
   
 
Transparency in our dealings with the Healthcare and Patient Communities 

GW is passionate about advancing medicines in the fields of cannabinoid science and developing 

therapies to address serious medical needs with limited treatment options, particularly in 

neurological conditions.  Healthcare professionals, healthcare organisations and the patient 

community all have an important role to play in this work. There is much that we can learn from 

them about the conditions they treat or live with as well as the everyday practical use of our 

medicines.  This collaboration is essential to drive innovation in the development of medicines and 

to deliver the best treatment options for patients. 

We also recognise that it is crucial that patients and the public have faith in our industry and the 

important work we are carrying out to advance research and treatment in areas of high unmet need.  

That is why we are committed to transparency in our financial dealings with the healthcare and 

patient communities. 

To the extent we are permitted by law, we disclose our payments to healthcare professionals and 

healthcare organisations in the United Kingdom on the ABPI Disclosure platform annually on or 

around 30th of June covering the previous calendar year.  Payments in France are published on the 

DGS (Department of the Ministry of Health) National Public Platform by 1st September of each year 

for the benefits granted during the first half of the year and by 1st March of each year for the 

benefits granted during the second half of the preceding year.  All other payments to HCPs in other 

countries outside of the United States are uploaded to our websites. 

Patient Organisation Support 

GW was founded to respond to the needs of patients.  As a result, we understand the importance of 

partnering with Patient Organisations, patients and carers in order to deliver better medicines and 

better outcomes for patients.  GW has a legitimate interest in supporting initiatives and 

organisations related to the advancement of research, disease awareness, education, and patient 

programs.  GW also relies upon the expert knowledge provided by patient organisations. As such, 

the principle purpose of exchange with Patient Organisations is to enhance patient care, improve the 

lives of patients and improve the health of communities which we serve.  Increasing transparent 

engagements with Patient Organisations has led to better trials, better engagements and greater 

communication throughout the life cycle of medicines. This has resulted in better patient outcomes. 

GW is committed to disclosing transparently all financial support and significant non-financial 

support given to Patient Organisations.  Below are the details of patient organisations we have 

supported across Europe. 

2020 

Patient Organisation  Finance 
(GBP) 

Description  

AEER - Associazione Epilessia Emilia Romagna 

        
4,542.28  
 

Contribution to support services in the 
following areas: 
One-On-One support to families who 
have a child with epilepsy. 
Adult Social Support for adults who 
have epilepsy including their families 
and caregivers. 
Community Services social worker 
who can provide additional 
information on epilepsy, advocacy, 



   
 

support, community resource 
referrals, and linkage to appropriate 
Epilepsy Association services. 
Seminar Series- The Seminar Series 
are focused events that address issues 
and concerns voiced by the agency's 
clients and other individuals affected 
by epilepsy and their families. These 
seminars feature presentations by 
neurologists on relevant epilepsy 
related topics.  

Alliance Syndrome de Dravet 

      
45,195.85  
 

To fund a pilot study for ASD to 
understand support required by 
families and medical staff who 
support or care for ASD patients.  

Apoyodravet - Asociacion de Voluntarios en Favor 
 

        
8,823.37  
 

To support a series of initiatives: 
International Day of Dravet Syndrome 
2020. 
Informational services to affected 
people and families 

Associazione Famiglie LGS Italia 
      
13,844.04  
 

To support the association with its 
work linked to clinical, scientific and 
social aspects of Lennox-Gastaut 

Associazione Sclerosi Tuberosa - APS 

        
9,195.00  
 

To provide support in financing 
research on TSC, creation of the 
"Register for scientific and clinical 
research on Tuberous Sclerosis", in-
training through scientific events, 
activities for people affected by the 
disease, communication projects for 
the awareness and diffusion of 
knowledge on TSC, advice and relief to 
caregivers. 

Deutsche Epilepsievereinigung e V 

        
4,549.15  
 

The donation will be used to support a 
project for the creation of a 
nationwide network of counselling 
centres (NNCC) for patients with 
epilepsy who are newly diagnosed and 
their relatives as well as public, 
teachers, and educators. 

Dravet Italia Onlus  

      
35,871.00  
 

Monies were provided to support 
three separate projects. Project 
details are below: 
 
PROJECT DAND - Dravet Associated 
Neuropsychiatric Disorders Scale. 
The project foresees the realization 
and validation of an ad hoc scale for 
Dravet's Syndrome - DAND for 
the evaluation of the different clinical 
aspects of DRAVET SYNDROME aimed 
at defining the areas 
of need so as to develop a 
multidisciplinary care approach 
adapted to the individual subject. 
 
CONVENTION 10 YEARS DRAVET 
Summarize the 10 years of activity, 
and presenting the future needs for 
developments on Dravet Syndrome 
with the round table "Horizons 



   
 

for Dravet Syndrome" 
 
S.A.D.S. Sleep and Cicadian Rhythm 
in Dravet Syndrome 
To record the sleep of patients 
suffering from Dravet's syndrome for 
7 days, in particular quantity and 
quality, with a device with actigraphy 
recording, based on a validated and 
certified algorithm. 

Dravet Syndrome European Federation 

                
 
 
 
 
 
 
 
 
 
76,272.71  
 

To support a patient registry. 
 
Project Deliverables: 
1) Increase the number of accredited 
Centers and their geographical 
distribution 
2) Reach within the next two years the 
number of approximately 1.000 
patients (including patients with 
DS, SCN1A mutation carriers with 
other phenotypes, and patients with 
PCDH19 mutations) 
3) Realize an international network 
allowing to input data of patients 
provided by physicians that are 
not members of the centres 
4) Create a collection of subjects with 
highly characterized genetic, clinical, 
neurophysiological, 
neuropsychological, treatment, 
evolutive aspects, useful for 
subsequent analysis and researches 
5) Implement the Registry 
contributing to a more uniform and 
homogenous optimal clinical 
management of the patients. 

Dravet Syndrome Foundation Delegacion en 
Espania 
 
 

        
8,487.73  
 

European Dravet experts and other 
Dravet patient advocacy associations 
from Italy, 
France and Croatia launched on April 
14, 2020 a worldwide online survey 
targeted to families and/or caregivers 
of diagnosed Dravet patients. The 
survey was open for 1 month, and it 
aimed at understanding whether and 
how the COVID-19 pandemic affected 
their daily lives. This included, health 
status and the Dravet symptoms of 
the 
patients, access to Dravet-specific 
medicines, doctors and emergency 
rooms, and the continuity of therapies 
and clinical trials followed by the 
patients. The results of this global 
survey will be released in an 
international 
publication with authorship (Dravet 
Syndrome Foundation) shared by all 
the collaborators who participated in 
the design, analysis and draft of 
the survey and its results. 



   
 

        
4,507.95  
 

Support for ‘Dravet Pillows’ to help 
reduce the risk of SUDEP. 
 
 

Dravet Syndrome UK 

 
 

26,563 
 

Family event for children with 
DS at Centre Parc Grant covers 
carers costs. DSUK provide two 
medical teams onsite to 
support the families should the 
need arise whilst they are at 
the event with other DS 
families.  

15,000 Update existing educational 
materials. DSUK’s leaflets were 
last updated in 2013.  

      
30,000.00  
 

Additional grant in relation to 
the Updating of existing 
educational materials. 

Dravet-Syndrom eV.  

        
2,946.77  
 

To support the production of 
personalised safety belts for Dravet 
patients “Emergency Dravet belts” 
and to support annual family 
conferences. 

Epilepsiforeningen  

        
9,060.24  
 

For the development of support 
materials for patients and families 
living with Dravet Syndrome.  These 
materials will contain both peer to 
peer and medical information. 

Epilepsy Research UK 
           
250.00  
 

Charity donation for participation in 
London Marathon and Great north 
run. 

FEDERACIÓN ESPAÑOLA DE ENFERMEDADES 
RARAS 

        
9,195.00  
 

FEDER fund helps families it 
represents through projects such as 
“Aid Fund” which offers direct 
assistance to families living with rare 
diseases. 

Fondation Française pour la Recherche sur l'Epilep 

        
6,306.90  
 

Cette subvention nous permettra de 
financer les actions conformes aux 
missions statutaires de la Fondation 
Française pour la Recherche sur 
l’Epilepsie. 
Cette subvention est destinée à un 
usage collectif par la Fondation. 

Fundacion 29 de Febrero 

      
36,563.07  
 

Improving the lives of patients living 
with rare diseases the goal is to end 
diagnostic odyssey for children with 
rare disease.  
The grant will be used to for the 
following including:  Beta version, 
platform usage, communication, 
website, AI benchmarking, and 
guidance. 

      
36,513.11  
 

Gruppo Famigile Dravet Associazione Onlus 

        
9,015.99  
 

To support Occupational therapy tele-
rehabilitation: the project will involve 
15 families and will deliver a scientific 
publication about the efficacy of 
Occupation Therapy realized by tele-



   
 

rehabilitation. The goal is to pave the 
way to use this method also in further 
years, in order to facilitate the 
rehabilitation in people with Dravet 
syndrome. 
2. Support families in the COVID-19 
Emergency: families members 
provided with PPE to be used with 
their Dravet kids to restart their 
activities. 
3. Support and improve social skills of 
children and people with Dravet 
syndrome organizing videocall 
activities for small groups of people 
(4/5 persons) supported by the 
mediation of a neuropsychologist. 

International Brain Tumour Alliance IBTA 

        
1,975.00  
 

To support projects including Brain 
Tumour Magazine, Production and 
dissemination of the monthly 
IBTA e-News, Complete the 
revised version of the Brain Tumour 
Patients Charter Support also goes 
towards Brain tumour support groups 
and other IBTA activities. 

Norsk Epilepsiforbund 

        
8,494.92  
 

Separate Website area development 
for information about rare epilepsy 
and Norsk dedicated networks for rare 
epilepsy.  This website will help 
provide information to improve the 
lives of individuals and families 
affected by these symptoms.  

Tuberous Sclerosis Association 

      
10,000.00  
 

The TSA provides support to people 
affected by TSC and the professionals 
who support them through the 
pandemic. 

Tuberous Sclerosis Australia 

        
7,726.92  
 

To support the TSA Connect 
Conference 2020, Sydney TSC 
Community Stream Saturday 2 and 
Sunday 3 May 2020 

Young Epilepsy 

      
15,000.00  
 

To support ‘The Channel’ (co-created 
with Young Reps and is a place where 
young people with epilepsy (aged 13 – 
25) can get information, advice and 
guidance when they want it, where 
they want it (online) and written in a  
language that they can relate to.) 
Support creation of content. 
Conduct independent survey 
Live streaming activities  

 

 

 

 

 

 



   
 
2019 

Patient Organisation  Finance  Description  

AEER - Associazione 
Epilessia Emilia 
Romagna 

£4,341.76 Supporting activities related to 'Transitional Care' of 
epileptic patients from childhood to adulthood 

ASD Alliance Syndrome 
de Dravet 

£12,129.71 The beneficiary's purpose to provide support to 
patients and caregivers.  They are involved in 
representing patients in several official instances 
including ANSM & HAS commission de Transparence. 

Association ESEFNP £3,483.93 A 3 year cycle of independent annual training 
courses, developed specifically for child neurologists 
and physicians treating children with epilepsy.  
Plenary interactive sessions and training modules will 
cover different aspects of treatment strategies in 
children with all types of epilepsies, including topics 
relating to pharmacology, pharmacodynamics, 
pharmacokinetics, analysis of AED trials, design of 
clinical trials, pre-surgical evaluation, optimal choice 
of AEDs, review of existing guidelines (ILAE, NICE, 
other), ketogenic diet, neurostimulation, indications 
for resective and palliative surgery, pharmacological 
treatments other then AEDs development of 
educational therapy programs.  
Training modules, where one will be in Spanish.  
A pre- and post-assessment will allow evaluation of 
background and acquired knowledge.   

Associazione Famiglie 
LGS Italia 
 

£13,353.76 The objective of this project “La voce dei pazienti…AL 
TEMPO DEL COVID-19” is to arise patients with 
epilepsy and Lennox-Gastaut Syndrome (LGS) needs 
and expectations, that have been further 
accentuated by COVID-19 infection. Needs like 
prompt treatment access, home therapies, support to 
adults as well as infant patients and caregivers in case 
of hospitalization, health care professional (HCP) 
available to provide support for intellectual 
disabilities.  
 

Dravet Italia Onlus £4,324.23 Meeting with the 23 accredited Italian centres of the 
Registry (scheduled for 04 June 2019). This meeting 
features presentations by neurologists on relevant 
epilepsy related topics and new medical data 
presentation.  Currently there are 418 patients (275 
Dravet syndromes) With the aim of reaching 500 by 
the end of the year. 

Dravet Italia Onlus 
 

£8926.88 Grant to assist with Dravet diary /App Update  

Dravet Syndrome 
European Federation 
 

 Project:  International Registry for Dravet Syndrome 
and other syndromes related to mutation of SCN1A 
and PCDH19 genes (PLATFORM-RESIDRAS). 
International network consolidation and Subjects 
Inclusion increase.  
Project Deliverables:   
1) Increase of the number of accredited Centers and 
their geographical distribution 
2) Reach within the next two years the number of 
approximately 1.000 patients (including patients with 
DS, SCN1A mutation carriers with other phenotypes, 
and patients with PCDH19 mutations) 



   
 

3) Realize an international network allowing to input 
data of patients provided by physicians that are not 
members of the centers 
4) Create a collection of subjects with highly 
characterized genetic, clinical, neurophysiological, 
neuropsychological, treatment, evolutive aspects, 
useful for subsequent analysis and research 
5) Implement the Registry contributing to a more 
uniform and homogenous optimal clinical 
management on the patients shared. 

FUNDACIÓN SÍNDROME 
DE WEST 
 

£4,218.45 The Grant is to support the organisation of a 
Multidisciplinary forum meeting in Madrid on 22nd of 
November 2019.  The key participants in this forum 
are those affected by these diseases: patient 
organisations, HCPs, governmental institution and all 
of them will discuss about Epilepsy and Rare diseases. 
Estimated attendees approximately 200 in this 
session, in addition to the possibility of transmitting 
online via streaming for those who cannot attend.  
 

FUNDACIÓN SÍNDROME 
DE WEST 

£4,218.45 VIII Congress West Syndrome, November 20th – 21st 
2019: “Update on epilepsy and autism” 
Place: CaixaForum. Paseo del Prado, 36. Madrid. 
Spain 
Duration: Two days, November 20th-21st 2019 
Format: International conference of experts and 
scientists in the area of epilepsy, rare diseases and 
autism. 

Gruppo Famigile Dravet 
Associazione Onlus 
 

£6,930.46 Various activities related to the scope of the charity, 
that include, initiatives aimed at improving disease 
knowledge and management, and the support of 
people affected by Dravet Syndrome. 

International Brain 
Tumour Alliance IBTA 
 

£1,750 To support the International Brain Tumour Alliance’s 
work programme for 2019. Including: 
Encourage the establishment of brain tumour patient 
groups in countries where they don’t yet exist. 
Promote collaboration on programmes and projects 
to benefit the brain tumour community.  
Highlight the challenges and needs of brain tumour 
patients and caregivers.  
Disseminate knowledge, information and best 
practices.  
Help shape health and research polices at national 
and international levels.  
Honour the courage and achievements of brain 
tumour survivors and caregivers. 

Landesverband fur 
Epilepsie Selbsthilfe 
NRW E V 
 

£861.63 To provide financial support to one of the largest 
epilepsy patient events in Germany, Bonn. 

LGS Foundation UK £6,830.00 Enable two members of the LGS Foundation UK 
organisation to attend the LGS Foundation 
International Conference between 12-14 May 2019 
by contributing towards their travel and expenses. 
• Ensure latest information and research about LGS is 
available to UK members.  • Ensure UK members can 
track the conference live via daily Twitter and 
Facebook updates • Ensure UK website is updated 
with conference presentations and feature articles 
drawing on key conference themes 



   
 

  
Add value to the visit and reach a wider membership 
by meeting with and recording multi-media 
interviews / case studies of families impacted by LGS 
to share with the UK membership. 

       Provide accessible insights and experiences into 
how LGS effects families. 

       Demonstrate how the latest research has a real-
life impact on families. 

Ring14 International 
Onlus 

£9,179.04 The grant will help Ring14 International extend the 
international community of scientists engaged in 
Ring14 research when they host the 3rd International 
Scientific Workshop in October 2019. 

Ring20 Research and 
Support UK CIO 

£2000 Produce an information booklet for families living 
with r(20)so that they can understand the impact of 
their diagnosis and receive practical , useful 
information for the future of their care and support 
needs. The aim is to provide these booklets (1 per 
family) free of charge. Ideally, we would like to 
produce 2 booklets: 1x aimed at younger children and 
1x aimed at young adults/parents/carers. 

Young Epilepsy £5,000 UK MSL Training Preceptorship Program supplied by 
Young Epilepsy.   
To help UK team better understand diagnosis, needs, 
treatment goals and management / care of children 
and young people with epilepsy.  
This includes a tour of The Neville Childhood Epilepsy 
Centre in Lingfield to understand the diagnostic and 
treatment facilities at Young Epilepsy.   

    

Payments Include VAT where applicable  

 


