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Dr Taylor explains of the pilot:  
‘For those patients on the transplant waiting list there are many 
assessments that need to be undertaken periodically to ensure that 
transplantation remains the best and most viable option. Our catchment 
area extends across the whole of the South of England, down to Cornwall 
and includes Northern Ireland. This means that many patients on the 
waiting list will not always have their day to day management with the 
transplant centre. This can result in delays in communication between 
our team and local medical services, which can sometimes result in the 
duplication of workload and an increase in the need for patients to attend 
hospital appointments.

‘We felt therefore that there was a need for a system which could allow 
easy access to all relevant information pertaining to the waiting list status 
of each patient, for example the most updated radiology, MDT discussions 
etc together with a checklist of items and actions outstanding for each 
patient. The aim would be for this to streamline care and reduce the 
variation in practice, regardless of the distance away from the transplant 
centre. 

‘Being listed for transplantation is a time of uncertainty and worry and 
can often leave patients feeling powerless with regards to their own 
health. The second part of the project will involve the development of an 
interactive patient app which will allow patients – and their loved ones if 
needed - to upload various information from their own home. This data 
would include diet, mood (given the prevalence of co-existing anxiety 
and depression which is higher in those with chronic liver disease), fluid 
status, anthropomorphic measurements which will then be linked in with 
the Transplant Passport to be accessed by their care teams both locally and 
at King’s.

‘Both the passport and interactive care companion will be developed using 
the current King’s College Hospital computer system, by a team which will 
include those who work regularly with the waiting list patients and who 
have programming experience with the hospital IT system.  

‘Patients will be asked to fill in a questionnaire before and after using the 
app to assess the impact it has had on their disease management and 
wellbeing.  We hope that the app will both increase patient engagement 
as well as allow for more rapid interventions for those showing signs of 
deterioration. We will also assess whether the passport has been utilised 
by local teams including at times when patients may be admitted as an 
emergency out of hours.

‘If successful, this pilot could easily be rolled out to other services across 
the spectrum of liver disease. The app may also have pertinence for 
patients living with MASLD as it could be amended to support weight loss 
targets and exercise programmes.’

The team mentor, Dr Claire Kelly, Consultant Hepatologist at King’s 
College Hospital comments:
 ‘This project is a fantastic opportunity to combine the clinical expertise 
and dedication of our team to improve the patient experience. Our 
abilities to code in our clinical electronic system to develop care passports 
for transplant listed patients, will allow standardisation of patient care, 
wherever they are living. It will empower patients by allowing them to 
input data important to them and will also provide an up to date clinical 
summary at a glance, that can be used for sharing information with local 
teams.’

Dr Taylor comments: 
‘Winning this Award is so important because it will allow us to make 
technology, which we are all so heavily reliant upon in medicine, work for 
each potential transplant patient. It is hoped that not only will it help us 
provide the best possible care, but it will ease some of the anxiety that 
patients face whist awaiting transplantation if all care providers are fully 
informed about their current status. The award from BASL, Dr Falk Pharma 
and the BLT will certainly help us to achieve our aims and we are excited 
for the next couple of years.’

‘The award will be used to support the development and 
dissemination of the ‘passport’ to easily share clinical 
information with local care providers for those patients 
listed for liver transplantation.  This will be accompanied 
by the creation of an interactive care companion for 
enhanced patient engagement.’

Title of project:  The development of a ‘Transplant Passport’ for those patients  
currently listed for liver transplantation – A pilot study

Dr Alison Taylor is a registrar in hepatology at King’s College Hospital. She says:
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QUALITY & SERVICE IMPROVEMENT AWARD
Dr Adele Mourad & Professor Sumita Verma
PROJECT:
Engaging the disengaged to achieve Hepatitis C Virus 
(HCV) elimination

Dr Mourad comments:

‘This Award will be used to train and support peer mentors for this 
patient group, provide travel costs for clients to attend blood borne 
virus testing and treatment along with travel costs for the research team 
members to attend conferences to disseminate study findings.’

Dr Mourad explains:

‘I knew from early on in my medical career that I had a passion for 
hepatology. A large cohort of hepatology patients face issues of addiction, 
health inequalities including barriers to access health services.

‘If left untreated, HCV leads to serious liver damage and the World 
Health Organisation has mandated the elimination of the disease by 
2030. Unfortunately, the majority of people infected with HCV are drug 
users and the homeless and are often hard to reach. In 2011, only 5% of 
people with HCV referred via an addiction centre attended their hospital 
appointment and none were successfully treated.

‘Our project aimed to link these vulnerable people into a viable HCV 
treatment programme which will successfully eliminate their infection. 
To this end, we set up two studies. The first, (ITTREAT) ran from 2013 
to 2021 at a large addiction centre in Brighton was led by Professor 
Verma and specialist nurse Margaret O’Sullivan. The second (ENDC) 
ran from 2019 until 2023 at homeless shelters in East and West Sussex, 
led by myself, Dr Rona McGeer and specialist nurses Emma Gray and 
Vikki Charles. We engaged with health commissioners, addiction staff, 
psychiatrists, peer mentors, social workers, the Hepatitis C Trust and 
current service users. This allowed us to assess and gain valuable insight 
into current service provision and what a future service might need to 
look like.

‘We provided all services on site, including blood borne virus testing, 
assessment of liver fibrosis, hepatitis C treatment, opioid agonist
treatment, alcohol counselling and psychiatric support as well as support 
from peers.

‘Our service has been completely transformed. The projects have resulted 
in engagement with 1,100 people in the community, a 90% treatment 
compliance rate, high HCV cure rates, low re-infection rates and a 48% 
reduction in HCV mortality. One patient we successfully treated had been 
living with HCV for 15 years.

‘UK Health Security Data shows that we are treating the largest number 
of patients in addiction centres nationally, the European Centre for 
Disease Control and Prevention has acknowledged this work as an 
internationally recognised model of good practice and our model has 
been endorsed by the British Viral Hepatitis Group and the Hepatitis C 
Trust. Further, we have shown that this can be done at a modest cost.

‘There is considerable inequality in the provision of healthcare for drug 
users and the homeless and they have a high rate of liver related morbity 
and mortality. By linking this vulnerable and disenfranchised group 
of adults into HCV care, we have developed sustainable and easy to 
replicate healthcare delivery in liver services.’

‘Having the opportunity of taking myself outside of hospital medicine 
and working with vulnerable patients with complex needs and severe 
consequences of health inequality is a privilege and an experience I will 
carry throughout my career. I hope to continue working in this field and 
be involved in projects that tackle vulnerable adults and hard to reach 
groups in order to achieve elimination of Hepatitis C.

‘I am very grateful that the whole team have all been recognised via this award. 
I am grateful to my Professor, Professor Verma for her guidance in the project.’

Professor Sumita Verma comments:

‘The END C study is an innovative, decentralised integrated model of 
care for the most vulnerable in our society ie people who are homeless. 
It plays a major role in achieving hepatitis C micro elimination in Sussex. 
END C was established following earlier successful ITTREAT and VALID 
studies. Dr Adele Mourad, Research Fellow in Hepatology, has led this 
work and has shown real dedication and commitment, is a great team 
player and has been pivotal to the success of END C.’

University Hospital Sussex NHS Foundation

TEAM MEMBERS: 
Nurse Margaret O’Sullivan, Dr Rona McGeer, 
Nurse Emma Gray, Nurse Vikki Charles, 
Mr Scott Harfield & Sussex Hepatitis Operational 
Delivery Network

MENTOR: Professor Sumita Verma
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