list is more
likely to overwhelm than to help.

Peer-reviewed literature
•

Disordered eating behaviour in individuals
with diabetes: Importance of context,
evaluation, and classification
This review reports on the prevalence of
disordered eating, available assessment
measures and the impact of insulin on weight.

Support
•

Facts and further information about insulin
omission (‘diabulimia’) and how to access the
Helpline, with dedicated, trained counsellors
to help.

Source: Young-Hyman D & Davis C. Diabetes
Care. 2010;33:683-689.
•

Outpatient management of eating
disorders in Type 1 diabetes
This paper focuses on outpatient strategies for
the management of eating disorders and lists
treatment recommendations specifically for
people with Type 1 diabetes.

Phone: 0345 123 2399
Website: https://www.diabetes.org.uk/guideto-diabetes/life-with-diabetes/diabulimia
•

Source: Goebel-Fabbri AE, Uplinger N. et al.
Diabetes Spectrum. 2009;22:147-152.
•

This overview paper describes procedures for
assessment and interventions for people with
Type 1 and Type 2 diabetes,

Website: http://dwed.org.uk/
•

Centre for Eating and Dieting Disorders
This website contains information for health
professionals including links to guidelines,
information on prevention, assessment and
treatment, factsheets, and case studies.
Look for the ‘Health Professionals’ section
of the website.
Source: www.cedd.org.au

•

Anorexia & Bulimia Care (In partnership
with the Royal College of General
Practitioners).
Online training course in Eating Disorders for
GPs and primary healthcare professionals.

BEAT Eating Disorders
Provides support for people (with or without
diabetes) struggling with any type of eating
disorder. Support groups, helplines and
information leaflets.

Websites (not diabetes specific)
•

Diabetics With Eating Disorders
Diabetics With Eating Disorders (DWED) is a
UK based charity that supports and advocates
for people who struggle with both Type 1
diabetes and any kind of eating disorder.
Provides online support and resources along
with training for health professionals.

Comorbid diabetes and eating disorders
in adult patients

Source: Gagnon C, Aime A. et al. The
Diabetes Educator. 2012;38:537-542.

Diabetes UK

Phone Helpline: 0808 801 0677
Website: https://www.beateatingdisorders.
org.uk/
•

Anorexia and Bulimia Care
Providing information and support for nondiabetes specific eating disorders. Support
for family and carers.
Helpline: 03000 11 12 13
Website: http://www.anorexiabulimiacare.org.uk

Source: http://www.anorexiabulimiacare.org.
uk/professionals
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•

The Eating Blueprint
Information and support for individuals
struggling with external/non-hunger/binge
eating difficulties. Offers psychological
strategies to support weight management.
Free online Starter Pack available from
the website.
Website: www.EatingBlueprint.com

Information
•

Eating Disorders: An NHS Self-Help Guide
A booklet on ‘Eating Disorders’ that can be
freely downloaded from Northumberland Tyne
and Wear NHS Foundation Trust.
Website: https://web.ntw.nhs.uk/selfhelp/

•

Disordered eating /diabulimia and
diabetes
An area of the T1 Resources website
with information and video
Source: T1 Resources
Website: https://www.t1resources.uk/
resources/item/disordered-eating-diabulimiaand-diabetes-infographic/

Books
•

Getting Better Bit(e) by Bit(e)
(2007, Ulrike Schmidt and Janet Treasure,
Routledge, UK).
A self-help ‘Survival Kit’ for people struggling
with bulimia and binge eating disorders.

•

Diabetes and Wellbeing: Managing
psychological and Emotional Challenges
in Type 1 and Type 2 Diabetes
(2013, Dr Jen Nash, John Wiley and Sons, UK).
Written by Dr Jen Nash, Clinical Psychologist
who lives with Type 1 diabetes, with a chapter
titled ‘Managing Food, Weight and Emotions’.
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9
Referring to a mental
health professional
Key messages
•

In general, people with diabetes tend to prefer their diabetes health professional
to support them with the emotional aspects of diabetes (e.g. diabetes distress,
psychological barriers to insulin, or fear of hypoglycaemia).

•

If the person is experiencing a mental health problem (e.g. eating disorder or depression)
and you do not have the expertise to assist, a referral to a general practitioner (GP) or
mental health professional will be necessary.

•

Some mental health problems require immediate attention and referral to a specialised
service or admission to hospital (e.g. an eating disorder with direct risk for the person,
or acute suicide risk).

Practice points
•

Talk with the person with diabetes about the reasons for the referral and ask them about
their thoughts and feelings about this.

•

Continue to see the person with diabetes after the referral to help reassure them that you
remain interested in their ongoing care. Take this opportunity to check their progress and
revise the action plan if needed. Post-referral follow-up is important.

•

Maintain ongoing communication with the health professional to whom you made the
referral, to ensure a coordinated approach to the person’s ongoing care.
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Background
One of the challenges of attending to the
emotional and mental health needs of people
with diabetes is knowing which problems you can
address as part of a person-centred approach to
diabetes care and which problems need referral to
a mental health professional.
Most people with diabetes (Level 1 of the pyramid
in Box 9.1) experience only general or mild
difficulties in coping with their diabetes and will
benefit largely from the support and counselling
that their usual diabetes health professionals can
offer. Moving up the pyramid, the more severe and
complex the psychological problem is, the more

Box 9.1

likely it is that the individual will need specialist
psychological support. Level 5 of the pyramid also
demonstrates that severe and complex mental
health problems are, fortunately, relatively rare
among people with diabetes.
Psychological problems can co-exist alongside
or be caused by diabetes. Even when diabetes
is not a contributing factor, the more severe
the psychological problem, the more likely it is
that diabetes management (and consequently,
diabetes outcomes) will be impaired. In most
circumstances, a multidisciplinary, collaborative
care model is the best approach.

Pyramid of psychological problems

Level 5
Severe and
complex mental
illness, requiring
specialist psychiatric
intervention(s).
Level 4
More severe psychological
problems that are diagnosable and
require biological treatments, medication
and specialist psychological interventions.
Level 3
Psychological problems which are diagnosable/
classifiable but can be treated solely through
psychological interventions, e.g. mild and some
moderate cases of depression, anxiety states
and obsessive/compulsive disorders.
Level 2
More severe difficulties with coping, causing significant anxiety
or lowered mood, with impaired ability to care for self as a result.
Level 1
General difficulties coping with diabetes and the perceived
consequences of this for the person’s lifestyle etc. Problems at
a level common to many or most people receiving the diagnosis.

©Diabetes UK/NHS 2010. Reproduced with permission.1
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Making the referral
Before deciding whether to assist the person
or to refer them to a mental health professional,
consider the context and severity of the problem
as well as your qualifications, knowledge, skills,
confidence, time, and resources to address
the problem. Most importantly, discuss these
considerations with the person with diabetes,
as they may also have their own preferences.

referral pathways and to develop professional
networks with appropriately trained individuals
and services both inside and outside the
NHS who provide psychological support and
intervention to people with diabetes.
•

Discuss the person’s preferences for the
referral. The person may have a preferred
mental health professional (e.g. someone
they have seen previously), or they may have
specific requirements about whom they are
willing to see (e.g. someone of the same
gender or cultural background).

•

Explain that finding the ‘right match’ is
important. Every health professional has an
individual consultation style and approach; some
will suit the individual better than others will. If the
person finds that the mental health professional’s
style approach does not meet their needs, or
they do not feel comfortable, explain that this
can happen and that you can assist them in
exploring and accessing other specialists.

•

Prepare the person for what to expect
at the mental health consultation.2, 3, 4 For
example, if you have referred the person with
diabetes to a psychologist for assessment,
explain that they will probably be asked
to complete questionnaires, and answer
questions about their life, including family
background, medical history, and relationships.
If you have referred them to a psychiatrist,
explain what a psychiatrist does and why you
feel psychiatric intervention is necessary for
their presenting problem. You may need to
clarify the difference between a psychologist
and a psychiatrist.

•

Prepare the person for what will be
expected of them. Inform them that mental
health interventions vary in their duration and
course, depending on the type of problem.
There will also be a time commitment required
for the initial consultation (e.g. 45-60 minutes)
and subsequent consultations; the duration
of the therapy will be decided together with
the mental health professional. There may
also be tasks they need to complete between
consultations (e.g. keeping a record of
their mood).

The information in this section
applies to situations where there is
no emergency or immediate risk of
harm (to self or others).

Tips for making a mental
health referral
Where you believe a referral is required, it is
important to talk about the options and processes
with the person with diabetes.
•

•

•

Explain to the person why you believe
a referral is needed. Clarify what a mental
health professional can offer that you cannot,
and what the expected benefits of seeing
a mental health professional will be for the
person.2 For example, will support from a
mental health professional assist them with
diabetes management? Or help to reduce their
depressive symptoms? Or both?
Ascertain how comfortable the person
feels about being referred to a mental
health professional. You may prefer to take
some time to first gauge an understanding of
their emotional state and readiness to seek
and accept such support.2 Then, assist them
in making an informed decision about whether
to seek and access appropriate support when
they feel ready to do so.3 If they feel nervous
or unsure about whether they are ready,
normalise this experience for them – let them
know that it is common to feel this way and
give them time to think about it.
Be familiar with your local referral
pathways. If you can personally recommend
a particular mental health professional or
service (e.g. with a specific interest in diabetes)
this can be reassuring for the person with
diabetes. It is helpful to be familiar with local
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Box 9.3

Checklist of suggested content for a mental health
referral letter

Identifying information

The person’s:
• name
• gender
• age

date of birth
address
NHS record number

•
•
•

Purpose of the referral

Your reason for writing the referral (e.g. to establish a
diagnosis, or to treat major depression).

Presenting problem

A brief summary followed by a more detailed description (i.e.
what the person reports and what you observe). Be concise,
but include enough detail for the health professional to know
how to approach the initial consultation and to provide
optimal care to the person.
Respect the person’s privacy – first check whether there are
any parts of your conversation that they would prefer not to
be included in the referral.
Document any safety concerns you have (i.e. risk to
themselves or others).

Assessment results

Where available, include validated questionnaire scores
(and/or a copy of the completed questionnaire), and
interpretation of the results of any suicide risk assessment.

Medical history

Relevant details of the person’s broader medical history.
For example:
• diabetes type, duration and treatment
• current medications
• known allergies
• history of mental health problems (including details
about severity, duration, and treatment, e.g. names of
medications, types of psychological therapy and contact
details of their mental health professional).

Follow-up plan

Include a projected timeframe for the person’s medical
treatment. Clarify who will be responsible for follow-up.
You may also like to request written updates of the person’s
progress and treatment.

Consent

Document that the person has provided consent for the referral.

Your contact details

For example, your:
• name
• practice name
• address

Your signature and
the date
184

•
•

telephone
email address.

Complete the referral with your signature and the date.
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•

Explain waiting times and service
limitations.4 You may need to continue to see
the person until they can see the mental health
professional so that they remain supported and
do not fall between service gaps.

•

If the person is reluctant or chooses not
to consult a mental health professional
at this time, explain the limitations of your
expertise (e.g. you are not an expert in
managing mental health problems) and provide
them with basic support (e.g. give them the
opportunity to talk about how their problems
are impacting on their diabetes). Monitor the
person and make a plan to revisit the option
of a mental health referral at another time,
as needed.

•

Talk about their experience of the mental health
intervention. For example, ‘You had a few
sessions with the psychologist. How is that
working out for you? How have things been
since you’ve been talking about things?’
Keep in mind that the issues discussed
with the mental health professional may be
highly sensitive and respect the person’s
right to privacy.2

•

If the person with diabetes does not feel the
intervention is helping them, find out why.
Let them know that there are other options
and that you are happy to explore these
options with them. For example, you might
say something like ‘It can take time to find a
[psychologist] that you feel comfortable with.
Sometimes, it takes a bit of trial and error
to find the right person; this is normal and
there is no need for this to stop you from
seeking help’.

•

If psychotropic medication(s) have been
prescribed, enquire about these. For example,
‘How have you been feeling since starting
your medication(s)? Have you noticed
any changes in how you feel – positive or
negative?’ Some psychotropic medications
can impact on blood glucose levels, so
check that the medication has not had
a negative impact on the person’s
diabetes management.2

•

Maintain ongoing communication with the
referring health professional to review the
referral and person’s progress, and to ensure
a coordinated approach.

Writing the referral
After agreeing with the person with diabetes that
referral is the best option, you can then write a
referral letter. In addition, you may also choose to
have a telephone or Skype conversation about
the presenting problem with the mental health
professional to whom you are referring the person.
Retain a copy of the letter in the person’s file
and send a copy of the letter to the GP and, if
appropriate, the person with diabetes themselves.
You may already have a standardised template for
the referral letter. If not, a general guide about what
to include is offered in Box 9.3.

What to do after making a referral
Once you have made a referral, it is your
responsibility to ensure that it has been received
and accepted. If the person with diabetes is
placed on a waiting list, both service providers
should agree who is responsible for monitoring the
individual.4 It is important that the person is not left
waiting for their appointment without anyone to
support them, especially if you have concerns for
their well-being or safety.
Continue to support the person with regular
appointments especially while they are
establishing a therapeutic relationship with the
mental health professional. When you see the
person with diabetes:
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Crisis referrals
A crisis referral must be considered5 when:
•

someone feels they are no longer able to cope

•

someone is fearful they might lose control

•

someone is expressing strong suicidal
feelings or are experiencing visual or
auditory hallucinations.

If you feel someone is at risk to themselves,
or to someone else, you must refer them to
a mental health service. Check whether the
person is already known to mental health
services. If so, contact that particular service.

When to contact social services?
Beyond a crisis situation, it may be more
appropriate to call social services if you have
urgent concerns about someone’s social or
domestic circumstances, such as vulnerable
children and young people, vulnerable adults or
people with learning disabilities6. Social services
can be contacted out-of-hours. Social services
may also be involved in the assessment of people
in crisis through the legislation of the Mental
Health Act.

In England, you can call NHS 111 if someone
requires urgent, but not life threatening, care.
For example:
•

if they have an existing mental health problem
and symptoms are getting worse

•

if they are experiencing a mental health
problem for the first time

•

if someone has self-harmed but it does not
appear to be life-threatening, or is talking
about wanting to self-harm

•

if a person shows signs of onset dementia

•

if a person is experiencing domestic violence
or physical, sexual or emotional abuse

Alternatively, contact their GP practice and ask
for an emergency appointment with the first
available doctor.
A mental health emergency needs to be taken as
seriously as a medical emergency. Call 999 (from
anywhere in the UK) if someone is experiencing
an acute life-threatening mental health emergency.
People in crisis can be directed to the nearest
Accident and Emergency (A&E) department if
immediate help is needed or if you are worried
about their ability to keep themselves safe.
Many hospitals now have a liaison psychiatry
team to address mental health issues that present
to Accident and Emergency. If this service is not
available, the A&E team will contact the local
on-call mental health services, such as the Crisis
Resolution and Home Treatment Team (CRHTs).
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uk/wp-content/uploads/2018/02/choice-inmental-health-care-v2.pdf

NICE Guidance on Depression (CG90):
https://www.nice.org.uk/guidance/cg90

5. Crisis mental health referrals (accessed 28
January 2019) https://www.nhs.uk/usingthe-nhs/nhs-services/mental-health-services/
dealing-with-a-mental-health-crisis-oremergency/

Resources for people with diabetes
Information
Patient information: https://www.nhs.uk/
NHSEngland/AboutNHSservices/mental-healthservices-explained/Pages/accessing%20services.
aspx

6. NHS England Safeguarding policy(accessed
28 January 2019) https://www.england.nhs.
uk/wp-content/uploads/2015/07/safeguardpolicy.pdf

Patient rights: https://www.england.nhs.uk/
wp-content/uploads/2018/02/choice-in-mentalhealth-care-v2.pdf
Support
NHS Moodzone, including self help, how
to get help urgently and a listing of mental
health helplines: https://www.nhs.uk/conditions/
stress-anxiety-depression/
Finding IAPT Services locally: https://www.nhs.
uk/service-search/Psychological-therapies-(IAPT)/
LocationSearch/10008
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Appendix A: Peer support
Peer support links people living with a chronic
condition, such as diabetes, so they can share
their experiences, to support and encourage
each other. It can be an effective supplement to
the knowledge, expertise, and support offered by
health professionals and consumer organisations.
Peer support has four key functions:1
•

•

assistance with self-management –
practical tips, problem solving, and
resourcefulness, based on experience
of living with the condition
social and emotional support – empathic
listening, encouragement, coping with
negative emotions

•

linkages to formal healthcare or community
resources – help with navigating the
health system

•

ongoing support reflecting the long-term
nature of the condition – encouraging
and engaging with proactive follow-up.

Diabetes peer support programmes can lead to
improvements in:2-8
•

behavioural outcomes (e.g. self-monitoring,
medication-taking, healthy eating,
physical activity)

•

psychosocial outcomes (e.g. diabetes
knowledge, self-efficacy, emotional
distress, quality of life)

•

health outcomes (e.g. reductions in blood
glucose, blood pressure, body mass index).

Ultimately, this may lead to reduced healthcare
utilisation and reduced healthcare costs.
Peer support takes many forms, including oneto-one mentoring, support groups, and online
forums. The table below lists some examples of
UK diabetes peer support initiatives.
Many of these organisations also hold references
to other forms of peer support not mentioned in
this listing.

Organisation/Initiative

Details

Contact

Diabetes UK

Diabetes UK is a British-based
healthcare charity aiming to create a
world where diabetes can do no harm.
It funds research, campaigns for better
care, raises awareness to prevent Type 2
diabetes and supports people living with
and affected by the condition, to make
sure that everyone can live well with
diabetes. And eventually find a cure.

www.diabetes.org.uk
0345 123 2399

It also provides face to face local support
groups, an online support forum and a
helpline of trained counsellors.
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Juvenile Diabetes
Research Foundation
(JDRF) (merged with
INPUT Diabetes in 2018)

JDRF are committed to eradicating
Type 1 diabetes and its effects for
everyone in the UK with Type 1, and
at risk of developing it.

https://jdrf.org.uk/

T1 Diabetes Resources

A collection of resources for Type 1
Diabetes, including blogs, experiences
and discussions between people
living with it.

www.t1resources.uk/
resources/all-resources/
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020 7713 2030
info@jdrf.org.uk

My Diabetes My Way

NHS Scotland-wide interactive website
to help support people with who have
diabetes and their family and friends.

https://www.
mydiabetesmyway.scot.
nhs.uk

Circle D

Facebook and Twitter support group
for (mainly) 18-30s with diabetes of any
type. Kent local meet ups, ‘rant room’
& other places where Circle D groups
have developed. ‘You are not alone’ is
their motto

www.facebook.com/
circledrocks/

Diabetics With Eating
Disorders (DWED)

Online support via Facebook and
other social media platforms, for those
dealing with eating disorders and (mainly)
Type 1 diabetes.

http://dwed.org.uk

InDependent Diabetes
Trust (IDDT)

A charity run by people living with
diabetes to support people living with
diabetes, including a telephone helpline
and a conference for people to meet
and discuss living with diabetes

https://www.iddt.org

Great Britain Diabetes
Online Community
(The GBDOC)

24/7 discussions, conversations and
support. Weekly ‘tweetchat’ focussing
on a particular topic; Facebook groups;
blogs; occasional conferences

Twitter: @thegbdoc
#gbdoc #ourD

Talking About Diabetes
(TAD)

Website and annual conference for
people living with diabetes aimed at
showcasing peoples’ inspiring stories
to generate discussion about innovation
and new technologies through shared
experiences

http://
talkingaboutdiabetes.
co.uk/about-us/

Group programmes to give information
about living well with diabetes, also
giving the chance to meet and share
experiences with others with diabetes.

X-PERT (Type 2)
www.xperthealth.org.uk

Diabetes selfmanagement
education courses
(offered locally as
part of diabetes care)

Twitter: @circled

Telephone: 01604 622837
Email: enquiries@
iddtinternational.org

Twitter: #tadtalk2018

DESMOND: (Type 2)
www.desmond-project.
org.uk
DAFNE: (Type 1)
www.dafne.uk.com
Find local diabetes
services provision at
www.nhs.uk and following
the relevant country and
then your local area

NHS England Type 1
Resource

A collection of resources for Type
1 diabetes, including a get support
section, detailing many ways people
living with diabetes can access support

www.nhs.uk/conditions/
type-1-diabetes/getsupport/
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Appendix B: Examples of strategies to
address diabetes distress
This table presents some examples of strategies
that may help you reflect on how you could
support someone who is experiencing diabetes
distress, and offers suggestions for questions and
actions. The strategies are categorised according

to the most common sources of diabetes distress.
The examples may apply/work for some people
but not for others. Select the strategies that are
appropriate for the individual and their needs.

Source of distress: negative emotions
Explore how negative
feelings could be reduced:
•

Ask ‘What needs to
happen for you to
feel better?’

•

Have there been times
when the person was
feeling less distressed
about their diabetes? How
was it different compared
with today? Would past
strategies be useful to
respond to current
negative feelings?

•

•

Are these negative feelings
present all the time, or are
some days better than
others? What is different?
Decide together on
realistic changes the
person will make.

Explore ways of coping
with stress:
•

•

Ask ‘What might help you
to relax?’ (e.g. going for a
walk, having a coffee with
a friend, doing yoga,
reading a book).

Explore worries related to
diabetes complications
(acute and chronic):
•

Identify whether the
person’s perceptions of
their risks are realistic.

•

Provide information about
their actual risk and the
evidence today about
the percentage of people
with diabetes developing
complications.

•

Talk about complications
in a motivational (instead
of scary) way:

How could the person
incorporate ‘their quality
time’ into their daily
schedule?

Explore whether – and how
– social support could help in
reducing diabetes distress:
•

Is there someone they
can talk to?

•

Would they like to join a
support group or online
forum? (see Appendix
A for Peer Support
Opportunities)

complications are not
inevitable; modern
treatments are very
effective in preventing
complications
how they can
reduce the risk of
complications by
making management
or lifestyle changes
how can they live a
long and healthy life
with diabetes.
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Source of distress: diabetes management
Review the current
management plan:
•

Ask the person whether
they would like to be
informed about how
their management
could be adjusted (e.g.
with new medication or
technologies).

•

Ask about alternative
treatment options they
have thought of.

•

Inform the person about
the pros and cons of
various options.

•

Ask about the person’s
preferences.

•

Together, tailor the
management plan to
suit the individual.

Review the person’s
self-management skills:
•

Talk about the person’s
skills and confidence to
manage their diabetes.

•

Talk about small
behavioural changes
that could help – such
as, how to remember
to do certain tasks (e.g.
taking medication or
self-monitoring of blood
glucose), or to how to
reduce the burden
(e.g. a reward system);
focus on the benefits
of these changes.

•

•
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Provide additional training,
if required/ preferred, or
suggest a consultation with
a diabetes specialist nurse.
Ask whether the person
would like to receive
information about
structured diabetes
education programs like
DAFNE, DESMOND or
X-Pert (find out more at
www.diabetes.org.uk/
education)
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Review goal setting
and barriers:
•

Verify that the goals
the person has set are
achievable. For example,
striving for ‘perfect’ blood
glucose levels is not
realistic and likely to result
in frustration; similarly,
moving from no physical
activity to attending the
gym five days per week
may also be unrealistic.

•

Identify (with the person)
their perceived barriers
to self-care tasks/lifestyle
changes and how to
overcome them.

•

Ask the person about what
support would be most
helpful in making self-care/
lifestyle changes.

•

Talk about the benefits of
peer support and provide
contacts of peer support
initiatives (see Appendix A).

Source of distress: interpersonal relationships
Ask the person if it would
be helpful to invite their
partner or family/friends
to join them at the next
consultation:
•

•

It could enhance the other
person’s understanding
of the condition, its
management, and
daily hassles.

Support the person to
become more assertive in
their interactions with their
partner or family/friends:

Promote peer support:

•

Acknowledge that wellintended support can
often lead to frustration.

•

Describe what
peer support is,
and the benefits.

•

Advise the person to
share with their partner
or family/friends:

•

Provide details of
peer support initiatives
(see Appendix A).

The other person will
observe how their partner/
relative manages their
diabetes on a daily basis
and the challenges they
experience in maintaining
blood glucose within target.

how they feel about
living with diabetes,
and invite the other
person to do the same
what help they
would appreciate
from their partner or
family/friends.
•

Explore what resources
might support them to
have such conversations
with their family members
or friends

•

Be alert to the possible
need for specialist
therapy for interpersonal
relationships
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Source of distress: relationships with health professionals
Reflect on your relationship
with the person and your
communication style:

•

Do you provide the right
amount of information,
using words that can
be easily understood?

•

Are you a good listener?

•

Do you respond in a
non-judgemental and
respectful way?

•

Do you acknowledge
and encourage people in
their efforts in managing
diabetes on a daily basis?

•

Do you provide
adequate support?

Support people with
diabetes to become
more assertive in their
interactions with health
professionals:

Encourage the person to:

•

To enable the person to set
their own agenda, at the
start of the consultation,
ask what they would like
to discuss today.

•

Ask questions or seek
clarification (e.g. regarding
their medical examination
results, general health
or treatment).

•

To enable them to make
informed decisions
about their diabetes
management, inform them
about the latest treatments
and technologies; discuss
what would be realistic
options for them.

•

Be actively involved
in decision making
about their diabetes
management plan.

•

Prepare for their next
consultation and think
about what they would
like to discuss or what
information they need.

•

Suggest the type of
support from HCPs that
would work best for
them, eg text, email, face
to face, between formal
appointments

•

Ask whether they are
receiving the support
they need from you and
other (diabetes) health
professionals.

At the end of the conversation about diabetes distress:
•

Ask the person how they are feeling now
you have talked about their concerns; the
conversation may have already brought
some relief.

•

Summarise the conversation and any actions
you have agreed on. As part of this:
Check that they feel confident and willing
to implement the action plan, and whether
they expect major obstacles.
Reassure them that the plan can be
revised if needed.

194

Diabetes and emotional health: Appendix B

Suggest some information to read at
home, perhaps from the list of resources at
the end of Chapter 3, that may be helpful
for a person who is experiencing diabetes
distress. Select one or two of these that
are most relevant for the person; it is
best not to overwhelm them with too
much information.

Appendix C: Examples of strategies for
overcoming psychological barriers to insulin
use (for people with Type 2 diabetes)
There is no single strategy to address
psychological barriers to insulin. The examples in
this table may work for some, but not for others.
However, the strategies may help you reflect on

how you can support someone who
experiences one or more of these barriers.
Select the strategies that are appropriate
for the individual and their needs.

Barrier: myths and misunderstandings about insulin (e.g. insulin causes diabetes to worsen,
insulin causes complications, taking insulin as recommended is not important)
Explore the barrier
through conversation
•

Explore what they
know and how they
feel about insulin.

•

Enquire about their overall
concerns about and
problems with diabetes
(e.g. the side effects of
hyperglycaemia could be
a motivator to change).

•

Inform about the barrier
•

Dispel misconceptions
about insulin (e.g. correctly
used, insulin is not the
cause of complications,
but can actually help to
prevent them).

•

Emphasise that Type
2 diabetes can be a
progressive condition,
insulin use is very
commonly needed.

Ask whether:
they know other people
with Type 2 diabetes
using insulin

•

they have shared their
(negative and positive)
experiences, as this
could influence their
own beliefs/feelings.

•

Counterbalance their
concerns with benefits
(e.g. insulin helps to
improve glycaemic
outcomes/gives more
flexibility/ energy levels/
well-being/treatment
satisfaction, gives more
flexibility and prevents
long-term complications).

Together, develop
an action plan
•

Invite the person to
complete the ‘Decisional
balancing tool’ (See box
5.3 in Chapter 5), as it
will help the cognitive
process of weighing up
pros and cons.

•

After completing the
tool, ask them to talk
about their responses.
This will inform the
action plan.

NB: It is best to postpone
other changes to their
treatment regimen while they
process the new information
and come to a decision.

Dispel the belief that not
having symptoms of
high blood glucose levels
indicates that insulin is
not needed.
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Barrier: concerns about injecting (e.g. lack of confidence, pain, worries)
Explore the barrier
through conversation
•

Explore in more detail the
cause(s) of their concern.

•

Ask about previous
experiences with injections
or needles.

•

If pain is experienced,
explore what the reason
may be.

NB: For information about
fear of injections, see box 4.2
in Chapter 5.

Inform about the barrier

Together, develop an
action plan

Explain:

•

that many people fear
injecting at first, but
with practice this fear
disappears

Show them needles or
pens and demonstrate
insulin injection.

•

how to reduce pain (e.g.
deep breath relaxation
before injecting, less
sensitive sites)

Have a conversation
about injecting (e.g. sites,
needles, technique) and
insulin use (e.g. storage).

•

If the person is
experiencing pain
while injecting:
encourage them to
make an appointment
for a time when they
would normally inject,
so you can observe/talk
about the technique
check insulin sites.

•

If the person is new to insulin:
invite them to do
their first injection at
the consultation with
you (for reassurance/
encouragement)
for their first injection,
leave them time to feel
comfortable
check if they would like
to make appointments
for a few consecutive
days, until they feel
confident injecting on
their own.

•

Assist in referring them to
a diabetes specialist nurse
to learn or improve injection
techniques and work
through the barriers.

•

Suggest a short ‘trial’ period
of insulin use (see ASSIST
section of Chapter 5).

•

•

•

the reason for the
treatment regimen (type
of insulin and number of
injections)

NB: Consider new technologies
and treatment advances (e.g.
finer needles, insulin pump,
longer-acting insulins).
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Barrier: concerns about weight gain
Explore the barrier
through conversation
•

Ask about their general
concerns about their
weight and body shape.

•

Explore what the
main obstacles are
to maintaining or
reducing weight.

•

Ask about their expectations
in relation to weight gain.

•

For those already using
insulin, ask about their
experiences of the impact
of insulin on their weight.

Inform about the barrier
•

Reassure the person that
although some people gain
weight when they begin
insulin, the weight gain is
often (a) short term, and
(b) counteracted with small
changes to lifestyle.

•

Emphasise that most
people feel better physically
once they begin insulin use.

•

Explain that a collaborative
approach (involving
their GP/diabetologist,
dietitian and/or diabetes
specialist nurse) can help
in minimising the impact.

Together, develop an
action plan
•

Assist in developing an
action plan to minimise the
impact of insulin on weight
(e.g. optimising their insulin
regimen and/or meal plan).

•

Explain how to titrate
insulin doses based on
blood glucose readings
and meals.

•

Suggest they consider
asking for help from their
partner or family member in
maintaining healthy eating
and/or exercising.

•

Assist in referring them to
another health professional
(e.g. a dietitian).

NB: Optimise their insulin dose
to avoid over-treating.
NB: Explore weight-neutral
or weight-reducing diabetes
therapies (e.g. incretin-based
therapies, metformin).

Barrier: self perception (e.g. feelings of failure or guilt)
Explore the barrier
through conversation
•

Ask how they feel about
living with diabetes.

•

If appropriate, assess for
diabetes distress (see
Chapter 3), depression
(see Chapter 6), and/or
an anxiety disorder
(see Chapter 7).

Inform about the barrier
•

Dispel or accept and
discuss feelings of failure,
blame, shame, etc.

•

Emphasise that:
Type 2 diabetes can be
a progressive condition
many people with Type
2 diabetes need insulin
insulin is a powerful
way to prevent longterm complications.

Together, develop an
action plan
•

See Chapter 3 about
how to help a person
who has negative feelings
around diabetes.

•

Refer them to a mental
health professional
if negative feelings
are persistent.

•

Discuss if peer support
might help and how to
access this.
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Barrier: impact on lifestyle (e.g. reduced flexibility or spontaneity, time consuming, having to give
up other activities, effect on work, cost)
Explore the barrier
through conversation
•

Ask about how they
believe insulin will affect
their lifestyle.

•

Explore in more detail
what aspect(s) of their
lifestyle will be impacted,
as this will inform the
action plan to address
the barrier.

Inform about the barrier
•

Explain the benefits of
insulin, relating back to
their specific concerns (e.g.
more flexibility in the timing
of meals or what they eat;
feeling more energetic,
allowing more activities
instead of less).

•

Explain that being active
will have a positive effect
on insulin sensitivity.

•

If they are experiencing
discrimination because
of their diabetes (e.g. at
work), encourage them
to contact Diabetes UK
on 0345 123 2399 for
advocacy support.

•

Provide information about
insulin prescriptions and
how to obtain them,
+ free prescriptions

Together, develop an
action plan
•

Problem-solve situations
in which they would feel
uncomfortable to inject
(e.g. with colleagues,
in public) or how to
continue activities after
starting insulin.

•

Explain how to titrate
insulin doses based on
blood glucose readings
and planned activities
and meals, to avoid
giving up activities.

•

Suggest a short ‘trial’
period of insulin use
(see ASSIST section
of Chapter 5).

NB: For some people, a
once-daily injection would
reduce the impact on their
lifestyle, while, for others,
multiple daily injections can
increase flexibility.
NB: Consider the method
of insulin delivery (e.g. pen
versus pump).
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Barrier: perceived attitudes and behaviours of others (e.g. social stigma, embarrassment,
concerns from others)
Explore the barrier
through conversation

Inform about the barrier

Ask whether:

•

Talk about how we cannot
control what others think or
say but we can control how
we react to it.

If a close family member or
friend does not understand the
need for insulin or is worried
about it, suggest they:

•

Discuss how other people
sometimes make fun or
ridicule because they don’t
understand or are fearful.

•

•

Advise that they explain
to people their need for
insulin and suggest they
show others their insulin
pen. This may deter other
people from making any
further negative comments
about insulin.

invite them to attend
the next consultation
or to attend a diabetes
information session
(if available).

•

give the family member or
friend an information leaflet
about insulin.

•

they have discussed going
on insulin with other people
and what the reaction was

•

others support them in
going onto insulin

•

they feel comfortable about
injecting in front of others.

Together, develop an
action plan

Inform them about online and
face-to-face diabetes peer
support services in their local
area and encourage them
to participate to strengthen
their support networks.
See Appendix A.

Barrier: risk of hypoglycaemia
Explore the barrier
through conversation

Inform about the barrier

Together, develop an
action plan

Ask about:

Explain that:

•

Assist the person in
accessing appropriate
hypoglycaemia prevention
and management training.

•

Implement/adapt the insulin
regimen step-by-step,
so that the person is safe
and feels confident in their
insulin use.

•

their understanding
of hypoglycaemia

•

hypoglycaemia is a
side-effect of insulin use

•

their concerns about the
risk of hypoglycaemia

•

•

what they fear most
about hypoglycaemia
(see Chapter 4).

there are strategies to
prevent low glucose
levels (e.g. checking
blood glucose and
timely treatment)

•

the risk of severe
hypoglycaemia (very
low blood glucose) is
low in people with
Type 2 diabetes

•

training in hypoglycaemia
prevention/ management
is available.

NB: Consider lower-risk
treatments (e.g. longer-acting
insulin, alternatives to insulin).
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Barrier: concerns about regimen complexity
Explore the barrier
through conversation

Inform about the barrier

Ask about:

•

•

what aspects of their
regimen they find
complex or challenging

•

how adding insulin to
their treatment plan would
impact on this complexity

•

the experienced
challenges (for those
already using insulin).

Recognise that at first
insulin may seem to be a
more complex regimen,
but that they can take it
step-by-step (e.g. starting
off with a once-daily longacting injection).

Together, develop an
action plan
•

Discuss and decide
on a regimen that will
suit the person’s lifestyle,
health needs, and
confidence levels.

•

Provide or assist the
person to access training/
resources about how to
manage diabetes (e.g.
how to administer insulin
and check blood glucose),
with specific attention
to the aspects of their
regimen that they find
most challenging.

•

Suggest a short ‘trial’
period of insulin use
(see ASSIST section
of Chapter 5).

Barrier: loss of independence
Explore the barrier
through conversation

Inform about the barrier

Explore:

•

Reassure them that using
insulin does not mean loss
of independence.

•

Explain that using insulin
most likely means they will
gain more independence
(e.g. more energy, flexibility
in when and what they
eat) and be able to live
a healthy life.

•

how they perceive loss
of independence

•

what part of their life is
most likely going to change

•
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impacts on their ‘freedom’.
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Together, develop an
action plan
•

Discuss and decide
on a regimen that will
suit the person’s lifestyle,
health needs and
confidence levels.

•

Provide or assist the
person to access training/
resources about how to
manage diabetes (e.g.
how to administer insulin/
check blood glucose/
avoid hypoglycaemia),
with specific attention
to the aspects of their
regimen that they find
most challenging.

•

Suggest a short ‘trial’
period of insulin use
(see ASSIST section
of Chapter 5)

At the end of the conversation about psychological barriers to insulin use:
•

Ask the person how they are feeling now that
you have talked about their concerns.

•

Summarise the conversation and any actions
you have agreed on. As part of this:
Check that they feel confident and willing
to implement the action plan, and whether
they expect major obstacles.

Suggest some information to read at
home. There is a list of resources in
Chapter 5 that may be helpful for a person
who is experiencing psychological barriers
to insulin use. Select one or two of these
that are most relevant for the person, along
with them,; it is best not to overwhelm
them with too much information.

Reassure them that the plan can be
revised if needed.
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