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Population 1: Patients Undergoing First Diagnosis

Primary Question:  What elements (expertise, services, tests) may be needed to make the first diagnosis and initiate and monitor optimal treatment?

1. For the following tests. . .

· Standard/Routine EEG

· Ambulatory EEG

· Video-EEG Monitoring

· Invasive EEG

· CT 

· MRI

· Lumbar Puncture

· Blood Testing

· What is the cumulative contribution (in order of increasing invasiveness and cost) of each of the following diagnostic interventions to the accurate diagnosis of patients presenting with their first seizure?  

· What are the positive and negative predictive values of each test alone?  

· In what instances do additional tests add little useful information?  

· Is there evidence that not applying particular tests will lead to incorrect diagnosis, negative health or negative psychosocial outcomes?  

· Are these tests useful for all patients undergoing first diagnosis, or only particular sub-populations?

· Which components of the patient’s history are necessary to accurately diagnose the first seizure?

2. What criteria should be used to guide decisions regarding the timing and selection of treatments for patients undergoing first diagnosis? 

3. Which interventions are necessary to adequately monitor patients on their first epileptic drug regimen?  To ensure that the first diagnosis was correct?  For what period of time should this monitoring occur?  Should such monitoring be routine or prompted by particular symptoms/events?

4. What aspects of pharmacological expertise have been demonstrated to result in optimal patient outcomes (maximum reduction of seizure frequency with minimal side effects)?   (pharmacological expertise:  selection of optimal AED based on epilepsy diagnosis and patient characteristics; adjusting drugs and dosages to reduce seizures; monitoring and limiting adverse drug reactions and interactions; monitoring patient’s tolerance and compliance with particular drug regimens; recognizing changes in seizure characteristics; ordering and interpreting appropriate lab tests based on knowledge of specific adverse events associated with different drugs).

5. What social services are necessary for patients at the time of first diagnosis? Employment counseling? Assistance/information from the Epilepsy Foundation? And is there evidence demonstrating that counseling improves patient follow-up, compliance and quality of life?

Population 2:  Patients Demonstrating Intractability

Primary Question:  What elements (expertise, services, tests) may be needed to identify and care for intractable patients?

1. How should intractability be defined?

2. Is there evidence that a lack of particular expertise, services, or tests will lead to improper management or negative outcomes?

3. What is the contribution to appropriate diagnosis/treatment of the following tests: routine EEG, ambulatory EEG, video-EEG monitoring, CT, MRI (with special protocols such as FLAIR), PET, and specialized drug monitoring?

4. What interventions should be available to confirm diagnostic suspicions of intractability due to incorrect initial diagnosis? Due to inappropriate treatment?

5. When should the following treatment interventions be available to intractable patients: investigational drug studies, surgical evaluation, vagal nerve stimulation, neuropyschological testing, and social work? In what order? And how should intervention outcomes be evaluated?

6. How long should a patient be followed without improvement before the next level of care is sought?

Population 3: Patients Presenting With Comorbidities

Primary Question:  What elements (expertise, services, tests) may be needed to care for patients with comorbidities?
1. What monitoring interventions are appropriate for pregnant women with epilepsy? What AEDs? What special counseling? 

2. What counseling and/or testing should be offered to men with epilepsy on AEDs, with regard to endocrine status, fertility, and reproductive outcomes?

3. Are children of epileptic women (or men) in need of special diagnostic tests? Monitoring? What is the incidence of congenital anomalies? Are long term developmental outcomes similar to children without epilepsy?  

4. Are children with mental retardation more likely to suffer epilepsy? Are there specific diagnostic or monitoring interventions that should be available to children with mental retardation or other neuropsychological disabilities to diagnose epilepsy? Do these children require special treatments? 

Population 4:  Patients With Side Effects from AEDs

Primary Question:  What elements (expertise, services, tests) may be needed to care for patients experiencing the adverse effects of anti-epileptic drug therapy?
1. What monitoring tools/resources best detect or predict the onset of AED-related adverse events?

2. Are AED side effects currently underdiagnosed?

3. What patient and treatment factors are associated with a higher risk of AED side effects?  What diagnostic or monitoring interventions can best detect the side effects associated with particular patient or treatment factors?  What pharmacologic expertise may prevent these side effects?

4. What is the appropriate management (diagnosis and treatment) of AED-related side effects?  When should patients with side effects be referred?

5. What measures should be routinely employed to reduce the incidence of AED side effects?

Population 5:  Patients Withdrawing from AED Therapy

Primary Question:  What elements (expertise, services, tests) may be needed to care for patients withdrawing from anti-epileptic drug therapy?
1. Which patients may be safely withdrawn from AEDs?  What diagnostic or monitoring interventions can identify such patients?

2. What monitoring interventions should be employed after withdrawal of AEDs? 

3. What counseling should patients receive upon withdrawal of AEDs? What activity restrictions should be placed upon these patients?

4. When should treatments be reintroduced in patients who have withdrawn from AEDs? 
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