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FM, ME/CFS and POTS

Clinical presentation and diagnosis

Access

Current | & 3015 Downloads
Fibromyalgia (FM) Assessme nii
Introduction
Fibromyalgia (FM), Myalgic Encephalomyelitis/Chronic Fatigue Syndrome (ME/CFS), and Myalgic Encephalomyelitislchroni: Fatigue Syndrome (MEICFS}
Postural Orthostatic Tachycardia Syndrome (POTS) are chronic health conditions, Accurate
diagnosis and targeted management can improve the quality of life of individuals living with Ma nagement
FM, ME/CFS, and POTS. These tools are designed to support family physicians and primary
care nurse practitioners in recognizing, assessing, diagnosing and managing FM, ME/CFS, Postural Orthostatic Tachycardia Syndrome (POTS)
and POTS in adult patients.
References
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Patient and caregiver resources - FM Clinician resources - FM Patient and caregiver resources - ME/CFS
Download » Download > Download >
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Objectives

1. Determine how to diagnose and prioritize management for ME,
Fibromyalgia, and POTS

2. Understand how management changes if the conditions are comorbidly
present.

3. Apply the tools from the Center for Effective Practice to support
diagnosis, and management of ME, Fibromyalgia, and POTS

4. Learn about disability related supports that can be helpful and how
interprofessional health care providers can support care

Overall Goal » Add ME, FM and POTS to your differential diagnosis list



Cases to guide

our discussion
today




CASE 1 - Kat

o 51F with hx of Mosquito bites — headache, fever +
rash on chest

e Progression: Severe headache, photophobia, fatigue,
upper body muscle weakness disorientation
— confirmed neuroinvasive West Nile virus infection
— |nitial recovery ~3 weeks

Persistent Symptoms

e Severe fatigue, cognitive dysfunction, orthostatic
Intolerance + palpitations, musculoskeletal pain,
unrefreshing sleep and exacerbation of symptoms
roughly 1 to 2 days after activities



CASE 2 - Bridget

e 52 year old female longstanding history of chronic
pain after an MVA.

e She initially had pain in her neck and shoulders but
then developed pain in arms, legs, and lower
back.

e Inflammatory markers are negative and imaging is
normal.

« She was diagnosed with Fibromyalgia.

o Despite appropriate pharmacological management
for Fibromyalgia she reports ongoing uncontrolled
pain, poor sleep, and debilitating fatigue.



How would you approach
diagnosis?

How would you approach
management?




Background

Background

Fibromyalgia | ME | ME + Fibro | POTS | Team Support | Takeaways




What are ME, FM and POTS?

Myalgic

Encephalomyelitis (ME)

Profound fatigue,
cognitive dysfunction,
sleep abnormalities,
often with autonomic
manifestations, pain,
and other symptoms.

Made worse by exertion

which can be physical,
cognitive, emotional, or
orthostatic stressors.

Fibromyalgia (FM)

Widespread MSK
pain and other
associated symptoms
(sleep disturbances,
fatigue, and impaired

cognitive and physical

function).

Symptoms vary from
person to person and
may fluctuate from
day to day

Postural Orthostatic
Tachycardia
Syndrome (POTS)

e Form of
dysautonomia

e EXcessive
orthostatic
tachycardia and
orthostatic
intolerance

*These 3 conditions are commonly comorbid
*ALL 3 conditions are more common in women




Why learn about this?

These illnesses are not commonly taught in medical
school or residency

Many patients are undiagnosed and poorly managed

These conditions can lead to severe disability and poor
quality of life

These conditions are often post-infection sequelae
o For example, for COVID infections - 20% of people
with acute infection went on to have longer term
symptoms (beyond 3 months) and of those, about

50% were meeting diagnostic criteria for ME (Jason and
Dorri, 2022)



https://pmc.ncbi.nlm.nih.gov/articles/PMC9844405/#:~:text=Some%20patients%20with%20Long%20COVID,met%20criteria%20for%20ME/CFS.
https://pmc.ncbi.nlm.nih.gov/articles/PMC9844405/#:~:text=Some%20patients%20with%20Long%20COVID,met%20criteria%20for%20ME/CFS.

Why learn about this?

Family medicine is in a unigue position to
recognize these conditions

e There is no single specialty designated for these conditions

o Unifying diagnosis can be missed as symptoms affect multiple
organ systems




Why ME, FM and POTS can be challenging to diagnose?
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L

Canadian
Consensus
Criteria (CCC)
for Myalgic
Encephalomyelitis

2003 Canadian Consensus Criteria

[ Pathological Fatigue
A significant degree of new onset, unexplained, persistent or recurrent
physical and/or mental fatigue that substantially reduces aclivity levels
and which is not the result of ongoing exertion and is not relieved by rest

[] Post-exertional Malaise and Worsening of Symptoms
Mild exertion or even normal activity is followed by malaise: the loss of
physical and mental stamina and/or worsening of other symptoms.
Recovery is delayed, taking more than 24 hours

[ Sleep Dysfunction
Sleep is un-refreshing: disturbed quantity - daytime hypersomnia or
nighttime insomnia and/or disturbed rhythm - day/night reversal.
Rarely, there is no sleep problem.

[ Pain
Pain is widespread, migratory or localized: myalgia; arthralgia (without
signs of inflammation); and/or headache - a new type, pattern or severity.
Rarely, there is no pain

[J Neurocognitive Manifestations (2 or more)

[] confusion [] impaired concentration

[] short-term memory [ disorientation

[] categorizing and word retrieval

[ perceptual and sensory disturbances

[] ataxia [ muscle weakness

[ fasciculation [ cognitive overioad

[] emotional overload [ hypersensitivity to light or sound

[C] Atleast one symptom from two of the three following categories:

Autonomic Manifestations

orthostatic intolerance—neurally mediated hypotension (NMH)
postural orthostatic tachycardia s (POTS) .
delayed postural hypotension light-headedness, vertigo
extreme pallor [J nausea and 1BS

urinary frequency and bladder dysfunction

palpitations with or without cardiac arrhythmias

[ exertional dyspnea.

000000

Neuroendocrine Manifestations
[ loss of thermostatic stability—subnormal body temp; marked diumnal
fluctuation

[] sweating episodes [ recurrent feelings of feverishness
[ cold extremities [ intolerance heat and cold

[] marked weight change [ anorexia or abnormal appetite

[ loss of adaptability and worsening of symptoms with stress

Immune Manifestations

[] tender lymph nodes ] recurrent sore throat

[] recurrent flu-like symptoms [] general malaise
[0 new sensitivities to food, medications and/or chemicals.

[J The iliness has persisted for at least 6 months




Family Medicine /

Internal Medicine

e

Sleep Medicine

Neurology

2003 Canadian Consensus Criteria

| ] Pathological Fatigue

A significant degree of new onset, unexplained, persistent or recurrent
physical and/or mental fatigue that substantially reduces aclivity levels
and which is not the result of ongoing exertion and is not relieved by rest

| [ ] Post-exertional Malaise and Worsening of Symptoms
Mild exertion or even normal activity is followed by malaise: the loss of
physical and mental stamina and/or worsening of other symptoms.
Recovery is delayed, taking more than 24 hours

] Sleep Dysfunction
Sleep is un-refreshing: disturbed quantity - daytime hypersomnia or
nighttime insomnia and/or disturbed rhythm - day/night reversal.
Rarely, there is no sleep problem.

=

Rheumatology
Physiatry
Anesthesiology
(Chronic Pain Specialists)

Cardiology
Otolaryngology
Gastroenterology
Urology
Respirology

Endocrinology
Psychiatry
Psychology

Hematology/Oncology
Infectious Disease
Allergy & Immunolog

] Pain
Pain is widespread, migratory or localized: myalgia; arthralgia (without
signs of inflammation); and/or headache - a new type, pattern or severity.
Rarely, there is no pain

\E] Neurocognitive Manifestations (2 or more)

[C] confusion impaired concentration

[ short-term memory [] disorientation

[] categorizing and word retrieval

[J perceptual and sensory disturbances

] ataxia muscle weakness

[] fasciculation ] cognitive overioad

] emotional overlcad [J hypersensitivity to light or sound

t least one symptom from two of the three following categories:

eurally mediated hypotension (NMH)
ia ome (POTS) .

light-headedness, vertigo

extreme palior nausea and IBS

urinary frequency and bladder dysfunction

palpitations with or without cardiac arrhythmias

exertional dyspnea.

uroendocrine Manifestations
[ 1oss of thermostatic stability—subnormal bedy temp; marked diumnal
fluctuation
[ sweating episodes [ recurrent feelings of feverishness
] cold extremities [] intolerance heat and cold
marked weight change [J anorexia or abnormal appetite
loss of adaptability and worsening of symptoms with stress

mmune Manifestations
tender lymph nodes [J recurrent sore throat
recurrent flu-like symptoms [J general malaise
new sensitivities to food, medications and/or chemicals.

[[] The iliness has persisted for at least 6 months
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Fibromyalgia - Background

e Onset: Gradual or sudden

o Often after a period of physical or
psychological stress.
e.g. viral infection, accident/injury (eg MVA),
operation, efc.

o Sometimes no specific stressor is easily
identified.

o Epidemiology: Fibromyalgia disproportionately

affects women (~80-90%) (Rusu et al, 2015)

e Typical symptoms:

o widespread pain, fatigue, poor sleep,
cognitive difficulties, plus other symptoms
(sensory sensitivities, headaches, mood
symptoms, etc.)

Image from CEP Tool - Fibromyalgia


https://pubmed.ncbi.nlm.nih.gov/25811400/
https://pubmed.ncbi.nlm.nih.gov/25811400/

Fibromyalgia - Diagnosis

o Investigations: CBC, ESR, CRP, CK,
LFTs, TSH, glucose, urea, electrolytes, etc. B s

o Evaluate for conditions that can worsen
pain - sleep disorders, meds (e.g. lipid
lowering agents)

e Reminder: FM is not a diagnosis of
exclusion and can co-exist with other
conditions

« 2016 Fibromyalgia Diagnostic Criteria

Adapted from the Royal College of Physicians’ The diagnosis of Fibromyalgia syndrome: UK clinical guidelines, 2022



2016 Fibromyalgia Diagnostic Criteria
1. Widespread pain index (WPI) and symptom severity score (555)
* WPI=27and555250R WPI4-6and 55529
2. Generalized pain: pain in 4/5 regions
3. Symptoms present = 3 months
The fibromyalgia diagnosis can now be made irrespective of other diagnoses (you do not need to rule out all other
conditions that could explain the symptoms, if criteria 1-3 are all met).

1. Widespread pain index (WPI)
In the past week, where have you had pain? (check all that apply)

Left upper region 1) Right upper region (2) Axial region [5)
O L jow O FAjow O Meck
O Lshoulder girdle O R shoulder girdle O Upper back
O Lupperarm O R upperarm O Lower back
O Llowerarm O FRlowerarm O Chest

O Abdomen
Left lower region (3) Right lower region (4)
O L hip (buttock/trachanter) O R hip (buttock/trochanter)
O Lupperleg O R upperleg
O Llowerleg O R lower leg
Total: WPl score (add up boxes checked, 0-19)

MNumber of regions checked (excluding items in italics); use this for criterion §2.

Symptoms Severity Score (555)
For each of the following, for the past week, rate

O=No 1=slight or mild 2=moderate, 3=severe,
problem | problem, often considerable pervasive,
mild ar problem, often continuous, life-
intermittent present disturbing
Fatigue O O O O
Waking unrefreshed O O O O
Cognitive symptoms O O O O

In the past week, have you been bothered by any of the following?

0=MNo problem 1=Problem
Headaches O O
Pain or cramps in lower abdomen (] O
Depression O O
Total 555: [0-12)
Summary:

O 1. Criterion 1 is met if you have EITHER
O WPIz7and555250R .
O WPI4-6andsss29 Adapted from the American

O 2. Generalized pain: met if you checked pain in 4/5 regions (not including items in italics)

O 3.Symptoms present = 3 months CO”ege Of RheumatOIOgy (ACR)
2016 Diagnostic Criteria for

Fibromyalgia

Fibromyalgia is diagnosed if you meet all 3 criteria 1-3, independent of whether other diagnoses contribute to these
symptams. This is new: FM5 diagnosis used to reguire that there be no other diagnosis to explain the findings.



2016 Fibromyalgia Diagnostic Criteria
1. Widespread pain index (WPI)
In the past week, where have you had pain? (check all that apply)

Left upper region (1) Right upper region (2) Axial region (5)

O Ljow O Rjaw O Neck
O Lshoulder girdle O R shoulder girdle O Upper back
O Lupperarm O Rupperarm O Lower back
O Llowerarm O Rlowerarm O Chest

O Abdomen

Left lower region (3) Right lower region (4)

O L hip (buttock/trochanter) O R hip (buttock/trochanter)
O Lupperleg O Rupperleg

O Llowerleg O Rlowerleg

Total: WPI score (add up boxes checked, 0-19)
Number of regions checked (excluding items in italics); use this for criterion #2.
rnild or problem, often continuous, life-
intermittent presant disturbing
O O O O
] u O O O O Upper
*Clinical Pearl* = 0 o o
. . : you been bothered by any of the following?
Patients may not describe oo roten | _s-sroen
= m . Qe zr abdomen O O
widespread pain when initially 5 5

12}

asked. It is important to ask

‘you have EITHER

directly about pain felt elsewhere  :::°

net if you checked pain in 4/5 regions {not including items in ftalics)

z 3 months

In the body.

if you meet all 3 criteria 1-3, independent of whether other diagnoses contribute to these
SYMPToOmE. This 15 new: FRS diggnosis used to reguire that there be no other diagnosis to explain the findings

(Buttock)

Front Side




2016 Fibromyalgia Diagnostic Criteria

1. wWidespread pain index [WPI) and syrmptom severity score (555)

= WPlE7and 5555 0R WPl 4-6and 555249
2. generalized pain: pain in 4/5 regions
3. symptoms present 2 3 months

The fibromyalgia diagnosis can now be made irrespective of other diagnoses {you do not need to rule out all other
conditions that could explain the symproms, if criteria 1-3 are all met).

1. Widespread pain index [\WPI)

In the past weak, where have you had pain? [check all that apply)

Left upper region [1)

Ll L g Ll o

Right upper region |2}

Ll eck

axial region (5)

Symptoms Severity Score (SSS)

For each of the following, for the past week, rate

0=No 1=slight or mild 2=moderate, 3=severe,
problem | problem, often considerable pervasive,
mild or problem, often continuous, life-
intermittent present disturbing
Fatigue O O O O
Waking unrefreshed O O O O
Cognitive symptoms O O O O

In the past week, have you been bothered by any of the following?

0=No problem 1=Problem
Headaches O O
Pain or cramps in lower abdomen O O
Depression O O
TotalSSS:  (0-12)

O 1. Crterion 1 is met if you have EITHER
O wpPlz7and 55525 0R
O WPl &-8and 5559

O 2. Generalized pain: met if you checked pain in 4/5 regions (not including items in italics)

O 3. symptoms present z 3 months

Fibramyalgia is diagnoszed if you meet all 3 criteria 1-3, independent of wheather other diagnoses contribute 1o these
symptoms. This is mew: FMS diggnosis used to reguire that there be no other diagnosis to explain the findings




2016 Fibromyalgia Diagnostic Criteria
1. wWidespread pain index [WPI) and syrmptom severity score (555)
= WPlE7and 5555 0R WPl 4-6and 555249

2. ceneralized pain: pain in &/5 regions *C I A I P I*
3. symptoms present = 3 months I n Ica ear
The fibromyalgia diagnosis can now be made irrespective of other diagnoses {you do not need to rule out all other

conditions that could explain the symptoms, if criteria 1-3 are all met). P rese n Ce Of te n d e r
B r:i'ci?!wg;::f\lz: Ll'l L.?::r:[;::?yuu had pain? [check all that apply] pOi n tS a re n Ot n eed ed

Left upper region [1) Right upper region |2} axial region (5) o = =
O Ljow O fjow O eck to confirm a diagnosis
O L shoulder girdle O R shoulder girdle O vpperback
O Lupper arm O R upper arm O Lower back Of F M
O L lower arm O R lower arm O chest -
O Abdomen
Left lower region (3) Right lower region {4}
O L hip [butteck/trochanter] O R hip |puttock/trochanter)
O Lupper leg O R upper lag
O Llower leg O R lower lag
Total: WPl score [add up boxes checked, 0-18]

Number of regions checked |excluding items in italics); use this for criterion #2.

Symptoms Severity Score (555)
For each of the following, for the past week, rate

O=Mo 1=clight or mild Z=maoderate, I=savere,
problem | problem, often considerable pErvasive, \
rmild or problem, often continuous, life- ‘
intermittent presant disturbing
Fatigue [m] O O O A
Waking unrefreshed m] O O O 4
Cognitive symptoms ] O O O

Im the past weak, have you been bothered by any of the following? 1

© Healthwise, Incorporated

O=No problem 1=Problem
Headaches O O
Pain ar cramps in lower abdomen O O
e racoion - -

Summary:
O 1. Criterion 1is met if you have EITHER
O WPI2>7andSSS250R
O WPI4-6andSSS529
O 2. Generalized pain: met if you checked pain in 4/5 regions (not including items in italics)
O 3.Symptoms present 2 3 months




2016 Fibromyalgia Diagnostic Criteria
1. wWidespread pain index [WPI) and syrmptom severity score (555)
= WPlE7and 5555 0R WPl 4-6and 555249
2. generalized pain: pain in 4/5 regions
3. symptoms present 2 3 months
The fibromyalgia diagnosis can now be made irrespective of other diagnoses {you do not need to rule out all oth
conditions that could explain the symproms, if criteria 1-3 are all met).

1. Widespread pain index [\WPI)
In the past weak, where have you had pain? [check all that apply)

Left upper region [1) Right upper region |2} axial region (5)

*Clinical Practice Pearl*
If a patient notes
anything more than
mild fatigue you need to

O L jaw O & jow O meck
O L shoulder girdle O R shoulder girdle O vpperback
O Lupper arm O R upper arm O Lower back
O L lower arm O R lower arm O chest

O Abdomen

screen for ME as it
changes management

Left lower region (3)
O L hip [butteck/trochanter]
O Lupper leg

Right lower region {4}
O R hip |puttock/trochanter)
0 R upper leg

Symptoms Severity Score (SSS)
For each of the following, for the past week, rate
0=No 1=slight or mild 2=moderate, 3=severe,
problem | problem, often considerable pervasive,
mild or problem, often continuous, life-
intermittent present disturbing
Fatigue O O O O
Cngniti'.'E:ympmms | O | O | O | O |

Im the past weak, have you been bothered by any of the following?

O=No problem 1=Problem
Headaches O O
Pain ar cramps in lower abdomen O O
Deprassion O O
Total 555 [0-12)
sSurnmary:

O 1. Crterion 1 is met if you have EITHER

O wpPlz7and 55525 0R
O WPl4-6and 55529
O 2. Generalized pain: met if you checked pain in 4/5 regions (not including items in italics)
O 3. symptoms present z 3 months

Fibramyalgia is diagnoszed if you meet all 3 criteria 1-3, independent of wheather other diagnoses contribute 1o these
symptoms. This is mew: FMS diggnosis used to reguire that there be no other diagnosis to explain the findings



Fibromyalgia - Management

Non pharmacological Pharmacological

Patient education e Antiepileptic agents/ anticonvulsants (e.g.
Support for mental health and wellbeing gabapentin, pregabalin)

Complementary and alternative therapies e Serotonin noradrenaline reuptake inhibitors
(e.g. acupuncture, massage) (e.g. duloxetine)

**Physical and occupational therapies e Tricyclic antidepressants (e.g. amitriptyline)

e Opioid analgesics (e.g. tramadol)

o Off label medications (e.g. low dose

**Clinical ALERT** naltrexone)
In patients with co-existing conditions

. . *Clinical pearl*
such as ME, functional and exercise Start with 3 low d q fitrate slowl
limitations must be considered in art with a low dose and up-titrate slowly

program design. to efficacy based on tolerance limitations.




Myalgic

Encephalomyelitis (ME)

Background | Fibromyalgia ME + Fibro | POTS | Team Support | Takeaways




ME - Diagnosis

e There is no specific
biomarker to
diagnose ME at this
time

Diagnostic criterias:

o “Institute Of
Medicine (USA)
(2015) - most
commonly used

1 Not being able to participate in routine
activities that were possible before
becoming ill, such as work, school, social
life, and/or personal life, that:

» Lasts for more than 6 months
» Is accompanied by fatigue that is:
« Often serious
« Just started (not lifelong)
« Not the result of ongoing activities
« Not from more than usual effort
« Not made better by rest

Post-exertional malaise (PEM).
Worsening of symptoms after
physical, mental, or emotional
effort that would not have caused
a problem before the illness. This is
sometimes referred to as “crashing”
by people with ME/CFS.

Unrefreshing sleep. People with
ME/CFS may not feel better even
after a full night of sleep (e.g., feeling
just as tired upon waking up as
before going to bed).

In addition, at least one of the following symptoms is also required:

T
> Impaired memory or ability to concentrate. People with ME/CFS may have trouble
remembering, learning new things, concentrating, or making decisions.

%
I O Orthostatic intolerance (symptoms that occur when standing upright). People
i Canad lan Consensus lL, T’u with ME/CFS may feel lightheaded or dizzy when standing upright and may even faint.
Criteria (2003)

Symptoms must be moderate to severe and present >50% of the time

Infographic from Center for Disease Control

*Institute of Medicine is now known as “National Academy of Medicine”


https://www.cdc.gov/me-cfs/pdfs/Could-You-Have-MECFS_508.pdf

ME - Severity

Wide SpeCtrum of ME Severity (Montoya et al., 2021)

o 15% are unable to work (coc. 2016)
o 25% are homebound or bedridden (vaidez et. al, 2019)

Severity

Understanding the severity of a patient’s condition can help with identifying their individual needs and appropriate management strategies. The following descriptions offer insight into
how symptoms affect daily functioning:?

People with mild ME/CFS: People with moderate ME/CFS: People with severe ME/CFS: People with very severe ME/CFS:

X

- Are self-caring and do some light

domestic tasks (sometimes needing
support).

- May have difficulties with mobility.
+ Most are still working or in education,

though often at the expense of
reducing or discontinuing other
activities.

« Have reduced mobility.
- Are restricted in all activities of daily

living, although they may have peaks

and dips in their level of symptoms
and ability to do activities.

- Have usually stopped work or

education.

- Need rest periods, often resting in

the afternoon for 1-2 hours.

+ Have poor quality and disturbed

sleep at night.

- Are unable to independently perform

activities of daily living, or can only
manage minimal tasks (e.g., washing
face, brushing teeth).

+ Have severe cognitive difficulties.
- May depend on a wheelchair for

mobility.

- Are often unable to leave the house

or have severe and prolonged
post-exertional malaise if they do so.

- May spend most of their time in bed.
- Are often extremely sensitive to

sensory stimuli.

« Are in bed all day and dependent on

care.

« Require help with personal hygiene

and eating.

+ Are very sensitive to sensory stimuli.
« May not be able to swallow and may

need to be tube fed.

Image adapted from: CEP - ME CFS tool



https://www.ncbi.nlm.nih.gov/pmc/articles/PMC8544443/
https://www.cdc.gov/grand-rounds/pp/2016/20160216-presentation-chronic-fatigue-H.pdf
https://www.frontiersin.org/articles/10.3389/fped.2018.00412/full

ME - Characterizing the Symptom of Fatigue

o Profound, debilitating, resulting in a reduction of activity
(occupational or social)

(-
o Need to characterize fatigue and determine if patient is I‘i
experiencing Post Exertional Malaise (PEM) e
(*can use DePaul PEM Questionnaire) 2
o« PEM is the hallmark symptom of ME T8 e

o Differs from fatigue from other causes (thyroid, anemia,
depression)



Post Exertional Malaise (PEM)

e Hallmark symptom of ME

TG S48 A0Ter © I ITETT VA S 0 VT TR 80 et A JIgH AP FaSx o rpRame sy N a ABpe STine | R et tee
FETORT) 3a8 A v wgtay e patgraet @ the (Aeran T GOSN B SPatIgen SOEE 19 3 NS (TeNe & SRS FETLT [Rateitn et S rgean)
¥ Derier Scties WAL SITTNYT D M SretpnTt S maTy THIRATIS VRE O Patb Ot e e of bd

o Worsening of symptoms and function after e

exertion (physical, cognitive, emotional) that

were previously tolerated before disease onset. s

o For many, basic activities of daily living can s
cause PEM (*showering). RN

« Onsetis most often delayed (by hours or days). —
o Takes days, weeks or months to recover (or may ~ SooootoTon B

never return to baseline). .

QuébecsES

e Repeated PEM can lead to more severe
symptoms and long term functional decline

*Clinical Pearl* INESSS (Quebec)
has an excellent resource on PEM



https://www.inesss.qc.ca/fileadmin/doc/INESSS/Rapports/Usage_optimal/2023_EM_Fatigue_chronique_Aide_memoire_ANG_VF.pdf

Appendix A

Assessing PEM

For each symptom below, please circle one number for frequency and one number for

severity:

Please complete the chart from left to right.

Symptoms Frequency: Severity:

Throughout the past 6 months, how often have Throughout the past 6 months, how much has this

I h e D e P a u I Sym pto m you had this symptom? symptom bothered you?

For each symptom listed below, circle a number  For each symptom listed below, circle a number from:

from: 0 = symptom not present
° )
Questionnaire - PEM (DSQ-PEM
- -
1 = a little of the time 2 = moderate
2 = about half the time 3 = severe
Appe ndix B 3 = most of the time 4= very severe
4 = all of the time
) 1. Dead, heavy feeling after starting to exercise 0 1. 2 3 % 01 2 3 4
DSQ-PEM Scoring

2. Next day soreness or fatigue after non- 0 1. 2 3 % 0 1 2 3 4

Scoring Step 1

strenuous, everyday activities

Items 1-5: A frequency and severity score of 2, 2 on any items 1-5 is indicative of PEM.

3. Mentally tired after the slightest effort 01 2 3 4 0 1 2 3 4
Scoring Step 2 4, Minimum exercise makes you physically tired 0 1 2 3 4 0 1 2 3 4
Items 7, 8: Either item 7 or 8 must have an answer of yes to indicate an ME and/or CFS 5. Physically drained or sick after mild activity 4 1 2 3 4 3 1T 3 5 A&
dx. 6. If you were to become exhausted after actively participating in extracurricular activities, Yes No

Item 9: A response of >14 h is needed to indicate an ME and /or CFS dx.

sports, or outings with friends, would you recover within an hour or two after the activity

Items 6, 10: Neither item indicates an ME and/or CFS diagnosis, but provides a ended?

des Cription of patient PEM for clinical evaluations. 7. Do you experience a worsening of your fatigue /energy related illness after engaging in Yes No

minimal physical effort?

8. Do you experience a worsening of your fatigue/energy related illness after engaging in Yes No

mental effort?

9. If you feel worse after activities, how long does this last? <1h 2-3h  4-10h 11-13h 14-23h >24h

10. If you do not exercise, is it because exercise makes your symptoms worse? Yes No




ME - Management P

Non-pharmacological management®“> o
‘ See C E P tOOI fO r d eta I IS Mon-pharmacological strategies can be used to manage common symptoms of MECFS and improve quality of life. They can be implemented in patients where MECFS is suspected and

not yet confirmed as well as those with a confirmed dizgnosis.

For additionzl information on how patients can implement self~management strategies and adaptations at school or work, see INESSS Support for People with Myslgic

. Cornerstone Of ME Encephalomyelitis/\Chronic Fatigue Syndrome {ME/CFS) {pages 5-11).
management |S PaCIng = Non-pharmacoclogical strategies
(Energy Management)

fl

Energy management®

® Address and manage
common comorbidities

Rest and sleep®®

Orthostatic intolerance ®

e Consider PEM in the
management approach Of Dietary management and strategies 2
Comorbld Itles Strategies for coping with chronic illness2®

Pharmacological management

There is limited evidence regarding pharmacological treatments for ME/CFS. There is currently no pharmacological cure for the condition. Some patients with ME/CFS have found the use
of pharmacological interventions to be helpful in managing symptoms, including low-dose and off-label medications, under the guidance of healthcare professionals. The use of
medications for symptom management can be discussed with patients using dinical judgement to adapt best practices to the individual. Consideration should be given to managing

identified comarbidities.2



Management - Pacing (Energy Management) *

Pacing is an activity management strategy to help ME
patients stabilize their energy and limit the
frequency and intensity of PEM, while remaining as
engaged as they feel capable.

Boom and bust cycle

10

- Activity
It gives patients the advice to live within their energy f_; s s 4
limits, but they must first determine what those limits -
are. *
0
Some helpful tools for pacing include: T G :E.;Zd:o,g

o Use of activity logs

e Heart rate monitoring

o Pacing techniques (dividing up tasks, regular rest
periods, etc...)



Why Graded Exercise Therapy is NOT Pacing

« Graded exercise therapy (GET) is NOT recommended for patients with ME

o GET is different than pacing.
o GET is defined as fixed incremental increases in physical activity or exercise.

o GET was historically recommended based on incorrect theories about ME
(originating from incorrect assumptions that ME was the result of deconditioning and exercise avoidance).

o GET can cause harm due to triggering repeated PEM which can lower
baseline functioning

o There is no therapy based on physical activity that will cure ME



ME Comorbidities

Clinical Pearl

ME is not just about addressing
ME alone, but addressing
comorbidities. Goal is to improve
overall quality of life

Canadian Consensus
Criteria

It is helpful to go through with
the patient as it provides a
review of systems for
commonly comorbid
conditions

g

-~

Js.

Ja.

CJe.

[17.

Worksheet - Page 1

Name Date

Fatigue: Patient must have a significant degree of new onset, unexplained, persistent or
recurrent physical and mental fatigue that substantially reduces activity level.

Post-Exertional Malaise and Fatigue: There is an inappropriate loss of physical and mental
stamina, rapid muscular and cognitive fatigability, post-exertional fatigue and/or malaise and/or
pain and a tendency for other associated symptoms within the patient’s cluster to worsen. There
is a pathological slow recovery period — usually 24 hours or longer.

Sleep Dysfunction:* There is unrefreshed sleep or sleep quantity or rhythm disturbance such as
reversed or chaotic diurnal sleep rhythm.

Pain: * There is a significant degree of myalgia. Pain can be experienced in the muscles and
joints and is often migratory in nature. Often there are significant headaches of new type, pattern
or severity.

Neurological/Cognitive Manifestations: Two or more of the following difficulties should be
present: confusion, impairment of concentration and short-term memory consolidation,
disorientation, difficulty with information processing, categorizing and word retrieval, and
perceptual and sensory disturbances-e.g., spatial instability, and inability to focus vision. Ataxia,
muscle weakness and fasciculations are common. There may be overload phenomena:
cognitive, sensory-e.g., photophobia and hypersensitivity to noise-and/or emotional overload,
which may lead to “crash™ periods and/or anxiety.

At Least One Symptom from Two of the Following Categories:

[] Autonomic Manifestations: orthostatic intolerance-NMH, POTS. delayed postural
hypotension, vertigo: light-headedness. extreme pallor: nausea and IBS: urinary frequency

and bladder dysfunction: palpitations with or without cardiac arrhythmia: palpitations, and
exertional dyspnea.

[_] Neuroendocrine Manifestations: loss of thermostatic stability-subnormal body
temperature and/or marked diurnal fluctuation, sweating episodes, recurrent feeling of
feverishness and cold extremities: intolerance to heat and cold: marked weight change-anorexia
or abnormal appetite: loss of adaptability and tolerance for stress, worsening of symptoms with
stress and a slow recovery.

[[] Immune Manifestations: tender lymph nodes, recurrent sore throat and flu-like symptoms,
general malaise, new sensitivities to food, medications and/or chemicals.

The illness persists for at least six months in adults. It usually has a distinct onset.**although
it may be gradual. Preliminary diagnosis may be possible earlier. Three months is appropriate
for children.

1. “Crash” refers to a temporary period of immobilizing physical and/or mental fatigue.
* A small number of patients have no pain or sleep dysfunction but no other diagnosis fits except ME/CFS. The
dluﬁno.\ls is ME/CFS if these patients have an infectious illness tvpe of onset.

Examples of
common
comorbidities:

Sleep apnea
Restless leg
syndrome
Periodic limb
movement
disorder

Fibromyalgia
Migraine
headaches

POTS

NMH
Orthostatic
hypotension

IBS

Overactive
bladder
Interstitial cystitis



ME and Fibromyalgia

Background | Fibromyalgia | ME | ME + Fibro | POTS | Team Support | Takeaways




Fibromyalgia & ME: Diagnostic Overlap

47.3% overlap

ME and fibromyalgia diagnoses
overlapped in 47.3% of patients

Ramirez-Morales et al, 2022

of Fibromyalgia patients
also have ME

of ME/CFS patients

Fibromyalgia was the most common
comorbid condition among ME/CFS
patients, affecting 45.0% of study patients

Fall et al, 2024



https://pubmed.ncbi.nlm.nih.gov/35690247/
https://pubmed.ncbi.nlm.nih.gov/35690247/
https://pubmed.ncbi.nlm.nih.gov/35690247/
https://pubmed.ncbi.nlm.nih.gov/35690247/
https://bmcneurol.biomedcentral.com/articles/10.1186/s12883-024-03872-0
https://bmcneurol.biomedcentral.com/articles/10.1186/s12883-024-03872-0
https://bmcneurol.biomedcentral.com/articles/10.1186/s12883-024-03872-0

Fibromyalgia and ME are unique conditions but have overlapping symptoms

Fibromyalgia ME
Chronic Wl_despread + +/-
Pain
Fatigue +/- +
Sleep issues +/- +
Cognitive Dysfunction +/- +/-
Post Exertional Malaise +
(PEM) B




Simplifying things... looking at these conditions in silo

Fibromyalgia ME

Severe chronic fatigue
with PEM
plus other symptoms

Chronic widespread PAIN
plus other symptoms

Patients benefit from Patients benefit from
moderate EXERCISE PACING




Fibromyalgia + ME

Fibromyalgia ME

What happens if a patient

has BOTH FM and ME?

Recall: approximately 50% of patients with Fibromyalgia also have ME



Fibromyalgia + ME *

Fibromyalgia

IS prioritized to

stabilize energy and
avoid states of PEM




Postural Orthostatic

Tachycardia Syndrome
(POTS)

Background | Fibromyalgia | ME | ME + Fibro | POTS | Team Support | Takeaways




POTS - Clinical Presentation

e Onset often after an infectious iliness

e Symptoms:
o lightheaded, tachycardia, palpitations, feel pre-syncopal,
fatigue, symptoms improve with recumbency, etc.

e Comorbid condition with ME and Fibromyalgia

o May have broader constellation of symptoms, fitting under the
umbrella of dysautonomia



POTS - Diagnostic Criteria

e > 3 months duration of symptoms of
orthostatic intolerance that are at least
partially relieved by recumbency

e Sustained increase in heart rate (30 bpm in
adults 19+) from supine position to upright
within 10 minutes of standing

e« Absence of orthostatic hypotension
(decrease in systolic blood pressure > 20 mm
Hg or diastolic blood pressure > 10 mm HgQ)

e Confirm with Orthostatic Vital Signs (Active
Stand Test or NASA Lean Test)

Orthostatic Vital Signs/The 10-Minute NASA Lean Test

Blood Pressure (BP)

Systolic Diastolic

Heart Rate
bpm

Comments/Symptoms

Supine 1 minute

Supine 2 minute

Standing O minute

Standing 1 minute

Standing 2 minute

Standing 3 minute

Standing 4 minute

Standing 5 minute

Standing 6 minute

Standing 7 minute

Standing 8 minute

Standing 9 minute

Standing 10 minute




POTS - Management

Lifestyle measures are
sometimes enough

Need to do a review of
systems to the determine if
one also need to evaluate for
ME (very commonly
comorbid) and it changes
management

3
)

Picture from: LIBIN Cardiovascular Institute



POTS Management -1st Line Practical Primary Care Approach

- Volume Expansion

e Fluids: 2-3 L/day
e Salt: 8-10 gl/day (if appropriate) If present:
e Consider electrolytes

I Screen for ME/CFS

e X Avoid graded exercise

{ Orthostatic Support approach

. o e [ Use pacing to prevent PEM
e Compression garments (waist-high)

e Avoid prolonged standing
e Head of bed elevation

#. Activity (Individualized)

e Start recumbent (bike, rowing)
e Gradual progression — upright
e Build tolerance slowly



Proposed 2-step POTS Management Algorithm

Discontinue symptom-exacerbating
medications or substances

Hydration (3-4L/day)

Sait (10g/2 tsps)
Exercise/Counterpressure
- Compression Garments

]

Non-phatmaoologieal

: Some patients may need step 1 and step 2 :
1 simultaneously if severe symptoms 1
-

Predominant Symptom

Phan'nacologl‘c::/ m

=

Tachycardia Low Blood Pressure (Supine) Hypovolemia Hyperadrenergic
.—., propranolol midrodrine fludrocortisone methyldopa

4 " ! =

C Second Llne )——— | ivabradine : Ipyridostigmine ! l clonidine I Consider consultation with a

— —

specialist for support on when and
how to prescribe second- and

'-/ — L
__ Third Line >—+ IV fluids third-line therapies.
\—_—/




Interprofessional

Team Support
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Why Occupational Therapy Is Essential

- Translate medical advice into sustainable living practical strategies
patients can realistically maintain day-to-day

e Prevent crashes & stabilize function with energy management,
recognizing limits and avoiding PEM

o Adapt daily life to reduce symptom burden by modifying ADLs, routines
(bathing, cooking, self-care), cognitive load/pacing (screen time,
conversations), and upright activity

o Improve safety, independence & quality of life such as home/work
adaptations, assistive devices, orthostatic support



Physiotherapy Major Roles

e Support safe movement, mobility, pain management, and function

e Use individualized approaches including pacing, energy conservation, and
modified exercise

e Help manage orthostatic intolerance and improve tolerance to daily activity

e Refertoa PT who is knowledgeable about these conditions

Key Caution - Always assess for PEM as traditional exercise for traditional
exercise and rehab programs for FM and POTS could lead to exacerbations
of PEM when co-morbid ME is present.



Role of Social Work

o Validation & psychosocial support — Many patients have experienced years
of dismissal and disbelief

o Support with disability forms & benefits — Disability, income support, tax
credits, parking permits, accommodations

o Connect patients to practical supports — Home care, meal services,
transportation, respite, peer/community supports

o« Help patients navigate healthcare & pacing demands — Prioritize
appointments, conserve energy, coordinate care

o Facilitate family education & communication — Support understanding of
invisible disability and functional limits



Cases



CASE 1 - Kat

51 with ongoing fatigue and
poor functioning after West
Nile virus

What are the next steps?

e Characterize the fatigue, and assess for
common causes of fatigue
e Review ME diagnostic criteria
v Debilitating fatigue x 6 months
v Assess for PEM (DePaul PEM
Questionnaire)
v Unrefreshing sleep
v Cognitive dysfunction or orthostatic
intolerance

e Kat meets criteria for ME
e Educate on pacing (start early!!!)
e Assess and treat common comorbidities (use

CCCQC)
o Kathleen meets criteria for POTS

***In a primary care setting, several visits will be
needed to complete this***



What are the next steps?

CASE 2 - Bridget

e Confirm diagnosis for Fibromyalgia
using 2016 ACR criteria
o Evaluate fatigue level — If more

than mild fatigue, assess for ME

e Review ME diagnostic criteria
v Debilitating fatigue x 6 months
v Assess for PEM (DePaul PEM
Questionnaire)
v Unrefreshing sleep
v Cognitive dysfunction

 Bridget meets criteria for ME and

Fibromyalgia
e Pacing is prioritized!
52 year old with history of  Pacing implemented (some
Fibromyalgia with ongoing improvement in severity and frequency
nain and fatique of pain and other symptoms)



IELCEVEVE
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Takeaways:

ME, Fibromyalgia and POTS are interconnected

Before implementing a management plan for FM or POTS screen for common
comorbid conditions such as ME

In patients with:|Fibromyalgia AND ME | OR | POTS AND ME
pacing must be prioritized with the goal to stabilize energy and avoid states of
PEM.

Interprofessional care involving OT, PT, and Social Work is essential to support
pacing, function, symptom management, mental health, daily living, and quality of
life.

Primary care clinicians and interprofessional team members have a central
role in diagnosis and management of ME, Fibromyalgia and POTS. The CEP

tools on ME, FM and POTS is a new resource to support primary care clinicians



Clinical References
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FM, ME/CFS and POTS

urrent

-
g

Fibromyalgia (FM)

Introduction

Fibromyalgia (FM), Myalgic Encephalomyelitis/Chronic Fatigue Syndrome (ME/CFS), and Myalgic Encephalomyelitisfchronil: Fatigue Syndrome {ME.-’CFS}
Postural Orthostatic Tachycardia Syndrome (POTS) are chronic health conditions. Accurate
diagnosis and targeted management can improve the quality of life of individuals living with
FM, ME/CFS, and POTS. These tools are designed to support family physicians and primary

Postural Orthostatic Tachycardia Syndrome (POTS)

care nurse practitioners in recognizing, assessing, diagnosing and managing FM, ME/CFS,
and POTS in adult patients.

Table of Contents

® Additional resources

® About the Tool Share resource
PR X 0D =
o

Additional resources

Patient and caregiver resources - FM Clinician resources - FM Patient and caregiver resources - ME/CFS

Download » wil > winl >

Clinician resources - ME/CFS Patient and caregiver resources - POTS Clinician resources - POTS

Download » Download > Download »
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Thank you for watching.

v Please take a moment to evaluate this N

webinar.

Webinar Evaluation: Clinical Tools
for Better Management of ME/CFS,
Fibromyalgia, and POTS
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