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Learning objectives

1. Understand what a care pathway is
2. Understand what the challenges are with establishing a care pathway for 

RD patients 
3. Delineate what main components a care pathway for diagnosis of RD 

patients has
4. Understand what the challenges are regarding establishing a care pathway 

for diagnosis of RD patients
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Definition of Care Pathway

In health and social care systems, a ‘care pathway’ is a tool to enhance the coordination and 
quality of care across this continuum by improving patient outcomes, promoting patient 
safety, increasing patient satisfaction, optimising the use of resources and reducing 
unnecessary variation in best practice and evidence-based care.
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Care Pathways Toolkit for Healthcare Professionals & Patient Representatives, https://jardin-ern.eu/resource/care-pathways-
toolkit/

June 2nd 2025

Methodology for mutual decision making and organisation of 
care for a group of patients during a well-defined period

‘Care pathways’ resemble a detailed care plan, charting each step for a specific patient 
population to make sure they safely and efficiently reach the best outcomes and quality of life.
Care pathways gather in one place all the guidelines and clinical protocols that provide 
instructions to treating clinicians and relevant professionals across health and social care for 
delivering optimal care and treatment to patients with specific conditions.



Definition of Care Pathway
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Care Pathways Toolkit for Healthcare Professionals & Patient Representatives, https://jardin-ern.eu/resource/care-pathways-
toolkit/

June 2nd 2025



Patient Journey

5https://www.ern-rnd.eu/disease-knowledge-hub/ern-rnd-patient-journeys/ June 2nd 2025

Patient Journeys map the common needs of a specific 
patient community along the different stages of their 
journey, from first symptoms and diagnosis to 
treatment and follow-up. 

These needs are identified and described through the 
eyes of the patients or caregivers 

They can be used to map the procedures and 
treatments documented in a Care Pathway against the 
needs captured in a Patient Journey, and to identify 
whether this mapping reveals any gaps in the delivery 
of care. 

In this sense, Patient Journeys are a tool to enable 
patient partnership in the design of care pathways to 
prioritise activities and resources in the organisation
of care services.
Care Pathways Toolkit for Healthcare Professionals & Patient Representatives, 

https://jardin-ern.eu/resource/care-pathways-toolkit/



Operationalising
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How do you do it ? 



Operationalising
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Care pathway for RD patients

What are the challenges with establishing a care 
pathway for RD patients ?
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Care pathway for RD patients

Disease related

Knowledge related

Healthcare related
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Main components/steps of a care pathway for diagnosis of 
RD patients
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Main components/steps of a care pathway for diagnosis of 
RD patients
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What are the main components/steps of a care 
pathway for diagnosis of RD patients ?



Main components/steps of a care pathway for diagnosis of 
RD patients
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Methodologies to standardize these steps? 
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Pitfalls
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What can go wrong?



Main components/steps of a care pathway for diagnosis of 
RD patients
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Thank you for your 
interaction !
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