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ERN RARE-LIVER Patient Pathway Initiative 

Structure and aim 
 
 
Aurélie Plessier, Hôpital Beaujon. Lead ERN clinician of the initiative.  
Nagham Issa, pathway project manager of ERN RARE-LIVER.  
 
General aim of Patient Pathway: 
Aims at organising and standardising care processes, maximising patient care outcomes and improving organisation effi-
ciency. 
ERN RARE-LIVER grant: 

ERN Grant 101156292 (01.10.2024 – 30.09.2027): Work Package 7: Clinical Practice Guidelines and Clinical Decision Sup-
port Tools.  
 
S06 - Coordinating and support standardisation of care by developing and updating clinical care guidelines and decision sup-
port tools (1). 
• To support patient empowerment by further integrating patient representation across all ERN activities and to setup pa-

tient groups and patient pathways in each member site. 
• Empowering patients: Empowering patients to be involved in all aspects of the ERN: Identifying and tackling gaps in clini-

cal care and defining a research agenda. 
• Clinical decision support tools include all diseases covered in ERN RARE-LIVER: structural liver disease, autoimmune 

liver disease, metabolic, biliary atresia and related disease. 
 

There are currently 39 rare liver diseases covered in ERN RARE-LIVER consisting of 4 disease groups, with 63 members 
from 25 countries, and the plan is to expand the scope by including additional metabolic and vascular diseases, as well as a 
new area of infectious diseases (1). 

 
The long-term strategic goal of ERN RARE-LIVER is: 

1. To enhance patient care by improving knowledge, bringing the knowledge to caregivers and patients. 
2. To implement two pathways and quality control measures for all applicable diseases by the disease working groups 

at each member hospital. 
• Diseases treated at a particular institution/ member hospital. 
• Diseases not covered at this member hospital and will require cross-border consultation and treatment (re-

ferral pathway). 
 

The objective will be to have more than 15 member centres to be equipped with patient pathways for the top 3 rare liver dis-
eases covered by their institution. A patient pathway is a series of healthcare interactions and interventions a patient receives 
from initial presentation to final outcome, aimed at providing timely and efficient care (1). 
 

ERN RARE-LIVER realistic aim: 

- To implement a patient pathway for 8 -10 of the diseases covered involving several disease working groups.  
- To implement care pathways in more than 15 member centres of the ERN for the top 3 rare liver diseases covered 

by their institution.  
 

The patient pathway is a disease specific roadmap that each individual centre later adapts to have a centre-specific clinical 
pathway. 
 
Responsibilities: 

1. Graphics and content: Responsibility of the author (pathway lead). Author is responsible to ensure copyrights of the 
content, graphics/ visuals used. 

2. Authorship: belongs to the pathway lead, who is responsible and liable for updating the pathway after three years 
from the date of finalisation. 

3. The pathway lead works with a team. This team should include patients and a nurse from the beginning of the path-
way development 

4. Generic form: to be provided by the lead of WP7. This generic template can be forwarded to other disease working 
groups to carry out a similar structure for their own pathway.  

5. IT support: ERN office takes care of the interactive PDF of every pathway developed by the disease working groups, 
to be disseminated and added online on the website. 
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1. ERN RARE-LIVER Grant Agreement 101156292 (01.10.2024 – 30.09.2027). 
 


