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PRESS RELEASE

CUHK study reveals heavy medical burden of von Hippel-Lindau disease and calls
for enhanced multidisciplinary care and support

(Hong Kong, 28 August 2025) — von Hippel-Lindau (VHL) disease is a rare autosomal
dominant hereditary syndrome that can lead to the development of tumours in multiple
organs. A study conducted by the Faculty of Medicine at The Chinese University of Hong
Kong (CUHK) provides the first analysis of the clinical profile of local VHL patients. The
findings reveal that patients experience repeated hospital admissions, surgeries, and
dialysis procedures throughout their lives, placing a significant burden on the healthcare
system. The researchers also introduced new medications that have evidence to reduce the
number of surgeries, and multidisciplinary care to improve overall patient outcomes. The
study has been published in the Hong Kong Medical Journal.

The retrospective study reviewed patient records from 1993 to 2024 across five public hospitals,
identifying 32 VHL patients. The mean age at first presentation was 28 years. All patients developed
tumours, with about 80% having cerebellar haemangioblastoma, over half with renal cell carcinoma,
and others with tumours in the spine, retina, pancreas, and more. More than half of the patients
underwent surgery, including removal of parts of the kidney, pancreas, and brain, with each patient
having an average of three to four surgeries. Nearly half of the patients died during the study period,
most due to VHL syndrome.

The study also found that VHL patients incur high medical expenses, particularly due to frequent
hospital admissions and surgeries. The annualised per-patient cost for emergency and inpatient
admission exceeded HK$138,000. Six patients required dialysis, resulting in a total cost of HK$28.8
million. The researchers emphasise the urgent need to improve the treatment and follow-up care
for VHL patients in Hong Kong. VHL has been treated with surgery and radiotherapy to remove
tumours, but these procedures can damage organ function, mobility, and vision. A novel treatment
is now available that could potentially reduce the number of surgeries—a transformative treatment
for VHL patients. At the time of publication, this drug had already been supported by the Samaritan
Fund.’

Professor Chi-fai Ng, Tzu Leung Ho Professor of Urology of CUHK, explained that VHL patients
carry a mutation on chromosome 3, increasing the risk of tumours and cysts in certain organs. If
one parent has VHL disease, each child has a 50% of inheriting the condition. ‘VHL patients
typically develop the disease at a young age, with the youngest being only 4 months old, and
continue to grow tumours throughout their lives. Even after removal, tumours may recur—it’s like
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carrying multiple ticking time bombs. Now, with treatment that may reduce the need for surgery
and possibly avoid dialysis, there is new hope for patients. It may also help relieve overall
healthcare burden.’

Given the VHL syndrome induced tumours may affect various of organs, its management requires
collaboration across multiple specialties including but not limited to genetics, urology, neurosurgery,
hepatobiliary and pancreatic surgery, oncology, endocrinology, and ophthalmology. The research
team recommends a holistic multidisciplinary approach to care, and treatment plans should be
discussed at multidisciplinary meetings to prioritise the most life-threatening and symptomatic
conditions, with pre- and post-surgery support, timely monitoring, and appropriate follow-up. The
team also recommends establishing local VHL registries to facilitate clinical trial enrolment, long-
term follow-up and complication screening, and expand patient access to innovative treatments.

The article “Presentation, management, and clinical outcomes of von Hippel-Lindau syndrome”
was published in the Hong Kong Medical Journal. https://doi.org/10.12809/hkmj24 12496
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