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Dear School Nurse:

Have you ever been concemed about a student struggling with exhaustion, flu-like symptoms, and difficulty concentrating,
who did not have a medical diagnosis? Did you wonder whether that child might have chronic fatigue syndrome (CFS), and
if so, what that would mean for his or her education and future? Volunteers that care about CFS are distributing the
enclosed article from School Nurse News, which introduces pediatric CFS and a tool to help differentiate between normal
activity levels and those seen in CFS. We hope you will incorporate knowledge of CFS in the many ways you support the
school community.

As a school nurse, you witness the course of children's illnesses and have the opportunity to help families and pediatricians
reach appropriate diagnoses and implement treatment plans. A recent DePaul University community-based CFS prevalence
study found that less than 10% of adults with CFS have been diagnosed. The other more than 90% remain ill wath little or
no medical care for their illness. Children with CFS and their families report similar experiences of months or years of
undiagnosed (or msdiagnosed) illness as do adults. As the enclosed article indicates, a careful, appropriate diagnosis of
pediatric CFS can alleviate the child and parents' fears and allow them to begin coping constructively, by planning ways to
maintam educational progress, encourage socialization, and manage symptoms. School nurses and primary care providers
are equipped to help children and parents cope with chronic illness, if that illness is recognized and diagnosed.

Resources are available to help you recognize CFS in children and adolescents, provide a supportive school environment,
and encourage positive coping strategies. The CFIDS Association of America, the nonprofit organization providing the
enclosed matenals, is the leading organization dedicated to conquering CFS and related disorders. The Association's
publications, The CFIDS Chronicle and The CFS Research Review, are the world's most authoritative and widely read
sources of information about CFS. The Association provides many resources for those that care about pediatric CFS:

Free subscriptions to health care providers requesting our quarterly publication, The CFS Research Review;

* An extensive pediatric CFS web site addressing the educational, medical, and social issues facing young patients
and their fammlies (http://www.cfids.org/youth);

* A free pen-pal program for youth with CFS, their parents, and their siblings;

* Referrals to local CFS support groups and special Internet lists for youth and parents dealing with CFS;

e and prnt educational materials, including a Pediatric CFS Packet, medical journal articles on CFS, brochures, and
back 1ssues of The CFIDS Chronicle and The CES Research Review.

To request a free subscription to The CFS Research Review, or to speak with me about our education and youth programs,
please contact me at the address or phone number below. The CFIDS Association of America wants to help the medical
and educational communities care for those with CFS. We're here to support you as you leam about this condition.

Sincerely,

S

Terrt Lupton, BSS, RN
Coordinator, Educational Opportunities

PO Box 220398 ¢ Charlotte, NC 28222-0398 Fax:704/365-9755 * 800/442-3437  E-mail: info@cfids.org * Web: http://www.cfids.org
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_ ”_cEN'rens Fon DISEASE com'nm. AND
" PREVENTION CASE DEFINITION OF
- CHRONIC FATIGUE SYNDROME*

- CFS is a syndrome characterized by fatrgue that IS
Medically unexplarned N |
Of newonset =
~ Of at least six months duratton
" Not the result of ongoing exertton
‘Not substantlally relieved by rest |
"_-fCausrng a substantial reductlon in prewous IR
levels of occupatlonal educatlonal soc:|a| or
personal actlvrtres TR
ln addrtron there must be four or more of the followrng
symptgms _; S TR B
o Impalred memory or concentratlon
- Sore throat - B A D
Tender neck (cervrcai) or armptt (axrllary)
lymph nodes i _ L
'__'-_._-__Muscle pain (myalgra) BEEE RN I R
. Headaches of a new type pattem or severrty
. “Unrefreshing: sleep e s :

f:"-j_;_f-:_f_._'g_j_fj.j-:f'j_f':_;’j__}i__.Z_Postexertlonal malarse (Iastmg more th an fiff_?_ﬁ_f_-:

R _'fMuItr-jomt pam (arthralgra wrthout swelhng
. orredness)
:_-;fj'_f?;;ij_'.?fff_:rj'Condrtlons that would exclude a dragnosrs of CFS
- include other’ medical disorders known to cause tatrgue
- “major depressive iliness, medication that has fatlgue as
a Slde eﬁect and aloohol or substance ahuse : |

epproach to xts dettmtton and study, Annals of fnternaf
;-;;Medrcme 121 953 959, 1994 R e

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
what they are experiencing. Some children with CES do not perceive
themselves as being ill because they have no clear reference tor nor-

mal health.

Diagnosis

The diagnosis of CES is entirely clinical: a characteristic pattern of
somatic symptoms (see CDC case definition) dominated by unex-
plained fatigue limiting normal activity. Laboratory testing should be
used to exclude other possible causes for the symptoms, but by far the
most effective tool to use when CES is suspected 1s an actvity scale
or daily diary that measures a child’s overall normal actvity levels.

A child with CFS will have substantially

activity level. For exam-

reduced activity levels,

but may appear to others to have a normal
ple, a child with CES may be able to participate 1n sporting ACTIVL-
ties on the weekend (i.e., playing in a soccer game), giving the
appearance that he or bhtﬂ is healthy. On closer examination, how-
ever, the child with CI'S 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 artendance is the most important indicator of both
severity and prognosis of pediatric CFS. If the CFS symptoms 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 CFS permits part-time school without gym
or sports, and requires the child to get extra rest every evening.
With severe forms of CFS, school artendance may not be possible,
and home tutoring should be used to maintain an appropnate
grade level.

Comparing the child’s activity levels on weekends and during the
summer to activity during the school week is also important.
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 overly 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 activities are missing important
developmental opportunities and should be encouraged to 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 soctal activities.

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

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

If 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 acetaminophen or ibupro-
fen, can also be effecrive.

There is increasing evidence that orthostatic 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
CES than in adules with CFS. Symptoms of light-headedness and
postural syncope in children can often be managed by increasing
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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 CES are present early in other disease states, periodic diagnostic
reevaluation is essential.

As in other chronic illnesses, the physician is often called upon
to act 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. @
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