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(At least) 3 types of
energy play into our
overall energy
capacity.




Fatigue + Daily Life

Impact of Fatigue (in postural orthostatic tachycardia syndrome (POTS))

V. Strassheim et al. Autonomic Neuroscience: Basic and Clinical 215 (2018) 56-61
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Fig. 1. Symptoms described by those with PoTS as consequences of their fatigue.
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TLDR

Fatigue essentially
affects every aspect of
daily life
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Pacing

A way of approaching
* An activity or task
A morning
A day
A week
... life

A frustrating, exhausting, and often impossible task

Something that should be learned and practiced in community,
with support

One tool, but should only be one of many tools in your box
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Pacing is one tool
that can decrease
energy demands in
daily life and should
be implemented with
the help of others.




Pacing a Task

Making Cookies

Identify
and
acquire
ingredients

Mix
ingredients

Portion into
cookies and
bake
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TLDR

Take the activity one
"chunk” at a time and
rest between steps.




Pacing a Week

Weekly Schedule without Pacing

Monday

e Rest

e Romance
movie night

Tuesday

e Dentist
appointment

e Physical
therapy
appointment

e Cardiology
appointment

Wednesday

e Grocery shop

e Meal prep
3 recipes

e Exercise

Thursday

e Study for 1
hour for test

e Examine
finances

¢ Dinner with
in-laws
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TLDR

Pacing is less
effective by putting all
activities of the same
type on the same day
and resting
completely on other
days.




PaCing a Week ZPEDSECHO
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Weekly Schedule using Pacing Strategies: Cognitive SATURDAY OCT 21, 2023

TLDR

Friday Spreading cognitive

e Dentist tasks th.roughout the
appointment week with rest breaks

between can

decrease energy

demands.

Monday Tuesday Wednesday B Thursday

e Grocery shop e Cardiology e Meal prep e Study for
e Meal prep 1 appointment 1 recipe test 30

recipe e Examine e Study for minutes e Exercise

finances test 30 e Physical
e Dinner with minutes therapy
in-laws e Romance appointment
movie night e Meal prep 1
recipe
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Weekly Schedule using Pacing Strategies: Physical

TLDR

Monday Tuesday Wednesday B Thursday Friday Spreading physical

tasks throughout the
week with rest breaks
between can
decrease energy
demands.

e Dentist
appointment

e Grocery shop e Study for
test 30
e Examine e Study for minutes
finances test 30
e Dinner with minutes
in-laws e Romance
movie night




PaCing a Week ZPEDSECHO
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Weekly Schedule using Pacing Strategies: Emotional SATURDAY OCT 21, 2023

TLDR

Friday Spreading emotional
e Dentist tasks th.roughout the

appointment week with rest breaks
between can
decrease energy
demands.

Monday Tuesday Wednesday B Thursday

e Grocery shop e Cardiology e Meal prep e Study for
e Meal prep 1 appointment 1 recipe test 30

recipe e Examine e Study for minutes e Exercise

finances test 30 e Physical
e Dinner with minutes therapy
in-laws e Romance appointment
movie night e Meal prep 1
recipe




What else does Pacing Mean?
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* Rest between and during activities

* Alternating activities demanding upper and

lower body endurance
Pacing yourself

« Scheduling recovery time without devoting includes a variety of
strategic methods to
entire days to inactivity regulate exertion. It
may be a way to
* Prioritizing _ manage symptoms

and may or may not
result in increased
energy capacity.

« Energy conservation

» working smarter, not harder
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Energy




Pacing
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« Checking account analogy SATURDAY OCT 21 2023

« overdraft fees
- Battery
e Spoon theory

TLDR

|ldentifying a common
language to explain
Th Slpl) T[P;y ryt mea;vewez e p,: “"r: Lhyfgyd pdfml(ljybv;hp l; lgg:«;‘hhn daily fluctuations in

d ay can lea u short on spoons the next day.
Ify lyhdlZp ns per dthwo ld you use them? Take away 1 spool fy didn't sleep well

last night, forgot to take your meds, or skipped a meal. Take away 4 spoons if you have a cold. e n e rgy I eve I S Ca n

(ﬁ(ﬂxﬂ) / @moo,‘> help with

0 . .
\Wl communicating

needs and
challenges to loved
ones and peers.

get dressed

take pills
watch TV read/study

The Sp n Theo rywaswn en by Christine Miserando,
which you can check out on her websi ewwwb utyoudontlooksick.com.
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Factors Contributing to Energy Levels
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Pain severity Self-efficacy

8 factors have been

. : . . . . . identified as highly
Satisfaction with Participation in Orthostatic contributing to levels

NEREE 1 E R relationships & y of fatigue in EDS and
) dizziness HSD
treatment community

Perceived extent
of joint Physical activity
hypermobility

Krahe et al., 2018
Voermans et al., 2010




Factors Contributing to Energy Levels

Pain severity
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Sleep and Pain will
be covered later in
this summit by other
speakers




Factors Contributing to Energy Levels

Pain severity Self-efficacy

Satisfaction with Participation in
management & relationships &
treatment community

Orthostatic
dizziness

Perceived extent
of joint Physical activity
hypermobility
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Self-Efficacy Concerning Fatigue
Self-efficacy Euéllmﬁgnsg

SATURDAY OCT 21, 2023
definition: an individual's belief in [their] capacity to 7

execute behaviors necessary to produce specific
performance attainments
American Psychological Association @ TLD R

Self-efficacy concerning fatigue ‘

* A person’s belief
about their ability to

[g control fatigue
symptoms may affect
their levels of fatigue

definition: a sense of control over fatigue
symptoms
Voermans et al., 2010

So, just believe you can do it and then you can!

.. but it’s not quite that simple, is it?




Self-Efficacy Concerning Fatigue
 How do we use this information? Eué:!]nﬁgneg

« not encouraging false hope of magically having tons of energy

 but living with chronic illness can feel overwhelming and out of our control

« Counseling/ therapy for chronic illness may be helpful TLD R
Consider how having
« Study using a positive psychology intervention (PPI) program in EDS a mindful awareness
* when people were able to choose the PPIs they were most interested in, they and looking for “the
saw greater positive affect and life satisfaction as well as decreased fatigue good” might
« not toxic positivity, not dismissing daily challenges contribute to
- mindful awareness, future orientation, and gratitude practices improved energy

levels and autonomic
nervous system
regulation

Potentially contributing to the autonomic nervous system...
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Focus on what you can do,

rather than what you can’t do.
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Pain severity Self-efficacy

Satisfaction with Participation in
management & relationships &
treatment community

Orthostatic
dizziness

Perceived extent
of joint Physical activity
hypermobility



Satisfaction with Medical Management
and Treatment Options FATIGUE

CAUSES AND MANAGEMENT

 ldentifying optimal team members
A supportive team, or

« willing to learn even one member of
a healthcare team
« Self-advocacy can greatly maximize
success with
* Support groups managing fatigue and

increasing function.




Factors Contributing to Energy Levels
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Pain severity Self-efficacy

Satisfaction with Participation in
MERERE 1 E R relationships &
treatment community

Orthostatic
dizziness

Perceived extent
of joint Physical activity
hypermobility



Participation in Relationships and
Community

Assistive tools

» mobility devices if increase function and participation
Sensory regulation
|[dentify new activities of interest that meet your current
level of abilities
Explore groups for socializing such as Meetup.com or
online condition-specific support groups (e.g., Facebook)

Potential to improve coping with condition
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TLDR

“ 1 Participating in
. relationships and

* community can be an
essential and often
missing part of
fatigue-management.




Factors Contributing to Energy Levels
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Pain severity Self-efficacy

Satisfaction with Participation in
management & relationships &
treatment community

Orthostatic
dizziness

Perceived extent
of joint Physical activity

hypermobility




Orthostatic Dizziness e

- , A Fluid + sodium increases Eué:!:!dﬁ!ﬁ’ng
A blood volume — the amount SATURDAY CT 21,2023
JEVCK\{D a\{ I’m GUZZLIN’ of blood circulating.

m= 5 ¢ 100+ ounces of fluid
U“,}E -;\JLJ * sodium varies (4-12 grams)

e caffeine considerations

Sodium, fluid, and
compression (ideally
waist high + abdominal
binder) can decrease
orthostatic symptoms,
thereby helping fatigue.

Compression garments promote blood

circulation and minimize pooling:

* ideally waist high + abdominal

* options for assistive devices to decrease
effort required for donning & doffing

e 20-30 mmhg compression or greater




Orthostatic Dizziness e

FATIGUE

Elevating head of bed by 4- CAUSES AND MANAGEMENT
. SATURDAY OCT 21, 2023
6 inches
« cinderblocks, bed risers,
or a full-length wedge

« fluid retention overnight TLDR

4-6
I inches : o ot Elevating the head of the bed
nsure sarety a . . .
footboard to for sleeping and implementing
counterpressure maneuvers
while standing still may
decrease orthostatic symptoms.

sustain weight

Counterpressure maneuvers
help minimize blood pooling

» calf raises

« cross thighs + squeeze

» glute squeezes (buttocks)
« shifting weight to one leg




Orthostatic Dizziness

Newcastle Approach to POTS Fatigue

| Avoidance of

Aggravating
Factors

Physiological
Therapy

Pharmacological
Therapy

Psychological
Support

Educational

Employment
Support

™
g

Dehydration
Extreme Heat
Prolonged Rest/

/ Standing.

>

Fluid Intake 2.5L a day. Exercise.

Support Stockings.

Sport Drinks, Salt
Packets.

Improve Aerobic.
Resistance Training.

Reduce Drugs causing
= | Ol. (E.g Opiates,
Diuretics)

Control HR.
» (Proponalol,
Pyridostigmine) | ‘(Midodrine)

‘ Increase

Support in coping with a Chronic lliness e.g
Cognitive Behavioural Therapy

H‘ School/ Council
Disability Services

Discuss with key
individuals, educate
about condition and
effects on everyday
function.

_ Employers, Human
' Resources, Unions.

= Vasoconstriction. |

Improve Venous Return.

Legs up. Elevate
head of bed.

Increase Blood
+ Volume.
(Fludrocortisone)
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TLDR

A multi-pronged approach
to managing orthostatic
symptoms may include
avoiding aggravating
factors, fluid, sodium,
exercise, compression,
medication, psychological
supports, and
accommodations.




Orthostatic Dizziness

Managing MCAS-Related Fatigue FATIGUE

CAUSES AND MANAGEMENT
* Manage MCAS through:
* Minimizing aggravating factors
e Extreme temperatures or sudden
changes in temperature; sun TLDR
) Stres.s . Managing symptoms
ENVIRONMENT * Medications of MCAS through

HORMONES * Foods and drinks minimizing
ACTIVITIES * Mechanical irritation (e.g., vibration) aggravating factors,

WEATHER * Infections; insect/animal venoms taking medications
. * Natural or chemical odors/ scents fOl’ MCAS, and
» Excess exercise/overexertion increasing the

threshold of tolerance
may decrease
fatigue.

SMELLS

STRESS . _ gy

DIET * Fatigue L\,
* Medications

Histamine bucket theory * Increasing threshold of tolerance

MastCellAction.org
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Pain severity Self-efficacy

Satisfaction with Participation in
management & relationships &
treatment community

Orthostatic
dizziness

Perceived extent
of joint Physical activity
hypermobility



Perceived Extent of Joint Hypermobility
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Wearing DEFO helps

* Tools to manage hypermobility and provide postural awareness

feedback to joints (proprioception) and alignment

« Splints/ orthotics

TLDR

« Wearing dynamic fabric orthoses (DFOs) (Higo et al., 2023)
. Utilizing devices,
» Custom foot orthotics ergonomic

« Custom made foot orthoses worn for 3 months demonstrated modifications, and
strategic exercises

can improve joint

« Custom-made polypropylene foot orthotics worn for one month led to position in daily
activities.

significant improvement in fatigue (Reina-Bueno et al., 2020)

significantly decrease in pain, health-related quality of life, functional
capacity, and fatigue (Maarj et al., 2023)

« Workstation modifications and ergonomics
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Pain severity Self-efficacy

Satisfaction with Participation in
management & relationships &
treatment community

Orthostatic
dizziness

Perceived extent
of joint Physical activity
hypermobility



Physical Activity
FATIGUE

 Essential to identify the best physical activity for you as an individual T

« Appropriate physical activity or movement practices can contribute to decreased

fatigue and improve energy levels TLDR

 |deal to work with a knowledgeable physiotherapist or occupational therapist
Movement practices

« at minimum, someone who is willing to learn | have potential to
improve fatigue
levels and increase
energy.

Vigorous Activity
7 e 8 Borderline uncomfortable. Short of breath, can speak a sentence.

Progress, not
perfection




Myalgic Encephalomyelitis/
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Chronic Fatigue Syndrome (ME/CFS) FATIGUE
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* Neurologic iliness characterized by extreme tiredness which is not
relieved by sleep or rest

« Often provoked by viral or bacterial infection and believed to target the
Immune system

Individuals with

» Characterized by post-exertional malaise (aka: PEM or PESE) ME/CFS require a
« Fatigue with increased severity; potential delayed onset; prolonged specific,
duration; out of proportion to magnitude of stimulus; may include individualized
fever, swollen lymph nodes, sore throat, pain, aches approach which wil
: L : be different from
« Suspected link to cervical issues in a percentage of pts individuals without
« Graded exercise therapy (GET) is contraindicated in ME/CFS ME/CFS.

« Assess before beginning exercise regimen

* “Do no harm”

» Assess and prioritize activities of daily living performance before
exercise

(Larun, 2019, Cochrane Review)
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Pain severity Self-efficacy

Satisfaction with Participation in
management & relationships &
treatment community

Orthostatic
dizziness

Perceived extent
of joint Physical activity
hypermobility

Breathing
pattern



Breathing Pattern

Breathing is often a contributing factor to energy levels
(awake or while sleeping)
Focus on abdominal or “belly” breathing rather than
chest

* in and out through nostrils rather than mouth
Go at a pace that is comfortable and at the pace your
nervous system needs; no rush

* work on extending exhale overtime with longer,

slower breaths

Inhale, belly rises

* focus on consistency of breathing Exhale, belly falls

* counting can be helpful
Gets easier over time; start where you’re at and be
consistent

Utilize apps and websites
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Coy

e N

TLDR

Breathing patterns
may contribute to

'\ fatigue; intentional

breathing practices

& emphasizing

diaphragmatic
breathing through the
nose focusing on
slow breathing and
working to extend the
exhale may improve
energy levels.
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Managing Cognitive Fatigue

« |dentify and minimize/avoid triggers

« Cognitive & environmental adaptations
* e.g., positioning supports, reminders, smart devices/tools

« Supporting routine and good habits
Strategies to increase

« Considerations for proprioception cognitive RIGHoN and
» Braces and orthoses may improve cognitive function pC) decrease fatigue
: : ' include minimizing
* decreasing attentional demands (Jensen, 2021) other symptom
« Acute water bolus therapy for POTS (Rodriguez et al., 2022) triggers,
. . I compensating, and
* Physical exercise - setting up the
 Taking breaks, minimizing unnecessary information environment for
SUCCesSS.

 Alternating types of tasks

- Consider sensory demands and sensory supports (Levine, 2021; Russek, 2015)
A




Resources for Accommodation
FATIGUE
 Job accommodations network J | SATORDAY OCT 212003
 AskJAN.org Accommodation Ideas:
. DlagnoseS-SpeCIfIC gu|des By Limitation By Work-Related Function TLDR
¢ EDS » Lifting The Job
Accommodations
. Fibromya|gia > Skin Rash/Blisters/Sores Network is a helpful
> Standi resource for
- POTS e searching by
- . > Toileting/Grooming Issue diagnosis or by
+ Symptom-specific guides limitation to identify
> Walking potentially helpful

accommodations in
work or school
settings.




Connect =
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l@l Website: OTEmily.com
Instagram: EmilyRichOT
You[lli:
- YouTube: Oh The pOTsabilities: OT Emily

e Spotify  Spotify: Oh The pOTsabilities




S EDSECHO
/7~ TheEhlers-Danlos Society

EDSSECHONS U MIMILT

FATIGUE Thankyou
Shromvoct e fOr listening

C_ 50
\




