Appendices
	Table 1. Eligibility criteria of the advisory groups
	

	Advisory Group
	Sub-category
	Inclusion criteria
	Score

	Patient advisory group
	Patient with rare epilepsy
	· A person with a clinically confirmed diagnosis of rare epilepsy (for any duration, any epilepsy syndrome); or representing an organisation that advocates for rare epilepsy. 
· Age 18 years (no upper age limit).
· Have participated in a clinical trial or research on rare epilepsy in the past 24 months for rare epilepsy (as reported by the patient).
· Able to provide informed consent and independently complete a survey and questionnaires in English or agree to have an interpreter if unable to communicate in English.
· Willing to share their lived experience as a person living with rare epilepsy.

	5 for each criterion

	
	Caregiver for a person with rare epilepsy (including parents/guardians)
	· A parent, guardian or significant other to a person with rare epilepsy who the patient identifies as providing informal support or self-identifies if the patient has a substantial intellectual disability. Caregivers who are part of an organisation that advocates for rare epilepsy.
· Age 18 years (no upper age limit).
· The person with rare epilepsy they care for has participated in a clinical trial or rare epilepsy research in the last 24 months for rare epilepsy (as reported by the patient) *
· Able to provide informed consent and independently complete a survey and questionnaire in English or agree to have an interpreter if unable to communicate in English.
· Willing to share their lived experience as a caregiver for a person living with rare epilepsy.

	5 for each criterion

	Clinical advisory group
	People who work with epilepsy patients or in a role to support clinical care.
	· An APHRA-accredited clinician or allied health worker working in rare epilepsy or epilepsy medicines.
· Age 18 years (no upper age limit).
· Involved or have been involved in a clinical trial or epilepsy care and/or research in the past 24 months.
· Able to provide informed consent and independently complete a survey and questionnaire in English or agree to have an interpreter if unable to communicate in English.
· Willing and able to share opinions about epilepsy care or health services in Australia.

	5 for each criterion

	Research advisory group
	People working in clinical research, epilepsy, clinical trials operation, or other research specialties.
	· A (affiliated) member of a research group, committee, network, or organisation in epilepsy or a similar rare neurological disease.
· Age 18 years (no upper age limit).
· A person with experience in clinical trial research, epilepsy, or health research in the past 24 months.
· Able to provide informed consent and independently complete a survey or questionnaire in English or agree to have an interpreter if unable to communicate in English.
· Willing and able to share opinions about epilepsy research or clinical trials in Australia

	5 for each criterion

	Industry advisory group
	People working in pharmaceutical, contract research organisations, or other areas supporting clinical trials.
	· A current member of the ARCS Australia Pty Ltd or have been for three consecutive years.
· Age 18 years (no upper age limit).
· Have worked or is employed by a Pharmaceutical/Biotechnology or Contract Research Organisation with experience in the management of epilepsy clinical trials or an understanding of the Australian regulations for conducting clinical trials in Australia within the last 5 years.
· Able to provide informed consent and independently complete a survey and questionnaire in English or agree to have an interpreter if unable to communicate in English.
· Willing and able to share opinions about clinical trials or clinical trial regulations in Australia.
· Epilepsy experience preferrable but not mandatory if having previous experience working in rare neurological diseases.

	5 for each criterion




Table 2. Contributors at each 
	Phase
	Attendees 
	Total

	Participatory consultation
	Participatory executive groups
2 x clinical trial programs (NSW and QLD)
2 x patient advocacy organisations
1 x academic institutions (NSW)
2 x industry partners (VIC and NSW)
2 x culturally diverse health professionals (NSW)

	9

	Formation of Advisory Groups
	3 x PACIFIC research team (NSW)


	3

	1 and 2 – Survey, Questionnaires and Interviews
	Clinical Advisory Group
4 x clinicians (NSW)
3 x clinical nurses (QLD)
1 x clinical pharmacist (SA)
2 x NSW health workers (NSW)

Patient Advisory Group
6 x patient advocacy participants (NSW)
4 x patient advocacy participants (QLD)

Clinical Advisory Group
2 x Clinical trials staff (NSW)
2 x clinical trials pharmacist (VIC)
1 x clinical trials pathologist (NSW)
1 x research integrity and ethics (NSW)
1 x pharmacologist (NSW)
1 x psychologist (NSW)
3 x PACIFIC research team (NSW)
1 x statistician (NSW)

Industry Advisory Group
5 x R&D directors (TAS, 2 VIC, 1 QLD, 1 NSW)
2 x Medical Affairs specialists (QLD, NSW)
1 x Decentralised telehealth specialist (VIC)
1 x Quality Assurance specialist (VIC)
1 x Monitoring specialist (NSW)

	40

	3 – Protocol Development
	Trial Sub-Committee
1 x clinician (NSW)
3 x patient advocacy leads (NSW)
1 x Clinical trials staff (NSW)
1 x research integrity and ethics (NSW)
1 x statistician (NSW)
1 x R&D director (NSW)

3 x PACIFIC research team (NSW)


	11





Table 3: Experience of advisory groups
	Group
	Location
	Sub-Group
	Clinical Trials
	Epilepsy
	Clinical or research design
	Research design

	Patient Advisory Group
	QLD
	Parent / Caregiver - A child with rare epilepsy *
	x
	x
	 
	 

	
	NSW
	Parent / Caregiver - A child with rare epilepsy *
	x
	x
	 
	 

	
	NSW
	Parent / Caregiver - A child with rare epilepsy *
	x
	x
	 
	 

	
	NSW
	Parent / Caregiver - A child with rare epilepsy *
	 
	x
	 
	 

	
	NSW
	Parent / Caregiver - An adolescent with rare epilepsy *
	 
	x
	 
	 

	
	QLD
	A caregiver and leader of non-profit epilepsy advocacy organisations
	 
	x
	 
	 

	
	NSW
	A caregiver and leader of non-profit epilepsy advocacy organisations
	x
	x
	 x
	

	
	NSW
	A caregiver and leader of non-profit epilepsy advocacy organisations
	 
	x
	 x
	

	
	QLD
	Adult with rare epilepsy
	 
	x
	 
	

	
	QLD
	Adult with rare epilepsy
	x
	x
	 
	 

	Research Advisory Group
	NSW
	Clinical Trials Pathologist
	x
	x
	 
	 

	
	VIC
	Clinical Trials Pharmacist
	x
	 
	 x
	 x

	
	NSW
	Senior Research Manager
	x
	x
	x 
	x

	
	NSW
	Senior Research Manager
	x
	x
	 x
	x

	
	VIC
	Senior Research Manager
	x
	x
	x 
	x

	
	NSW
	Research ethics and integrity specialist
	x
	 
	 
	x

	
	NSW
	Research Qualitative researcher 
	x
	 
	 
	 x

	
	WA
	Research Psychologist
	x
	 
	 
	x 

	
	WA
	Research Pharmacologist 
	 
	 
	x 
	 x

	
	VIC
	Research Pharmacist
	 
	x
	x
	x 

	Clinical Advisory Group
	QLD
	Paediatric Neurologist Clinician
	x
	x
	x
	x

	
	NSW
	Paediatric Neurologist Clinician
	x
	x
	x
	 

	
	NSW
	Adult Neurologist Clinician
	x
	x
	x
	 

	
	NSW
	Adult Neurologist Clinician
	x
	x
	x
	x

	
	NSW
	Clinical Nurse Consultant (Neurology)
	x
	x
	x
	 

	
	NSW
	Clinical Nurse Consultant (Neurology)
	x
	x
	x
	 

	
	NSW
	Clinical Nurse Specialist 
	x
	x
	x
	 

	
	QLD
	Clinical Pharmacist
	x
	x 
	x
	 

	
	NSW
	Multicultural Health Clinical Specialist
	 
	 
	x
	x 

	
	VIC
	Clinical Research Psychologist
	x
	x
	x
	x 

	Industry Advisory Group
	NSW
	Pharmaceutical Company
	x
	 
	  x 
	

	
	TAS
	Industry Contract Research Organisation
	x
	 
	 x
	

	
	VIC
	Industry Contract Research Organisation
	x
	 
	 x
	

	
	QLD
	Industry Contract Research Organisation
	x
	 
	 x
	

	
	VIC
	Industry Contract Research Organisation
	x
	 
	 x
	

	
	QLD
	Medical and Regulatory Affairs
	x
	x
	
	

	
	NSW
	Medical and Regulatory Affairs
	x
	x
	
	

	
	VIC
	Decentralised Clinical Trials and Tele-trials Specialist
	x
	 
	 x
	x

	
	VIC
	Clinical and Quality Assurance
	x
	 
	x
	

	
	NSW
	Epilepsy Monitoring and Research Specialist
	x
	x
	 
	x






	
