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A global survey conducted by Medscape among 
117 oncologists revealed that the biggest barrier to 
staying updated on rare cancers is time constraints; 
most oncologists prioritise learning about more 

common cancers. This educational gap directly contributes to 
delays in diagnosis and treatment.2 

Rare cancer: educational and management challenges
Beyond time limitations, oncologists face additional hurdles 
when managing rare cancers, including limited research, 
scarce clinical guidelines, difficulty accessing specialised 
expertise and restricted availability of clinical trials.3 The 
same survey highlighted that oncologists 
struggle with inadequate evidence for 
treatment decisions and a lack of resources 
to help inform patients about their 
conditions.2

Dr Wei-Sen Lam, MBBS, Medical 
Oncologist and steering committee 
member of Medscape Education’s Rare 
Disease Learning Center explains: “The 
scarcity of specific treatment options and 
guidelines for rare cancers often leads to 
suboptimal outcomes.”

Tackling the unmet educational needs in rare cancers
Addressing this gap requires increased research and 
educational efforts. To help bridge this divide, Medscape 
has incorporated rare cancers into its Rare Disease 
Initiative, aiming to keep oncologists informed on the latest 
developments in rare cancer diagnosis and management.

Surveyed oncologists emphasised the value of expert-
led education on rare cancers and expressed the need 
for downloadable PDFs, concise recommendations and 

diagnostic algorithms to maximise the impact of continuing 
medical education (CME).

Importance of improving awareness of rare cancers
Dr Lam says: “With the growing role of the internet in 
patient education, some patients are more informed 
about their conditions than their healthcare teams. This 
shift underscores the importance of clinicians being 
able to interpret and validate patient-found information. 
Educational initiatives, along with support from nurse 
navigators and oncology specialists, are more crucial than 
ever in delivering optimal care.”

Patients with rare cancers often 
struggle to find and understand accurate 
information due to the rarity of their 
condition. Healthcare professionals should 
be educated and trained, so they can clearly 
communicate this information, empower 
patients and foster trust.4

The broader need for rare disease 
education is also recognised in the draft 
World Health Assembly’s Resolution on 
Rare Diseases, which calls for increased 
awareness and training among healthcare 
providers, policymakers and the public.
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A rare cancer is defined as one diagnosed in fewer than six out of 100,000 people annually — accounting for roughly 24% of all cancer diagnoses in 
Europe.1 Managing and diagnosing rare cancers presents unique challenges, often leading to delays in treatment.
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The World Orphan Drug Congress Europe is the 
largest and most established event globally for 
orphan drugs and rare diseases.  

Experts and industry access
The event brings together experts from across the 
globe and the entire orphan drug lifecycle through 
10 conference tracks, discussing areas including 
cell and gene therapy, genetic testing, market 
access, real-world evidence, orphan drugs policy 
and more.

Attendees represent not only the most senior 
individuals across the industry but also individuals 
from across academia and research; pharma and 
biotech; government and regulatory; nonprofit; 
investors; international and public health agencies; 
manufacturers and suppliers; patient advocates; 
and more.

At the heart of the event lies its commitment to 
fostering connections. With one-to-one networking 
spanning three days, attendees can engage 
directly with thousands of pharma experts. The 
congress aims to facilitate over 15,000 networking 
interactions, offering the perfect platform to 
share ideas, form partnerships and discover new 
opportunities.

Advancing the rare disease community
Beyond networking, the event provides a 
unique environment for innovation and growth. 
Entrepreneurs can meet investors, pitch their ideas 
or discover startups with novel and transformative 
solutions. Companies seeking to expand their reach 
will find invaluable connections to propel their 
businesses forward.

What makes this event like no other is its 
dedicated patient zone, offering a rare opportunity 
to collaborate with Patient Advocacy Groups (PAGs) 
and European Reference Networks (ERNs). These 
organisations play a critical role in advancing the 
rare disease community, ensuring patient voices 
remain at the forefront of every discussion.

Enhance your rare expertise
The World Orphan Drug Congress can also take 
your professional growth to the next level. As an 
accredited event by the Continuing Professional 
Development (CPD) Certification Service, up to 26 
hours of CPD points could be earned while gaining 
cutting-edge insights into the rare disease field. It’s 
the perfect opportunity to enhance your expertise 
and make a real impact in your field and the rare 
disease community.

Secure your spot today and join the World Orphan Drug 
Congress. Use code MP20 to save an 

additional 20% off at registration at
 terrapinn.com/WODC/MediaplanetTickets2025

Primary biliary cholangitis is a rare autoimmune 
disease that affects the bile ducts within the liver. In 
simple terms, the body’s immune system mistaken-
ly targets and attacks its own liver cells. Essentially, 

the immune system becomes confused and perceives healthy 
liver tissue as harmful, resulting in inflammation and damage.

Managing rare autoimmune disease PBC
When diagnosed and treated early, PBC can be managed 
effectively, allowing individuals to lead full, healthy lives with a 
normal life expectancy. However, if the disease is not detected in 
time or treatment is delayed, it can progress to liver failure.

Symptoms often include chronic fatigue, which can be debili-
tating, and intense itching under the skin. These symptoms are 
just a few of the challenges that people with PBC may face. PBC 
primarily affects women, as the majority of those diagnosed are 
female.

Seeking PBC support and information
Early intervention is key to managing the disease and ensuring 

a better outcome, so recognising symptoms and seeking help 
promptly can make all the difference. The PBC Foundation, 
based in the UK, supports over 18,000 patients from almost 90 
countries around the world. It provides support, information, 
peer networks and advocacy in healthcare and policy, as well as 
facilitates and supports research.

International campaign for PBC care
In 2025, the PBC Foundation is leading the international cam-
paign called Project 90/90. The foundation is using this campaign 
to ensure that 90% of PBC patients can access 90% of the care 
standards highlighted in international guidelines. The basics — 
such as blood tests, the right medicine dose and scans — can all 
help to prolong the life of those living with PBC. 

The foundation is working hard to ensure as many patients 
as possible not only have these checks but are also assessed and 
supported in their symptom burden. If you are affected by PBC, 
come and register with us for free. You too, can be part of Project 
90/90, download the resources from our website and speak to 
your health care professional.

Primary biliary cholangitis symptoms, support and campaign for better care
Learn about primary biliary cholangitis (PBC), a rare autoimmune liver disease. Discover where to find global support, be part of advocacy and join initiatives to improve care.


