


• •
• » CFS Toolkit

Introduction to the Toolkit
C hronic fa tigu e  syndrom e (CFS) is a co m p le x  and serious 

illness. The CFS to o lk it  was prepared to  p rov ide  a qu ick  and 

easy-to-use resource fo r clin ical care. It provides th e  best 

practices fo r d iagnosing, tre a tin g  and m anag ing  CFS. The 
approach m ay also be considered fo r peop le  w ith  CFS-like 

illnesses.

Healthcare professionals can use th is  to o lk it  to  w o rk  w ith  
patients su ffe ring  from  CFS by m anag ing  sym ptom s, 
im p rov ing  fu n c tio n , conserv ing  energy (for exam ple, no t 

becom ing  overtired), and m o n ito r in g  a c tiv ity  levels. Even 
th o u g h  th e re  is no cure ye t fo r CFS, th e re  are tre a tm e n t 

op tio ns  th a t im prove  CFS pa tien ts ' q u a lity  o f life  and 

increase da ily  liv ing  activities.
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Diagnosis
Because there  is no specific 
tes t to  d iagnose CFS, the  

d iagnosis is m ade th ro u g h  

clinical and lab ora to ry  
exam inations to  exclude 

o th e r cond itions . A deta iled  

p a tie n t h is to ry  and th o ro u g h  

physical and m enta l status 
exam ina tion  w ill he lp  in 

m aking  the  diagnosis. A 
series o f  lab o ra to ry  tests w ill 

he lp  id e n tify  or rule o u t o th e r 

possible causes o f sym ptom s. 
A d iagnosis o f CFS-like illness 

could  be m ade if  a p a tie n t 

has been fa tigu ed  fo r 6 
m on ths  or m ore, b u t does n o t 

m eet the  sym pto m  criteria  or 

the  rest or a c tiv ity  criteria  o f 

fa tigu e  fo r CFS.

A c lin ic ian  shou ld  consider a 
d iagnosis o f CFS if  these tw o  

criteria  are m et:

1. U nexpla ined, persistent 
fa tigu e  present fo r 6 

m on ths  o r m ore th a t

is n o t due to  o ng o ing  
exertion ; is n o t 

substan tia lly  relieved by 

rest, is o f new  onset (no t 

life long) and results in a 
s ign ifican t red uctio n  in 

p revious levels o f a c tiv ity

2. Four or m ore o f the  

fo llo w in g  sym ptom s are 

p resent fo r six m on ths  or 

m ore:

•  Impaired m em ory or 
concentration

•  Postexertional malaise 
(extreme, pro longed 
exhaustion and sickness

•  Unrefreshing sleep

•  Muscle pain

•  M u lti-jo in t pain w ith o u t 
swelling or redness

•  Headaches o f a new type 
or severity

•  Sore th roa t that's 
frequent or recurring

•  Tender cervical or 
axillary lym ph nodes

fo llow ing  physical or 
m ental activity)
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How to Make a Diagnosis
In o rder to  d iagnose CFS, hea lth  p rac titioners  m ust rule o u t m edical and psych ia tric  cond itions  
w ith  s im ilar sym ptom s by g iv ing:

1. A deta iled  p a tie n t h is tory

2. A th o ro u g h  physical exam ination

3. M enta l status screening

4. Labora tory  screening tests

International CFS Case Definition (1994)
1. Severe chronic fatigue of 6 months or longer that is not explained by any medical or psychiatric diagnosis
2. Have 4 or m ore o f the  fo llo w in g  8 sym ptom s:

•  post-exertional malaise lasting more than 24 hours •  multi-joint pain without swelling or redness
•  unrefreshing sleep • sore throat
•  significant impairment in short term memory or •  tender lymph nodes

concentration •  headaches of a new type, pattern, or severity
•  muscle pain

Recommended laboratory screening tests
•  CBC w ith  d iffe ren tia l •  A lbum in
•  Total p ro te in  •  ANA and rhe um ato id  facto r

•  G lucose •  G lobu lin

•  C-reactive p ro te in  •  Calcium

•  Phosphorus •  A lanine am inotransferase (ALT) or

•  E lectrolytes aspartate transam inase serum  level (AST)

•  A lka line  phosphatase •  Thyro id  fu n c tio n  tests (TSH and Free T4)

•  C reatin ine  •  Urinalysis
•  Blood urea n itro ge n  (BUN)

Illnesses that may resemble CFS
It is im p o rta n t fo r persons w ith  sym ptom s o f  CFS to  consu lt a physician. CFS sym ptom s resem ble 
those  o f m any trea tab le  m edical and psychiatric  cond itions . These inc lude  sleep disorders, 

depression, a lcoho l/substance  abuse, d iabetes, h ypo thy ro id ism , m ononucleosis  (m ono), lupus, 
m u ltip le  sclerosis (MS), ch ron ic  hepatitis  and various m alignancies. Lab tests, m edical h istory, and 

exams can he lp  id e n tify  specific diseases.

If ide n tifie d  co nd itio ns  are a dequate ly  trea ted  and CFS sym ptom s con tinue , th e  p a tie n t could  be 
considered to  have CFS. This shou ld  n o t p reven t co n tin ue d  m edical m o n ito r in g  o f the  patient.

CFS and other illnesses
People w ith  CFS also are m ore like ly to  have obesity, insulin resistance, m etabo lic  syndrom e, 
irritab le  bow el disease, non-m elancholic  depression, fib rom ya lg ia, chem ica l-sensitiv ity  d isorder; 

these cond itions should be evaluated if the  p a tie n t appears sym ptom atic . It is im p o rta n t fo r persons 

w ith  CFS to  continue  to  see th e ir healthcare p rovide r and rep o rt changes in sym ptom s. Som etim es 
a person diagnosed w ith  CFS may have o ther sym ptom s w hich  could be resolved w ith  trea tm ent.
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Treatment and
Management
M anag ing  ch ron ic  fa tigu e  
syndrom e can be as com p lex 

as th e  illness itself. There is 

no cure yet, no p rescrip tion  
drugs have been deve loped 

specifica lly  fo r CFS, and 

sym ptom s vary considerab ly  
over tim e.

The m anagem en t o f  CFS m ay 
require  w o rk in g  w ith  a team  

o f doc to rs  and o th e r health  

care p ractitioners , w h ich  
m ig h t inc lude  m enta l hea lth  

professionals, reh ab ilita tion  

specialists, and physical or 
exercise therap ists, to  create 
an ind iv idua lized  tre a tm e n t 

p rogram . This p rogram  
shou ld  be based on a c o m b i­

na tion  o f therap ies th a t 

address cop ing  techn iques, 
sym ptom s and a c tiv ity  m an­

agem ent. If a team  approach 

is n o t practical, p rim a ry  care 

p roviders can address the  

ind iv idua l's  needs.
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0  Rationale for Treatment and 
Management
Rationale for Management

•  Treat o th e r illnesses or co nd itio ns  occurring  at th e  same tim e  as CFS or u nd e rly in g  m ed ica l/ 

psychiatric  cond itions.

•  Id e n tify  th e  m ost bo thersom e  sym ptom s.

•  Em ploy d rug  th e rap y  to  relieve sym ptom s.

•  Em pow er th e  p a tie n t to  be active in m anag ing  the  illness.

Drug therapies
•  Use as few  m ed ica tions as possible.

•  R em em ber th a t supp lem en ts  and o ve r-the -co un te r drugs can in te rac t w ith  p rescrip tion  drugs 

and cause side-effects, please rem ind  CFS patients to  consu lt w ith  a c lin ic ian  before  tak ing  

any o f these m edications.

•  S tart w ith  a small dose because m any CFS patients are sensitive to  m edications.

•  Narcotics are n o t ind icated  fo r m anagem en t o f CFS-associated pain.

•  M ed ic ine  fo r pain or d isco m fo rt shou ld  be lim ite d  to  ace tam inophen , aspirin , o r NSAIDS 

(nonstero ida l a n ti- in fla m m a to ry  drugs).

•  Do n o t ro u tin e ly  use sleep m ed ica tions to  trea t sleep prob lem s. Sleep m ed ica tion  shou ld  be 

prescribed based on patient's  responses to  a co m p le te  sleep history.

•  Treat clin ical depression only. People w ith  CFS m ay show  signs o f  depression, b u t n o t have 

depression. Prescribing drugs fo r depression w hen  a person is n o t depressed m ay make 
sym ptom s worse.

•  Use caution  in p re scrib in g /tak in g  antidepressants. Some antidepressants m ay m ake ind iv idua l 

CFS sym ptom s w orse or cause side effects.

•  W hile use o f a m u ltiv ita m in  is genera lly  recom m ended fo r people  w ho  do n o t have balanced 

diets, it is n o t beneficial to  buy trendy, expensive v itam ins th a t have no e ffect on fa tigue  or pain.

•  A vo id  unsafe herbal rem edies like com frey, ephedra, kava, germ ander, chaparral, b itte r 
orange, licorice roo t, and yoh im be .

Non-drug therapies
•  C onsider co m p le m e n ta ry  therap ies like acupunctu re , g en tle  massage, deep breath ing , 

re laxation  therapy, yoga, o r ta i chi to  increase energy and decrease pain.

•  Suggest s tre tch ing  and lig h t exercise before  bed.

•  Help patients cope w ith  m e m o ry  d ifficu lties  by suggesting  the  use o f organizers and 
schedulers. Puzzles, w ord  games, and card gam es are o th e r o p tio ns  to  help  increase focus.
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Coping Skills for CFS
A d jus tin g  and cop ing  

w ith  th e  realities o f  CFS 
are im p o rta n t to  fee ling  

health ier. There are th ree  
ways th a t a person w ith  CFS 

can s tren g the n  th e ir cop ing  

skills w ith  e m o tion a l and 
psychosocial issues:

1 A su p p o rtive  counselor 
can help  patients cope 

w ith  th e  d iagnosis o f long 

te rm  illness, as w ell as the  
anxiety, depression, grief, 

anger and g u ilt  th a t o ften  

accom pany ch ron ic  illness.

2 CFS s u p p o rt g roups can 

serve as a positive  resource 

and social o u tle t fo r people  
w ith  CFS.

3 For those  w h o  have enough  

energy to  w ork, th e y  
shou ld  find  app ropria te  

e m p lo ym e n t and live as 

in d e p e n d e n tly  as th e y  can.

Because ch ron ic  illnesses like 
CFS im p ac t th e  en tire  fam ily, 

n o t ju s t the  pa tien t, fa m ily  

education  and counseling  
m ay be he lp fu l in ta lk in g  

a b o u t changes in fa m ily  

dynam ics related to  liv ing  
w ith  CFS.
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• •• » Emotional Issues and 
Coping Solutions
Emotional issues
In a dd itio n  to  ro u tin e  CFS sym ptom s, peop le  w ith  CFS m ay face e m o tion a l issues besides th e ir 

sym ptom s such as:

•  Problem s cop ing  w ith  variab le  and u np re d ic ta b le  sym ptom s

•  U nce rta in ty  a b o u t th e  fu tu re  o f th e ir personal health

•  Feeling g u ilty , abandoned , and lonely

The following life changes can result from having CFS:
•  Loss o f independence, live lihood , and financia l security

•  Changes in re la tionsh ips w ith  fa m ily  and friends

•  A decrease in stam ina th a t in terferes w ith  activ ities o f  da ily  liv ing

•  M e m o ry  and co nce n tra tion  p rob lem s th a t seriously im p ac t w o rk  o r school perform ance

It is norm al fo r peop le  w ith  CFS to  feel o verw he lm ed . However, in o rder to  feel better, people  

shou ld  seek s u p p o rt to  w o rk  th ro u g h  th e ir  em otions.

Solutions
A djusting  and coping w ith  the  realities o f CFS are im p o rta n t to  feeling healthier. There are three ways 

th a t a person w ith  CFS can strengthen th e ir coping skills w ith  em otional and psychosocial issues.

1. Professional counseling. Get professional counseling, w h ich  can help  peop le  w ith  CFS cope 

w ith  th e ir  illness. A counse lor can he lp  peop le  address th e ir  fee lings o f anxiety, depression, 

grief, anger, and g u ilt w ith  p rob lem  so lv ing  techn iques, standard psychotherapy, and 

counse ling  m ethods. C om bined m ed ica tion  and psycho therapy m ay be a pp ro p ria te  in some 
s ituations.

2. Support Group. CFS s u p p o rt g roups can serve as a positive  resource and social o u tle t fo r 

peop le  w ith  CFS. S u pp o rt g ro up  m em bers share tips  and experiences fo r liv ing  w ith  CFS. 

G oing to  g ro up  m ee ting  can also g e t peop le  w ith  CFS o u t o f th e  house and connected  w ith  

o thers w h o  understand  th e ir s itua tion .

3. Working/not working with a disability. For those  w h o  have enough  energy to  w ork, they 
shou ld  find  e m p lo ym e n t th a t is favorab le  to  th e ir c o n d itio n  and live as in d e p e n d e n tly  as they 

can.

For peop le  w ith  CFS w h o  are severely im paired  and unable  to  w ork, it is im p o rta n t fo r th e m  to  

accept and cope w ith  th e  fa c t th a t th e y  are te m p o ra rily  unable  to  w o rk  and m ust u tilize  d isab ility  

benefits. D octors can he lp  these persons w ith  CFS by keeping good  notes and using sim ple  
assessment too ls  to  track  health  status fo r d o cu m e n ta tio n  purposes.
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Cognitive Behavioral 
Therapy (CBT)
C ognitive  behaviora l therapy, 
or CBT, is an ind iv idua lized , 

s truc tu red , goa l-o rien ted  

fo rm  o f th e rap y  o ften  
prescribed to  help  ch ron ica lly  

ill pa tients cope w ith  illness 

and deve lop  behaviors and 
strategies th a t help  im prove  
sym ptom s.

CBT has been show n to  be 
e ffective  fo r som e patients 

w ith  CFS, bu t it m ust be paced, 

personalized, and ta ilo red  to  
th e  ind iv idua l's  level.
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Using Cognitive Behavioral 
Therapy to Help CFS Patients

C ognitive  behaviora l th e rap y  (CBT) aims to  change sym ptom s and illness 

s u p p o rtin g  behaviors.

•  CBT is used fo r m edical and psychologica l illnesses. It has also been used to  
help  peop le  recover from  card iovascular disease, sleep disorders, diabetes, 

cancer, and o rth o p e d ic  injuries.

•  CBT has been show n to  be e ffective  fo r som e pa tients w ith  CFS.

•  CBT makes patients aware o f the  stressors th a t make sym ptom s worse.

•  CBT is o fte n  com b ined  w ith  increased physical a c tiv ity  or gradual exercise 
therapy.

•  Trained hea lthcare  professionals, such as psychologists, nurses, physical 
therap ists, occupationa l therap ists, can all gu ide  a person th ro u g h  CBT.

•  CBT m ust be paced, personalized, and ta ilo red  to  the  ind iv idua l's  level.

•  In o rder fo r CBT to  be successful, peop le  in CBT m ust take personal 

respons ib ility  fo r change.

•  If CBT is n o t covered by insurance, peop le  w ith  CFS can su b s titu te  a p rov ide r 

w h o  is kn ow ledgeab le  a b o u t CFS. This p ro v id e r can lead CFS patien ts  to 

understand  h ow  th e ir  behavio r is im p ac tin g  the  illness, and set up ac tiv ity  

and exercise p rogram s th a t are useful.

Local m enta l hea lth  professional groups, physical and occupationa l therap ists, or 

hea lth  care o rgan iza tions can be con tacted  to  fin d  a ce rtified  co gn itive  therap ist.
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Graded Exercise
Therapy (GET)
Graded exercise the rapy A ctiv ities  need to  be spread
(GET) has show n to  be very even ly th ro u g h o u t th e  day
help fu l to  som e CFS patients. and shou ld  n o t m ake sym p ­

Graded a c tiv ity  and exercise to m s worse. If ac tiv ities are
is de fined  as s ta rtin g  from n o t spread ou t, patients w ill

a ve ry  low, basic level o f "push" them selves to o  m uch

exercise a n d /o r a c tiv ity  and and "crash".

g radua lly  increasing it to  a
level w here  peop le  can go

a b o u t th e ir da ily  life. NOTE:
the  level o f a c tiv ity  m ay n o t

be th e  same as before  the

CFS diagnosis.
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Avoiding the Push-Crash Cycle 
with Graded Exercise Therapy

Activity Pacing
A c tiv ity  pacing is recom m ended  fo r m any peop le  w ith  CFS. Pacing refers to 
tak ing  activ ities such as d o in g  laund ry  or sh opp ing , and breaking it in to  small 

m anageable  tasks w ith  rest breaks in betw een . A ctiv ities  shou ld  be spread 
evenly th ro u g h o u t the  day and shou ld  n o t m ake sym ptom s worse. If ac tiv ities or 
exercises are n o t spread ou t, a "push - crash" cycle w ill occur. "Push - crash" cycle 

is w hen  a person does to o  m uch all at once, crashes, rests, starts to  feel b e tte r 

and does to o  m uch once again.

Graded Exercise Therapy
•  Graded a c tiv ity  and exercise is de fined  as s ta rting  from  a very low, basic level 

o f exercise a n d /o r a c tiv ity  and g radua lly  increasing it to  a level w here  people  

can go  a b o u t th e ir  da ily  life.
NOTE: th e  level o f a c tiv ity  m ay n o t be th e  same as before  the  CFS diagnosis.

•  People th a t have done  no exercise or a c tiv ity  fo r a long period  o f  tim e  and 

feel ve ry  w eak shou ld  o n ly  do a basic a c tiv ity  (ex: s tre tch ing , w a lk ing , or 
b ik ing  fo r a few  m inutes). They shou ld  n o t feel tired  a fte r the  activ ity . If the  

a c tiv ity  does induce  tiredness, it shou ld  be lessened.

•  If any o f  the  sym ptom s o f CFS g e t w orse a fte r add ing  activ ity , peop le  should  
re tu rn  to  the  last level o f a c tiv ity  w here  th e y  fe lt com fo rtab le .

•  L ifting  lig h t w e ig h ts  and s tre tch ing  can help  som e peop le  w ith  CFS feel 

better. People can s ta rt w ith  using th e ir  b od y  w e ig h t (for exam ple, raising 

th e ir  arms) and g radua lly  increase to  w all push ups, m od ifie d  chair dips, and 
toe  raises. S treng then ing  a c tiv ity  shou ld  precede aerob ic activ ity.

•  Very ill peop le  w h o  are housebound  or b ed bo un d  can s ta rt w ith  w o rk ing  

on p ick ing  up and grasping objects. A c tiv ity  shou ld  be increased u n til the  
person can handle  activ ities o f da ily  liv ing  such as g e ttin g  up, dressing, 
m ov ing  a round th e  house and b rush ing  tee th . Having CFS does n o t mean 

th a t a person shou ld  avoid these activ ities, b u t instead means th e y  should  

go s low ly  w hen  s ta rtin g  a new  activ ity.

•  The GET G uide 2008 by C hronic Fatigue Syndrom e/M E Service at

St. B artho lom ew 's  H ospita l can be he lp fu l in s tru c tu rin g  yo u r graded 
exercise plan.
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CFS Sleep Issues
The m a jo rity  o f  CFS patients 

experience som e fo rm  o f 
p rob lem s w ith  sleep. M ost 

CFS patients experience 
n on -restora tive  sleep as 

com pared  to  th e ir  pre-illness 

experience.

H ealth professionals can help 
peop le  w ith  CFS a d o p t good  

sleeping habits. Patients 

shou ld  be advised to  practice 
s tandard sleep hygiene 

techn iques:

•  schedule  regular sleep 
and w ake tim es— try  to  

g e t up at the  same tim e  

everyday

•  establish a regular 

b e d tim e  rou tine , w h ich  

m ay inc lude  a w arm  bath  
or shower, or lis ten ing  to  

so o th ing  m usic

•  avoid n app ing  d u rin g  

th e  day

•  inco rpo ra te  an extended 

w in d -d o w n  period

•  use th e  bed room  o n ly  

fo r sleep and sex; n o t fo r 

o th e r activ ities such as

w a tch ing  TV, reading, or 

w o rk in g  on a co m p u te r

•  co n tro l noise, lig h t and 
te m p era tu re  in the  

bed room

•  avoid caffe ine w ith in  6 

hours o f bed tim e , and 
a lcohol and tobacco  

w ith in  2 hours o f b ed tim e

•  lig h t exercise and 
s tre tch ing  earlier in the  

day, at least fo u r hours 
before  b ed tim e , m ay also 
im prove  sleep.

W hen sleep hygiene is 

n o t successful, the  use o f 
pharm aceutica l drugs m ay be 
ind icated.
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a  Sleep Therapy
The m a jo rity  o f CFS patients com p la in  o f som e fo rm  o f sleep-related sym ptom s. Sleep depriva tion  

or d is rup tio n  m ay cause or w orsen o th e r sym ptom s such as fa tigue, m em ory  problem s, headaches 

and jo in t pain. Treating sleep problem s should  occur early in th e  CFS tre a tm e n t program .

A d o c to r shou ld  set up  a consu lt w ith  a sleep specialist o r schedule  a sleep s tu dy  if  a person w ith  

CFS sym ptom s identifies p rob lem s consistent w ith :

•  sleep apnea (pauses in b rea th ing  or sha llow  breaths w h ile  sleeping)

•  restless leg syndrom e ( u nco n tro lle d  m ovem ents o f th e  low er legs and "craw ly" sensations in 

th e  calves)

•  sleep phase abnorm a lities

•  pe rs is ten t/recu rre n t d ay tim e  sleeping

•  If insurance or o th e r m atters p reven t a consu lta tion  w ith  a sleep specialist, pa tients should  

speak to  th e ir p rim ary  care physicians a b o u t sleep problem s.

•  People w ith  CFS sym ptom s shou ld  practice  good  sleeping habits (also know n  as sleep 

hygiene).

•  M ed ica tions can be considered in the  absence o f specific sleep d isorders if  sleep hygiene 
is n o t successful. A sh o rt-te rm  tria l o f seda ting  antih is tam ines or o ve r-th e -co u n te r sleep 

p roducts  m ay assist in itia tio n  o f good  sleep hygiene.

•  If th is  approach  is n o t beneficia l, th en  a tria l o f  a p rescrip tion  sleep m ed ic ine  in the  sm allest 

possible dose m ay be w arran ted . Sleep m ed ica tion  fo r such patients shou ld  o n ly  be 
prescribed p en d ing  a co m p le te  sleep h is to ry  and eva lua tion  by a sleep specialist.

•  Long te rm  use o f hypnotics  is n o t recom m ended  by m any sleep specialists.

Sleep Hygiene Tips
•  Go to  bed at th e  same tim e  each n ig h t and rise at the  same tim e  each m orn ing .

•  M ake sure yo u r bed room  is a qu ie t, dark, and relaxing e nv iro n m e n t, w h ich  is n e ith e r to o  h o t 
nor to o  cold.

•  M ake sure yo u r bed is co m fo rta b le  and use it o n ly  fo r s leep ing  and sex and n o t fo r o the r 

activ ities, such as reading, w a tch ing  TV, or lis ten ing  to  music. Remove all TVs, com puters, and 

o th e r "gadgets" from  th e  bedroom .

•  Physical a c tiv ity  m ay help  p ro m o te  sleep, b u t n o t w ith in  a fe w  hours o f bed tim e .

•  A vo id  large meals before  bed tim e.
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• I cContact Information

¡

nters for Disease Control and Prevention
1600 Clifton Roa 

lanta, GA 30333§
8OO-CDC-INFO
(800-232-4636)
TTY: (888) 232-6348 
24 Hours/Every Day

cdcinfo@cdc.gov
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