
Table1.Never-words,theirimpact,andsuggestedalternatives.

Never-Words

"Youdon'tlooksick".

"Youneedtostaypositive".

"Atleastit'snotcancer".

"Learntolivewiththis".

"Goodnews:Yourtestsareallnormal".

"Manypeoplehaveitworse".

"Haveyoutried_(lifestylemeasures:yoga,
goingforawalk,diet,etc.?)*

"Youfeelsickbecauseyou

are(psychologicallabel:anxious,depressed,
stressed)

"YOUTOOSICKDeCAUSOvOnarO(fitnesslabel:

deconditioned,overweight,underweight,outof
shape)

"Youfeelsickbecauseyouare

status:perimenopausal,menopausal,
postmenopausal,postpartum,pregnant,
menstruating,ovulating)

(hormonal

"Youneedto(instructionascures:lose/gain
weight,startexercising,getfreshair,getoutof

thehouse/bed,getajob,getahobby,startdating
etc.)*

"Youlooktoo__(appearances:good,young,
skinny,pretty)tobesick'.

'Wedon'thaveanytreatmentforyourillness".

"Youneedtostopthinkingaboutyoursymptoms
somuch".

"Youhavetofindsomethingproductivetodowith
yourtime".

ExplanationandImpact Alternative

Manypatientsmayappearhealthy,butfeelverysickwithvarioussymptoms,including Pleaserefrainfromcommentingontheirappearance.
fatiqueandpain.

Sayingthistopatientswithdebilitatingsymptomswithlimitedtreatmentimpliesthatthe
patientdidnotstaypositiveorthatthepatient'sattitudeistoblameforfeelingorstaying
sick.

*Iknowitcanfeeldiscouragingtofeelsosick,and
especiallyforsolong.Wewillworkonthistogether".

Minimizingsymptomsanddisabilitiesisnotwell-receivedbypatientswhoaresuffering

withnon-terminal,butdebilitating,anddisablingconditions.

Comparingdiseasestomakeapatientfeelbetterisa

strategythatisbestavoided,sinceitusuallyhasthe
oppositeimpact.

Whilethismaybepracticaladvice,manypatientshavealreadyadjustedtolivingwith
theirillness,buttheywanttolivebetterandbemorefunctional.

*Iknowthisillnesscanreallydisruptyourlife.Whatdidyou
doinordertoadjusttothis?"

Thisisgoodnewsformedicalprofessionals,butpatientsmaynotcareaboutthe Thetestswehaverunsofararenotshowingany

numbersortestresultsiftheyfeelsick.Thismayalsoimplytopatientsthatbecausetheirabnormalities,andthegoodnewsisthatwehaveexcluded
testsarenormal,theyhavenoreasontofeelsick. certainconditionsbasedontheresultsofthesetests.

Deflectingthepatient'ssufferingcanbeperceivedasgaslightingbythesufferer.
Pleaserefrainfromcomparingpatient'sdiseasesand
expenences.

Manypatientshavealreadytriedvariouslifestylemeasureswithoutbenefitsandare

seekingfurthertreatmentfromhealthcareprofessionals,notrecommendationsofthe
samelifestylemeasures.

Whatarethethingsyouhavetriedthathaveorhavenot
helpedyou?

Manypatientswithchronicillnessdohavecomorbiddepression,anxiety,PTSD,and

otherpsychiatricdisorders,butinmanypatients,itisnotanexplanationnorajustification
forwhytheyfeelill.Further,itisimportanttonotethatpeoplelivingwithachronic
complexconditionexpenencemanylossesduetohavingthatcondition.

Ifyouaresuspectingsignificantpsychologicalorpsychiatric
comorbidities,pleasereferyourpatienttoamentalhealth
professionaltoaddresstheseissues

Manypatientshavebeenpreviouslyhealthyandactive,andmanypatientswantto
restartexercisingandleadanactivelifestylebutcannotduetofatigue,pain,andpost-
oxertionamalaiso

Pleaserefrainfromcommentingonthepatient'sfitness
levelorbodyhabits.Areferraltoaphysicaltherapistwith
expertiseinchronicfatiguemaybehelpful.

ManypatientswithLongCOVID,MECFS,andotherchronicdisordersarewomenwho
canoftendifferentiatebetweenhormonalsymptomsandsymptomsofchronicdisease.

Additionally,hormonalinfluenceonsymptomsiswell-documentedbutisnotan
explanationorthecauseoftheunderlyingdisease.

Pleaserefrainfromcommentingonthepatient'shormonal

status.Areferraltoagynecologistorendocrinologistmight

beappropriateifthereareconcernsofhormonal

abnormalitiesorneedforhormonalsupplementation

Whileahealthylifestyleisimportant,thepatientdidnotchoosetostopit:thelifestyle

changedasaresultoftheillness.Additionally,whilelifestylemeasuresareimportant,
theyareunlikelytocureoreffectivelytreattheunderlyingmedicalcondition.

Whenyoufeelbetter,wewillworktogethertowarda
commongoalofimprovedqualityoflifeandahealthier
lifestyle".

Commentsonappearancesareinappropriatebecausepatientswithchronicillnessmay
notlooksicklikepatientswithacuteillness.Manyactuallyhidetheirill-appearinglooks,
especiallywhenseeingahealthcareprofessional.

Pleaserefrainfromcommentingonpatient'sappearance.

Whilethismaybetrueforsomeillnesses,givennoFDA-approvedtherapies,
symptomatictreatmentisavailable,andthepatientshouldnotbemadetofeellikethey
arebeingabandonedbythemedicalteam.

"Wewilltalkabouttheavailabletreatmentswehavethat

canmakeyoufeelbetter".

Inourexperience,improvedsymptomcontrolresultsinmanypatientsimprovingtheir "Youhavegoodawarenessofyoursymptoms.I'm

functionanddecreasingthenegativethoughtsandfeelingsabouttheirsymptoms.In wonderingifwecancomeupwithawayforyoutoeasily
thosepatientswhocontinuetoperseverateabouttheirsymptoms,psychologicalsupport,trackthem,sowethatwecanseethesmallchangeswhen
andcognitive-behavioraltherapymaybeappropriate. youbegintofeelbetter".

Thisstatementassumesthatpatientsareboredorhavetoomuchtimeontheirhands,

whereas,formostpatients,havingcomplexchronicillnessesistime-andenergy-
consumingandmaybeequivalenttohavingafull-timejobmanagingdiseaseand

"Trytodistractyourselfwithdoingpleasurableand
meaningfulthingsthatyoucanstilldoforshortperiodsof


