[image: ]
[bookmark: _GoBack]POTENTIAL FREQUENTLY ASKED QUESTIONS FOR NEUROLOGISTS DELIVERING STANDARDISED MEDICAL CARE
Q. Do all patients have to have video telemetry or EEG-confirmed diagnosis?
A. No. If the diagnosis can be made with high degree of certainty from the clinical history or mobile phone footage then EEG is not mandatory for entry to the study.  
However, we need a system to satisfy reviewers (of papers submitted for publication at some stage in the future) and the NIHR HTA (the project funders) that we have taken reasonable steps to validate diagnosis where it is made on clinical grounds.  Therefore, it will be important for you to document in your clinic letters why the diagnosis of dissociative seizures was reached and why telemetry was not thought to be necessary or possible.  In those patients who do not have telemetry confirmation of dissociative seizures AND have only had the diagnosis confirmed by one neurologist (i.e. you), the Research Worker will forward, confidentially, the clinic letter(s) about these patients to a senior epilepsy expert in the research team for review and documentation. We will arrange for this to happen after the patient has consented to take part in the first phase of the study and before they meet the psychiatrist as part of the CODES study (or before they would be randomised in the second part of the study).  This means you will not have any additional investigations to do if you want to include patients without telemetry.
All patients should be told about the study at the clinic appointment in which you convey the diagnosis to them (including those in whom you are making a clinical diagnosis without telemetry).  Referring them for the study  should NOT be postponed pending this clinic letter review.  The clinic-letter review is intended as a form of quality control and we think this system should satisfy future potential reviewers of any publications about the findings of the project.
Q. Can I include a patient with additional epilepsy?
A. A patient with a previous diagnosis of epilepsy can be included but not someone with currently active epilepsy; the patient (and their carers or others reporting seizures to the patient) should be able to differentiate clearly between their previous epileptic seizures and their more recent dissociative seizures. They should not have had an epileptic seizure for at least one year.

Q. What if I think it’s probably dissociative seizures but the patient is going to come in for video telemetry - when should I recruit them to the study?
A. If you are going to carry out video telemetry then the patient should be recruited to the study after that investigation has taken place and you have explained the diagnosis to them.

Q Is this a study only for newly-diagnosed patients?
A. Patients who have chronic Dissociative Seizures can be included 1) if they have been seen by their neurologist who has reviewed their diagnosis and communicated this to them according to the Study Protocol and given them the leaflet on Dissociative Seizures AND 2)  they have NOT had CBT for Dissociative Seizures at a trial participating centre.

Q. There is a lot of detail within the Neurologist Standardised Medical Care document. Do I have to cover all the points? Do I have to follow up the patient if they are going to be in the study?
A.  There are  only four steps which are mandatory 
•	Make a robust diagnosis of dissociative seizures
•	Give the patient a standardised introductory leaflet – ‘Dissociative Seizures (Factsheet (Neurology)’ 
•	Explain the diagnosis to the patient in simple terms
•	Refer the patient to the study psychiatrist

The rest of the document represents recommendations for good standard treatment by a neurologist. We want to encourage a good standard of care in the SMC group but also want to maximise the opportunity for patients to participate in the trial. 
Although we would recommend at least one further neurology follow-up visit, fewer or more are allowable.

Q. What should I do if the patient appears to be at risk of self-harm? Should the patient wait 3 months to see the study psychiatrist?
A. No. The patient should be treated in the normal way with referral to local psychiatry teams as urgently as the situation demands. They can still be referred to the study psychiatrist for their dissociative seizures as part of the study, as at that stage their suitability for the randomised controlled trial will be evaluated.

Q. Can I refer my patient diagnosed with dissociative seizures for counselling, psychoeducation or psychotherapy whilst they are waiting to see the Psychiatrist as part of the CODES study?
No. The trial protocol will require patients to see the psychiatrist 3 months after receiving their diagnosis. From the point of psychotherapy, provided they have continued to have their dissociative seizures at that point patients will be excluded from the CODES trial if they are 
· having CBT for another disorder or 
· have previously undergone a CBT-based treatment for dissociative seizures at a trial participating centre. 
It would not be practical, however, to have a patient engaged in more than one type of therapy when they enrol in the RCT. 

Q. My patient is already receiving psychiatric care such as counselling or CPN input in the community for a problem other than dissociative seizures (such as anxiety or depression). Are they still eligible for the study?
Yes. The patient can enter the study and still receive normal care for problems such as self-harm or depression as long as they are not receiving CBT. They cannot enter the randomised control trial later if they are receiving CBT for another disorder. 
If they do take part in the randomised controlled trial later anyone delivering such treatment (i.e. counselling, CPN input) will need to know that treatment of the seizures will be the responsibility of the trial and should not form part of their work with the patient.

Q. Am I allowed to discuss psychological factors with the patient if this seems appropriate?
A. Yes. This may be the right thing to do but we would emphasise the importance of explaining the diagnosis, the positive way in which it has been made and the genuine nature of the attacks as a priority for the neurologist. Where possible we would suggest that discussions about aetiology are left for later. The psychiatrist’s job is very hard if the patient doesn’t believe the diagnosis they have been given, or if they have gained the impression that the diagnosis just means they are ‘making it up’.

Q. Should I reduce and stop antiepileptic drugs if I think that the patient does not have epilepsy and I can see no other indication for the medication?
A. Yes. Anti-epileptic drugs are not a suitable treatment for dissociative seizures and should be stopped unless they are given for a different indication (such as migraine, pain or anxiety). Stopping antiepileptic drugs will clarify the communication of the diagnosis in the patient. It is usually best if tapering of antiepileptic drugs is commenced immediately after the communication of the diagnosis and not only after psychological treatment has started or at an even later point.
The use of AEDs as mood stabilisers would be discouraged by the CODES study team unless specifically requested by a psychiatrist after careful consideration of the implications of using AEDs in patients with DS – namely putting them at increased risk of drug escalation, intoxication and inappropriate treatment by emergency and non-specialist services. 

Q. My patient clearly has dissociative seizures but does not have any obvious psychiatric disorder such as anxiety, depression or post traumatic stress disorder. Should I still tell them about the study?
A. Yes. This study does not require patients to have a comorbid psychiatric disorder and we want to recruit a wide range of patients with dissociative seizures into the CODES study. 
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