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Challenges
in type 1

diabetes
Integrating
emotional support
into diabetes care

SHIKHA M. GRAY MPysch(Couns), PhD
CHRISTEL HENDRIECKX PhD

People with type 1 diabetes often experience emotional
distress and are more likely to have elevated depressive
symptoms compared with those without diabetes.
Healthcare professionals are ideally placed to provide
support for people with diabetes, including when and
how to assess and address common emotional problems.
Acknowledging and normalising feelings of distress

and continual assessment of people with diabetes are
the cornerstones of emotional support.

What is the problem?

Emotional problems are common among people with type 1
diabetes. The prevalence of diabetes-related emotional distress
(known as diabetes distress) is about 24 to 42% and the likelihood
of elevated depressive symptoms is two to three times higher
compared with people without diabetes.”* Although more research
is needed to fully understand the causal links between diabetes
and emotional problems, we know that living with type 1 diabetes
entails a number of behavioural and psychosocial challenges.*
Self-management takes up a considerable amount of time, effort
and motivation. On a daily basis, myriad calculations and decisions
must be made and complex activities undertaken (glucose
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Type 1 diabetes is a demanding chronic condition associated
with emotional challenges.

Many people with type 1 diabetes may require psychological
care, although this may not be overtly expressed.

Health professionals have the capacity to identify emotional
problems and provide support to people with type 1 diabetes
as part of their regular consultation.

Common emotional problems include diabetes distress,

fear of hypoglycaemia, depression, anxiety and disordered
eating.

Identification involves being aware of common emotional
problems, regularly asking people how they feel about

living with and managing their diabetes, and conducting
regular assessments (e.g. by using questionnaires such

as the Problem Areas In Diabetes scale).

Support involves providing information about the emotional
problem (advising), developing an achievable action plan
(assisting), providing a referral to another health
professional if needed (assigning) and following up on
progress (arranging).
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PERSPECTIVE CHALLENGES IN TYPE 1 DIABETES CONTINUED
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Figure. The 7 A's model for implementing psychological care.
Reproduced under a Creative Commons License from Halliday JA, et al. JMIR Form Res 2020; 4: €15007.2%

monitoring, insulin intake, physical activity
and diet). No straightforward formula for
managing diabetes exists and continual
adjustments are often needed.

Self-management also comes with no
guarantees of ‘textbook’ outcomes. Fluctu-
ationsin glucoselevelsin type 1 diabetes are
common, sometimes unpredictable and may
occur despite a person’s best efforts to main-
tain their glucose levels in target range.
Understandably, the experience of glucose
fluctuations can lead to frustration and con-
cerns about future health. For some, it can
accompany a feeling of powerlessness and
disengagement from self-care.> Moreover,
diabetes-related stigma is widespread.
Stigma, which is characterised by negative
social judgement, exclusion, blame or deval-
uation, can precipitate or exacerbate isolation
and negative self-judgement.®

Despite these challenges, most people
with type 1 diabetes manage their emotional
health well most of the time. But at times,
distress may peak and impact on the person’s
motivation, wellbeing and quality of life.

There is growing evidence that diabetes
distressis a predictor of reduced engagement
in recommended self-management activities
including reduced physical activity,
unhealthy eating, suboptimal medication
taking and less frequent glucose monitor-
ing*” Emotional problems are also associated
with impaired quality oflife, higher rates of
complications, reduced functionality and
overall mortality.® Therefore, it is important
to be alert to possible diabetes-related
emotional difficulties.

How can health professionals
support people with type 1
diabetes experiencing emotional
problems?

Health professionals in general practice and
diabetes specialist centres are ideally posi-
tioned to monitor and respond to emerging
and existing emotional problems in people
with type 1 diabetes. People with diabetes
want to talk with their health professionals
about how diabetes affects their mood and
want health professionals to acknowledge
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the socioemotional aspects of diabetes
management.”™ Timely psychological care
can lead to improved physical and emotional
health.”? In particular, when health profes-
sionals show empathy and take an interest
in psychological concerns, people report
greater satisfaction with care and better
health outcomes."*™

Worldwide, diabetes guidelines recom-
mend person-centred, holistic care, including
regular psychological care. The Australian
National Diabetes Strategy suggests regular
mental health assessment (at diagnosis and
as part of the annual cycle of care) and mon-
itoring as important components of diabetes
management.”” Research shows that health
professionals are generally aware of the
emotional burden of type 1 diabetes but they
often restrict their care to medical manage-
ment despite the abundant evidence that
emotional problems are barriers to diabetes
management.'®"’

Some health professionals report that
time limitations prohibit them from attend-
ing to emotional concerns during consul-
tations. However, discussing emotional
health can save time by engendering trust.
It can also provide the health professional
valuable information that could be relevant
to ensuring effective clinical care is pro-
vided. Indeed, we know it is possible to
integrate psychological care into diabetes
care because many health professionals
already do so within the available time of
aregular consultation.!

Health professionals have also reported
a lack of training and skills to confidently
attend to the emotional needs of people with
diabetes. A small number of relevant clinical
practice guides exist.'*?2 Overall, they focus
on two aims: (1) to assess for emotional
problems, and (2) to provide psychological
care. The National Diabetes Service Scheme’s
(NDSS) Diabetes and Emotional Health: a
practical guide for health professionals
supporting adults with type 1 or type 2
diabetes provides a framework developed to
elaborate on these aims (called the 7 A’s
model, Figure).? This practical guide is a
free evidence-based and clinically informed
resource for multidisciplinary diabetes
health professionals.®
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1. Four common categories of emotional problems relevant to people living with and managing type 1 diabetes

Diabetes distress

¢ |s the emotional response

to living with diabetes that
can arise from the burden

of relentless daily
self-management and

(the prospect of) its long
term complications

Can also result from
difficulties associated with
systemic problems such as
social stigma, discrimination
and the financial implications
of the condition

May be underlying suboptimal
or disengaged self-

Fear of hypoglycaemia

¢ Refers to the severe

anxiety evoked by the risk

or experience of

hypoglycaemia

Can lead to over-

compensatory behaviours

(e.g. taking less insulin than

needed or frequent snacking)

and acceptance of

persistently high blood

glucose levels

¢ Although more commonly
associated with a history of
hypoglycaemia, it can also
occur in the absence of

Depression and anxiety disorders

* Major depression is
characterised by persistently
low mood, lack of interest/
pleasure in usual activities
and impaired functioning
Anxiety can include excessive
and frequent worrying,
feelings of restlessness or
irritability and panic attacks
* Depression and anxiety
disorders frequently co-occur
and can affect many aspects
of a person’s life including
how they feel about and
manage their diabetes

Eating problems

Dysfunctional eating or
weight management practices
include food restriction and
compulsive/excessive eating
Eating problems may be
associated with a
preoccupation with food and
body weight

Frequent or severe eating
problems may indicate a
diagnosable eating disorder
Eating disorders can
encompass compensatory
weight control behaviours,
which among people with

management, elevated
glycated haemoglobin level
and dysfunctional coping
behaviours

actual hypoglycaemia

type 2 diabetes is most
commonly insulin restriction/
omission

How can health professionals

identify emotional problems?

According to the 7 A’s model, there are
three steps to identifying emotional prob-
lems in people with diabetes. The first step
is to have awareness. Health professionals
have an opportunity to enhance their dia-
betes consultations by being alert to pos-
sible emotional problems that a person with
diabetes may be experiencing and that
could be complicating their capacity for
self-management or impairing their quality
of life. Emotional problems can be diabe-
tes-specific or generic. Four common

2. Examples of open-ended questions
to ask people with type 1 diabetes

How do you feel about your diabetes
management?

Follow-up questions:

* What is going well?

* What has been challenging?

* What are your greatest concerns?

Have there been any changes in how

diabetes is affecting you?

Follow-up questions:

* How you have been feeling in the last
couple of weeks?

* What has been going on in your life?

emotional problems are summarised in
Box 1. Distinguishing between these is
critical as it can affect when, how and by
whom psychological care is subsequently
provided. For example, although diabetes
distress and fear of hypoglycaemia can
often be managed within regular diabetes
consultations, when supporting a person
with a mental health illness, a referral to a
mental health professional may be
warranted.

The second step in identification is to
ask. Since emotional responses to living
with diabetes can fluctuate over time, it is
advisable to ask people about their emo-
tional wellbeing at every consultation. An

open-ended question (see Box 2 for exam-
ples) about the impact of diabetes on the
person’s daily life can be a way of easing
into a discussion about emotional health.
Then, acknowledging and reflecting on
feelings can affirm the consultation as a
place for psychological care in conjunction
with diabetes care.

The third step in identification is to assess.
In addition to asking people open-ended
questions, regular systematic assessments
can help ensure that problems are identified
and monitored. Questionnaires can offer
people with diabetes effective and pragmatic
means of reporting their concerns, particu-
larly those concerns that are difficult to voice

type 1 diabetes

Table 1. Questionnaires to assess emotional problems in people with

Concern

Examples of questionnaires
(Available online at: ndss.com.au/diabetes-and-emotional-health)

Diabetes distress

Problem Areas In Diabetes (PAID), a 20-item scale

Fear of hypoglycaemia
18-item scale

The Hypoglycaemia Fear Survey-version Il Worry scale (HFS-1l W),

Depression

Patient Health Questionnaire (PHQ-9), 9-item scale

Anxiety

Generalised Anxiety Disorder questionnaire (GAD-7), 7-item scale

Eating problems

Diabetes Eating Problem Survey — Revised (DEPS-R), 16-item scale
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Table 2. Goals and strategies for psychological care for people with type 1 diabetes

Emotional problem

Goals for psychological care

Selected strategies

Practice examples

Diabetes distress

Enhanced ability to regulate
difficult emotions

Encourage increased awareness and
acknowledgement of feelings

Model labelling feelings that are
identified during the consultation
Normalise talking about feelings

Challenging unhelpful beliefs
and behaviours related to
diabetes/management

Assist the person in gaining perspective
lllustrate the connection between
emotions and behaviour

Identify and challenge inaccurate beliefs
Set realistic expectations

Ask the person to reflect on how they
feel after taking different actions

Fear of
hypoglycaemia

Restored self-confidence in
managing diabetes

Review and enhance the person’s
knowledge about self-management
and hypoglycaemia, including how to
treat hypoglycaemia

Develop an action plan to reduce
hypoglycaemia

Identify gaps in knowledge
Encourage keeping a record/diary of
glucose levels

Explore barriers to management
Provide relevant education

Management of fear

Provide accurate information on
personal risk of hypoglycaemia
Challenge unhelpful behaviours and
beliefs related to hypoglycaemia

Build awareness of hypoglycaemia cues
Develop a stepwise approach for
hypoglycaemia management
Encourage gradual ‘experiments’ to
bring glucose levels to target

Involve a support network

Depression and
anxiety disorders

Make an informed choice
about treatment

Explore treatment options and discuss
the pros and cons of each option
Initiate the preferred treatment

Discuss when and how to access
support from a psychologist or
psychiatrist, peers and family

Discuss medication options

Explore and challenge any
misconceptions about support-seeking
Write a Mental Health Care Plan

Active participation from the
person with diabetes in
bringing about change

Set measurable goals to reduce
symptoms (where needed, adapting the
diabetes management plan)

Identify sources of support

Discuss mood-enhancing activities (e.g.
physical exercise, self-care activities,
problem-solving, social contact)

Set practical goals

Discuss support options

Eating problems

Make an informed choice
about treatment

Discuss the specific eating problem
and its impact on diabetes
management and health outcomes
Discuss treatment options and access

Discuss when and how to access
support from a psychologist,
psychiatrist and dietitian

Assist with finding the right support
system

Initiate and support an
action plan

Set achievable goals and agree on a
stepwise approach

GPs: co-ordinate multidisciplinary care
and explain the role of each member of
the care team. An Eating Disorder
Treatment Plan (EDP) should be
prepared, and referral letters supplied
where appropriate. New Medicare item
numbers are available for rebate:
90250-90257 (item number will depend
on the mental health training of the GP
and the time taken to prepare the EDP)

Collaboratively agree on a concrete
plan to follow

Maintain contact with the care team to
ensure co-ordination
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Discussing questionnaire outcomes during
the consultation is associated with greater
patient satisfaction with consultations,
reduced diabetes distress and improvements
in glycated haemoglobin levels.'®2**

Numerous well-validated questionnaires
are freely available for assessing emotional
health in people with type I diabetes (Table 1).
Questionnaires about diabetes distress, in
particular, can be useful as conversation
starters and for converging the focus of a
consultation to any challenges the person
may be experiencing related to living with
and managing diabetes.

How can health professionals
provide psychological care?
The first step to providing psychological care
is to advise the person about any emotional
problem or concern that has been identified.
Any distress should be acknowledged and
normalised. This can help the person feel
heard, reduce their sense of isolation and aid
trust and collaboration. Additionally, it can
be empowering for the person to have a clear
understanding of their emotional problem,
including its associated symptoms. Sharing
handouts (available through the National
Diabetes Services Scheme, NDSS: ndss.com.
au/mental-health) can be an effective and
time-saving strategy for building on this dis-
cussion. As shown in a multinational trial,
when the emotional problem is diabetes
distress, an effective intervention can be as
simple as conducting a psychological assess-
ment and discussing the outcomes.'®

As a next step, health professionals need
to consider whether they can provide further
support themselves or if another (mental)
health professional needs to be involved. This
will depend on the health professional’s
qualifications, knowledge, skills and confi-
dence; the severity of the emotional problem;
and the needs and preferences of the person
with diabetes. It is worthwhile bearing in
mind that people with diabetes often report
wanting emotional support from their regular
diabetes health professional, illustrating the
importance of integrative care no matter
which course of action is decided.*"°

For health professionals, a number of
strategies are available to incorporate

psychological care into diabetes consulta-
tions (Table 2). For example, talking with
the person about how they feel and what
they believe about diabetes management
can make a meaningful difference. This
conversation allows opportunities to
normalise feelings and to provide accurate
information that challenges unhelpful
beliefs. It can also lead to a practical discus-
sion about problem solving.

For severe and complex emotional prob-
lems (including diagnosable mental health
illnesses), a referral to a mental health pro-
fessional will be necessary (usually a psychi-
atrist or psychologist). Further information
about when and how to make a referral is
available in the NDSS factsheet Assisting
people with diabetes to access professional
psychological support: a practical guide for
health professionals and the NDSS Diabetes
and Emotional Health practical guide.® If
the person is not at immediate risk of harm
to self, a conversation about accessing psy-
chological support should take place. This
starts by ascertaining the person’s prefer-
ences, their readiness to seek support and
any barriers to accessing support. Opportu-
nity should be taken to address any questions,
concerns or misconceptions regarding when,
why and how mental health support is
accessed. Resources are available through
the NDSS website to aid this conversation
(ndss.com.au/mental-health).

Importantly, if the person is atimmediate
risk of harm to self, a referral to a crisis
service or specialist inpatient service will be
required. Risk of harm may be signalled by
disclosures of suicidal ideation, recurrent
episodes of diabetes ketoacidosis, cardiac
arrhythmias, hypothermia, hypotension,
electrolyte abnormalities, or if the person
has stopped taking insulin.

The health professional’s role in psycho-
logical care does not end after referring the
person with diabetes to another health pro-
fessional or service. It is important to ensure
that the referral has been received and
accepted and, if there is a waiting list, then
interim support (for example, through the
health professional) is available if needed.
Continued monitoring of emotional health
and maintaining ongoing communication

3. Further reading and resources

Hendrieckx C, Holmes-Truscott E,
Speight J. Ten tips for more effective
and satisfying clinical consultations.
J Diabetes Nurs 2020; 24: 145.1*

¢ Fisher L, Polonsky WH, Hessler D.
Addressing diabetes distress in
clinical care: a practical guide.
Diabet Med 2019; 36: 803-812.1°

National Diabetes Service Scheme
(NDSS). Diabetes and emotional health:
a practical guide for health professionals
supporting adults with type 1 or type 2
diabetes. Available online at: ndss.com.
au/diabetes-and-emotional-health?®

National Diabetes Service Scheme
(NDSS). Factsheets for people with
diabetes. Available online at: ndss.com.
au/mental-health

National Diabetes Service Scheme
(NDSS). Resources to support health
professionals. Available online at: ndss.
com.au/health-professionals/resources

with the external health professional will help
to ensure that co-ordinated and effective care
is provided and, if needed, any adjustments
are made.

Conclusion

Although this article offers several strategies
for identifying and addressing emotional
problems in diabetes care, the takeaway
message is simple. What it comes down to is
adopting a person-centred approach to
communication and support. This means
acknowledging and prioritising the person’s
lived experience of diabetes as being central
to the challenge of managing diabetes.
Further reading and resources for health
professionals can be found in Box 3. ET
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