What we can learn from the Kubler-
Ross grief stages about living well
with Dysautonomia?

| have a chronic disease. If only
someone with no
medical training
wouid lecture me
about stress and/or
gluten!” said no one
ever.

som@cards



Aims

 Shed some light on the
emotional rollercoaster

that is loss associated ACCEPTANCE ’ DENIAL
with chronic illness (\ @ oo b

e Suggest why particular 0 ' ,
strategies and BARGAIMNG ANGER
interventions from CBT i TN /
are especially relevant at VE?RE‘SS\ON

different parts of that ride

 Make clear the
importance of acceptance
in living well



It will not...

e Suggest psychological
processes cause
dysautonomia

ggest everyone
onds to loss or ill
in the same way

People in mourning have to come to grips
with death before they can live again.

‘Mourning can go on for years and years.

It doesn't end after a year: that's a false
fantasy. It usually ends when people
realize that they can live again, that they
can concentrate their energies on their
lives as a whole, and not on their hurt,
and guilt, and pain.

Elisabe th Kubler-Ress, On Death and Dylng




Why a grief model?

lliness is undoubtedly
loss — self, immortality,
and envisioned future,

Helps explain why
psychological support is
relevant

Helps explain what might
be relevant when

Encourages self-
compassion and
understanding and hope

Permission to grieve

- S .
Accept,and
, th




Why a K-R grief model?

* Normalises a common e Ifitis good enough for
but highly individual and House...
challenging experience
and associated complex
emotions

 Areminder that loss and
adjustment is not binary

 Has good face validity and
is helpful for targeting
intervention




Examples of thoughts at each stage

The Five Stages DENIAL
of Grief “

ACCEPTANCE

ANGER

BARGAINING

DENIAL - “They are wrong” “This will pass” “l don’t
need to change”

ANGER - “Why me” “Why not you” “It is all their
fault” “I hate this and a world that did this to m

BARGAINGING - “I will never say another
if | can just be better” “Just let me do thi
test/ try one more treatment and | wi

DEPRESSION - “My situati
“l don’t know who




The Model

The 5 stages of grief by Swiss psychiatrist
Kubler-Ross On death and dying (1969)-
expanded to include other loss including
rejection and chronic illness

Not uncriticised. She herself first to
acknowledge that the model not complete
and individuals do not progress through
stages

Baxter Jennings, University of Kentucky,
2012 —inadequate consideration of the
personal environment — social support
and engagement in positive experiences
as a very important mediating factor

McDougall —maximise skills and
knowledge and celebrate ongoing

personal uniqueness

Legacy - discussing feelings candidly and
courageously as beneficial to outcome



Why CBT?

BT has a good empirical basis in helping navigate grief and also
tecting against developing more serious mental-health difficulties

Complicated grief helped by cognitive restructuring and
exposure therapy

= 2 Comments

The death of a loved one can precipitate the devastating clinical condition known as "complicated grief' (CG). In a
stuchy reported in Jounal of Consuifing and Clinical Psyaholiogy, maladaptive thinking and behaviors were
described as significant contributars to CG. The effectiveness of cognitive-behavioral therapy (CBT) was
compared with nonspecific supportive counseling (SC). In this study, CBT methods included cognitive restructuring
and EXposLre.

People suffering with CG often awvaid reminders of the loss, which, the authors sugoested, "is a key maintaining
factor in CG." Recovery was aided when patients "gradually confront these reminders and elaborate on the
implications of the |oss." For example, patients were asked to recount the story of the Ioss, and therapists
identified aspects that were particularly distressing. Homewark assignments were aimed at gradually increasing
exposure to the reality of the loss.

The study results showed CBT to be more effective than SC and the authors concluded that helping patients to
confront and work through the [0ss s important in treating CG.

Study authors: P, &, Boelen, 1. de Keijser, M. &, wvan den Hout, 1. van den Bout




Put simply, CBT is...

* The way we feel isn’t
directly determined by what
life throws at us, but is
mediated by our
environment, our
physiological responses, and
also how we think symptoms Feelings
about/evaluate it (our
cognitions) and what we do
as a result (our behaviours)

* |f we can gain some control
over the latter two, we can
UItI mately have some Figure: The “hot cross bun” model. (Adapted from
choice about how we feel. Greenberger D, Padesky CA™!)

Thoughts

* Physical

Behaviours




Put even more simply, CBT is...

e CBT is about how to be as good a friend to
ourselves as we generally are to others

much as anybolly in




Flags and signposting

Examine each of the 5 stages of
loss in the K-R model

Consider the psychological
rocesses involved

sider ways to support yourself
ved one at each phase (and
what not to attempt)

ions are legitimate and
r else we tell

~ RED FLAGS WY P
S a

-

<P

s

LISTEN TO YOUR GUTP
N

RU




1). Shock and Denial

‘ * “They are wrong” “Th

DENIAL will pass” “l don’t n

to change”
- e Reckless or
naract




1). Shock and/or denial

Process of emotional
protection, numbing, which
can allow time to process
manageably

Problematic when: Important
lifestyle advice and health-
related behaviours are ignored
e.g. failing to pace, medicate
or to self-sooth, & withdrawal.

Useful strategies for
shock/denial: 5 senses
soothing, memory box, getting
informed, company,
establishing simple routines,
TIME, rest

[ have never met a person

whose greatest need was

anything other than real,

unconditional love.
Elicabeth Kabler-Rogg



* Example of a memory/hope box

%




2). Anger

4

* “Why me” “Why not you’
“It is all their fault” “I hate
this and a world that did
this to me”

Aggressive behaviot
Externalised er




2). Anger

Primary emotions often emerge before more complex
emotions surface. Expression can be cathartic and allow more
complex cognitive processes to follow and be worked through

Problematic when:
— a). misdirected and causes further loss as a result (friends, loved ones, medics)

— b). anger is arousal, fight/flight, an inflammatory process counter to healing
and which can exacerbate symptoms of dysautonomia

Useful strategies for anger
— To recognise it is justified is not the same as feeling it must be fuelled
— Discreet safe cathartic activities (smashing things, noise etc) and exercise

— Self-soothing - 5 senses, breathing, relaxation



All-senses soothing strategy for strong
emotions including anger

SELF-SOOTHING has to do with comforting, nurturing and being kind to yourself. One way to think of this is to think of ways
of putting together an activity plan/package which soothes each of your five senses:

VISION:

Look at the nature around you. Go to a museum with beautiful art. Buy a flower and put it where you can see it. Sit in a
garden. Watch the snowflakes decorate the trees during a snowfall. Light a candle and watch the flame. Look at a book with
beautiful scenery or beautiful art. Watch a travel movie or video.

HEARING:

Listen to beautiful or soothing music, or to tapes of the ocean or other sounds of nature. Listen to a baby gurgling or a small
animal. Sit by a waterfall. Listen to someone chopping wood. When you are listening, be mindful, letting the sounds come
and go.

SMELL:

Smell breakfast being cooked at home or in a restaurant. Notice all the different smells around you. Walk in a garden or in
the woods, maybe just after a rain, and breathe in the smells of nature. Light a scented candle or incense. Bake some bread
or a cake, and take in all the smells.

TASTE:

Have a special treat, and eat it slowly, savouring each bite. Cook a favourite meal. Drink a soothing drink like herbal tea or
hot chocolate. Let the taste run over your tongue and slowly down your throat. Go to a potluck, and eat a little bit of each
dish, mindfully tasting each new thing.

TOUCH:
Take a bubble bath. Pet your dog or cat or cuddle a baby. Put on a silk shirt or blouse, and feel its softness and smoothness,
or a favourite persons sweater. Sink into a really comfortable bed. Float or swim in a pool, play with playdough



Humour, the great anger diffuser

*NO wonder your mother
never suffers’




We have all been here...

OH, MY COUSIN'S FRIEND'S
SISTER'S GIRLFRIEND USED TO
HAVE THAT

FINEAYOU SHOULD ASI( YOUR BOGTOB ABOUTHIT]



3). Bargaining

* “l will never say another
mean word if | can just be
better” “Just let me do this

BARGAINING one more test/ try one more
treatment and | will do/give
anything”

* Can be prone to desperate
acts and illogical behaviours

* Emotions can be chaotically
directed



3). Bargaining

Attempt to gain some control over the situation (i.e. get rid
of all pain and symptoms and distress)

Problematic when: magical thinking becomes obsessive or
obstructive to positive planning and adaptation

Useful strategies for bargaining

Use this energy to begin engaging in healthy choices and
becoming responsible TO (not for) the illness

Hope

Meditation to step back to notice and defuse magical
thoughts and increase psychological flexibility

e.g. replace buts with ands & tolerating not running from
pain and difficulty



Meditation

editation - benefits wide ranging in health, including bp,
cer progression, even blood-sugar regulation in diabet

Original Article

Mindfulness-Based Cancer Recovery and Supportive-
Expressive Therapy Maintain Telomere Length Relative to
Controls in Distressed Breast Cancer Survivors

Linda E. Carlson, PhD">%; Tara L. Beattie, PhD"; Janine Giese-Davis, PhD"**; Peter Faris, PhD?; Rie Tamagawa, PhD"%
Laura J. Fick, PhD*4; Erin . Degelman, MSc>4; and Michael Speca, PsyD"?

BACKGROUND: Group psychosocial interventions including mindfulness-based cancer recovery (MBCR) and supportive-expressive
group therapy (SET) can help breast cancer survivors d di and infl cortisol levels. Although telomere length (TL) has
been associated with breast cancer prognosis, the impact of these two interventions on TL has not beenstudied to date. METHODS: The
objective of the current study was to compare the effects of MBCR and SET with a minimal intervention control condition (a 1-day
stress management seminar) on TL in distressed breast cancer survivors in a randomized controlled trial. MBCR focused on training
in mindfulness meditation and gentle Hatha yoga wh SET f 1 on ional expression and group support. The primary out-
come measure was relative TL, the telomere/single-copy gene ratio, assessed before and after sach intervention. Secondary out-
comes were self-reported mood and stress symptoms. RESULTS: Eighty-eight distressed breast cancer survivors with a diagnosis of
stage | to |ll cancer (using the American Joint Committee on Cancer (AJCC) THM staging system) who had completed treatment at
least 3 months prior participated. Using analyses of covariance on a per-protocel sample, there were no differences noted between
the MBCR and SET groups with regard to the telomere/single-copy gene ratio, but a trend effect was observed between the com-
bined intervention group and controls (F [184], 3.82; P = .054; 47 = .043); TL in the intervention group was maintained whereas it
was found to decrease for control participants. There were no associations noted between changes in TL and changes in mood or
stress scores over time. CONCLUSIONS: Psychosocial interventions providing stress reduction and emotional support resulted in
trends toward TL maintenance in distressed breast cancer survivors, compared with decreases in usual care. Cancer 2015;121:47 6-84,
@ 2014 The Authors. Cancer published by Wiley Periodicals, Inc. on behalf of American Cancer Society. This is an open access article
under the terms of the Creative Commons Attribution-NonCommercial-NoDerivs License, which permits use and distribution in any
medium. provided the original work is properly cited. the use is non-commercial and no modifications or adaptations are made.

KEYWORDS: psych ialinterventions, mindful based stress reduction, supportive-expressive therapy, telomere length, clinicaltrial.




Meditation cont.

ENDOCRINE =N
SOC”:W i

ANMUAL MEETING & EXPO

MARCH 5§-8 SAN DIEGO, CALIFORNIA

Mindfulness-Based Stress Reduction Decreases Fasting Glucose in
Overweight and Obese Women

Program: Ab




4). Depression

 “My situation and my future
is bleak” “l don’t know who

am anymore”
 Withdrawal, lack of sel
* Internalised emotior




4). Reactive depression

Unhelpful Thinking Styles
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Reactive depression

Thought Record Sheet - Depression

Feelings:

Unhelpful Th hts / . i A ive 1 healthi What | did / What helped? Re-rate emotion

Images rate 0 — 100% | more balanced perspective Action plan / Defusion 0-100%

+ Physical technique What's the best thing
i to do?

"The reality is-you will grieve.
forever, You will not 'get over' the.
loss of a loved one; you will learn to
11ve with it. You will heal and you
i e B will rebuild yourself around the loss

those Am | fittering out and dismissing any What could I do differently?
thoughtsfmages/memories altemaltive perspective? What would be more effective?

mean to me, or say about me What emotion did | What would someone else say about this
orthe situation? foel at that time? situation? Is thare another way of seeing | Do something! o‘n 've suffere ou e w o e
What am | responding to? What else? How it? What's the bigger picture?

What ‘button’ is this pressing intense was it? What advice would | give someone else? | What will be most heipful for me or
forme? What would be the Is my reaction in proportion to the actual the situation? What will the

worst thing about that, or that What did I feel in my event? consequences be of doing or not - -
could happen? Bbody? Is this tact or opinion? doing....7 3 on ne‘ rer e Same




5). Acceptance

 “l don’t like this, but | can still
live well and find meaning an
joy in life.”

ACCEPTANCE

* Healthy balanced beh
,_j (challenges and r




5). ACTIVE Acceptance

A starting point to make plans, adaptations and
alterations to a new reality

Problematic when: stops values-based living and / seaer:g\rm
i i illi i to accopt t inQs
seeking to mal.<e life as fulfilling as possible L ihonos
Useful strategies for ACTIVE acceptance COURAGE to change
. . ‘ ’ the things | conond
Values-based living (still meet values on a ‘bad’ day, -. WISDOM to know

short and long-term plans etc) X the difference
In focusing on what we can do, and tolerating what we ‘L

can’t, we can get a new appreciation for life and what
truly is precious and live better, even if wounded,
going forward.

"The most beautiful people we have Known are
those who have known defeat, known suffering,
known struggle, known loss, and have found
their way out of the depths. These persons
have an appreciation, a sensitivity, and an
understanding of life that fills them with
compassion, gentleness, and a deep loving "
concern. Beautiful people do not just happen.

~ Elisabeth Kubler-Ross



Acceptance — values can be met
multiple ways

le:
Somewhat
conventional/gwerky
1ew project on the go

yrocal valuing and
us interactions

Achievement

Advancement and
promotion

Adventure

Arts

Autonomy
Challenge

Change and variety
Community
Compassion
Competence
Competition
Cooperation
Creativity
Decisiveness
Democracy
Economic security
Environmental stewardship
Effectiveness
Efficiency

Ethical living
Excellence
Expertise

Fame

Fast living

Fast-paced work
Financial gain
Freedom

Friendships

Having a family
Health

Helping other people
Honesty
Independence
Influencing others
Inner harmony
Integrity

Intellectual status
Leadership

Location

Love

Loyalty

Meaningful work
Money

Nature

Openness and honesty
Order (tranquility/stability)
Peace

Personal development/
learning

Pleasure

Power and authority
Privacy

Public service
Recognition
Relationships
Religion

Reputation

Security

Self-respect
Serenity
Sophistication
Spirituality

Stability

Status

Time away from work
Trust

Truth

Volunteering
Wealth

Wisdom

Work quality

Work under pressure
Other:




Values-based living template

For each of these domains write a quick summary of your values, for example “to live a healthy life and take care
of my body” (physical wellbeing), or “to be a good friend to people who need me, and to enjoy my time with
the people | love” (friendships). Rate each domain for how important it is to you from 0-10 (0=not important)

Physical wellbeing

Citizenship /

community

Spirituality

Recreation

Family relations Marriage / couple /
intimate relations

Parenting

Friendships / social
relationships

Education / training / Employment

personal growth




N

Take home messages

Rationale for seeking good
emotional and psychological
support (to deal with acute
distress, prevent long-term
deterioration and help to
maximise the future)

Find own ways to switch off
fight/flight and have self
compassion respond to
different ways we react in
different times

Communicate your needs to
others




Final thoughts

Our capacity to heal is
affected by our stress (and
associated inflammatory
processes) and this is
affected by our
relationships, our
behaviours and beliefs — we
have a responsibility to do
all we can to influence this
process positively. Helping
ourselves and seeking help
through the grief process is
one of many important

factors in maximising our
health.

Dr Kubler-Ross had very
powerful messages about

, silence
within, sharing our
experiences, and the inner-
beauty that can emerge as
people find their way
through loss




