s self-compassion the antidote to
diabetes stigma and distress?
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Overview

* Part 1: Research
* What does psychology have to do with diabetes?

* Key and emerging areas of psychosocial research in
diabetes

e Diabetes MILES findings

* Part 2: Practice
* Self-compassion as a focus for diabetes management
 What you can do
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Living successfully with diabetes

* In-target average blood glucose levels
 HbAlc <7% or <53mmol/mol

* Preventing or delaying complications
* Longer diabetes duration

e Scrupulous self-management

* Healthy eating, regular physical activity, taking
insulin/medications as recommended

 Social and occupational functioning
* Emotional well-being
* Quality of life
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Surely success is
all about achieving

HbA1c targets
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What does HbA1c tell us?

* Measure of average
glucose levels in the
past 8-12 weeks

Glucose Excessive
in blood blood glucose

* Strong association
between HbAlc and
risk of complications

e A reliable indicator of
future health
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What doesn’t HbA1c tell us?

e about everyday highs and lows

* how the person manages their diabetes - oo™
* knowledge of diabetes e, T g.
i ofecd ) 2=, 7
* beliefs about diabetes J— "Ej'j':;;gw [ J/;\
g 7 AN =
* self-management skills P [ W %ﬁ%_/
. i = L " < I
* confidence o] ot \ VY L
: =A%
* the support (or lack of it) from =Y 3

i
family and friends },f &gJ
* how diabetes affects quality of life
* how they feel about living with diabetes
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The intersection of diabetes and

psychology

“From a psycho-behavioural
perspective, it is difficult to
imagine any other illness that
places the same level of
demand on patients to self-
monitor and self-requlate
their own health status”

Gonder-Frederick LA et al. Diabetes and behavioural
medicine: The second decade. Journal of Consulting and
Clinical Psychology 2002;70(3):611-625.

“State-of-the-art diabetes
care builds on psychological
and behavioural principles,
not for only those patients

with psychological disorders,
but for all persons living and
coping with diabetes.”

Skinner TC & Snoek F. Psychology in diabetes care, 2"
edition 2005; West Sussex, UK: Wiley. p. xvii

“The evidence that behaviour is the dominant
element in successful management of diabetes is
so overwhelming that we tend to ignore it”

— Professor Edwin Gale
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Self-management is complex

* |t is a behavioural process

* Shift from adherence 2 empowerment

* Provide people with the skills, resources and
support they need to make informed self-care
choices

* Self-management influenced by a range of
individual, environmental and social influences
e E.g. attitudes, beliefs
e Psychological wellbeing, QoL
* Social supports/relationships/work or school context
* Interaction with health professionals
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Diabetes MILES

Diabetes

. MILES
Study

Management and Impact for Long-term Empowerment & Success

abetes

Di
(.) MILES Youtir
7 Study

Diabetes ¢

MILES-2 !

SURVEY

REPORT 4 Survey Report

Diabetes MILES - Australia

2011 Survey Report

www.diabetesMILES.org

International collaborative

- Large-scale, national surveys of people with
diabetes

- Using validated measures and novel
measures in development
Key topic areas:
- Psychological: depression, anxiety, distress
- Behavioural: self-management
- Social: health care, social and peer support

Australian surveys to date:
- 2011:>3000 T1D or T2D adults
- 2014: >700 T1D adolescents & their parents

- 2016: >2000 T1D or T2D adults
incl. longitudinal sample ~500
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victoria

The Australian (.) Centre for acbrd.o rg.au 4 diabetes

Behavioural Research in Diabetes



Diabetes

MILES

Diabetes MILES-2 . Study B3

National online survey focused on psychosocial
aspects of diabetes

e — Questions tailored to diabetes type /
treatment

2016

SURVEY  Eligibility:

REPORT

— Adults (18-75)
— Self-reported diagnosis of T1D or T2D
— able to read/write in English

* Advertised nationally & invitation sent to:

— 20,000 Australians registered with
diabetes

— 2011 MILES study cohort (~2000)
Final Sample: N = 2,342
— 1078 T1D: 59% women; aged 44+15yrs
B i@t e g (2 — 1263 T2D: 43% women; aged 61+9yrs;

SV st i S5CTS" ) 42% insulin-treated
— 504 longitudinal cohort
Details: Browne et al. BMJ Open, 2017:7, 2

()

www.diabetesMILES.org
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Diabetes

MILES
Study P}

-indings from Diabetes @
MILES-2 |

* 1. Diabetes distress .
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Diabetes distress

* Negative emotional responses to living with diabetes...

* the diagnosis of diabetes

threat of complications

self-management demands

e unresponsive HCPs and/or

unsupportive interpersonal relationships
* Part of the “spectrum of experience of diabetes”

 When severe, a problem that needs to be addressed

 Measured by Problem Areas In Diabetes (PAID) scale

O Partners for better health
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Diabetes
Severe diabetes distress <‘> Ll

* Those with T1D more likely than others to
experience severe diabetes distress

e 40 cut-off score

Proportion of respondents with severe diabetes
distress by diabetes type

(N =1,919)
25
20
15
N
10
5
0
Type 1 Type 2 Insulin Type 2 Non-insulin
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Top 5 problem areas

causing distress

Type 1 diabetes

1.

Worrying about the future and the
possibility of serious complications

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

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

Worrying about low blood sugar
reactions

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

Diabetes
(‘) MILES
Study P}

Type 2 diabetes

1.  Worrying about the future and the
possibility of serious complications

2.  Feelings of guilt or anxiety when
you get off track with your diabetes
management

3. Not knowing if your mood or
feelings are related to your
diabetes

4.  Feeling constantly concerned
about food and eating

5. Feeling ‘burned-out’ by the

constant effort needed to manage
diabetes
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“It’s a scary thing — always hearing about
how diabetes can cause serious
complications — HPs just throw these
things out there to scare you into looking

after yourself better, but instead it just
makes you want to go more into denial
about it”

- Woman with T1D, aged 20
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experienced  exclusion, rejection, blame,
stereotyping and/or status loss. © This is a
destructive social phenomenon; one that has
been observed and swdied exensively in
conditions such s HIV/AIDS, ™" obesit,""
and menal illness."" Type 1 diabetes melli-
tus (TIDM} & a serious chronic condition
thar requires unrelenting selfmanagement
(including multiple daily insulin injections
or insulin pump therapy), and can impact
on both quanity amd qualiy of life
Teaditionally, TIDM research has focused on
the biomedical asperts of aetivlogy and man-
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decades have wimessed the rise of poycho-
social research, exploring the emotonal,
behavioural and social aspects of living with
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There is limited but growing awareness
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and diserimination as a result of their condi-
tion, The International Disbetes Federation
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problem that needs urgent auention, and
one of the organisation’s key priorities is o
‘champion 2 world free from discrimination
and sigma for people with disbetes’ (ref. 16,
P10 A recent largescale  multinational
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Measuring diabetes stigma

* Newly developed: Type 1 and Type 2 Diabetes Stigma
Assessment Scales (DSAS-1 and DSAS-2)

19 items each

e DSAS-1 subscales:
* Treated differently
* Blame and judgement
* |dentity concerns

e DSAS-2 subscales:
* Treated differently
* Blame and judgement
e Self-stigma

* Enables quantitative assessment of the relationships
with diabetes outcomes

* E.g. diabetes distress, HbAlc

Partners for better health
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Diabetes

Top 3 endorsed stigma MILES

tems

Type 1 diabetes

1. Because | have type 1

Study P}

Type 2 diabetes

1.

diabetes, some people judge

me if | eat sugary food or

drinks (e.g. cakes, lollies, soft

drink)
2. Some people make unfair

assumptions about what | can
and cannot do because of my

type 1 diabetes

3. Some people assume that it is
my fault | have type 1 diabetes

(e.g. | ate too much sugar,

could have prevented it)

Because | have type 2
diabetes, some people assume
| must be overweight, or have
been in the past

There is a negative stigma
about type 2 diabetes being a
‘lifestyle disease’

Because | have type 2
diabetes, some people judge
me for my food choices

The Australian &/ Centre for

Behavioural Research in Diabetes
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“As if the disease
weren’t bad enough,
the stigma of type 2

diabetes is worse”

- Man with T2D, aged 53
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Diabetes

MILES
Study 3

Diabetes stigma x diabetes @
distress *

e Significant, positive association between diabetes
stigma and diabetes distress, by diabetes type and
treatment

Female v v
Diabetes complications v v
Younger age <35 years v v
Less years lived with diabetes v/
Not in a relationship v
Using insulin therapy v

Note: unpublished findings: please do not circulate more broadly.
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Self-compassion

* The practice of being kind, gentle, supportive and
understanding toward oneself

 Particularly when faced with difficult life struggles e, 2003

* It promotes an attitude of acceptance that
imperfection is part of shared human experience

* Frustrations, losses, mistakes, ‘failures’ - part of the
human condition

Partners for better health
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Self-compassion

What it is

e Self-kindness

* Warm and
understanding toward
oneself

“Managing my
diabetes is not

always easy but
| am doing the
best | can”

What it is not

* Self-judgement
* Self-criticism
* Harsh judgement

“Managing
diabetes
shouldn’t be
this hard - | am
such a failure”

The Australian (.’ Centre for acbrd.o rg.au "8 diabetes
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Self-compassion

What it is
* Mindfulness
* Non-judgement

* Observe thoughts and
feelings as they are

“1 feel
disappointed

with my BG
results”

What it is not

 Over-identification

* Caught-up in thoughts
and feelings

* Negative reactivity

“My BG is higher
than it should
be, therefore |

ama
disappointment”

The Australian (.) Centre for acbrd.o rg.au diabetes
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Self-compassion

What it is
e Common humanity

* Recognising that all
humans suffer, fail,
make mistakes, are
imperfect!

“A lot of people
with diabetes

feel the way |
do from time-
to-time”

What it is not

e |solation

* Feeling as though you
are the only one feeling
this way

“No one else
finds diabetes
this hard to

manage, why is
it so hard for
me?”

The Australian (.’ Centre for
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Self-compassion in the
broader literature

* Greater self-compassion associated with:
* Emotional resilience/well-being (vacsetn & cumiey, 2012)
* Ability to self sooth (physiological process) (orges, 2007)

* Health promoting behaviours (e.g. healthy eating and
physical activity) siois et al, 201)

 Less self-stigma in overweight and obesity (uibert et al, 2015)

Partners for better health
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Self-compassion and
diabetes

* Greater self-compassion associated with:

* Better well-being, more optimal HbAlc, higher
engagement with healthy diet and physical activity e,

2017)

* Lower diabetes distress and depression, and acts as a
buffer between high distress and sub-optimal HbA1c (s

et al., 2015)

Partners for better health
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AN\ Diabetes
N MILES
' studyP)

Self-compassion and
diabetes outcomes

 Self-compassion significantly associated with:
* Behavioural: more optimal diet and physical activity

* Clinical: more optimal HbA1lc
 Emotional: less depression, anxiety, diabetes distress

* Social: less diabetes stigma

Note: unpublished findings: please do not circulate more broadly.
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Effect of self-compassion on
diabetes stigma and distress

When self-compassion is

< Self- N LOW and stigma is HIGH =

R ompassion S HIGHER diabetes distress
/ N

/ N\
/  }

Diabetes @ Diabetes
stigma distress
When self-compassion is

HIGH and stigma is LOW =
LOWER diabetes distress

Note: unpublished findings: please do not circulate more
broadly.
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How to kill two birds
with one stone?

 Kill them with kindness, | say.
* Self-compassion is a relevant construct in relation to
diabetes

* Increasing self-compassion is a good option, and
you don’t need to be a psychologist to do it!

» Offering strategies for coping with diabetes and changes
to diabetes management is crucial

Partners for better health
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Self-compassion in practice

“The best way to counteract self-criticism is to
understand it, have compassion for it, and then
replace it with a kinder response”

— Kristin Neff

 What can you do?

* Every consultation is an opportunity to focus on the
emotional well-being of the person ...

The Australian (.) Centre for acbrd.o rg.au
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What YOU can do

* Be mindful of your communication with the
person with diabetes

* Notice when they use overly critical language about
their diabetes or themselves
* Notice when you use judgemental or critical language
about their diabetes
 Even when you don’t say it aloud!

what the hell is that ?

The Australian t.) Centre for .‘l
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Self-compassion exercise

¢ HOW WOUld YOU treat d fr|end? (for the person with diabetes)

* Ask them to think about times when a friend has felt
really badly about themselves and how they typically
respond

* Ask them to think about when they have felt really badly
about themselves and how they typically respond

* Compare the differences and explore why!

* Encourage them to treat themselves like they would a

good friend!

Partners for better health
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What YOU can do

* Be honest with the person, but always kind

* Remind them that being imperfect and experiencing
difficulties is inevitable and part of being human.

* Work out a realistic plan for moving forward together.

* You might like to use the phrase:
“You’re doing the best you can right now” (i thisis true!)

The Australian (.j Centre for acbrd.o rg.au
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What YOU can do

* Tell them they are not
alone

* Help the person to
recognise that other
people with diabetes
feel similarly to them at
times
(e.g. like a failure)

e Use the phrase: “You
are not alone”

* Peer supportis an
option

D

e Gdries et e

Peer support for

Peer support is a way for you to
connect with people who also face
the daily challenges of managing
diabetes, Sharing your experiences
with other people who have diabetes
can help you feel less alone. Read on
to find out about peer support and
how to access it in your area.

“¥’s nice fo be abie to contact someone
who's exactly the same as you. They give
you that kttle bit of encouragement. You
may be having a flat day and you just
want to go, ‘Oh, | don't want to get up
for work, and that someonae is saying,
‘No, you can do it’ ... I think it'’s greal.”
James, 26, person with diabeles

Helpline 1300 136 588

Y diabetes
¥, ! australia
diabetes
What is peer support?

Peor support is when pecple living with o
chrenic condition (fke diabstes) give and/or
receive support from one another.

Many people who have dishetes have never

talkad 10 anyone else with diabates, even

though they may want to. This can feel very

isolating.

Pecple with diabatee may access peer

support because:

« farmdy and friends, despite their bast
efforts, can't fuly understand what it's
e 1o live with disbeles

« health professionds may not always
have the time to talk about all aspects
of living with disbeteas.

Peer support is a way for people with
diabeles to share their:

« knoatedge and skills

» msights and expenences

» thoughts and concems

« fselings about Fving with ciabetes,

This can happen in the form of organised
face-to-face peer support groups or
one-to-one talephone support, casual
conversalion, or through various technclogies
such as SMS texts and the internet (eg
Facebook, Twitler, emald, online forums).

ndss.com.au
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Resources

e Simple exercises can be implemented by YOU

e Readings, exercises, tools (including questionnaires)
and professional courses

e www.selfcompassion.org

CoWER B BE e g The Mindful
NEURBELE Self-Compassion

be]f

Workbook

T0 ACC T YOUR Sll?
BUILD INNER STRENGTH,

AND THRIVE R % deal wil
painful feelings

()lll[)l\\lt)ll

A
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http://www.selfcompassion.org/
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Compassionate care in nursing is increasingly an
international concern. While the literature to date has
focussed on redressing a compassion and care deficit
across the nursing discipline (Crawford et al., 2014; Dewar
et al. 2014: Scott. 2014), we suggest here that due
consideration be given to its relationship to self-care and
self-compassion in nurses. After all, a deficit in these
compromises nurses’ therapeutic use of self in the
provision of compassionate care to patients. As a noted
scholar and practitioner of compassion, the Dalai Lama
(2003, p. 125) argues that:

For someone to develop genuine compassion towards
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Two seemingly distinct crises are discussed in the
recent nursing literature - a global workforce crisis (Van
den Heede and Aiken, 2013) and the “crisis in nursing care”
(Darbyshire and McKenna, 2013). Clearly, it is short-
sighted to view these in isolation.

Given that nurses’ wellbeing and quality of care have
been shown to be interdependent (Maben et al., 2012}, itis
not surprising that compassionate care for patients has
become a pressing issue. The impacts of occupational stress,
burnout, and compassion fatigue feature prominently in the
literature (Chang et al., 2007; Lee et al., 2012; Tucker et al.,
2012); as does workforce turnover and nurse shortages
(Hayes et al.. 201 2; Roche et al, 2014). Many nurses cope by
distancing themselves from patients (Mackintosh, 2007).
Whilst this has implications for the therapeutic relationship,
of greater concern, is the dehumanisation of patients by a
profession that espouses humanistic care (Maben et al.
2012; Trifiletti et al, 2014). The nursing practice
environment is a key factor (Norman, 2013}, but within
this environment nurses are, themselves, clearly in need of
self-compassion and self-care. Despite the centrality of
caring in nurses’ work, many nurses neglect self-care

For to di

lop genuine comp
towords others, first he or she must have o
basis upon which to cultivate compassion, and
that basis is the ability to connect to one’s own
feelings and to core for one’s own welfare. . .
Caring for others requires caring for oneself.®

importance of self-care

it not unique to medicine, doctors working in this
ssion appear at risk of stress and burnout.
t from doctors’ personal stressors, exposure 1o
nts’ pain and suffering is a normal feature of clinical
ice.”® Traditionally, many doctors have worn the
of ‘burnout’ as a badge of honour.® But many argue
mpact of stress can compromise the compassionate
provided to patients in addition to its effect on the
r's well-being. B0 Unfortunately there is evidence to
st that anxiety and depression are commaon, and the
fe rate of doctors has been found to be higher than

» general po|::u|.'nion.s

Partners for better health

diabetes
victoria

DEAKIN




s self-compassion the antidote to

diabetes stigma anc

distress?

* This is a novel area of research

 Clearly an important construct for diabetes with
promising evidence to suggest that a focus on SC
will improve diabetes outcomes

e BUT more work is needed to examine effectiveness
of Mindful Self-Compassion (MSC) intervention

among people with diabetes
* ANSWER: wait and see
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