: commumty and- gcncral pubhc, often crcftmg feelings of invalidation and frustratlon
for persons with- the illness as well as their loved ones.CES is widely recognized in
adults, but it is not as well known that children and adélesccms can have the'illness.
The following: article provides an overview of GBS in’ ‘the pcdmmc popuilation.

CFS has been: fouu |'in children as young as age five: An‘Auseralian study report-
ed 5.5 CFS-cases per 100 000 children-up-to age 9, and 47.9 per 100,000 in ages 10-
19 (Lloyd et al., 1990},

Early pracucal intervention for pediatric CFS i is wcll within the training and ability
of primary care physmans, howcver the illness cari and often doee appear differencly in
- children than in’ adults and it can be dlfﬁculr to diagnosc. Ga :

Symptoms : e e e

There appear to be two onset pattetns of pcdla[nc CFS: gmdual or msndmus, onset of symp-
toms, usually in chﬂdrcn 5 1012 years of age, and acute onset of m‘nptoms, more common
with cases beginning in adolescence. As in adult CFS, symptoms may inchide sore throat,
joint pam, mlgramcs, 1rr1table bowel syndrome, postcxcrtlonal ma.lalse; sléep dxsorders,

children most often have their onset. with headache ar u—mab]e bowel syndrome.

The cognitive dlsturbanccs in'CFS can produce reduced concentration, short-term
memory loss, and confusion and’may be confusec ‘auention dr_:ﬁclt disorder in
children. These symptoms may be hard to' recoghize, because "'hlldrcn do not havc as

~'much experience as adults in judging thcnr owi cogmtwa abilicies, -+

Pediatric CFS patients will often have numerous symptoms at. equally severe levcls,
but the symptoms will migrate. For example, a- child may. complam of sore throat and
headache, followed the next day by lymph: nude__and abdominal pain. By rccordmg the

 symproms dunng ofﬁce v1sn;s, an overall pattcrn can be established :
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CENTERS FOR DISEASE CONTROL AND
PREVENTION CASE DEFINITION OF
CHRONIC FATIGUE SYNDROME*

CFS is a syndrome characterized by fatigue that is:

Medically unexplained

Of new onset

Of at least six months' duration

Not the result of ongoing exertion

Not substantially relieved by rest

Causing a substantial reducuon in previous
levels of occupational, educational, social or
personal activities

- In addition, there musl be fouror more of the followmg
- symptoms: ;
2 - Impaired memory or concentrailon
" Sore throat . . .
Tender nheck {cerwcai) or armp|t {axtllary)
lymph nodes - -
Muscle paln’ (myalgla)
Headaches of a new type pattern or seventy
h 'Unrefreshmg s!eep e
y Postexeruonal mala|se (Iasnng mora than
.. ‘24 hours) = i
: Mult: -joint pain (arthralgla wuhout swellmg
i 70 or redness) - e it
3—;--Cond|t|ons that would emludeadlagnosn : V’CFS SRR
. include other medical disorders knoiwn to cause iangue
: “major depressive iliness, medication that has faugua as ..
oa slde:eﬂect and alcohol or subsiance abUSe

*Fukuda et al, The chronlc fahgue syndrome a comprehe i}ie' o
approach toits definition and study; Annafs ‘of In!emal =
; Madlcine, 121 953-959, 1994 : ;

However, establishing a pattern may be complicated by the fact
that children sometimes have difficulty recognizing changes in ener-
gy, and very young children in particular are unable to verbalize
whar they are experiencing. Some children with CFS do not perceive
themselves as being ill because they have no clear reference for nor-
mal health.

Diagnosis

The diagnosis of CFS is entirely clinical: a characteristic pattern of
somatic symproms (see CDIC case definition) dominated by unex-
plained fatigue limiting normal activity. Laborarory resting should be
used to exclude other possible causes for the symptoms, but by far the
most effective tool to use when CES s suspected is an activity scale
or daily diary that measures a child’s overall normal activity levels.

A child with CFS will have substantially reduced activity levels,
buc may appear to others to have a normal activity fevel, For exam-
ple, a child with CES may be able to participate in sporting activi-
ties on the weekend (ie., playing in a soccer game), giving the
appearance that he or she is healthy. On closer examination, how-
ever, the child with CFS who participated in the soccer game would
have to rest for the remainder of the day and usually the next day.
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School attendance is the most important indicator of both
severity and prognosis of pediatric CFS. If the CFS symproms are
mild, the child can make it through a full day of school, perhaps
even with gym class, but will have increased fatigue and may need
to rest often. Moderate CES permits part-time school without gym
or sports, and requires the child to get extra rest every evening,
With severe forms of CFS, schaol attendance may not be possible,
and home tutoring should be used to maintain an appropriate
grade level.

Comparing the child’s activity levels on weekends and during the
summer to activity during the school week is also imporrant.
Children often report that they feel better in the summer, which is
often considered an indication of school phobia. However, it may
actually be because fewer sustained activities are required.

Measuring activity levels helps to rule out school phobia or
depression. Depressed children do not feel ovetly tired and weak.
A child with CFS will be just as inactive on the weekend as during
the school week or may actually exhibit even less activity during
unrestricted times,

Treatment

In longitudinal studies, 8% to 47% of children with CFS become
well; 27% to 46% improve; 12% to 29% remain unchanged, and
6% to 17% become worse on follow-up evaluation (Bell, 1995).

In pediatric CFS, it is important to develop long-term treat-
ment plans that address all issues, including maximizing the
child’s activity levels, alleviating anxiety, and maintaining grade-
level school work. Children with CES who cannot attend school or
have reduced participation in school acrivities are missing important
developmental opportunities and should be encouraged o combine
social contact with exercise or play whenever they are physically able.
For CFS patients who cannot remain upright for more than 4 hours
in a 24-hour period, it is important that they learn coping skills for
school and social activities.

The pediatric patient’s fears should also be addressed. Children
with CFS may believe char they have AIDS or cancer, or that they
are dying. They may also fear that any increased activity fevel will
worsen their condition, causing them to avoid social and other acriv-
ities important to their development. Pucting these fears to rest can
help children cope with their illness better.

Although pharmacologic therapy may help with the symproms
of the illness, there is no evidence that it shortens its overall course.
Healthcare practitioners should be aware thart children with CFS
often have unusual responses to medications, so low dosages should
be tried first and gradually increased as appropriate.

I the child experiences difficulty initiating or maintaining sleep,
small doses of antihistamines may help. More severe cases might
require low doses of tricylic antidepressants (Lapp, 1997). For
headache pain, a mild analgesic, such as aceraminophen or ibupro-
fen, can also be effective.

There is increasing evidence that orthostaric intolerance {OI)
plays a role in adult CFS, and this area is being studied in children.
Research indicates that OI may be more common in children with
CFS than in adults with CFS. Symproms of lighr-headedness and
postural syncope in children can often be managed by increasing

March 2001




daily water and salt intake. In adolescents, mineral corticosteroids
and beta-blockers can be effective (Stein, 1998).

Fatigue, which can be associated with reduced serotonin states,
may be helped with selective serotonin re-uptake inhibitors (SSRIs})
such as fluoxetine (Prozac) and sertraline (Zoloft).

Case Management

Pediatric CFS is often mistaken for school phobia, anxiety disor-
der or depression. Failure to make a proper diagnosis can lead to
isolation, insecurity and family stress for the child. Examining
the child’s school attendance and activity levels, as well as estab-
lishing a symptom pattern through the office visits, can help
diagnose CFS.

Validating the illness, providing symptomatic relief, and encour-
aging graded increases in activity are the most prudent paths to
managing the illness (Lapp, 1997). Because many of the symptoms
of CFS are present eatly in other disease states, periodic diagnostic
reevaluation is essential.

As in other chronic illnesses, the physician is often called upon
to acc as patient advocate, managing both medical and psychoso-
cial issues, and providing information and education to the
patient, family and school personnel. Physician support during all
phases of pediatric CFS will allow greater compliance with treat-
ment suggestions. g

REFERENCES

Bell, D. Chronic fatigue syndrome in children and adolescents: a review.
Focus & Opinion: Pediatrics, 1:412-420, 1995.

Lapp, C. Management of chronic fatigue in children: a practicing clini-
cian’s approach. Journal of CFS, 3:59-76, 1997.

Lloyd, A. et al. Prevalence of chronic fatigue syndrome in an Australian
population. Medical Journal of Australia, 153:522-528, 1990.

Stein, M. Twelve-year-old-girl with chronic fatigue; school absence, and
fluctuating symptoms. Journal of Developmental and Behavioral
Pediatrics, 19:196-201, 1998.

ABOUT THE AUTHOR

David Bell, MD operates the Primary Care Pediatrics and Family
Practice in Lyndonville, New York. A clinical researcher in Chronic
Fatigue Syndrome since 1979, Dr. 8ell has published six books and
numerous papers on CFS. He is a graduate of Harvard University and
Bosten University Medical School, and currently serves as Vice
President of the American Association for Chronic Fatigue Syndrome,
the Vice President of Medina Memorial Hospital Medical Staff in Medina,
NY, Chairperson for the Department of Pediatrics, the Medina Memorial
Hospital Advisor to the Chronic Fatigue Syndrome Coordinating
Committee, National Institutes of Health.

Reprinted with permission. The CFIDS Association of America,
The CES Research Review, Fall 2000, Volume 1, Issue 4.

March 2001




