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ME/CFS Clinical Diagnostic Criteria 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 inappropnate 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-¢.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; uninary 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
diagnosis is ME/CFS if these patients have an infectious illness type of onsel.




ME/CES Clinical Diagnostic Criteria Worksheet - Page 2

Exclusions: Rule out active disease processes that explain the major symptoms of fatigue, sleep
disturbance, pain, and cogmitive dysfunction with patient history, physical exam laboratory
testing or imaging. These include: Addison’s disease, Cushing’s syndrome, hypothyroidism,
hyperthyroidism. 1ron deficiency. iron overload syndrome, other treatable forms of anemia.
diabetes mellitus, cancer, treatable sleep disorders including upper airrway resistance syndrome
and obstructive or central sleep apnea; theumatological disorders such as rheumatoid arthritis,
lupus, polymyosistis, and polymyalgia theumatica; neurological disorders such as MS.
Parkinson's disease, myasthenia gravis and B12 deficiency; infectious diseases such as TB,
chronic hepatitis, Lyme disease, AIDS; primary psychiatric disorders and substance abuse. Ifa
potentially confounding medical condition 1s under control, then the diagnosis of ME/CFS can be
entertained if the patient meets the criteria otherwise.

Co-Morbid Entities: Fibromyalgia syndrome. myofascial pain syndrome, temporomandibular
joint syndrome, irritable bowel syndrome, interstitial cystitis, irritable bladder syndrome.
Raynaud’s phenomenon, prolapsed mitral valve, migraine. allergies, multiple chemical
sensitivities, thyroiditis, sicca syndrome, depression, Hashimoto's, etc. Such co-morbid entities
may occur in the setting of ME/CFS. Others such as IBS may precede the development of
ME/CFS by many vears, but then become associated with 1t. The same holds true for migrames
and depression. Their association is thus looser than between the symptoms within the
syndrome. ME/CFS and FMS often closely connect and should be considered to be “overlap
syndromes™.

Idiopathic Chronic Fatigue: If the patient has unexplained prolonged fatigue but has
insufficient symptoms to meet the criteria for ME/CFS. 1t should be classified as idiopathic
chronic fatigue.

Patient meets the criteria for ME/CFS

Patient meets the critenia for Idiopathic Chronic Fatigue
Reference: Carruthers, Bruce, et. al. Myalgic Encephalomyelitis/Chronic Fatigue Syndrome:

Clinical Working Case Definition, Diagnostic and Treatment Protocols. Journal of Chronic
Fatigue Syndrome 2003; Vol. 11{1): 7-115.

Physician's Signature Date

Physician's Stamp:




1& Bateman Horne Center

NASA 10 Minute Lean Test | Instructions for Providers

Orthostatic intolerance (Ol) is an umbrella term used to describe abnormal autonomic nervous
system response to orthostatic challenge. Orthostatic hypotension {OH), neurally mediated
hypotension (MMH) [or neurogenic hypotension] and postural orthostatic tachycardia syndrome
{PoTS) are terms used to describe variants of this response. The new evidence-based IOM clinical
criteria for ME/CFS establish that orthostatic intolerance is a common and often overlooked feature
of illness that is objectively measurable. Ol may contribute to dizziness, fatigue, cognitive dysfunction,
chest and abdominal discomfort, and pain manifestations.

We recommend that all ME/CFS and Fibromyalgia patients have a NASA 10-minute Lean Test to
assess for orthostatic intolerance.

The test will be most revealing if measures that reduce orthostatic intolerance are withheld before
testing. For example: limit extra fluid and sodium intake, do not wear compression socks, and alter
the intake of medications that might influence the test (see below). These treatments can be
resumed after the test. Use continuous monitoring devices when possible.

Ask the patient to remowve shoes and socks and lie down on a bed or exam table in supine position.
After patient has been lying quietly 5-10 minutes, record blood pressure and pulse. Repeat a minute
later. If repeat vitals are not similar, retake until two consecutive vital readings are relatively
consistent. The goal is to determine the average resting supine blood pressure and pulse.

Mext, ask the patient to arise and stand straight while leaning against the wall; only their shoulder
blades should contact the wall, their heels should be approximately 8" from the wall. Coach patient
to relax as much as possible. Once the patient is leaning against the wall, start the timer and record
the first standing blood pressure and pulse. Repeat blood pressure and pulse measurements every
minute for the next 10 minutes. Instruct patient not to talk and chat, except to report symptoms, and
to resist moving feet or shifting weight. Observe patient for lightheadedness or signs of pre-syncope
and stop the test if the patient is about to faint. Observe skin and extremities for swelling or changes
in color and temperature. Assess cognition. Include any comments/patient symptoms as applicable. A
template that can be used to record blood pressure and pulse follows on page 2.

General test preparation instructions, directed by provider, adjusted as appropriate for each patient.
¢ Limit water/fluid intake to 1000 mL for 24 hours before the test

# Limit sodium intake for 48 hours before the test

# Do not wear compression socks or clothing on the day of the test

» Withhold medications, supplements, or substances that might affect blood pressure or heart
rate, with timing based on the drug half-life and patient safety.

www_BatemanHormeCenter.org support@BatemanHorneCenter.org
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o Examples:
* midodrine or Northera
* fludrocortisone
* beta blockers such as propranolol, metoprolol or atenolol
= stimulants such as methylphenidate, dexadrine or caffeine
= tricyclic antidepressants (TCA)-- amitriptyline, doxepin or cyclobenzaprine
®*  SNRI's such as Cymbalta or duloxetine

= tricyclic antidepressants (TCA)-- amitriptyline, doxepin or cyclobenzaprine
[ 4

www_BatemanHorneCenter.org Support@BatemanHorneCenter.org
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Orthostatic Vital Signs/The NASA 10-minute Lean Test

Blood Pressure [BP)

Pul Co t
Systalic Diastolic HisE mments

Supine 1 minute

Supine 2 minute

standing 0 minute

Standing 1 minute

Standing 2 minute

standing 3 minute

standing 4 minute

Standing 5 minute

standing & minute

standing 7 minute

standing 8 minute

standing 9 minute

Standing 10 minute

*The NASA 10-minute Lean Test is a variant of a test used by NASA researchers to test for orthostatic
intolerance?; it reduces muscular influences on venous return, a major cause of variability in orthostatic
testing. Passive stand testing has been validated as an equivalent or superior measure of orthostatic
intolerance as compared to head-up Tilt Table tests®3.

[1] Bumgo, M_W._, Charles, ). B, & lohnson Ir, P. C_[1985). Cardiovascular deconditioning during space flight

and the use of saline as a countermeasure to orthostatic intolerance. Awviation, space, and envirommental
medicine, 56{10), 985-290.

[2] Shwartz, E., Meroz, A, Magazanik, A, Shoenfeld, Y., & Shapiro, ¥. (1977). Exercise and heat orthostatism
and the effect of heat acclimation and physical fitness. Avigtion, Space, and Environmental Medicine, 48(9),
836-B42.

[3] Hyatt, K. H., Jacobson, L. B., & Schneider, V. 5. (1975). Comparison of 70 degrees tilt, LENP, and passive
standing as measures of orthostatic tolerance. Aviation, Space, and Environmental Medicine, 46(6), B01-808.

www_BatemanHorneCenter.org Support{@BatemanHorneCenter.org
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About the Bateman Horne Center

Qur Mission:
Empowering Patients, Advancing Research, and Improving Clinical Care
for all those impacted by ME/CFS and Fibromyalgia

Formerly the Fatigue Consultation Clinic (FCC) and the Crganization for Fatigue & Fibromyalgia Education &
Research (OFFER), the Bateman Horne Center of Excellence (BHC), was formed in 2015 as a 501(c)3 nonprofit
organization.

We envision a world where patients with ME/CFS and Fibromyalgia are readily diagnosed, effectively treated,
and widely met with empathy and understanding. BHC is led by Dr. Lucinda Bateman and Suzanne D. Vernon,
Ph.D., who bring more than 40 years of combined experience and leadership to treating patients and
advancing research in the areas of ME/CFS and Fibromyalgia.

Lucinda Bateman, MD | Founder & Chief Medical Officer

Dr. Lucinda Bateman completed her BS and MS at Bricham Young University (BYL), attended the Johns
Hopkins School of Medicine, returned to the University of Uitah for Internal Medicine residency, and became
certified by the American Board of Internal Medicine in 1991. She started a small private group practice in
1991 and practiced General Internal Medicine until 2000.

During this time, she proctored many students as Adjunct Volunteer Clinical Faculty for the University of Litah,
including nurse practitioners, physician assistants (PA), medical students and residents, and was active on the
staff at LDS Hospital. She was awarded Teacher of the Year four times while teaching in the Utah PA
{Physician's Assistant) program. Im 2000, she was one of three Utah internists chosen by her peers in Top
Doctors, a national publication.

Throughout her career, Dr. Bateman's interest has become more focused on the diagnosis and management of
unexplained chronic fatigue, ME/CFS and FM, inspired by the silent suffering of her sister, Shauna Bateman
Horne.

Since starting the Fatigue Consultation Climic in 2000, Dr. Bateman has evaluated and followed more than a
thousand patients with chronic fatigue conditions. She has lectured extensively on issues relating to chronic
fatigue syndrome and fibromyalgia. She has served on the boards of the Easter Seals of Utah, The Internaticnal
Association of Chronic Fatigue Syndrome (IACFS/ME) and The CFIDS Association of America. She co-founded
the non-profit, OFFER (The Crganization for Fatigue and Fibromyalgia Education and Research) to encourage
the shiaring of information with patients and medical providers and foster cooperative research efforts aimed
at understanding the cause(s) of and developing treatments for ME/SCFS and FM. This goal led to the recent
merge of OFFER Utah and the Fatigue Consultation Clinic to the Bateman Horne Center.

To s=e Dr. Bateman's bibliography of published journal articles, visit:
hittp:/fwww.nichi.nim.nib.gov/mynchi/collections/bibliography [464 70176/ *relcad=publicURL

www BatemanHorneCenter org Support@ BatemanHormeCenter.org




DSQ PEM Questionnaire

Cotler, J., Holtzman, C., Dudun, C., & Jason, L. A. (2018). A brief questionnaire to assess
Post-Exertional malaise. Diagnostics, 8(3), 66. https://doi.org/10.3390/diagnostics8030066
Appendix A

For each symptom below, please circle one number for frequency and one number for severity:
Please complete the chart from left to right.

Froquency Seventy
Theoughout the & months, Theoughout the past & months,
how gflen have you symptom ! how much has thes symplom red you?
For each symptomn histed below, cancle a number from:  For each symptom hsted below, arcle a2 nember froes
Symptoos 0 = mone of the time 0 = symptem net present
1= a Natle of the time 1= mild
2 « about half the time 2« moderate
3« maost of the tine 3« severe
4« all of the time = very severe
1 Dvad, heavy forling aftor starting to ewercins o 1 2 3 4 0 1 2 3 4
2. Next day soreness or fatigue after ° 1 2 2 M 0 1 2 ) M
non-strenuous, everyday activites
3 Mertally tired after the slightest effort 6 1t 2 3 a g- 1. 2 & 4
4 Mmmmum exerose makes you physically tised 0 1 2 4 0 1 2 3 4
5. Physacally drained or sick after muld actwaty (i) 1 2 3 4 ] 1 2 3 4

For each question below, choose the answer which best describes your PEM symptoms.

6. I you were to become exhausted after actively participating in
extracurricular activities, sports, or cutings with friends, would you recover Yes No
withan an hour or twe after the activity ended?

7. Do you expenience a worsening of your fatigue/energy related lllness

after engaging in miramal physacal effort? - Ne
K Do you exp aw § of your fatigue/energy related illness Yoo No
after engagmg in mental effoet?
9. 1 vou foel worse after activities, how long does this last? <1h 23k &0k 11-13h 14-23h > 2Uhb
10 ¥ you do not exercise, i it becatse exercise makos your symphoms worse7 Yo No
Appendix B
DSQ-PEM Scoring
Scoring Step 1
Items 1-5: A frequency and severity score of 2, 2 on any items 1-5 is indicative of PEM.
Scoring Step 2

Items 7, 8: Either item 7 or 8 must have an answer of yes to indicate an ME and /or CFS dx.
Item 9: A response of >14 h is needed to indicate an ME and /or CFS dx.

Items 6, 10: Neither item indicates an ME and /or CFS diagnosis, but provides a description of
patient PEM for clinical evaluations.
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sUPPORT FOR PEOPLE WITH MYALGIC

INES>

LE SEsTR PRERL FOSME

ENCEPHALOMYELITIS ¥ CHRONIC FATIGUE
SYNDROME (ME / CF5)

GENERAL INFORMATION SUMMARY O

< MESCFS is achronic and cornplex canditian for wihich there is no known reatmeant. General information .. .1

= The clinical presentation i< variable and functional independence may be affected ta

. Pait-exertional malaite
different degrees - &g, the person could:

= Clinical manifestations
+ be able ta perform activities af daily living (ADLS - eg., Meeding, dressing, hygiena) o ! -

. o L . - and evolution ... ... .. z
and instrumental activities of daily living (IADLs - e.g., cleaning, meal preparation,
shoppingl, but require accommaodations ta $tudy or wark; = Dtinguishing rom
deconditianing .. ....... z

¢ orequiring assistance with ADLs and 1ADLE and Being unable 1o study ar work;

= Post-exertianal malaige

+ depend anothers for ADLS and unable to perform [ADLS, study or wark.
assefment ... 5

=+ Management central cormpanent is anergy managemant. It allaows a:

= Characterization of post-
¢ respectihe energy envelope: axartionsl malaies. 3
+ limit the accurrence of post-exertional malaise and asthenia;

. . . Enargy managemeant
« Slabilize health status and help prevent its deterioration; Y B

- Energy envwelape and
past-exertional malase
andsl ... 4

+ promate an impgrased quality of life,

(L Energy management requires adaptation of clinical practice.
EY 5 N 4 B » Energy managerment

[~

2 Al interactions and interventions D The person should not be TS oo -
must be made with condideration for encouraged to exceed persanal limits - Past-exertional malaise

he Energy envelope. or engage in &ctivilies o Incragge management. ... ... T

strength of endurancs,
= Integration of activities

& The therapeutic approach must be | 8 Physical ar cagnitive activityiexercise into the rautine ... T
flexible and personalized. pregrams or interventions with fixed _
or contEuouily increasing duration Food intake..............8
and intensity parameters should not _
be implemented. Acceptance and adaptation
to life changes .. .. .4
Studies arwerk ... .11

@ Good to know

Cansultation
Asthenia is an mtense fatigue that results in a significant reduction in the

cansiderations ... ... 12
alrility ta perform ADLS and I&DLS.
Post-exertional malaise refers Lo the appearance ar aggravation of a group Referenaes . _........ 12
of clinical manifestations that eccur following even minimal effart, whether
physical, cognitive or emational. Appendix
- Autenamic-Be clinical
manilestations . ..., .. 1%

éb L1E3
& Gousermemnent du Québer, |une 2003 EC— E3E3



POST-EXERTIONAL MALAISE

CLINICAL MANIFESTATIONS AND EVOLUTION

<+ Post-axertional clinical manilestations may alfecl various dyslems.

=+ The nature and severity of clinical manifestations as well a5 the svolution al past-exertianal malaise may vary

atcording Lo the Lype of activites performed, lram oné episade Lo anather and lram ane pérson Lo anocther,

CLINICAL MANIFESTATIONS THAT CAN BE DBRSERVED DURING POST-EXERTIOMNAL MALAISE

Catepary

Cardiorespiratary

Cagnitive

Diverse

Mustuloskeletal

Meurological

1. The informmation s presented in Aphabetical order Sorme dinical rranifestaions may belong b mane [han are CAregany, bul hese besan

placed in onky one Capegnry.

Examples’ - non exhaustive st

Arrylhmaa
Chest pain
Crpspriea

Dafficulty thinking dearly
CaMficulty Minding words

Intense fatigue
Flu-like symploms {e.g., sore theoat,
painful lymph nodes, fever]

Arthralgia
Musecle weaknedis

Blurred visian

Cafficulty in articulating, g onouncing
pLpressing anagell

Dizminess af verligo

Head ac e

InEreased sansitivity ta stimuli {&.8., lght,
Lound, tauch)

DISTINGUISHING FROM DECONDITIONING

Characteristics

Clinical presentation

Symptoms onset

Recovery

1. Qimical manilesiarions may oo

AIDE-MEMDIRE | SL@™0RT FOR PEOPLE WITH MYALSS. EKCEFHALOWYELITIS # CHROHKIC FATIGUE &Y

Deconditioning

Exerdse inlolerance. .
Reduced ability 1o perforrm physical

of cagnilive activity at the usual
[requency, intensity and duratian B
lor age, size, gender, muscle mass

and cardicvasoular Capacity.

Ceuring or Saan after & physical o B
Cognitive Activity.

Clinical manilestations: .
- Tade with resl or sleep:

- usually a5l less than a day.

more rapidly in sorme peogle, induding thase witk

WlFE LAz S LRSS

= Hypolenssan
= Palpitatians
= Syncaope

= Memory loss
= Reduction ol attéentian

= Hon-restorative sleep
= Sengation of discomlar when Sitting ar
standing

= biyalgia

= Meuropathic pain
= Paresthesia
= Sencation of internal tremoeds, generally

i perceplible from the culsde and
affecting the lawer limbs

Past-exertional malaise

Onigel ar exacerbation of dinica
manifestations fallowing praviously
unproblernatic or kw-nlendily activities.
Intensity of dinical manifestations
dispragartionale ta the activity thal causaed
them (&g, having 1o rest alter sedantary
warkh

Onget af clnecal manilestations natl wusualky
found afer exertion in other individuals (&g,
sare throat, difficulty thinking).

Typically & Mew hours o 72 haurs? alter &
physical, cagnitive ar emotional eMart.

Clinical manifestatians:

- danal go away orf anly slightly with rest ar
dleep:

- can lasl for days, weeks or months.

e severe disease but scertilic edderce s Irmited

FRGE 2

POST:
ACCEFTAHCE EHERGY BERERAL
STUDIES/WORE  oyp apapration  FOOD INTAKE MARASEMEHT Eﬁﬂ?:g’- IHFORFETION

DO EULTATIONE

APFEHDIX



POST-EXERTIONAL MALAISE ASSESSMENT

=+ Post-exertional malaise can be avidenced by:

© gueidliong aboul what hagpens after parfarming
activities;

+ dacumentation of activities and clinical
ranifestations (Lype, intensity, lraquency and
duration] ower a one ar bwa week periad,

< Ildentilying post-exertional malaise can be difficult,
Brven:
+ tha difficulty in deseribing them;

© they may go unnaticed and persist;
© Lhay may interact with ather Symploms.,

= Curnulative past-exertional malaise that is nat Tully
recoversd may camplicate the assassmant of past-
exerlional malaise.

=+ Srmartwalches can help assess activity levels,

Howeser, thair ude had not baan scientifically
validated.

Examples of questions identifying
post-exertional malaise

What happens when you do or try Lo do &
physical or cognitive activity? What happens
afterwards?

What happens il yau try ta exceed yaur limits?
What are the canseguences?

Do yau awoid or madily any activities because of
what right happen il you do them? IF 2o, which
anes?

What aclivities are you able to do without clinical
manilestations? Haow many activities do you
manage to da in a day?

Howw long does it take frarm the time you do an
Actlivily Lo the time you Start to feel unwell?

Hew long does it Lake you ta recover lram an
BELiviLy?

CHARACTERIZATION OF POST-EXERTIOMAL MALAISE AND FOLLOW-UF OF THEIR EVOLUTION

= Thecharacterization of posl-exertional malase is used ta monitar its esolution and ta assessthe effect afinterventions

and ensergy management Slratagias.

Category Examples of elements that could be decurmented

- proximity to allergens,
- change in termperature,

Post-exertional
malaise onset

» Effect of the fallowing Tactors an clinical manifestations and energy leval:
- intraduction al aclivily of increase in its intensityg:
- presence al sensary stirmuli;

- Elatianary verlical position {Sitling or standing).

v Type al activity or exertion that triggers the ansel ar warsening al clinical
manifestatiens, including their intensity.

Post-exerticnal
malaise episode

« Tifme 1o ansel or wordening of dinical manifestations.
v Clinical manifestations that appear ar warser.
v Dwuration of gost-exertional malaise ! recaovery Lima,

v Impact on leval of independence and parformance in perfarming ADLS, IADLs, and
Fludies and work {e.g., postponing or aveiding an activity, absentesisrm).

Avaidance of

v Sprategies uted o complete activities or cantinue with studies or work.
post-exertional v Actiwities that the perion is able 1o parfarm without posdi-exertianal malaise.
malaise « Treatmentls or activities that limil post-exertional malaise.

"{i-’ Good to know

Keeping an activity log is useful for monitering, but can be a significant efart and mare difficult for people

with a low threshold for pasdt-exertional malaise. Therefare, the activity log could be kepl far shart periods or

intermittenily.

Same individuals may prioritize studies or work at the expense of ADLs, |ADLS, and leisure time, and than
subsaguently collapie and present dilficulties in ather Aspacts af their lives (e g, managing family life).

AIDE-MEMDIRE | ZUFP0ET FOR FEOFLE WITH MYALE. ERCEPHALOMYELITIS # CHROKIC FATIGUE SYMOSIME [ME / CFE)
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ENERGY MANAGEMENT

ENERGY ENVELOPE AND POST-EXERTIONAL MALAISE ONSET

=+ The energy ervelape is the amaunt af energy available o carry aul activities, 1S gize iz specific Lo each parsan.
Hawever, it can vary lram day 1o day and be modulated by various factors, including health status,

<+ In general, performing ADLS, IADLS, social o [eigure activities, and sbodying o warking will result in enargy
expenditure, while sleep, rest and eating will resull in energy gain.

-+ People with posl-exertional malaise have a smaller than average energy envelope and generally use more energy o
p P ¥ p ¥ ¥
perform their activities.

= The accurnulation of activities performed and energy consuming Taclors resull in the expenditure of available
energy. The paint at which the available energy i fully expendead is the threshald far pasl-exertional malaise.

FACTORS THAT CAM AFFECT THE AMOUNT OF ENERGY AVAILABLE IN MEF CFS

Energy expenditure Energy gain

= Other acute illness e g, cold) = Foad intaka
= Moan stabilized comorbidity = Rest
= Erwviranmental lTactors (e, g., praximily of allergens, ¢hange af = Slesp

tem perature or seasan changeover] = If presence af autanomic-like clinical
= Perfarming activities thal reguire an eMart’: ran ifesLatians:

- physical: brushing teeth, dressing, showering, drying hair, - Aulonamic nervaus system regulation

walking, dimbing stairs, doing laundry, etc; strategies (e g, ling down)

- cognitive: listening Lo music, walching Lelevigian, reading,
wriling, warking an the cormpulers, driving, e

- emotienal: inleractions with athers, bereavements (e.8.,
difficulty returning Lo previous activities ar @ work ar Schoall,
stressiul events [eg., insurance claims, argurments, ar illness of
& leved one) happy events (e.g., haliday, birh), erc.;

= Sendory Stirmuli (eg., seund, light, tauch]
= If presence af autanomic-like clinical manilestations:
- Paslprandial srate”

- Ugright position (Sitting ar standing) - worse il Stationary

1. S ACTivilies may require rmane than are ype of efart, But they are placed in are lacatian

2 The sLate ressulting Trorm Chee irdection and digestion of 4 mea

@ Good to know

The amaunt of energy required o perfarm an activity varies depending on the type of activily, its duration,
intensity, enviranment, energy level in the bank, attitude at the time of doing the activity, or the way the activily
is perfarmed.

< A warning symptarm may occur when some of the available energy i@ spent (2., headache, sore throat,
increaged sensitivity o Stimuli, difficulty speaking, palpitations or irritabilicy

The warning syrmptoms are similar to the clinical manifestations of post-exertional malaise and share the
sarme variability.

Rest before or AL the onsetl of the warning Sym plorm may decreate the amount of rest reguired and prevent
the accurrencs al post-exertional malaise.

AIDE-MEMDIRE | SU¥™05T FOR FEOFLE WITH MYALGC ERCEPHALOHFELITIS & CHROKIC FATICLE SYMD®OHME [HE ¢ CF5) PRGE &

POST:
EHEROY GERERAL
EZERTIOMAL
MANSSEMENT HALAISE IKFORHATION

FOOD INTAKE

ACCEFTAHCE
AHD ADAPTATIOHN

STUDIES FWDRE

DOMEULTATIME

AFFERDIX



ENERGY MANAGEMENT STRATEGIES

- Energy management strategies are day-to-day measures that allow for as many activities as possible without

exceeding the energy envelope.

Energy management strategy Facilitators
Adapting activities: v Plan rest periods first and activities later.
= modilfy environments and activities 1o rmake tham +  Flam break and rest periods aach day.
easier ta cormplete; o Leave lime Tor the unexpected.
*  breaking down large tasks into smaller ones. v Allernate tasks {eg., eagy i, difficult, physical v,
Modulating the rhythm of activity and rest periods: cagnitivel.
= determing the physical, cagnitive and emolianal + Slop an aclivily before you are very Lired, befare &
effart threshalds that trigger post-exertional malaise; WArMing symplam appears ar as s0an 43 il appears.
= adjust the intensity of activities and plan alternating o ALk Tor help with same tasks and delegate athers.
pEriads af actiAty sntl reat 2o 22 Nt o exceed the + Choose activities sa that they da nat exceaed the
effart threshalds found. amount af energy available for the day and do not
Planning the activities: take up energy far the fallowing days [eg., spaan

theary').
« Limit sensary stimuli.

= Lpread aclivities aver days ar weeks;
= perform energy-intensive activities during the periods

when energy is highasy, «  Cantrol autanomic-like clinical manifestations, if
- el aside time or energizing activities within the applicable.
energy envelope {e.g , hobbies, sitting cutside, any +  Control envirenmental factars (e.g., ambient
aclivity that brings pleasure and satisfaction). lermparature and praximity ol allergens).
Prioritizing activities: + Agreeing Lo adjust standards (e.g., talerating less
than perfect cleaning or having someons else make

= prioritize activities,
o the mealy
= conserve energy for meaningful activities;

= recagnize and limit energy-coniuming aclivities.

1. The speaint theary corres Troem an essay in which 8 person wath a dhronic ilness esglaing the fatges caused By her condition and the
thoices she must make an a daily basis, The spoan represants are unil of @rergy. EAch person Ras a unigue amourt af spoars. Each
ACTvily coNSUmes a diffarent amount of Spoans par persan

(1) The principles of supporting the persen in energy management are:

-« encourage the person to respect his or her limits and not 1o encourage him ar her 1o make efforts § activities
1o increaze his ar her strength or endurancs,

« to ensure that the person ig supported in the dosage of effort required for 2ach al his ar her activities and
Tar all af them sa that the energy expended doss not excesd the anedgy anvelops.

- Rest periods are essential for good energy management, but:
« prolenged periods of complete resl shaould be avoided a5 much as possible;
the gaal i nat to sleep, 85 pralonged naps can cause sleep inertia and interfere with nighttime sheap.

-+ Optimal energy management may Lake saome Lime Lo learn as it invalves a process of trial and error. In additian,
adjustments are required based on changes in health, medications, unexpected avents and the addition af activities

Lo the routing,
= Some people may become hyperdigilant about their symplaoms and tend 1o overly restrict their activities,
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= The following can help Suppart energy management:

euplanations of past-exertianal malaise and haw ta avaid it;

importance of shywing down,

Lips an recagnizing and managing exertion {e.g., Borg scale],

informatian on warning Symploms and suppgoert in identifying them;

suppart far sell-manitoring of clinical manilestations and far implementing energy management siraleg es;

adwice and assessmeant of the nead for horme adaptation or access ta hame care services, technical aids, rmakbilicy
aids o promole energy canservation,

prormating the adaption of healthy lifestiyle habils o enakle cptenal functioning.

<+ The effect of energy management strategies should be assested by characiarizing posl-exer lional malaise and not
by the intensity of fatigue, since fatigue may be one of the lase symptams 1o resalve.

Persistence in approach is indicated il & trend toward improvement in post-exertional malaise is observed (e g,
clinical manilestations that are mare spaced aul, of less intensity, ar af sharter duratian).

Stabilization of health status may be slow; the effect of strategies should be assesded over months or years.

= If goals are given, they musl
gradualky.

ba realistic, Nexible and personalized. In addition, they ahould be modulated very

—+ Energy management strategies should be reviewed regularly as health status and needs change aver lime,

= Spme people with more severs

digsease are Al risk for complications related o immobiflity (&.2., preassure ulcers, deep

vain thrambosis, contracturas and csteoparadis). Standard prevention and management practices are applicalble,
provided thay are within the energy snvelops,

EXAMPLES OF ELEMENTS THAT CAN PROMOTE EM

Category

Enviranment

Home maintenanoe

Mobility

Madification of activities -

Pauses

Persanal care

Relaxation

Rest =

Shopping and groceries

Transport -

AIUE-MEFUIRE | SURUxE Flk FELFLE

"Wl TH ML ERLEFAALOARELITIS &

G Y COMSERVATION
Elements

Home adaplations to supgadt particigatian in ADLS and 1ADLs
Proximity of controls far light, sound and temperature

ALLisance of maintenanos service for Snow remaval, deaning, landscaping, lawn and
hiouse wark

Motorizad wheelchair = Thrae ar laur whaalers

Srairkl = ‘Walker with seat

Changing positian (eg., sitting, semi-seated ar lying dawn)
Lirniting stimuli [e.g., cccasianal plugs ar ear mufls, sleep mask, screen, light screening,

dark mode on electronic devices, blue wawve blacking glasses, restriction of screen lime)

Take sensory breaks (eg., 5 o 20 minules)
Take frequent short breaks {e.g., 2-5 minutes)

Bed pan
Shawar banch

Breathing exvercites, cardiad coherence, aapadure Lo nature, Sofl music
Meditation, visualization, centering and ancharing exercises

Book ane ar mare days without carmmitment, the day belore an aggaintment
Lie dower Tar an hour Before an activity and alsa aftes if @ is energy consuming
Take a complete rest (do nothing)

Online ardering = Shopping assislance

Priaritize the leds busy periads

Adapted ransportation = Parking stickers
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POST-EXERTIONAL MALAISE MANAGEMENT

< Onset of post-exertional malaise ‘:‘é
is possible and normal even with adequate energy management given the variability in the threshold for postexer gg
vonal maisise. g
=2 The follewing may help return to stable health status during post-exertional malaise:
identifying the trigger {e.g., activity of toa high intensity, sensory overload, acute ilinessy 3‘“
© reducing the level of activity and mncreasing the lrequency and duration of rest periods, 523
manitoring the evolution of clinical manifestations, "Ez

waiting for clinical manifestations to resolve and health status to stabilize for a few weeks before attempting to
quietly return to the pre-discomfort activity level;

review of energy management strategies depending on the trigger and intensity of the post-exertional malaise.

i

ENEROY
MANAGEMENT

3
& :
l‘l;
iz
83
£

INTEGRATION OF ACTIVITIES INTO THE ROUTINE

= The integration of activities into the routine should be considered on a case-by-case basi if the health condition has
been stabilized for several weeks, It should then be done with caution and in the respect of the cocigy enuslope,

CONSULTATIONS

Activities should be simple to perform and appropriate to the person’s ability, e.g., physical activities as light in
intensity as:

movements in the lying position,
stretching,

¢+ short walk (. g., 5 to 15 minutes).
=2 The following elements may contribute to the success of integrating an activity into the routing:
 discussing the risks and benefits with the parson with the disease;

¢+ planning with the person with ME/CFS: a short, ight-intensity activity 1o start with, with rest periods after the
activity,

flexibility in the integration plan to avoid exceeding the energy envelope,
gradually increasing the duration or intensity of the activity if health status remains stable,
reviewing the integration plan and regular follow-up.

@ Good to know

ADLs, IADLs, and socislization should take priority over incorporating physical or cognitive activities into the
fouline,

Gentle, slow-paced physical activities that cambine movement and breathing would be appreciated by people
with ME/ CFS who have the ability 1o perform ADLS and IADLs and who enjoyed working out,
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FOOD INTAKE

-+ Eating can intreaase the armount of energy available. Hawever, 2ating and drinking may require a significant alfart far

SOrme peagle.

ELEMENTSE THAT CAMN SUPPORT PROPER MUTRITION AND HYDRATION

Category

Tips for healthy sating

Strategies to facilitare
nourishment and hydration
in the presence of
gasirointestinal events

Strategies ta limit the
energy reguired to feed
aneself

Advice for peaple wha
hawve autanemic clinical

manilestations

Elements
Choose nutritious loads and balanced meals that include fruis, vegetabdes, wholes
grainsg and protein-rich foods.
Reduce cansurmplion af ultra-processed fopds, foods high in trans Tat and saturated
lar, added sugars, ca Meine! and aleohol.
Recagnize load intolerances and adjust diet 45 needed (a2, lactose-free dairy
praducts).
Splnt meals [e.2., 3 meals and 2-3 spacks).
Hawve nutritious drinks of Snacks.
Choose water 1o stay hydrated.

Ues 5 straw, spill-prool cups or hydration bags.

Have assistands with meal pregaratian.

Prefer food with a safter texbure.

Purchase nutritious prepared or semi-prepared foods.

Prepare larger guantites of Taad when energy is available and store it far future use.
Eat or drink in bed in a sitting podition.

Place snacks in an easily accessible place.

Ues light-weight utensils and dishes.

Cut Mood inta small pieces

Split up meal preparatian.

Sitting dawn Lo prepare meals (eg., portable cooking surface].

Inerease Nlusd and alt intake in people wha da nol hase high Hood pressure, RKidney ar
Feart Tailure, or athar contraindications.

- Drink lreguently = 2 liters/day: drink mare i the moming after a night withaut
drirking {&.2., every hour) and less during the rest of the day [2.8., avery 2 haurs),
drirk during and after activity.

- Alm Lo drink the eguindalent of a small glass sach time.
- Add salt ta yaur meal o Laste,

Lie dower Tor at least 15 rminutes after a meal or alcobol consumption for peaple wha
do not have contraindications (e.g., gastraesophageal reflux diseasea)

"@j Good to Know

- The opdimal armawn? of Sl varies fram pévion 1 pévion sl foblers with polassiarm muny
B Rrelpfad for Some peopde.

= Exomples of drinks ond foods te increrie fuid ond Solt inmake: healthy rehpdrotion drinks,
lafmale oF vegeteble juices, soups, piokles, ofives, Salia, Solfed s

= Alcafud consarmpion woold genermlly worsen the ciinicel mondfesieiions.

1. Calfes intake showd not excesd 2 cups per day
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ACCEPTANCE AND ADAPTATION TO LIFE CHANGES

= The clinical rmanifestationd af MESCFS are numarous and can be physical, neuropsychalogical and psychabagical in
nature. In addition, ME f CFS impacts different aspects of life and can particularly:

« generate piychalogical syrmprams,
© have an impact an the couple, Tamily dynamics and relatianships with loved anes.

— Both the person with ME f CFS and their loved ones may need suppart.
-+ Campasgsion, opennaeds, and recognition of the impact of MESCFS on qualivy of life gramate the peraon's well-baing.

< The person's need lor support frorm a qualified professional or aoceds o cormrmunily services ta help cope with the
burden of the diseass should be asseised periadically.

STRATEGIES FOR ACCEPTANCE AND ADAPTATION TO LIFE CHAMNGES

Category Strategies

= Eving anesell permsgion W ask for help and delegate rasks,
Activities = Finding enjoyalle, kew-stress activities 1o do with baved ones.

= Finding gleasure in activities, even if they are routine ar crdinary.

= Hawe realistic expectations.
= Develap a sense of Latisfaction based on small wiclories.
= Be kind 1o self.

Emations
= Mormalise the emaolions related 1o the gap betwesn the pre-ilness state and the
current Slate.
= Live emationsd withaut Tesling tag guilty.
= Redafine lifestyle accarding Lo phivsical, cagnitive and emational eanstrainii.
Lifestyle ¥ E Lo ply -3

= iew post-exertional malaise as an appartunity ta learn mare about lEnits.

= Reduce stress and anxiety (e.g, breathing exercises, relaxation).

Stresd and anxiet .
¥ » Reduce carmmitments and Siretors,

= Inform people in anes persanal and professional @nvironmeant aff the clinical
manifestations and their contequences in arder Lo promate adequate undesstanding
Support and dupporl.

= Sepk piychalagical hedp when needed.

i Peaple with MEJ/ CF5 are more sensitive than average to medications (2.2, thase afTecting the central nervaus
systerm) and drug interactions. If pharmacalogical treatmeant is initiated, it is imgortant that:

< it should be started at a law dade and adjusted slowly ta the minimum effective dade;
« ¢lose monitering of its efficacy and safety is carried out.
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AIDE-MEMOIRE | SU=F05T FOR PEOPLE WITH MY ALGC ERCEFHALDHMFELITIE # CHROKIC FATIGUE SYMD®OME [ME 7 CFE]

“ Support interventions should:

© e aimed at reducing detress associated with the changes mposed by MESCFS and not be an abjective of
FECOVET Y,

© be adjusted 1o avaid post-exertional malaise (eg, sharter ar less fregquent Lessions, lang-term gaals).

= Suppart intervention could mclude the Mallowing:

+an explaration of what the individual knaws abowt ME £ CF5;

+information abautl MES CF: and carrection of erroneaus know ledge;

+ narmalization af emational responses, considering the clinical manifestations of ME S CFS and their impact,
« clarification and discussion about anxiely and maod changes,

¢ ditcusgion abaut BrErgy and SYmpLlom management Strafegees that allaw the individual to lve with the lirmita-
tions imposed by MEJCFS,

< An intervention based on a cagnitive-behaviaural apgroach may help some peeple, It cauld include the fallowing

Bl ens

¢ the develop ment of @ cormmon understanding between the therapist and the person, regarding the difficulties
and challenges faced by the person;

+ explaring clinical manifestations and their meaning far the persan;
+ the develapment of sStrategies o promole self-managerment al clinical manifestations;

« adapting and refining sell-management strategies, in calaboration with the person o improve functiening and
quality af life,
+ regular review of self-rmanagement strategies based an changes in clinical manifestations and flunctioning;

¢ development of 8 com prehensive summary that includes a list of the challenges and cinical manifestations
presentad and the sall-management sirategies imglemented al the and of the mlerventian,

=+ Some people may benelit from other forms of intervention such as acceplance and cammitmeant therapy.

'@ Good to know

« To facilitate the progess of the persan, it may be ussful 1o:
- intervene initially in the maurning of the person hefshe was;

- helg the persan with MESCFS mave frorm a mindsel focused on the past (e. g., What have | got? Why me?) ta

a mindset focused on fulure gains.
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STUDIES OR WORK

—# Several persons with post-exertional malaise are unable 1o study or work, even part-lime, in particular because of
their restricted enargy enve ope, heir cagnitive difficulties and the Muctuatian of their Symplams.

=+ Some persons may be able 1o study or work part-timea when they have acoess Lo Maxible and personalized
atcommodalians,

@ Good to know

Education or waork should not be the only activity the persone undertakes.

- The achisvement of 4 cartain qualitg.- afl ile and & Balance between the tme allacated 1o this I'.“-I!I!uﬁﬁ'l.il'.“-r'l.
the Lirme Spent at hasme and with laved ones, as well s the time allocated o lsisure and Social sctivities are
dagirable.

Usual returning to work protocols may contravene energy management and are tharefore inappropriate
lor people with MESCFS.

- Arisk of deterioration in health status and cessatian of Studies or work is possible if integration s toa ragid,
even il il is pragrasdive,

Disability guidelines and information should be based an standard practice while taking inta Sccaunt energy
management.

=+ Interprofessional collaboration and partnership with school workers or with the employer and paying agents is
desirabrle in establishing the reguired accammadations.

= When an increase in study time ar work perfarmance is desired:

« the individual should gradually simulate his or her living habits and activities in preparation far the desired mcrease
(e_g. wake-up and bedtime, meal schedule, activities similar to the study or wark day).

< integration should be individualized, Mexible and very gradual.
= Regular manitaring ol the person is necessary, a4 their needs may change, Coaching is important ta delermine i
o gludies ar work do natinterfese with ADLs and 1ADLL:
+ accammoadations can be improved Lo promole energy management.
=+ The person may need support in dealing with:
+ school warkers for the resumption of learning-related activities.

« His S har emplages and paying agents Tar the resurmption af work-related activities ar in case of dgability.

EXAMPLES OF ACCOMMODATIONS PROMOTING ENERGY MAMAGEMENT

= Schedule madilications (e.g., part-Lime, shorter days, Nexible hours),

= Possability of last-rminute absences due 1o the unpredictability of posl-@xertional malaise;

= Adjustrnent of ourriculum or tasks m be carmpleted;

= Reduced demands ar firm deadiines;

= Allowing more tme 1o complete tasks;

= Possibility of taking courses or working anling ar in 4 hybrid mode;

= Designation of & quiet place to rest if needed ar 1o da tasks that require marde concentration {e.2., taking an exam):
= Allowing the use af headphones ar earplugs during exams or individual woark:

= Enviranrmental adagtations (in particular physical, logistical, erganarmicy,

= Pravidgion of technical aids.
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CONSULTATION CONSIDERATIONS

=+ Differant strategies can be pul in glace 1o account for the face that!

cansultations and interpersonal interactions may reguire significant physical and cagnitive effart and generate an
evgcarbatiaon of chinical manilestatians:

peaple with ME S CFS have cognitive difficulties.

STRATEGIES

Conduct of consultations

= [Different modalities (e.2., phone, eleconsultation ar home consultation).

= Dwuration adapted to the person™ capacity:
ta allaw time lor self-expression while taking breaks;

ta respecl the limited energy available.
= HNumber of wisits and freguency appropriate 1o the persan™ ability.
= Different gosition and ability 1o change (e.g., semi-seated ar lying dawn).
= Reduction af sensary stimuli (e.g., dimming lights, speaking in low voices, camlornable temperatura).

=  Reduced interruptions {e.g. telephane, pager).

Reteantion of information and recommendations

= Pregence ol a close relation to Tacilitate cormmunication and retéention of infarmatian.

= Trandmissian of infermation and recammendations lfor the person 1o refer ta alter the consultatian (e.g..
handwritten sheet, email, audia or video recarding).

= Simple, easy-to-understand text.

Appointment management

= Timing af cansullations to:
reduce waiting time (e.g., first appointmant in the morning ar afternoani;
limit sensory stimuli [2.g., Waiting in another foam ar in the carl;

cadncide with the time when the person's energy level is generally higher.
= Reducing the number al intermediaries for apgeintment schaduling [e.g., clinician schedules the appointment).

= Exermptling cancellation policies to allow Tar prioritization of energy managemeant.

MAIN REFERENCES

Ta consull all references: $a8 the repart in support af the clinical taals.
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APPEND

X

AUTONOMIC CLINICAL MANIFESTATIONS

= Clinical manifestations of autonemic nature invalve functions contralled by the autanomic Aeryous Systerm (eg.,

hieart rate, breathing, digestion, Swealing.

= In the context of ME/ CES, an imbalance betwean the functions of the aulonamic nervoud Lyilem, e, beatween

the sympathetic and parasympathelic systems, is aften mentianed. Orihosiatic intolerance s the main term uded

Lo refer Lo this, But ather chnical manilestatians with an aulonarmic character can alia be obiersed,

—+ Orthostatic intalerance is a constellation af clinical manilestatians that accur when meving fram lying ar sitting
1o standing and improve in the supine position {e.g., headache, chest pain, dizziness or lightheadeadness, nausea,
palpitations, lass of clarity of thaught ar other cagnitive difficultes, sensation of internal tremars, Syncope ar
presyncope, blurred visian or Scolormas.

Category’

Clathing

Lifestyle habits

Posture

Temperature

1. Adwice ralated 10

AIDE-MEMDIRE | SUFADRT FORE FEOPLE WITH BYALGC ERCEFHALOHFELITIS / CHROKIC FATIGUE SYMI®OME [ME # CFS)

fAdvice and strategies for people with ME f CFS
wiha have clinical manifestations that are autonomic

in nature or suggest arthostatic intolérance

Wear 20-30 rmm HE compression garments (eg., abdominal girdle ar waist-high
Cofm pression UghLs).

Wear caaling clathing.

Il possiile, engage in light physical activity daily within the enargy envelope (&2,
mavernents ying dovn, Sitting, in the water, or lower sxtremities taning).
Ayaid stress.

Engage in activities that stimulate the vagus nerve or activale the parasympathetic
nervous Syitem on a daily basis within the snergy eanvelope (&g, cardiac coherence,
deep and diaphragmatic breathing, box breathing, meditation, relasation, cold water
mmersion, cald compresses, listening Lo relaxing music, sgending time outdoars,
Fingingl.

Sleap on a reclining bed with the head up [reverse Trendelenburg position) increase
the inclination very gently ta the maximum Ltalerated (max. 15 degrees).

Adapl postures that improve venous return (o the heart (&g, crodsing legs, shifting
weight fram ane leg ta the other ar heel-ta-tae rocking when standing, sitlling with

xrnees higher than hips or with knees close to chest, contracting leg muscles balars
Sanding).

Change gositions freguently 1o Avoid stationary posilians.

Avaid standing ar sitting for lang periads of Lime.

Avaid gitting with lest dangling.

Avaid getting up oo quickly.

Fay attention ta paiture, in general, and neck posture, in particular.

Avaid hot enviranments lor extended péeriods of time (&g, saunas, sunbathing).

Take shawars ar Shart duration baths in lukewarm water and nidh with caoléer waler.

& appears in the corres ponding section
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