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CFS Toolkit for Health Care Professionals: Basic CFS Overview

WHAT’'S IN THIS TOOLKIT?

Chronic fatigue syndrome, or CFS, is a debilitating and complex iliness that can be challenging
to diagnose and treat. These challenges often leave both patients and health care professionals
locked in a cycle of frustration.

This CFS toolkit is designed to help break this cycle. It provides a quick and easy-to-use
resource for clinical care. In less than 30 minutes, you can review the best practices related to
diagnosing and managing CFS. You can also learn about other credible resources, ongoing
CFS research and continuing education opportunities.

Whether you are a physician, nurse practitioner, physician assistant or other health care
professional, you can help patients with CFS. You can assist patients in managing symptoms,
improving function, conserving energy and monitoring activity levels. While there is still no cure
for CFS, there are treatment options that help patients improve their quality of life and increase
activities of daily living.

WHAT IS CFS?

Chronic fatigue syndrome is an illness characterized by profound, debilitating fatigue lasting at
least six months that results in substantial reduction in occupational, personal, social or
educational activities. The fatigue is not improved by rest, may be worsened by physical or
mental activities, and is accompanied by characteristic symptoms. These symptoms include
problems with memory and concentration, unrefreshing sleep, muscle and joint pain, headaches,
tender cervical or axillary lymph nodes, recurrent sore throat and an increase in fatigue and in
patient-specific symptoms persisting longer than 24 hours following mental or physical exertion.

The clinical course and symptom severity of CFS varies considerably among the patient
population. There is frequently an intermittent pattern of relapse and remission. The illness is
marked by a dramatic decline in activity level and stamina. People with CFS perform at a
significantly lower level of activity than they were capable of prior to the onset of the illness.

As yet, there are no diagnostic tests or laboratory markers for CFS, and its pathophysiology is
unknown.

WHY IS CFS A PUBLIC HEALTH CONCERN?

There are several reasons health professionals should be knowledgeable about CFS:

e Atleast 1 million Americans have CFS. This illness strikes more Americans than
multiple sclerosis, lupus, lung cancer or ovarian cancer.

e |ess than 20% of Americans with CFS have been diagnosed. The low rate of
diagnosis supports a need for increased CFS awareness among individuals experiencing
the symptoms of the illness and among providers throughout the health care system.

e CFS can be debilitating. By definition, all CFS patients are functionally impaired. While
symptom severity varies from patient to patient, CDC studies show that CFS can be as
disabling as multiple sclerosis, lupus, rheumatoid arthritis, heart disease, end-stage renal





disease, chronic obstructive pulmonary disease (COPD) and similar chronic conditions.

e CFS has a severe economic impact. The annual economic impact of chronic fatigue
syndrome in the United States is estimated to be $9.1 billion in lost productivity, not
including medical costs or disability payments. The average family affected by CFS loses
$20,000 a year in wages and earnings.

WHO IS AT RISK FOR CFS?

Researchers continue to explore possible causes, risk factors and triggering factors for CFS.
Many questions remain, but there are some characteristics that may help health care practitioners
identify patients who are most at risk for CFS. The stereotype that CFS is an illness that primarily
affects white, middle-class, well-educated, professional women is incorrect.

e CFS occurs four times more frequently in women than in men, although people of both
sexes can develop the disease.

e The illness occurs most often in people aged 40-59, but people of all ages can get CFS.

e CFSisless common in children than in adults. Studies suggest that CFS is more
prevalent in adolescents than in children under the age of 12.

e CFS occurs in all ethnic groups and races, and in countries around the world. In the
United States CFS is at least as common among African Americans and Hispanics as it
is among Caucasians.

o People of all income levels can develop CFS, although there is evidence that it is more
common in lower-income than in affluent individuals.

e CFSis sometimes seen in members of the same family, but there is no evidence that it is
contagious. Instead, there may be a familial predisposition or a genetic link. Further
research is needed to explore these possible relationships.

OVERCOMING OBSTACLES TO CLINICAL CARE

In several recent research studies funded by the CDC, common barriers to diagnosing and
treating CFS were identified among primary care practitioners, including family practice
physicians, internists, nurse practitioners and physician assistants. Overcoming these obstacles
can increase diagnostic rates and improve therapeutic outcomes for CFS patients. The most
common obstacles identified were:

e Uncertainty about whether CFS is real. After more than 3,000 research studies, there
is now abundant scientific evidence that CFS is a real physiological illness. It is not a
form of depression or hypochondriasis. A number of biologic abnormalities have been
identified in people with CFS, but how they contribute to the iliness is still unclear.

e Uncertainty about how to diagnose CFS. Although there is no laboratory test or marker
to identify CFS, there is an international case definition for chronic fatigue syndrome that
provides a reliable diagnostic algorithm.





e Uncertainty or hesitancy about making a diagnosis that may contribute to the
illness. Validating a patient’s illness experience may have therapeutic value and reduce
the cycle of frustration between patients and their health care team. There is also
evidence to suggest that the longer a person is ill before a diagnosis, the more
complicated the course of the illness appears to be, making early detection and treatment
of CFS of utmost importance.

e Uncertainty about how to treat CFS. Although managing CFS can be challenging,
there are a number of therapeutic strategies that health professionals can use to tailor a
multidimensional treatment program.

WHAT'S THE CLINICAL COURSE OF CFS?

CFS often follows a randomly cyclical course, alternating between periods of illness and relative
well-being. The nature of the symptom complex often changes over time as well.

The percentage of patients who recover is unknown. Some patients recover completely with time.
Others improve to the point that they can resume work and other activities, but continue to
experience periodic CFS symptoms. Some patients grow progressively worse. Studies conducted
by the CDC have found that 40-60% of people with CFS report partial or total recovery, but more
research on the long-term course of the illness is needed to validate these findings.

There is some evidence to indicate that the sooner a patient is treated, the better the chance of
improvement. This means delays in diagnosis and treatment could adversely affect therapeutic
outcomes.

U.S. Department of Health and Human Services | Centers for Disease Control and Prevention | www.cdc.gov/cfsO






CFS Toolkit for Health Care Professionals: Diagnosing CFS

DIAGNOSTIC CHALLENGES

Diagnosing chronic fatigue syndrome (CFS) can be challenging for health care professionals.
A number of factors add to the complexity of making a CFS diagnosis: 1) there is no
diagnostic laboratory test or biomarker for CFS, 2) fatigue and other symptoms of CFS are
common to many illnesses, 3) many people with CFS do not look sick in spite of their profound
disability, 4) symptoms vary from person to person in type, number and severity and 5)
symptoms may vary in an individual patient over time.

These factors have contributed to an alarmingly low diagnosis rate. Of the one million or more
Americans who have strictly defined CFS, more than 80% have not been diagnosed yet.

DIAGNOSING CFS

To be diagnosed with CFS, patients must experience significant reduction in their previous ability
to perform one or more aspects of daily life (work, household, recreation or school). And by
definition, all people suffering from CFS experience severe, all-encompassing mental and
physical fatigue that is not relieved by rest and that has lasted longer than six months. The fatigue
is accompanied by characteristic symptoms that may be more bothersome to patients than the
fatigue itself.

Clinicians should consider a diagnosis of CFS if these two criteria are met:

1. Unexplained, persistent fatigue that is not due to ongoing exertion, is not substantially relieved
by rest, is of new onset (not lifelong) and results in a significant reduction in previous levels of
activity.

2. Four or more of the following symptoms are present for six months or more:

Impaired memory or concentration

Postexertional malaise
(extreme, prolonged exhaustion and exacerbation of symptoms following physical or mental exertion)

Unrefreshing sleep

Muscle pain

Multijoint pain without swelling or redness adults
Headaches of a new type or severity

Sore throat that's frequent or recurring

Tender cervical or axillary lymph nodes
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DIAGNOSTIC MODEL

The 1994 International Case Definition forms the basis for a reliable diagnostic algorithm for CFS,
particularly in adults. Clinicians assessing adolescents for pediatric CFS should exercise
judgment based on the course of the illness and the patient's medical history.





CLINICAL EVALUATION

When the CFS criteria are met, health professionals need to exclude other ilinesses before a
diagnosis can be confirmed. Because there is no diagnostic lab test for CFS, it is a diagnosis of
exclusion.

Clinical evaluation of patients with a fatiguing illness requires:
e A detailed patient history, including a review of medications that could cause fatigue

e A thorough physical examination
e A mental status screening
e A minimum battery of laboratory screening tests.

Recommended tests include:
Urinalysis
Total protein
Glucose
C-reactive protein
Phosphorus
Electrolyte
Complete Blood Count (CBC) with leukocyte differential
Alkaline phosphatase (ALP
Creatinine
Blood urea nitrogen (BUN)
Albumin
ANA and rheumatoid factor
Globulin
Calcium
Alanine aminotransferase (ALT)or aspartate transaminase serum level (AST)
Thyroid function tests (TSH and Free T4)

Further tests or referral to specialists may be indicated to confirm or exclude a diagnosis that
better explains the fatigue state or to follow up on results of the initial screening tests.

There are several questionnaires that can assist with the identification and monitoring of CFS
patients. These include the MOS SF-36, Multidimensional Fatigue Inventory (MFI), the McGill
Pain Score, the Sleep Answer Questionnaire and the CDC Symptom Inventory.

COMORBID CONDITIONS

It is not uncommon for CFS patients to present with symptoms of other illnesses, and some
patients actually receive diagnoses for multiple conditions. Because many of these conditions
lack a diagnostic test or biomarker and share symptoms such as fatigue and pain with CFS,
unraveling which illnesses are present can be difficult.

Comorbid conditions that clinicians should be alert for include irritable bowel syndrome, multiple
chemical sensitivity, Gulf War syndrome, temporomandibular joint disorder and interstitial cystitis.
Fibromyalgia appears to be the most common overlapping condition with CFS. Research
suggests that between 35-70% of CFS patients also have fibromyalgia, so it is helpful for
clinicians treating CFS patients to be familiar with diagnostic and treatment practices for both
illnesses.





EXCLUSIONARY CONDITIONS

Chronic fatigue syndrome can resemble many other disorders, including mononucleosis, Lyme
disease, lupus, multiple sclerosis, primary sleep disorders like narcolepsy or sleep apnea,
hypothyroidism, severe obesity and major depressive disorders. All these conditions must be
considered and, if present, receive appropriate treatment. Medications can also cause side
effects that mimic the symptoms of CFS.

U.S. Department of Health and Human Services | Centers for Disease Control and Prevention | www.cdc.gov/cfsO






CFS Toolkit for Health Care Professionals: Managing Symptoms

SYMPTOMATIC TREATMENT

People with CFS complain of different primary symptoms. Symptom severity can also vary
considerably. Clinicians should query patients about which symptoms are most disruptive or
disabling and tailor the management plan accordingly.

Primary symptoms may include sleep problems, muscle and joint pain, cognitive dysfunction,
fatigue, headaches, sore throat and postexertional malaise. Gastrointestinal complaints,
orthostatic instability, depression and allergies are also seen in many patients. Aggressive
symptom management for these and other disruptive symptoms is indicated.

PHARMACOLOGIC THERAPY

There are many over-the-counter and prescription drug therapies that can be used to treat CFS
symptoms. Health care professionals can:

e Use as few drugs as possible. For instance, tricyclic antidepressants help with both
sleep and pain.

e Reduce the initial dose because many CFS patients are very sensitive to medications,
particularly agents acting on the central nervous system. Try prescribing a fraction of the
usual recommended dose to start and gradually increase as necessary and as tolerated.

e Monitor drug side effects like weight gain, secondary fatigue, daytime sedation, cognitive
problems and sleep disturbance.

e Understand that you may need to systematically try various interventions. A drug that is
beneficial for one CFS patient may be ineffective for another.

NUTRITIONAL AND HERBAL SUPPLEMENTS

It is not uncommon for people with CFS to take numerous nutritional supplements and vitamins
as they desperately seek symptom relief.

e Guide patients in selecting supplements. While there have been few clinical trials to
support the use of particular supplements, some may be efficacious. Studies have
investigated or reported the use of supplements, including oral NADH, high doses of
vitamin B12, essential fatty acids, vitamin C and coenzyme Q10. These studies show
inconsistent results, but symptom improvement was reported in some subjects.

e Question patients about supplement use and OTC products to determine safety, efficacy
and possible negative interactions with prescribed medications.

e Advise your patients to avoid herbal remedies like comfrey, ephedra, kava, germander,
chaparral, bitter orange, licorice root, yohimbe and any other supplements that are
potentially dangerous.

ALTERNATIVE THERAPIES

Alternative therapies are often explored by CFS patients, particularly when traditional drug
treatments don't provide enough symptom relief.

e Encourage patients to discuss such options with you to make sure they are safe and
effective.





Remain open-minded about alternative therapies. For example, many clinicians report
that hydrotherapy simultaneously provides exercise, improves balance, treats orthostatic
instability and reduces CFS pain.

Consider referring patients to an acupuncturist. This treatment is often prescribed for
chronic headaches, pain and decreased energy. Finding a certified practitioner who is
knowledgeable about CFS is best.

Consider other alternative therapies. Gentle massage, meditation, deep breathing,
relaxation therapy and biofeedback have helped some patients. Movement therapies like
stretching, physical therapy, yoga and tai chi may be effective for CFS patients who can
tolerate more activity.

TREATING SPECIFIC SYMPTOMS

Recognize that unrefreshing sleep is a case-defining symptom, and the vast majority of
CFS patients complain of some form of sleep-related symptoms. Sleep deprivation or
disruption may cause or exacerbate other symptoms such as fatigue, impaired cognition,
headaches and joint pain, so treating sleep problems should occur early in the treatment
program.

Advise patients to practice standard sleep hygiene techniques. Light exercise and
stretching at least four hours before bedtime can also improve sleep.

Set up a consult with a sleep specialist or schedule a sleep study for a CFS patient if
patients identify problems with their sleep.

Random use of sleep medications may prolong identification of a sleep disorder or induce
additional sleep problems. Sleep medication should be based on the patient’s responses
to a thorough sleep history if a sleep consult is not readily available.

Consider pharmaceuticals if sleep hygiene is not successful. Initial medications to
consider are simple antihistamines or over-the-counter sleep products. If this is not
beneficial, then start with a prescription sleep medicine in the smallest possible dose.
Both sleep-initiating and sleep-sustaining drugs may be indicated for some CFS patients.
Pain therapy should be limited to simple analgesics like acetaminophen, aspirin or
NSAIDS. Narcotics should only be considered by a pain specialist after careful
identification of patient-specific pain pathways and testing for efficacy of specific agents.
Include nonpharmacological modalities and alternative therapies in your pain
management program.

Treat depression when it is present. Depression is a common comorbid illness in patients
with CFS, with as many as half of patients developing secondary depression as a result
of the illness. Careful evaluation of the patient is required in order to identify an
exacerbation of either iliness before therapy can be undertaken. Treating depression can
reduce anxiety and stress, and assist in relief of symptoms.

Use caution in prescribing antidepressant drugs. Antidepressants of various classes may
act on other CFS symptoms or cause side effects.

There are brief psychiatric screening tools available that can be administered and scored
in the primary care setting. Refer patients to a mental health professional if indicated.

Be alert for symptoms of orthostatic instability, in particular frequent dizziness and light-
headedness. Patients should be referred for evaluation by a cardiologist or a neurologist
to confirm orthostatic problems before initiating treatment.

Suggest coping and adaptive techniques for cognitive difficulties like memory and
concentration problems. Memory aids, such as organizers, schedulers and written
resource manuals, are usually recommended. Stimulating the mind with puzzles, word
games, card games and other activities can also be helpful.

Refer CFS patients with disabling cognitive problems to behavioral health professionals
for specific techniques to help them function better.

Prescribe stimulants only for diagnosed conditions. Mild stimulants may be helpful for
some CFS patients, but stronger stimulants can precipitate the “push-crash cycle” and
cause relapse (see Managing Activity).
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CFS Toolkit for Health Care Professionals: Managing Supportive Care

CFS MANAGEMENT GOALS

The objective of an effective management program for chronic fatigue syndrome is threefold: 1) to
help patients develop effective coping strategies for living with a life-altering illness, 2) to relieve
symptoms and 3) to teach patients to manage activity levels to avoid postexertional malaise on
the one extreme and deconditioning on the other.

While symptom management is critical to CFS care, prescribing treatments to address individual
symptoms without simultaneously addressing the emotional and psychosocial issues related to
the CFS experience may not be effective. In fact, a patient’s unresolved anger, guilt and anxiety
may actually exacerbate symptoms, or interfere with pharmacologic therapies. That is why a
discussion of CFS management guidelines begins with supportive care.

Health care practitioners should recognize that there appears to be considerable variability in
CFS symptom expression, symptom severity and the efficacy of specific treatment protocols.
There is no known cure, and a therapy that works for one CFS patient may be of little benefit to
another. While this can make managing CFS challenging, there are treatment strategies that can
not only help your patients, but contribute to a more rewarding doctor-patient relationship.

ADDRESSING THE PHYSICAL AND EMOTIONAL TOLL

Like other chronic illnesses, CFS can have a profound impact on daily life, requiring patients to
make significant lifestyle changes and adapt to a series of new challenges. Common difficulties
include problems coping with the variable and unpredictable symptoms; a decrease in stamina
that interferes with activities of daily living; memory and concentration problems that seriously
impact work or school performance; uncertain prognosis; loss of independence, livelihood and
economic security; alterations in relationships with family and friends; and feelings of guilt,
isolation and abandonment. Patients may also worry about bearing and raising children and the
potential impact of decreased sexual activity on intimate relationships.

The overall treatment plan should acknowledge these challenges and the patient’'s emotional
reaction to them. Educating patients about the link between stress and symptom exacerbation is
key to establishing effective coping strategies and a positive approach to adapting to the iliness.

THE BASICS OF SUPPORTIVE CARE

There are several components of supportive care that should be considered when creating an
individualized care program for your CFS patient.

1. Validating the illness experience. Because CFS is an “invisible iliness,” patients often do not
look sick. Public misconceptions about CFS being “all in your head” contribute to a social context
that leaves many patients feeling misunderstood and isolated as they routinely face skepticism
from others. Having to confront negative responses to their iliness is a source of considerable
anxiety for many patients.

Be particularly conscious of your attitude, and provide a supportive environment where patients
can safely discuss their illness. Treating patients with respect and validating their illness may be





the single-most important therapy you can provide.

2. Professional counseling. Referral to a mental health professional may be indicated to help
build effective coping skills. A supportive counselor can help patients cope with the prospects of
long-term illness, as well as the anxiety, depression, grief, anger and guilt that frequently
accompany any chronic illness. These issues can be addressed by a competent therapist using
problem-solving techniques and standard psychotherapy and counseling methods. In some
cases, combined medication and psychotherapy may be required.

Health care providers should be alert to family problems and institute appropriate care
management. Consults with behavioral health providers may be necessary. You may want to
encourage all family members to participate in behavioral therapy to address changes in family
dynamics related to living with CFS.

3. Alternative therapies. Deep breathing and muscle relaxation techniques, massage and
healing touch, and movement therapies like stretching, yoga and tai chi can be beneficial for
some CFS patients in reducing anxiety and promoting a sense of well-being.

Patients should be encouraged to discuss all potential alternative therapies with a health
professional since many CFS treatments that are heavily promoted on the Internet are unproven
at best, and potentially dangerous at worst.

4. Cognitive behavioral therapy (CBT). The goal of CBT is to help patients cope with their
illness and change perceptions and behaviors that can contribute to symptom expression. While
CBT is frequently prescribed as a coping strategy, it can also improve fatigue and activity levels.
Optimally, CBT can help your patients better adapt to the impact of CFS and improve their quality
of life.

Some patients are resistant to this therapy because they mistakenly believe health practitioners
who prescribe CBT believe CFS is purely a psychological iliness. Educating patients about the
role CBT can play in helping them learn to manage activity levels, stress and symptoms may help
overcome this reluctance.

See the fact sheet on CBT in this toolkit for more information.

5. Support groups. Many people with CFS find it therapeutic to meet with other people who have
this illness. A good CFS support group should provide a warm and caring environment where
patients can share their experiences and tips for living with a chronic illness. Support groups can
help fulfill their need for information, empathy and a sense of community as patients learn to cope
and adapt to life with a chronic illness. Encourage patients to seek out support groups with a
positive focus instead of “gripe sessions” that may add to their stress.

DISABILITY

By definition, all people with CFS are impaired. While many patients are able to adapt to their
functional limitations, others suffer occupational disability. Depending on the level of impairment,
CFS patients can lose their jobs, economic security and homes. Helping severely impaired
patients accept and cope with the fact that they are no longer able to work and must rely on
disability benefits can have therapeutic value.





Also of value in reducing patient anxiety is being a willing participant in the disability process. The
health care professional is a major source of documentation in this process. Keeping good clinical

notes and using simple assessment tools to track health status are important to the benefits
process.
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CFS Toolkit for Health Care Professionals: Cognitive Behavioral Therapy

CFS Research on Treatments

Although chronic fatigue syndrome has been the subject of more than 3,000 research studies,
most of those have focused on epidemiology and etiology. Only a small body of research has
been conducted on the clinical aspects of CFS, including both pharmacologic and
nonpharmacologic treatment interventions.

Of the CFS treatments studied to date, two have demonstrated the most promise thus far. The
first is activity management/graded exercise, which is covered in another sheet in this toolkit. The
second is cognitive behavioral therapy, or CBT, which has been shown to be effective in small,
short-term trials. Studies suggest CBT not only helps some CFS patients cope with the impact of
a chronic illness, it can be useful in managing the illness. CBT may help patients develop
constructive coping strategies, better manage symptoms, improve their level of function and
enhance their ability to perform activities of daily life.

Useful Facts about CBT and CFS

Cognitive behavioral therapy is an individualized form of therapy that is based on each
individual’s illness experience and the impact it has on the person’s life. Working with a CBT
therapist, CFS patients can examine beliefs, concerns and coping behaviors and modify these as
necessary to manage the illness more effectively.

e The short-term studies of CBT in CFS show improvement in function and symptom
management. Some studies also show limited effect on pain and fatigue.

e All people monitor, in their brains, the biochemical signals that reflect ongoing bodily
processes. Responses to these signals occur at both conscious and unconscious levels.
When the conscious responses prevail, they may be either helpful or harmful. CBT
assists the patient in responding to the illness in a positive manner. The utility of CBT for
CFSis in its formative stages and much needs to be learned before the full extent or
limits of its usefulness are known.

e Psychiatric factors are relevant to any illness process. CBT has been shown to help
patients deal with these factors and better cope with the life-altering issues of chronic
illness. Awareness of the role stress can play in exacerbating the symptoms of CFS is
essential. CBT helps patients recognize and more successfully manage stressors in their
lives.

e CBT often involves the introduction of very slowly increased physical activity. Prescribed
activity is individualized for the patient, based on present activity tolerance. Even people
with extremely limited tolerance can be helped to gradually achieve increased strength
and conditioning. People accustomed to “boom or bust” cycles in which they engage in a
great deal of activity when feeling well and able, then “crash” with exhaustion, may need
to curtail activity and more evenly pace exertion from day to day. (See Managing Activity
in this toolkit for more information.)

e Formal CBT requires special training and must be administered by a skilled specialist. It
should be noted that psychologists are not the only health care professionals who can
successfully guide CBT. Nurses, physical therapists and occupational therapists are
examples of multidisciplinary providers who can be trained to conduct CBT. When
treating CFS patients, the CBT therapist needs to be familiar with CFS, be aware of the
evidence for CFS as a biologically based disorder and validate the patient’s experience of
living with a misunderstood illness.





Managing Patient Responses to CBT

For CBT to be effective, the patient must believe in the potential benefits of this therapy. Public
misconceptions about CFS being “all in your head” may cause some patients to resist CBT. They
may think health care professionals who prescribe this therapy believe CFS is purely a
psychological illness. Assuring patients that you are aware that research indicates that there is an
organic, biologic basis for chronic fatigue syndrome and educating them about the role CBT plays
in other illnesses can help overcome this reluctance. When patients realize that CBT is used as
an adjunct therapy for cardiovascular disease, diabetes, cancer, orthopedic injuries and other
medical conditions, and that CBT may help CFS symptoms, they are more likely to be receptive
to this therapy.

e The patient must be an active participant to receive the potential benefits of CBT. It is
useful to educate the patient about the goals of CBT. Developing an individualized
treatment plan can also be useful; it emphasizes the positive philosophy of the therapy.

e Careful patient adherence to CBT protocol is critically important to successful therapy.
For CFS patients, increased symptomatology is the main reason cited for discontinuing
CBT. This may be avoided if a paced, personalized plan is followed and activities are
tailored to the individual's capabilities. A skilled professional can assist in setting and
reaching realistic goals.

e CFS patients using CBT need to take personal responsibility for change. Health care
professionals can encourage the patient’s capacity for change and recognize potential
barriers to therapy

e Multiple and varied biopsychosocial factors impact illness expression in patients and in
their acceptance and readiness for therapy, including CBT. Health care professionals can
encourage use of this mode of therapy when appropriate and assist the patient in locating
accurate information on this treatment method, as well as referrals to skilled
professionals.

e Because CBT is often not covered by insurance, some CFS patients will not have access
to formal therapy. In this situation, practitioners who understand CFS can provide
information about the illness in general, lead individual patients to understand how their
behavior is impacting the iliness, and set up activity and exercise programs that are
therapeutic.

For More Information

Experienced CBT therapists familiar with CFS are still not uniformly available across the United
States. The Association for the Advancement of Behavior Therapy (212-647-1890, www.aabt.org)
or the National Association of Cognitive Behavioral Therapists (800-853-1135, www.nachbt.org)
may be able to assist in finding a trained provider in your area. Contacting local mental health
professional groups, physical and occupational therapists or health care organizations may be
helpful as well.
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CFS Toolkit for Health Care Professionals: Managing Activity

A DIFFERENT DEFINITION OF EXERCISE

Advising patients who have chronic fatigue syndrome to engage in aerobic exercise and “go for
the burn” or “release those endorphins” can be detrimental. Most CFS patients cannot tolerate
traditional exercise routines aimed at optimizing aerobic capacity. Instead of helping patients,
such vigorous exercise can cause postexertional malaise, a hallmark of CFS that is defined as
exacerbation of fatigue and other symptoms following physical or mental exertion. Even worse,
this kind of exercise can precipitate a full-scale relapse that lasts for days or weeks.

A different way of defining exercise and managing activity is needed for CFS patients and
their health care team.

AVOIDING TWO EXTREMES

The objective of exercise and activity management is to find a balance that allows patients to
avoid postexertional malaise and prevent deconditioning so they can achieve better function
and improved quality of life.

Some people with CFS inappropriately avoid all activity because personal experience has
demonstrated a link between exertion and symptom severity. An even greater number of people
engage in an endless “push-crash” cycle in which they do too much, crash, rest, start to feel a
little better and do too much once again, perpetuating the cycle.

It is important that emphasis be placed on avoiding these two extremes and balancing activity.
Appropriate rest is an important element of CFS management, and patients must learn to stop
activity before illness and fatigue are worsened. In the early stages of resumed activity, patients
should avoid becoming tired with physical activity.

THE IDEAL CLINICAL TEAM

The ideal clinical team is comprised of a caring and listening provider and an informed but
receptive patient. Working with other health professionals like physical therapists, rehabilitation
specialists, exercise therapists or occupational therapists can be especially beneficial when such
allied professionals are available.

Such a multidisciplinary health care team can tailor an exercise and activity program that meets
the needs of the individual patient. The team can assist in identifying goals and setting realistic

expectations. Including the CFS patient as a full partner in developing this highly individualized

activity plan is important so patients can eventually learn to manage the plan on their own.

Although a therapeutic team approach is ideal, primary care practitioners who “team up” with their
patients can provide very effective care.

DIET AND NUTRITION

Good diet and nutrition can contribute to a successful activity management plan. Many CFS
patients do not have the energy to prepare nutritious meals, leading to a poor diet that can





contribute to fatigue. Additionally, decreased activity levels that are common in people with CFS
mean patients typically expend less energy in a day. Unless caloric consumption is adjusted,
weight gain can occur, further exacerbating fatigue and other symptoms.

e Encourage a well-balanced diet to prevent nutritional deficiencies and weight fluctuation
and to reduce diet-related fatigue.

e Advise patients who have sensitivities to various foods or chemicals to avoid or reduce
their exposure. Sensitivities to refined sugar, caffeine, alcohol and tobacco appear to be
common in CFS patients.

e Educate patients that nutritional supplements cannot take the place of good diet and
nutrition.

GRADED ACTIVITY AND EXERCISE

A principle element of graded activity is to start slowly and increase slowly, gradually
increasing both the level of activity and the duration.

e Teach CFS patients that all exercise needs to be followed by a rest period at a 1:3 ratio,
resting 3 minutes for each minute of exercise. Some patients can exercise for remarkably
short periods, just 2-5 minutes, without risking a relapse.

e Advise deconditioned patients to limit themselves to the basic activities of daily living until
they have stabilized. Several daily sessions of brief, low-impact activity can then be
added, such as a few minutes of stretching, strength exercises or light activity like
walking or cycling. These sessions are increased by 1-5 minutes a week as tolerance
develops.

e Advise patients to return to the most recent manageable level of activity if they report that
exercise is worsening symptoms. Daily exercise may be divided into two or more
sessions to avoid symptom flare-ups; some patients, however, cannot exercise daily
early in the course of their rehabilitation.

ENERGY MANAGEMENT PROGRAMS

Two energy management programs—pacing and envelope theory—may be useful for CFS
patients. These are often part of cognitive behavioral therapy (CBT), but they can be prescribed
as stand-alone interventions.

Activity pacing involves moderating activity to minimize the push-crash cycle. Patients are
advised to do specific activities, such as household tasks, in small, manageable chunks with rest
breaks, rather than in a single energy-depleting effort. Activity should be spread evenly
throughout the day, and it should not exacerbate fatigue or other symptoms. Once patients are
stabilized, activity is incrementally increased.

Envelope theory instructs patients to view their available energy as if it were a bank account. If
they overexert themselves, it is like being overdrawn at the bank and they have to pay it back by
resting more the next day. As time passes, patients learn how much energy they can expend
without experiencing the characteristic postexertional malaise.

STRENGTH AND CONDITIONING

A strengthening and conditioning program can reduce pain, improve strength and flexibility,
and enhance stamina and function in CFS patients.

e Encourage patients to start with simple stretching and strengthening exercise, using only





body weight for resistance. Gradually add wall push-ups, modified chair dips and toe
raises to the routine. Increase repetitions gradually. Patients can begin with a set of 2-4
repetitions and build to a maximum of 8.

e Add resistance exercise as strength improves. Exercise bands or light weights are both
good options.

e Add a focus on strengthening core abdominal muscles to relieve back pain and improve
overall circulation.

e Advise patients who don't tolerate an upright position to try swimming or a recumbent
bicycle.

SEVERELY ILL PATIENTS

A subset of people with CFS are so severely ill that they are largely housebound or bedbound.
They require special attention, including a modified approach to exercise. Hand stretches and

picking up and grasping objects may be all that can be managed at first. Gradually increasing

activity to the point patients can handle essential activities of daily living—getting up, personal
hygiene and dressing—is the next step.

Focusing on improving flexibility and minimizing the impact of deconditioning so patients can
increase function enough to manage basic activities is the goal with severely ill patients.

U.S. Department of Health and Human Services | Centers for Disease Control and Prevention | www.cdc.gov/cfs[]
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Warning

Graded exercise therapy is a way
of helping yourself cope with
chronic fatigue syndrome or

myalgic encephalomyelitis.
Anyone wishing to undertake
such therapy should first discuss it
with their GP or hospital specialist
and continue to consult them while
undertaking the programme.

For further information, or to download
a copy of this booklet, visit
http://www.bartscfsme.org





What is
graded exercise
therapy (GET)?

This booklet is about the use of
regular exercise and physical
activity to help you feel less tired,
improve your physical fitness, and
reduce difficulties you have in
your day-to-day living. The aim is
to help you overcome limitations
caused by the symptoms of
chronic fatigue syndrome

(CFS), also known as myalgic
encephalomyelitis (ME). Graded
exercise therapy is the use of
regular physical activity, starting
with just a little and increasing the
amount over time. We shall refer to
graded exercise therapy as GET
throughout this booklet.

A GET programme will help
you gradually improve your
ability to undertake some of
the physical activities that you
have been unable to do since
becoming unwell.

It could therefore also be called
a graded activity programme.
Later on your GET schedule will
include a regular exercise such
as walking. Thus your routine
will usually combine increased
physical activity and regular
exercise and we use both
terms interchangeably when
discussing establishing a

GET programme.

Your exercise starting point

or baseline will be your own
current level of ability. You will
then work towards physical
goals and objectives that you
have set yourself. For example,
if your initial goal is to manage
your home or garden better, you
can develop a GET programme
to help you achieve this by
improving your overall strength,
physical fithess and flexibility.





Will GET
do me harm?

You may be worried that any
increase in exercise or physical
activity could make your condition
worse. Be reassured - research
has shown that a guided, gradual
exercise programme can help
people who suffer from CFS/ME
without causing ill effects.

However, a self-help guide
such as this has not been
officially tested so it is
important that you check

first with your GP or hospital
specialist that a GET schedule
is suitable for you. You should
also continue to consult them
regularly while undertaking
your GET programme.

Previous
experience
with exercise

In the past you may have

been unable to improve your
symptoms using an exercise
programme, or you might have
felt that exercise aggravated
some of your symptoms.

There may be a number of
reasons why exercise did not
work for you before. You may
have started at too high a level of
physical exercise, or increased
the amount you did too quickly.
You may have used an exercise
that was too challenging for you
now such as jogging, which you
could do perfectly well before
you became ill with CFS/ME.

Adding exercise before you
stabilised your daily routine,
and while you were not getting
enough good quality sleep

or were stressed, could also
have led to disappointment.
The GET programme is
specifically designed to reduce
the likelihood of you having
problems such as these.





Evidence for the
benefits of GET

The 2007 National Institute e Strength, making daily
for Clinical Excellence (NICE) tasks easier

guidelines for the management of

CFS/ME recommend GET asone ~ ° Endurance, e.g. you can
of the most effective therapies for walk further

CFS/ME. Regular physical activity R
is known to have considerable

benefits: it improves the efficiency

Flexibility, allowing joints to
move more easily

of the heart, lungs and circulation * Balance
and generally helps the body to - S ,
deal better with the demands * Auility to fight infections

of daily life. It can also help with
losing weight and lead to an
improvement in your: e Concentration

e Sleep quality

*  Well-being and mood

e Confidence, self-esteem and
social activity






The theory
behind GET

Deconditioning

After a period of illness most
people find that they take some
time to recover. During this
recovery period we tend to
avoid physical activity and rest
more than usual. When we do
less each day our body loses
fitness and strength in a physical
process called deconditioning.
The result of deconditioning is
that we become physically tired
much sooner.

Prolonged inactivity can also
affect our sleep, hormonal
rhythms, immune system and
mood, making it more difficult to
cope with day to day activities.
The inability to function as
before leads to frustration and
an eventual lack of motivation
for any physical activity. This
starts a vicious cycle of avoiding
activity and increased fatigue
which then results in further
deconditioning. The aim of GET
is to break this cycle.

Boom and bust

CFS/ME can result in an erratic
pattern of rest and activity, often
called boom and bust. For
example, on some days you
may feel reasonably well and
rush about doing a lot (the boom
time). The next day you may feel
tired and overcome by CFS/

ME symptoms, or even unable
to function (the bust time). This
pattern may be better known to
you as relapsing, crashing or
having a setback. By following this
boom-bust pattern the body does
not have a chance to recover.

Before any new physical activity
is started in the GET programme
it is important to limit any boom-
bust pattern. It is essential to
stabilise your daily routine by
spreading physical activity and
rest evenly throughout the week.
By continuing to boom and bust
you may struggle to add any new
exercise or activity and fail to
progress as much as you would
like as a result.
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The deconditioning cycle

Physical symptoms of iliness

-~ \
* Decreased physical
activity and more rest
* And/or boom and
bust pattern
Physical

deconditioning

Physical tiredness

which could lead to:

Frustration * Increased fatigue
and eventual » Sleeping difficulties
lack of motivation e Hormonal imbalance
* Changes in mood
* Reduced immunity





Reconditioning

Research shows that fitness

and strength can be increased
by gently re-introducing regular
physical activity at a low level and
gradually building this up over
time - in other words using a GET
programme. You will also start

to feel better and sleep better as
your general health improves.

Reconditioning the body in this
way can break the vicious cycle of
avoiding activity, deconditioning
and a boom-bust pattern.






The GET programme:
six steps to follow

step 1

Stabilise your routine

step 2

Start doing regular stretches

step 3

Decide on a goal and choose
your exercise/physical activity

step 4

Set your exercise/physical
activity baseline

=l

step 5

Increase the duration of your

exercise/physical activity

> step 6

Increase the intensity
of your exercise/
physical activity






Step 1

Stabilise your routine

It is important to stabilise your
daily routine: you need to work
out a consistent schedule that
spreads your activities over a
week and throughout each day
to avoid a boom/bust pattern.
You should aim to do a similar
amount of physical activity each
day. You should also try to get
up at the same time, eat meals
at regular intervals and go to
bed at the same hour every
evening. Research has shown
that a regular sleep pattern
helps improve the quality and
effectiveness of sleep.

On page 10 Julie’s boom-bust
diary illustrates the type of pattern
you want to avoid. The colours
shown in the key below the chart
represent Julie’s perception of the
physical exertion needed for each
task. The diary shows her busy
working week with an irregular
sleeping pattern, long working
hours, overactivity early in the
week with walks to and from work,
erratic meal times and little time
for resting.

As a consequence, Julie arrives
at work later each day as she
becomes more tired during the
week. She is unable to do much
at the weekend and has to cut
short an evening out with friends
on Saturday.

To start stabilising your routine
you need to work out your
current schedule by filling in
your own activity diary for one
week. Using Julie’s diary as a
guide, include the times that you
sleep and rest, and everything
that you do graded into low,
medium and high activities as
shown. Make a note of how
long a task takes if it is less
than an hour; you could do this
by noting the time beside the
activity. Completing your diary
for a week should help you to
identify patterns in your daily
routine. Use this information to
modify your activities so you
can balance high, moderate
and low activity level tasks to
reduce the risk of continuing, or

entering, a deconditioning CYCIE.





Stablising your routine may take a
week or longer.

Julie’s stablised routine is shown
on page 11. As you can see,

her daily tasks are now better
balanced. Even though she
appears to be less active during
the weekdays than she was
before, she is actually able to do
more at the weekend. When you
stabilise your daily routine you
may well find you are less active
than you were previously. Do not
worry, you will be able to build
up the amount that you can do
each week as you follow your
GET programme.






Julie’s boom-bust diary

Time | Monday | Tuesday |Wednesday| Thursday | Friday Saturday | Sunday
Wake,
7am shower Sleep Sleep Sleep Sleep Sleep Sleep
Walk to Wake,
work shower Sleep Sleep Sleep Sleep Sleep
Walk to Wake,
work shower Sleep Sleep Sleep Sleep
Wake,
Wake,
10am| Work Work | Bus to work shower, Sleep Sleep
shower
breakfast
T1am| Work Work Work ElE D ElE D Wake up | Wake up
work work
2 | work | Wok | Wok | Wok | Work |Lieinbed | Lieinbed
1pm Work Lunch Work Work Work Lunch Lunch
2pm | Lunch Work Lunch Lunch Work Watch TV | Sleep
3pm Work Work Work Work Work Watch TV | Watch TV
4pm Work Work Work Work Work Sleep | Watch TV
5pm Work Work Work Work Work Sleep | Watch TV
6pm Work Work Work Sialelelellasfell Bus home | Cook/eat | Watch TV
OLLEET Cook/eat Ogt with Cook/eat
work friends
Out with
8pm | Cook/eat | Cook/eat Study Out Sleep friends Watch TV
9pm | Study Cook/eat Out Sleep |Taxihome| Sleep
10pm | Watch TV Read Study Out Sleep Sleep Sleep
11pm| Read Sleep Sleep Bus home | Sleep Sleep Sleep
12am| Sleep Sleep Sleep Sleep Sleep Sleep Sleep

-

10

= high level physical activity/exercise
= moderate activity/exercise

= low level activity
= rest/sleep






Julie’s stabilised diary

Time | Monday | Tuesday |Wednesday| Thursday | Friday Saturday | Sunday

Wake, Wake, Wake, Wake, Wake,
7am | shower, | shower, shower, shower, shower, Sleep Sleep
breakfast | breakfast | breakfast | breakfast | breakfast

Listen to Listen to Listen to il UEE
8am | Watch TV Watch TV | shower, shower,

ize izelo rzele breakfast | breakfast

9arm Bus to Busto Walkto  Walkto  RSRENGE.N, Study
work work work work

Phone Study

10am Work Work Work Work Work calls to Rest for
friends 10 mins
1am Work Work Work Work Work Read Read

and rest* | and rest* | and rest* | and rest* | and rest*

2 1 Work Work Work Work Work | Watch TV [[RAmg
noon friends

19 | ang ot | and oot | and et | andrest* | andrests | WAt TV | Lunch out

2pm Work Work Work Work Work Lunch Lunch out

3pm Work Work Work Work Work Rest Rest

4pm Work* Work* Work* Work* Work* N | o Lsework
and rest* | and rest* | and rest* | and rest* | and rest

5pm Work Work Work Work Work Bus home | Watch TV

Shopping Walk home Ot\j\}oar[:er Bus home | Watch TV | Watch TV

7pm | Bus home Watch TV Out Cook/eat | Cook/eat | Cook/ eat
8pm | Cook/eat R(eJeEWIESY Cook/eat | Eat out Study ?rligr:gtsh [roning
9pm | Study | WatchTV | Watch TV |Bus home | Watch TV %gmtsh Watch TV
10pm| Read Read Read Watch TV Read |Bushome| Sleep
11pm| Sleep Sleep Sleep Sleep Sleep Sleep Sleep
12am| Sleep Sleep Sleep Sleep Sleep Sleep Sleep

* The rest is for ten minutes In both diaries the:
walk to work or home = 20 mins

bus or taxi to work or home = 10 mins

1





Step 2

Start doing
regular stretches

Once your routine is stabilised,
you can start to carry out gentle
stretches. When you have been
less active for some time your
muscles tighten which can result
in discomfort. Stretching can
reduce the discomfort by:

* Increasing the flexibility of your
muscles allowing you to move
more smoothly and freely

* Reducing tension and cramp
* Helping you to relax

A list of suitable stretches and
how to do them is shown on
pages 25-32. Choose stretches
from the list for areas of your
body where you feel that there is
stiffness, tension or discomfort.

When to stretch

Improvements will only happen,
and can only be maintained, if
you stretch regularly. Start by
doing stretches once a day on as
many days as you can during the
week: the aim is to do them every
day at a time that suits you best.
Some people find that it is good
to stretch before and/or after
physical activity such as walking
or gardening. Alternatively, try first
thing in the morning or just before
going to bed.





Step 3

Decide on a goal and choose
your exercise/physical activity

After your stretching regime
has been established, which
will usually take about a week,
you can add a physical activity
or exercise to your daily routine
(which should now be stable).
This exercise or activity is in
addition to your current daily
activities as the aim is to
strengthen your body.

Highlighting what you would like
to be able to do that you cannot
do at present — in other words
working out a long term goal — will
help you decide which exercise or
physical activity to add.

The exercise that you choose
should be relevant and
enjoyable. You should be able to
do it regularly and your exercise
goals should be achievable.

Relevant

Choose an activity which will
help you. For example, you
may want to be able to walk 30
minutes five times a week in
order to shop.

Enjoyable

It will be easier to keep exercising
on a regular basis if you enjoy
what you are doing. It could be
an aerobic exercise such as
walking, cycling, swimming; a
home or gym based exercise
programme; or just increasing
things you do at home such as
housework (e.g. vacuuming),
gardening, or climbing stairs.

Regqular

To see changes, and maintain
them, exercise has to be done
regularly and fit easily into your
everyday life. You are aiming
for a long-term lifestyle change
in which you are exercising five
days per week.

Achievable

Your exercise starting level

must be within your capabilities:
what you can do on a ‘bad day’.
You want to increase the amount
you do each week so your activity
should be something you can
break down into easy stages.
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Step 4

Set your exercise/physical

activity baseline

It is very important that you
carefully work out how much

of your new exercise/physical
activity to do during your first
week of adding exercise. Start
at a level that you think you

can do five days a week, even
on your bad days, while still
managing your daily tasks and
without an increase in your CFS/
ME symptoms. This will be your
exercise baseline.

For example, Joe can walk

for 20 minutes three days per
week but on a bad day he can
only manage 10 minutes. Joe's
exercise baseline would be 10
minutes, five days per week. This
is achievable even when he is not
feeling at his best.

Important points about
your exercise baseline
1. If your exercise baseline cannot

be done five days per week then
it is too high.

2. Some days your exercise
may seem easy and it is
tempting to do more. Don’t. At
this stage you should stick to
your exercise baseline to avoid
a boom-bust pattern.

Do what you have planned
to do, not what you feel you
can do.

It is important that your activity
is undertaken at an easy and
gentle pace. Increases in
exercise duration and intensity
will come later.

3. You should take a short rest
after exercise. This gives time for
your muscles and cardiovascular
system to recover before your
next activity and allows you to
relax. However, you should avoid
resting for longer than 30 minutes,
and rest in a sitting position.





What is a normal
response to exercise?

You may be worried about what
is a normal compared to an
abnormal response to exercise.
Increases in breathing rate,
heart rate and sweating are all
normal, temporary responses to
physical activity and exercise.
Your muscles can feel heavy
after exercise, and you may
feel physically tired. With CFS/
ME these feelings of physical
tiredness can be more intense,

but they will also help you sleep.

A mild stiffness in the muscles is
also normal after exercise and is
associated with positive changes

in muscle strength. It does not
indicate harm to your body and
will gradually lessen over a few
days. A warm bath followed by
gentle stretching may help you
feel more comfortable.

In the unlikely event that you
experience breathing difficulties
such as wheezing; chest pains;
or you collapse/faint during
exercise, you should seek
medical help immediately.

Remember to continue doing
your stretches.
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Step 5

Increase the duration
of your exercise/physical activity

Once you have completed your
first week of activity/exercise at
the baseline level you can start
increasing the duration of your
exercise very gradually week by
week. The increase in the length
of time you exercise per day
should be no more than 20%, an
amount that your body should
be able to manage. In other
words, if your current exercise
time is five minutes per day, then
a 20% increase takes you up to
six minutes (added minutes:
5x0.2 = 1 minute).

You will need to build up the
amount of time you exercise to
30 minutes, five times per week,
before increasing the intensity.

Don’t be tempted to do more
or increase your time in less
than weekly intervals; exercise
at this stage should remain
comfortable. It is a good idea
to work out a schedule of
exercise and set the target or
goal that you hope to achieve
each week.

On the next page is an example
of the sort of exercise plan you
need to make for yourself.

You may find that at the
beginning of a week when you
have increased your exercise
time that you experience some
stiffness or fatigue. Do not worry
— this is a normal response to
increased activity. If you continue
with your exercise, and do not cut
back or add any other physical
activities, your body will adapt.
Stretching can help to reduce
stiffness so you may want to
change your stretching time to
after doing your exercise.

If you find that you really are

not managing your increased
activity comfortably by the end
of the week do not increase your
exercise time the following week.
Instead give yourself another
week or more at the same level
of activity to allow your body
more time to adapt. You can
then set lower targets per week
and increase your exercise time
by less than 20%.





You may find it difficult to fit
increased exercise time into your
daily routine. A solution is to divide
your exercise sessions into intervals
and, for example, do half in the
morning and half in the afternoon.

Remember to continue doing
your stretches.

Joe’s exercise plan

Target:

Joe wishes to be able

to walk for 30 minutes, five times
per week, in order to shop in the
High Street and return with two
bags of shopping.

Time spent
VELEE-ELECEVA Return journey to:

Week 1 10 minutes Bus stop at the end of
the road

12 minutes

14 minutes

17 minutes Coffee shop

20 minutes

23 minutes

27 minutes

30 minutes High Street

Week 9 30 minutes High Street returning with
one small bag

Week 10 30 minutes High Street returning with
two small bags
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Step 6

Increase the intensity
of your exercise/physical activity

Once you have built up the
amount of time you exercise to
30 minutes per day, five days
per week, you can start looking
at getting fitter by increasing
the intensity of your exercise.
For example, if your exercise

is walking you could slightly
increase the speed you walk,
introduce walking up a small hill
or carrying a load.

Make sure this increase in
intensity is added gradually so
that you do it for a short period
rather than the whole 30 minutes.
At the beginning, when exercising
more intensively, make sure that
you are not too out of breath —
you should be able to hold a
conversation at the same time as
exercising although this may not
be as easy as usual.

It will probably take you several
months to work your way slowly
through the last two steps of

a sensible GET programme:
increasing the duration and
intensity of your added exercise.
It is a slow process and, at times,

frustrating but do keep going. If
you have been inactive for a while
it takes time to reverse the effects.
Medical evidence has shown

that the body deconditions much
more rapidly than it reconditions.

Make sure that the increases

in exercise that you put into
your programme are very small
and manageable to reduce

the chances of a setback —an
increase in your symptoms.

If you do have a setback, do
not despair. They are relatively
common in people with CFS/ME
and you need to develop a plan
to deal with them.





Setbacks

Most people with CFS/ME have
experienced, or will experience,
setbacks or periods when their
symptoms worsen. Setbacks
can occur for many reasons
but particularly overdoing it
mentally or physically, or having
an infection such as a cold or flu.
It is important to have a plan to
deal with a setback in order to
maintain the improvements you
have already gained.

You must first establish the
cause of your setback as this will
make a difference as to how you
deal with the problem. There are
two types of setback: CFS/ME
related and non-CFS/ME related.
It can be difficult to distinguish
between them as the symptoms
are often similar. For example, a
sore throat and physical fatigue
can be symptoms of CFS/ME or
a cold. There may also be times
when you just cannot work out
why a setback has occurred.
However, if you can work out
why a setback has happened
you can lessen the chance

of it recurring.

On the whole, if you have

the typical symptoms of an
infection such as an increased
temperature, runny nose and

a cough, then you probably
do have a cold or flu and your
setback can be classified as
non-CFS/ME related. Joint or
muscular injuries such as a
sprained ankle are also
non-CFS/ME related.

In a CFS/ME setback one or more
of your CFS/ME symptoms will be
worse. This could be related to a
number of things such as sleep
disturbance, emotional distress
or exceeding your programmed
level of exercise.

If you are not sure of the origins
of your setback ask your GP
for advice.

Managing a setback

Once you have identified a
setback as either CFS/ME
related or not, you can follow the
Managing a setback diagram on
pages 22-23.

If your setback is not CFS/ME
related, in other words you have
picked up an infection, you should
reduce the amount of exercise
you do, or even stop altogether for
a short while, before returning to
your GET programme.
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If your setback is CFS/ME related
then you should try and continue

exercising at your current level to

the best of your ability.

It is often incorrectly assumed
that an increase in symptoms
equals harm. It doesn't. If you
continue at the exercise level you
are on now you may well find that
you feel no worse, and after a
short while you may actually feel
better. Remember that although
you may not feel like exercising
during a CFS/ME related
setback, by resting too much
you can quickly lose the physical
gains that you have made.

Setbacks are a normal part of
recovery and so it is important to
remain as positive as possible.
As you get stronger you will find
that you have fewer setbacks and
they are less severe and last a
shorter time.

Forming a setback plan

Managing a setback is a matter
of using common sense but you
will find it helpful to work out a
plan of action in advance.

When developing a setback
plan there are important points
to remember.

20

* Try to maintain as much
physical activity as you can even
if this seems difficult.

* Resting too much will
probably worsen your condition
in the long run. Even resting for
a week can make it much harder
to get back to where you were
on the GET programme.

e |f you cannot do your exercise
in one go break it into two or
more sessions.

* |f you have had to stop an
activity or an exercise get back to
it as soon as you can.

On the next page is a setback
plan worked out by Joe who,
you might remember, is aiming
to walk for 30 minutes to reach
the High Street and return with
two bags of shopping. Joe is
currently walking to the coffee
shop and back, a return journey
of 17 minutes, five times per
week. However, he has had a
busy time recently, with family
staying and a few late nights,
which has caused an increase
in his symptoms that could be
classed as a CFS/ME related
setback. Joe now follows

his setback plan to keep up
his exercise levels and avoid
deconditioning.





Joe’s setback plan

1. | will try to continue walking

for 17 minutes on five days per
week even though this will feel
more difficult.

2. If necessary, | can walk at
a slower pace or rest for five
minutes at the coffee shop on
some days.

3. Alternatively, | can break

down the walk into two sessions,

i.e. do 10 minutes in the morning
and seven minutes in the
afternoon on some days.

4. |f | am unable to manage five
days of walking for 17 minutes,
even with rests or by splitting

it into two sessions, do one of
three things:

* Do the 17-minute walk four
times per week, instead of
five, and continue to split
the walk or take rests as
necessary or

* Return to the previous step
of my exercise programme
- walking for 14 minutes. Do
this for one or two days, and
try to do the 17-minute walk
on the other days or

* Walk for 14 minutes for the
next five days.

5. | should aim to return to the
17-minute, pre-setback walk as
soon as possible.
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Managing a setback

~\§ /

Symptoms typical of CFS/ME,
e.g. fatigue, headaches, sore throat,
tender glands, concentration
and sleep problems:

CFS/ME
related setback

Aim to stay at present
exercise level for one week
until feeling better

)

Not possible  Possible

Use your
setback plan

Continue
to the next

level of your é—/

GET programme
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Increased
pmm— symptoms

Symptoms typical of infection, e.g.
raised temperature, runny nose,
phlegm production:

non-CFS/ME
related setback

‘m\ &/
Is medical help

necessary?

Yes - see your GP or
pharmacist for medication

Stop exercising until
your symptoms have reduced.
When feeling better start your GET
programme again at a manageable level.

Use your setback plan
if necessary

/ —

4
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Conclusion

This guide to undertaking a GET
programme has outlined the
basic principles involved, namely
stabilising your daily routine and
introducing stretches and exercise
in small weekly increments.

Before starting a GET
programme you must discuss
it with your GP or hospital
doctor and keep

them informed of your
progress throughout.

In order to maintain the benefits
in the long term it is important
that you continue to exercise
regularly. GET has been shown
to reverse the deconditioning
cycle, and the consequent

24

reconditioning of your body will
help to improve many aspects
of your life including fitness,
sleep and mood. The skills that
you have developed through
following a GET programme
can be used to set up and
achieve future goals as the
discipline involved in sticking
to the programme gives you
more self-confidence.

The positive effects of GET can
last at least two years (or even
longer — no studies have tested
this yet) and success will give you
a greater chance of controlling
your symptoms rather than CFS/
ME controlling you.






Stretching exercises

At the beginning choose two to
three stretches that target your
personal areas of stiffness. You
should feel a gentle stretch in
your muscles but it should not
be painful. When you start to feel
the stretch you should hold the
position for 2—-5 seconds.

Over the weeks you can gradually
increase the length of time you
hold the stretch, for up to 20
seconds. You can also increase
the number of times you do the
same stretch, up to three times
per session.

If you find stretching particularly
helpful you may like to do your

stretching routine more
frequently, for example two to
three times a day. However,
make sure that you build

up the number of times you
stretch very gradually. You can
also add different stretches,
up to six per session.
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1. Standing calf stretch »

Stand in front of a wall and put
your hands flat on the wall as
shown. Stretch your right leg out
straight behind you, keeping your
heel on the floor, and slightly
bend your left leg. Keeping your
back straight, bend your left knee
over the centre of your left foot,
keeping both heels on the floor.

Hold the position when you feel a
stretch in the calf of your straight
right leg. Repeat with your left leg
behind you.

<« 2. Deep calf stretch

Stand in front of a wall and put
your hands flat on the wall as
shown. Place your right leg
behind and slightly to the right
side of your left leg. With both
heels on the floor, bend both
knees until you feel a stretch

in the calf of your right leg, low
down near the ankle. Repeat
the exercise with your left leg
behind.






3. Standing thigh stretch »

Place your left hand on a wall for
support and stand with your back
straight, chest lifted and your
tummy held in. Your feet should
be hip-width apart.

Take your weight on to your left leg
and bend your right leg until you
can hold your foot with your right
hand. Bring the heel of your right
foot against your bottom as shown.
Keep your back straight, your
knees together, your supporting
left leg slightly bent, and your right
knee facing the ground.

Gently press your hips forward
until you feel a stretch at the front
of your right thigh. Repeat by
holding your left leg up.

4. I—ymg thlgh stretch ¥ your bottom. Tilt your hips

Lie on your right side with your forward at the same time and
legs bent and your head resting you will feel the stretch in the
on your right arm. With your free front of your left thigh.

arm take hold of your left foot and Repeat with your right leg by

gently draw your left heel towards lying on your left side.






5. Standing >
hamstring stretch

From a standing position,
stretch your right leg out in front
of you and place your foot on a
small step. Keeping your heel
on the step, lift up your foot up
so that your toes are pointing

to the ceiling. Keeping your
back and right knee straight but
your left knee slightly bent, put
your hands on your hips, stand
tall and then lean forward from
the hips, sticking your bottom
out as though you were going
to sit down.

You should feel the stretch
pehind your right knee and
thigh, as your left knee bends a
little more. Repeat with your left
leg on the step.

<« 6. Seated
hamstring stretch

Sit on a chair and put your right
leg on another chair set in front of
you. Bring your right foot towards
you SO your toes point upwards.
Put your hands on your hips and,
keeping your head up and your
back straight, sit upright and then
lean forwards from the hips.

You will feel the stretch in the
back of your right leg. Repeat
with your left leg on the chair.






7. Seated groin stretch  »

Sit on the floor in the position
shown with the soles of your feet
touching each other; you may
need to move your feet away
from your groin to make this more
comfortable. Keep your back
straight, look straight ahead and
put your hands on the inside of
your knees.

Gently push downwards until a
stretch is felt down the inside of
both upper thighs.

8. Seated hip
and back stretch

Sitting on the floor, stretch your
left leg out in front of you. Bend
and cross over your right leg so
that your right foot rests against
the outside of your left knee.

Put your right hand on the floor
behind your right hip so you

can support your upper body.
Use your left hand to slowly pull
your bent right knee towards the
midline of your body. At the same
time twist from the waist to look
over your right shoulder keeping
your head up.

You will feel a stretch down both
sides of your body and on the
outside of your right buttock.

Repeat with your right leg

stretched in front. >






9. Side stretch >

Stand straight with your feet :
shoulder length apart and your /‘
knees slightly bent. Hold your

right arm up in the air and, .
keeping your arm straight and £ s
your head up, move it towards f
your left side over the top of your

head as you slide your left arm

down your left thigh.

You will feel a stretch down the
right side of your body. Repeat
with your left arm held up.

<« 10. Back stretch

Sit down with your legs crossed
as shown. Put your hands flat
on the floor in front of you and
move them forwards letting your
back bend. Keep your shoulders
relaxed and your head down in
line with your spine.

You will feel a stretch along your
back and shoulders.
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11. Triceps stretch >

Sit on a chair and look forwards
with your feet flat on the floor and
your back straight. Lift up your
right arm and place your palm
just behind your right shoulder.
Place your left hand on your right
elbow and push backwards.

You should feel a stretch along
the back of your right arm. Repeat
with your left arm lifted up.

12. Shoulder stretch > ) S

Sit on a chair and look forwards
with your feet flat on the floor and
your back straight. Extend your
right arm across your chest so
your arm is parallel with the floor.
Keep your shoulders relaxed and
facing forwards. Put your left hand
on your right elbow and move
your arm towards your chest until
you feel a stretch in your shoulder.
Repeat with your left arm across
your chest.
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13. Chest stretch

Sit on a chair and look forwards
with your feet flat on the floor and
your back straight. Hold your right
arm out behind you and, keeping
your thumb up and your palm
facing outwards, slowly move
your arm backwards without
twisting your body.

Relax your shoulders and when
you feel mild tension in the right
side of your chest, hold the

stretch. Repeat with the left arm.

\
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MANAGEMENT

In addition to an extensive history and physical, the best
management plan provides individualized supportive and
symptomatic treatment. Also of therapeutic value is educating
patients about CFS and validating their illness experience.

Symptomatic Treatment | Treatment is directed toward the most
problematic symptoms, as prioritized by the patient, but only after
underlying conditions applicable to those symptoms have been
investigated and excluded. Such conditions may include sleep
disturbance, pain, weakness, light-headedness, memory or
concentration problems, depression or anxiety. CFS patients are
frequently sensitive to medications, particularly sedating
medications. Therefore, therapy is initiated with a fraction of
recommended dosages and increased slowly as needed to tolerance
and individual therapeutic levels.

Diet | Encourage a well-balanced diet. Ask the patient about use
of alternative food or drug supplements and OTC products to
determine safety, efficacy and possible negative interactions with
prescribed medications and therapies.

Activity | The majority of people with CFS are affected by
postexertional malaise, which is defined as exacerbation of
symptoms following physical or mental exertion, with symptoms
typically worsening 12-48 hours after activity and lasting for days
or even weeks. Postexertional malaise and exercise intolerance,
though not unique to CFS, may help distinguish CFS from

other disorders.

Some people with CFS inappropriately avoid all activity because
personal experience has demonstrated a link between exertion and
symptom expression and severity. An even greater number of
people engage in an endless “push-crash” cycle of activity. It is
important that emphasis be placed on balancing activity
(preventing over- and under-activity) and stopping activity before
illness and fatigue are exacerbated. Appropriate rest is a key
element of the CFS management plan.

Partnering with the patient to develop a highly individualized
activity plan is key to success. The health care practitioner can
assist in identifying goals and setting realistic expectations. The
primary objectives for the plan are to improve function and quality
of life. Gear activities toward improving function in areas that are
of greatest importance in achieving activities of daily living.
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It is imperative that any CFS activity plan be started slowly and
increased slowly. When beginning an activity program, some
patients may only be able to exercise for as little as one minute.
Avoid traditional aerobic-type exercise programs. Simple
stretching and strengthening exercise using only body weight for
resistance is a good starting place for most people with CFS.
However, people who are severely affected will need to start very
slowly; hand stretches and picking up and grasping objects may
be all that can be managed. All exercises need to be followed by a
rest period at a 1:3 ratio—exercising for one minute and then
resting for three minutes.

Counseling | A supportive counselor can help people cope with
the anxiety, depression, grief, anger and guilt that often
accompany any chronic illness. While it is not a cure for CFS,
cognitive behavioral therapy has helped some patients develop
realistic goals and effective coping mechanisms that contribute to
better functioning.

Ongoing Care | Perhaps the most crucial role of the health care
practitioner is to provide support and active follow-up, not only
for the patient, but for family and significant others as well.
Providers need to evaluate new symptoms for possible
development of other illnesses and monitor any deterioration

in function, tailoring the management plan accordingly.

Disability | By definition, all people with CFS are impaired.
Impairment doesn’t necessarily equal disability, and many patients
are able to adapt to their current impediments by consulting with
employers or rehabilitation specialists. Other individuals suffer
occupational disability. The process of applying for disability
benefits is protracted and frustrating. Applying for disability
benefits is often emotionally difficult as patients attempt to accept
the fact that they are no longer able to work and must rely on
disability benefits for financial support.

The health care professional is a major source of documentation in
the disability process. Keeping good clinical notes and using
simple assessment tools to track health status are important to the
process. For additional information on CFS disability issues, visit
www.cde.gov/cfs.

ADDITIONAL RESOURCES

A CFS toolkit for health care professionals, in-depth information
on CFS patient care, complimentary self-study continuing
education courses and research findings are available

at www.cdc.gov/cfs.

.

A RESOURCE GUIDE FOR HEALTH CARE PROFESSIONA

Visit www.cdc.gov/cfs
for more in-depth information on patient care,
research findings and continuing education opportunities.
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WHAT IS CFS?

Chronic fatigue syndrome (CFS) is an illness characterized by
prolonged, debilitating fatigue and a characteristic group of
accompanying symptoms, particularly problems with memory and
concentration, unrefreshing sleep, muscle and joint pain, headache
and recurrent sore throat. It is marked by a dramatic difference in
pre- and post-illness activity level and stamina.

CFS shares various symptoms with many illnesses, including
fibromyalgia, lupus, Lyme disease, sleep apnea, narcolepsy,
untreated hypothyroidism, chronic hepatitis and depression.

Prevalence and Risk Factors | More than one million people

in the United States are afflicted with CFS. Millions more have
debilitating fatiguing illnesses that present with fewer or less severe
symptoms than those indicative of CFS. Although CFS is most
common in 40- to 60-year-old women, it is important to note that
CFS affects both sexes and all race, age and socioeconomic groups.
The majority of patients seen by health care professionals in private
offices or clinics are Caucasian; however, studies suggest the
highest rates may be in Latinos and African Americans. Similar
illnesses have been seen in adolescents and children, but
prevalence data are limited for these populations.

Prognosis | There is little known about long-term outcomes of
CFS. It appears that many people with an acute onset, i.e., CFS
following an infection, improve within two years, although they
may continue to experience symptoms at a less debilitating level.
Individuals with a gradual onset may experience a prolonged
course of illness, characterized by periods of remission and
exacerbation. Symptom improvement, however, may occur even in
people who have been ill for years.

Diagnosis | Despite two decades of research, CFS remains a
clinical diagnosis without specific laboratory tests or markers. The
process of sorting through symptoms and assessing abnormalities
using a thorough history and physical exam is similar to the
clinical assessment of any illness. The major difference is the more
extensive exploration of the patient’s subjective experience, i.e.,
patient symptom complaints and functional limitations. CFS is a
diagnosis of exclusion.

CFS should be considered in a patient who presents with six
months or more of unexplained fatigue and other symptoms,
without an alternative medical or psychiatric explanation.
Although the diagnosis of CFS requires fatigue of at least six
months’ duration, fatigue alone is not diagnostic. Rather, the
entire symptom complex must be considered.

CFS EVALUATION AND
DIAGNOSIS MODEL

FATIGUE
v

Symptom-Driven Evaluation

1) History & physical findings

Treatment
2) Exclusionary lab tests lilness
3) Neurological & psychological evaluation identified
No Plausible Explanation
Reevaluate
at appropriate
Chronic Fatigue Chronic Fatigue intervals;
> 6 months <6months > provide
appropriate
treatment
Reevaluate
Significantly affects at appr0p|r|§te
daily activities — » Intervals;
and work No significant effect prowde
appropriate
treatment

v

Meets > 4 of the 8 Symptom Criteria
1) postexertional malaise lasting more
than 24 hours Reevaluate

2) unrefreshing sleep at appropriate

3) impaired memory or concentration ";treoc/i?jl(;'

4) muscle pain ‘Lle;fs éha" appropriate

5) multijoint pain without redness symptoms i
or swelling present

6) headache
7) tender cervical or axillary lymph nodes
8) sore throat

ooy

CHRONIC FATIGUE SYNDROME

The International Case Definition for evaluation and diagnosis

of CFS, in the model shown above, guides the clinical diagnosis.
If fewer than four of the eight symptom criteria listed in the chart
are present, the clinician should exercise judgment based on the
course of illness, other symptoms and the patient’s medical history.
The following questionnaires assist with the identification and
monitoring of patients with CFS: SF-36, Multidimensional Fatigue
Inventory (MFI) and the CDC Symptom Inventory. For additional
information on these instruments and other assessment tools, visit
www.cde.gov/cfs.

HISTORY AND PHYSICAL EXAM

The history and physical examination provide important clues to
the appropriateness of a CFS diagnosis. The examination must
include a routine neurological and psychological screening, a
thorough physical exam and routine laboratory tests:

Urinalysis

Complete Blood Count (CBC) with leukocyte differential
Erythrocyte sedimentation rate (ESR)

Total protein

C-reactive protein

Alanine aminotransferase (ALT) or
aspartate transaminase serum level (AST)

Alkaline phosphatase (ALP)
Blood urea nitrogen (BUN)
Electrolytes

Creatinine

Albumin

Globulin

Glucose

Calcium

Phosphorus

Thyroid function tests (TSH and Free T4)
ANA and rheumatoid factor

Further tests may be indicated to confirm or exclude a diagnosis
that better explains the fatigue state (i.e., polysomnography for
suspected sleep apnea) or which are suggested by results of the
above screening tests.

Symptom Assessment | Evaluation of patients with unexplained
chronic fatigue must include the frequency, severity and duration
of accompanying symptoms. The Numeric Rating Scale can
simplify assessment and documentation of the person’s subjective
experience. For symptom intensity, patients are asked, “On a 0

to 10 scale, 0 being no (SYMPTOM) and 10 being the worst
(SYMPTOM) you can imagine, what number would you say

your (SYMPTOM) has been over the last week?”

For symptom impact, patients are asked, “During the past week,
how much have your symptoms interfered with your usual work,
school, home or social activities, with 0 being does not interfere at
all and 10 being completely interferes?”

NONE MILD MODERATE SEVERE ~ WORST POSSIBLE
1 2 3 4 5 6 7 8 9 10





