
Open Letter from the PBC Foundation 

To: 

The Honorable Minister of Health and Welfare of the Republic of Korea 

The Honorable Speaker of the National Assembly of the Republic of Korea 

Re: Improving Access to Care for People Living with Primary Biliary Cholangitis (PBC) in Korea 

Dear Minister and Speaker, 

On behalf of the PBC Foundation, the world's largest patient organisation dedicated to supporting 

people living with Primary Biliary Cholangitis (PBC), I am writing to express our appreciation for the 

growing attention being given to PBC in the Republic of Korea.  

The PBC Foundation supports patients and families in more than 90 countries and works to improve 

awareness, care, research, and access to treatment for individuals living with this chronic autoimmune 

rare liver disease. We believe that no patient should be disadvantaged because of where they live, how 

rare their disease may be, or how limited public awareness of their condition remains.  

For this reason, we were deeply encouraged to learn that the challenges faced by people living with PBC 

have recently been discussed within the National Assembly of Korea.  

At a time when many rare diseases continue to receive little public attention, Korea has demonstrated 

leadership by bringing the unmet needs of people living with PBC into the national policy conversation. 

This is an important step not only for Korean patients but also for the broader international PBC 

community. 

Why the Global PBC Community Is Paying Attention to Korea 

Some may wonder why a patient organization headquartered in the United Kingdom would take an 

interest in a healthcare issue being discussed in Korea.  

The answer is simple. 

PBC does not recognize national borders. 

The experiences of a patient in Seoul are remarkably similar to those of patients in London, Berlin, 

Stockholm, or New York. The same fears, frustrations, and uncertainties are shared by people living with 

PBC around the world. 

 

 

 

 



For many years, the global PBC community has worked to ensure that patients are not overlooked simply 

because their disease is rare. As a result, when a country takes meaningful steps to recognize the needs 

of PBC patients and discuss potential solutions, the entire international patient community takes notice. 

The recent discussion in Korea is significant because it acknowledges that people living with PBC deserve 

to be part of healthcare policy discussions and that their needs warrant serious consideration. For 

patients around the world, that message carries enormous importance.  

The Human Burden of Living with PBC 

Too often, PBC is viewed only through the lens of laboratory values, liver enzymes, and clinical 

assessments. 

Patients experience something very different. 

People living with PBC frequently describe overwhelming fatigue that can make even simple daily 

activities difficult. Many suffer from relentless itching, disturbed sleep, loss of concentration, anxiety, 

depression, and social isolation. 

These symptoms are often invisible to others, yet they can profoundly affect a person's quality of life, 

employment, family relationships, and mental wellbeing. 

Patients commonly describe feeling misunderstood, particularly because they may appear healthy on the 

outside while struggling deeply with the daily impact of their disease.  

For them, PBC is not simply a liver condition. 

It is a life-altering disease that affects every aspect of everyday living.  

A Critical Treatment Gap Facing Korean Patients 

Beyond the burden of symptoms, many Korean patients face a second challenge: a lack of available 

treatment options when first-line therapy is not enough. 

We understand that ursodeoxycholic acid (UDCA) remains the standard treatment for PBC in Korea. 

However, it is well established that a substantial proportion of patients do not achieve an adequate 

response to UDCA alone. 

For these patients, persistent disease activity may continue to damage the liver despite treatment.  

Without effective additional treatment options, patients may face progressive fibrosis, cirrhosis, liver 

failure, and ultimately the possibility of liver transplantation.  

From the perspective of patients and families, this is not simply a clinical issue.  

 

 



It is the anxiety of knowing that the disease can continue to progress despite doing everything possible 

to manage it. 

It is the fear of watching future treatment options run out.  

And for some individuals, it means being placed on a path toward cirrhosis or liver transplantation when 

opportunities to intervene earlier may exist elsewhere. 

As a patient organization, we hear these concerns every day. 

No patient should feel that they are running out of time simply because further treatment options are 

unavailable. 

The International Movement Toward Better Access 

In recent years, healthcare systems in a number of countries have increasingly recognized the unmet 

needs of PBC patients who do not respond adequately to first-line treatment. 

This growing recognition reflects a broader understanding that PBC is a progressive disease and that 

waiting until patients reach advanced stages of liver damage is not in the best interests of patients, 

families, or healthcare systems. 

Around the world, policymakers, clinicians, and patient advocates have increasingly focused on 

improving access to therapies that may help address ongoing disease activity and reduce the risk of long-

term complications. 

The international conversation has gradually shifted from managing the consequences of advanced liver 

disease to preventing disease progression whenever possible.  

This has been wrapped into an internationally agreed campaign: Project 90/90. In Project 90/90, we are 

asking forat least 90% of PBC patients access 90% of care standards in care guidelines, e.g. access to 

secondline therapies. 

We hope that Korean patients will also have the opportunity to benefit from this evolution in care.  

A Public Health Opportunity for Korea 

Importantly, improving care for people living with PBC is not simply a question of expanding treatment 

choices. 

It is also a public health issue. 

Progressive liver diseases place a substantial burden on patients, families, healthcare systems, and 

society. 

 

 



When liver disease progresses to cirrhosis, liver failure, or transplantation, the human and healthcare 

costs increase considerably. 

By contrast, enabling timely intervention before irreversible damage occurs has the potential to preserve 

quality of life, support long-term health outcomes, and reduce the burden associated with advanced 

liver disease. 

This is why improving outcomes in PBC should be viewed not only through the lens of rare disease policy 

but also as part of a broader commitment to liver health and preventive healthcare. In this context, the 

discussions taking place in Korea have significance far beyond a single disease area.  

They represent an opportunity to demonstrate how patient-centered healthcare policy can address 

unmet medical need while supporting long-term public health goals. 

Closing 

The PBC Foundation respectfully commends the Government of the Republic of Korea, the National 

Assembly, healthcare professionals, and patient advocates who have worked to bring greater visibility to 

PBC and the challenges faced by those living with this disease. 

The recent policy discussions in Korea have given hope not only to Korean patients but also to the wider 

global PBC community. They acknowledge that people living with PBC experience real suffering, real 

uncertainty, and real risks of disease progression. Most importantly, they recognize that patients deserve 

the opportunity to access appropriate treatment before irreversible liver damage occurs.  

We sincerely hope that Korea will continue to build on this important momentum and help ensure that 

people living with PBC are not left behind as standards of care continue to evolve globally.  

Rare diseases may be uncommon. 

But the people living with them are not invisible.  

Yours sincerely, 

 

Robert Mitchell-Thain 

Chief Executive Officer 

PBC Foundation 

 


