
Continuity of Care in Epileptic Syndromes: A Survey of current practices within the European Reference Network for Rare and Complex Epilepsies (ERN-Epicare)
With this survey we invite you to give your input about the Transition process from pediatrics to adulthood at your Epilepsy Centre.
This survey is part of the activity of the ERN-EpiCARE Work Package 18 on Beyond Seizures. This survey contains 37 questions and will take about 20 minutes to complete.
Transition is a very important and underestimated part of the care for Epilepsy patients, which however responds to different needs depending on the clinical picture and peculiarities of the patient. Moreover, there is a lot of diversity in Europe and within countries on how to deal with transition. With this survey we are gathering important information and data on the state of transition, the way it is organized and the difficulties that are faced among different EpiCARE HCPs.
EpiCARE is planning to use the data that you will provide to us, to publish and disseminate knowledge, raise awareness and start setting up plans and protocols on how to deal with transition for rare and complex epilepsies, as well as the sharing of good practices.
The Coordination Office takes all appropriate technical and organizational measures in order to comply with the applicable data protection laws, including the General Data Protection Regulation (EU) 2016/679 as from 25 May 2018, and ensures the protection of the rights of healthcare professionals as data subjects.
The questionnaire is also subject to SurveyMonkey’s (or OTHER) Terms of Use, including its Privacy Policy.
1. Do you agree to the above terms? By answering Yes, you acknowledge that you have read and understood our Privacy Policy and that you agree to take part in this questionnaire.
· Yes
· No
If your answer was yes, we kindly ask you to answer the questionnaire below and appreciate your valuable input in order to collect and share all relevant information regarding the Transition Process and how this is happening all over Europe. Please finish the whole survey so that we will have a complete data set.

Questionnaire
 
	Question (text) 
	Response Options 

	Name of Health Care Provider (HCP), who is a member ERN - EPICARE
	drop-down menu with all Epicare centers

	Specialty of person answering this questionnaire 
(one choice)
	�Adult Neurologist
�Child Neurologist 
�Other, please specify – free text

	What is the Status of your HCP 
(one choice)
	�Adult  HCP only
� Pediatric HCP only
� Both

	What is the mean waiting time for an appointment at a specialist out-patient clinic?
((one choice)
	�<1 month
� 1-3 months
� 3-6  months
� 6-12 months
� >12  months
� do not know/ not applicable
�Other please specify – free text

	Up to what age do you care for adolescents in the pediatric department?
(one choice)
	�14 years
� 16 years
� 18 years
�Other please specify – free text

	For Child Neurologist: In your hospital, how old are the oldest patients with epilepsy you follow? (one choice) 
	�14 years
� 16 years
� 20-25 years
� 25-30 years
� 30-40 years
� >40 years
�Other please specify – free text

	How many patients do you refer to adult neurological specialist clinic per year?
(one choice)
	�<10 /year
� 10-20/year
� 20-30/year
� 30-50/year
� 50-75/year
� 50-100/year 
� >100/year 
�Other please specify – free text

	Is there a written or approved procedure for child-adult transition in your HCP ?
(one choice)
	� Yes 
� No 
� I don’t know

	If yes, have relevant patient organizations been involved in the development?
(one choice)
	�Yes 
� No
� I don’t know
�Other please specify – free text

	Is there a transition program in your HCP?
(one choice)
	�Yes, with dedicated personnel and space
� Yes, with dedicated personnel but not space
� No
�Other please specify – free text

	If there is a transition program, where is it located?
(one choice)
	� In the pediatric department, same HCP
� In the adult department, same HCP
� In the pediatric Hospital other than HCP
� In the adult Hospital other than HCP
� We do not have a transition clinic
� Other  please specify – free text

	What is the mean waiting time for an appointment at the transition clinic?
(one choice)
	�<1 month
� 1-3 months
� 3-6  months
� 6-12 months
� >12  months
� >24  months
� Other  please specify – free text
� NA (if there is not a transition clinic)

	Who benefit from transition clinic compensation?
(one choice)
	� Adult Neurology  Department
� Child Neurology Department
� Both
� Independent budget
� Don’t know
� Other  please specify – free text

	Does your HCP provide any addition financial support for transition clinics?
(one choice)
	� Yes
� No
� Don’t know
� Other  please specify – free text

	At what age do patients usually do the transition process?
(one choice)
	�14-15 years
� 16-17 years
� 18 years
� Highly variable
�Other please specify – free text

	At what age do you think patients should start the transition process?
(one choice) 
	�14-15 years
� 16-17 years
� 18 years
� It depends from patient to patient
�Other please specify – free text

	Do you have a designed transition Coordinator?
(one choice)
	� Yes, Child Neurology  
� Yes, Nurse
� Yes, Social Worker
� Yes, Psychologist 
� Yes, Secretary
� Other  please specify – free text

	How much of your working time does the transition process preparation involves?
(one choice)
	� 0-5%
� 5-10%
� 10-20%
� 30-50%
� >50%
� Other  please specify – free text

	Does the pediatric team share a current medical summary, transition passport or letter and/or emergency care plan?
(one choice)
	� Yes
� No
� Other  please specify – free text

	How does the preparatory activity for the transition process take place? 
(multiple choice)
 
	� email communications from different specialists
� phone call communications from different specialists
� dedicated in-person meetings
� dedicated on-line meetings
� dedicated hybrid meetings
� Other  please specify – free text

	Does the transition visit take place in the presence of several specialists? Please select the personnel usually involved 
(multiple choice)

	� Child Neurologist
� Adult Neurologist
� Pedopsychiatrist
� Psychiatrist
� Residents
� Nurse
�Social Worker
� Psychologist 
�Neuropsychologist
� Other  please specify – free text

	Do you have any ongoing research activity/ study regarding the transition program in your HCP?
(one choice)
	� Yes
� No
� Other  please specify – free text

	Do you use standardized questionnaires in transition visits to assess readiness/ patients’ needs?
(one choice)
	� Yes
� No
� If yes  please specify which questionnaires– free text

	Do you have a priority track for special patients?
	� Yes, we do give priority to patients with complex clinical situations
� Yes, we give priority to patients with specific urgent issues
� No, we do not have a priority track
� Other,  please specify– free text

	Which are the major difficulties encountered in your hospital for the child-adult transitions?
(multiple choice and order them by importance)
	� Lack of dedicate protocol
�Lack of dedicate personnel
�Lack of time
� Lack of spaces
�Lack of funds
� lack of knowledge
�Poor communication between pediatric and adult departments
�Other please specify – free text

	Which are the main factors that might delay the transition in your experience? (multiple choice)
	� Psychiatric comorbidities
� Other medical comorbidities
� Intellectual disability
� Attachment of patients/ caregivers to the child neurologist
� Lack of time and adaptation to cope with the complex clinical situation of the patient from the adult service
� uncontrolled epilepsy
�Other please specify – free text

	How would you describe the communication/relationship between pediatricians and adult team at your HCP?
(one choice) 
	� Very good
� Good
� Sufficient
� Poor
� Other specify – free text

	How would you describe the communication/relationship between pediatricians and adult team when the transition process happens outside of your HCP?
(one choice) 
	� Very good
� Good
� Sufficient
� Poor
� I don’t know
� Other specify – free text

	If you choose poor in at least one of the previous questions, what is the reason for that?
(one choice) 
	� Lack of time
�Lack of interest
�Lack of knowledge
� Lack of spaces where to meet
�Lack of a dedicated referring neurologist
�Other please specify – free text

	Which are the main unmet needs in the transition process according to your experience?
(multiple choice)
	� Coping with Comorbidities 
� Counseling regarding financial support
� Support in achieving autonomies
� Patients and caregiver assistance
� Transition readiness evaluation
� Availability of a multidisciplinary team
� Possibility to conduct a comprehensive diagnostic evaluation

	Would you consider that it is important to have a dedicated protocol for child-adult transition
(one choice)
	�Necessary
�Very important
�Important but not necessary
�Not important, it is part of clinical practice

	Who do you think are the figures who should be involved? 
(multiple choice and order them by importance)

	�Child Neurologist
�Adult Neurologist
�Transition Neurologist
� Pedopsychiatrist
�Adult Psychiatrist
� Neurosurgeon
� Geneticist
� Physical and Rehabilitation Specialist
�Psychologist
�Neuropsychologist
�Pharmacists
� Nutritionist
�Palliative Care Specialist
�Neuropsychologist
� Nurse
� Social Worker
� School Educator
�Other please specify – free text


	Do you think the transition of care structured process is necessary for all epilepsies?
(one choice)
	� Yes, for all 
�Yes, but with the involvement of different figures depending on the comorbidities
� Yes, but only for DEEs
� Yes, but only for surgically treated patients
� Yes, but only for complex epilepsies
� Yes, but only for patients with epilepsy without major comorbidities
� No
� Don’t know
�Other please specify – free text

	For which Epileptic Syndrome would you consider it essential to have a dedicated protocol for transition?
	

	Self Limitied Epilepsies
	�Essential    �Important    �Not necessary

	Structural etiology Epilepsies
	�Essential    �Important    �Not necessary

	Developmental Epileptic Encephalopathies
	�Essential    �Important    �Not necessary

	Immune etiology Epilepsies
	�Essential    �Important    �Not necessary

	Infection etiology Epilepsies
	�Essential    �Important    �Not necessary

	Metabolic etiology Epilepsies 
	�Essential    �Important    �Not necessary

	Idiopathic generalized epilepsies
	�Essential    �Important    �Not necessary

	Other please specify – free text
	�Essential    �Important    �Not necessary

	Are there specific epileptic syndromes, clinical conditions or therapeutic procedures that are not involved in the transition process and therefore the pediatric neurologist continues to follow the patient life-long?
(one choice) 
	� Yes 
� No
� Don’t know
� If yes specify – free text

	Which is the best age to begin transition preparation?
(one choice)
	�14-15 years
� 16-17 years
� 18 years
� It depends from patient to patient
�Other please specify – free text

	What would be needed in your hospital for successful transition?
(multiple choice and order them by importance)
	� More staff specifically dedicated to transition
�A dedicated coordinator responsible for transition
� A physical space to have transition clinic
� Specific trainings for dedicated personnel
� A transition protocol
�Other please specify – free text


	Which are the main factors that might accelerate the transition in your experience?
	� Psychiatric comorbidities
� Other medical comorbidities
� Intellectual disability
� Driving license project
� Pregnancy program
� uncontrolled epilepsy
�Other please specify – free text



WE THANK YOU FOR YOUR KIND COOPERATION AND HELP IN FILLING OUT THIS SURVEY!
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