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Do you know a child that misses favorite activities because of severe exhaustion, pain, lightheadedness, and flu-like symptoms?

The Pediatric Network for Chronic Fatigue Syndrome, Fibromyalgia, and Orthostatic Intolerance is here to help.

www.pediatricnetwork.org

Symptoms of these overlapping conditions may include:

· Incapacitating fatigue, exercise intolerance & sleep disturbances

· Impaired short-term memory & concentration problems

· Sore throat, muscle and joint pain, headaches, allergies

· Nausea, irritable bowel syndrome, cyclic vomiting 

· Lightheadedness, low blood pressure, racing heart, shakiness, sweating, blurred vision, nausea, worsened fatigue and pain, difficulty speaking, and possibly fainting when sitting or standing still

How are these conditions diagnosed in children and adolescents?
Many conditions can cause fatigue, pain, and lightheadedness. Doctors begin by ruling out common causes of children's symptoms. It can be very frightening and stressful when a child is sick, and it is easy to want to rush into a diagnosis. However, it is important to patiently and diligently seek an accurate, appropriate diagnosis, which may take a number of months. 

This process begins with a series of visits to a pediatrician or family doctor, in which tests will be ordered to rule-out logical explanations for the child's symptoms. The doctor may refer the child to additional specialists, and may wish to wait to see what the child, parents, and teachers report over time. 

Try to find a physician that makes you feel comfortable, explains the sequence of diagnostic tests and visits, pays attention to detail, and welcomes your questions. You will need to work as a team during the process of ruling out exclusionary conditions and gathering your observations, which will be the clues to the diagnosis. You may find that a unique combination of factors and diagnoses best explains your child's condition.
How is Chronic Fatigue Syndrome diagnosed in youth? 
The Centers for Disease Control's 1994 CFS research case definition requires at least six months of fatigue which interferes with daily activities and persistent or recurring difficulty with four or more of these symptoms: 

Substantial impairment in short-term memory or concentration; sore throat;

tender lymph nodes; muscle pain; multi-joint pain without joint swelling or redness; headaches of a new type, pattern or severity; unrefreshing sleep; and post-exertional malaise lasting more than 24 hours.

The fatigue must not be alleviated by rest and must lead to a substantial reduction in previous levels of activity. One way to evaluate children's fatigue is to note whether they are able to attend school, participate in sports, and visit their friends 

without ending up in bed as a result. Keeping a brief diary that lists activities and symptoms can help you examine the impact of fatigue on a child's ability to learn, play and socialize. 

David Bell, a pediatrician and CFS researcher, explains: "Even with the ups and downs of CFS, the activity level rarely goes up to normal. Most healthy people have 12 hours of inactivity and 12 hours of activity during the average day. People with severe CFS have 1 to 2 hours of activity, moderate CFS 4 to 6 hours of activity and mild CFS 8 to 10 hours of activity." 

How is Juvenile Fibromyalgia Diagnosed?
An adult is considered to have fibromyalgia (FM) if she has widespread pain and a physician notes that firm pressure at at least 11 of 18 FM tender points triggers severe pain that radiates locally. This widespread, chronic pain must have persisted for at least three months (American College of Rheumatology criteria). FM symptoms may also include fatigue, joint stiffness, tingling, disturbed sleep, and headaches.
Adolescents with FM may have as few as five tender points, more sleep disturbances, morning fatigue, and swelling of the extremities, and less ability to tolerate exercise than is seen in adults with FM (Yunis and Masi, 1995). Pediatric rheumatology or pain management clinics at university hospitals usually can refer you to a physician familiar with juvenile FM.  

How is Orthostatic Intolerance Diagnosed in Youth? 

Orthostatic Intolerance (OI) is a syndrome in which a person feels very ill when they sit or stand still for too long. It is hard for them to maintain adequate circulation when they are upright. Because they have inadequate blood flow to their upper body, they develop symptoms such as lightheadedness, fatigue, racing heart, sweating, shakiness, blurry vision, flushing or pallor, and difficulty concentrating and speaking when they must be upright and still. Heat and dehydration also trigger symptoms. 

It is more challenging for people to maintain good circulation when they are sitting, standing or in a warm environment because these conditions encourage blood to pool in the lower body. People with OI are unable to prevent blood from pooling in their feet, legs, pelvis, and abdomen because of problems such as inadequate resistance in their blood vessels and difficulty adjusting their heart rate. Patients may also have low blood volume or red blood cell mass. 

Patients who suspect that they have OI may undergo simple tests in which they stand still while their heart rate, blood pressure, and symptoms are monitored. Doctors look for blue-ish discoloration and swelling of the legs and feet (suggesting that blood is pooling there), changes in heart rate, and decreased blood pressure to help make the diagnosis. Patients may also have a more complex test called a head-up tilt table test where more data is gathered about the nervous system and heart's responses to upright posture. This testing is done by electrophysiologists -- cardiologists interested in heart rhythms and fainting. This field is changing rapidly as research is published, so finding a cardiologist or neurologist that's familiar with the latest diagnostic criteria and testing methods is essential. 

There are two kinds of OI commonly diagnosed in youth with CFS or FM:  Neurally Mediated Hypotension (NMH) and Postural Orthostatic Tachycardia Syndrome (POTS).  Most patients with OI do not have its most severe form, Orthostatic Hypotension (OH), whose diagnostic criteria require that systolic blood pressure fall by at least 20 mm Hg within the first three minutes of standing (Robertson D, 1999).  

Neurally Mediated Hypotension (NMH) means that low blood pressure develops during upright posture because the nervous and cardiovascular systems are unable to properly maintain normal circulation. NMH is diagnosed during a standing or tilt-table test if the patient feels ill and has a decrease of at least 25 mm Hg in systolic blood pressure without an associated increase in heart rate (Rowe PC, 1999).

Postural Orthostatic Tachycardia Syndrome (POTS) means that an abnormally fast and uncomfortable heart rate and other OI symptoms develop when the patient is upright. POTS is diagnosed if the patient experiences discomfort and their heart rate increases by at least 30 beats-per-minute within the first 5 minutes of standing or tilt-table test. Some physicians look for a heart rate of at least 120 beats-per-minute during this time to diagnose severe POTS (Low P, 1995).

What Can You Do While You Wait for a Diagnosis?

Believe your child. Help your child see every choice and opportunity available to him. Respect his decisions. As is age appropriate, help your child learn about the diagnostic process and reassure him that this time of crisis will end. 

Help your child become a "medical detective" using a symptom diary to observe the consequences of activities, sleep changes, diet, hydration, social or school stress, and medication changes. This will help your child make informed decisions. 

Keep in touch with your child's teachers, guidance counselor and school nurse, so they will know that your child's pediatrician takes her condition seriously, and that you are working to identify the proper diagnosis. 

Find a physical therapist with an interest in these conditions. Ask her to help your child develop a gentle exercise routine that they can do consistently. The goal is to find a level of activity that your child can maintain without setbacks. In addition, the physical therapist may be able to help minimize headaches and muscle pain, increase your child's flexibility and balance. Some children are able to slowly increase their muscle strength and aerobic activity, which can help orthostatic intolerance and fibromyalgia. Many others cannot do this, but can work on the other goals mentioned above. 
Consult a registered dietician if you think diet plays a role in your child's nausea, irritable bowel syndrome, migraines, shakiness, or other symptoms. 

Ask your doctor or local mental health agency to refer you to a psychologist with an interest in pediatric chronic illness. You, your child with illness, and perhaps your healthy children will need private times with a supportive psychologist or social worker to discuss the impact of illness on your lives, and to begin learning constructive, positive coping strategies. 

Help your child stay in touch with his or her peers. Invite a few friends over for a quiet lunch, movie, or board games. If your child is missing a lot of school, talk with your child's guidance counselor about ways to help your child stay in touch with school life, such as attending an after school club once a week or occasionally having lunch at school in a quiet room with a few friends. 

Talk with other youth and parents at www.pediatricnetwork.org. You don't have to go through this alone!
