
UBC is currently managing an AML / MDS disease registry for a leading biopharmaceutical client with 200 sites 
working toward an enrollment target of 2,100 patients across three cohorts. The study has been ongoing for  
eight years to provide insights from current and evolving treatment regimens, and the impact on prognosis and 
health-related quality of life. 

A Large, Long-Term Disease Registry in Acute Myeloid Leukemia 
(AML) / Myelodysplastic Syndromes (MDS) Maximizes Patient 
Enrollment While Minimizing Site Burden 

REGISTRY GOALS:
• Describe current and evolving criteria for diagnosis, prognosis,

treatment, clinical monitoring, as well as certain outcome measures.

• Compare routine clinical practice patterns with existing management
guidelines.

• Describe treatment patterns and outcomes in patients with and
without particular markers.

• Summarize patient-reported, health-related quality of life
outcomes and economic outcomes, and their associations
with patient characteristics, treatment regimens and
clinical outcomes.

Continued >>

In addition to the primary objectives outlined above, other exploratory goals will evaluate molecular and/or 
cellular markers in blood, bone marrow and other tissues to provide further insights. 

• Expeditious site activation processes to maximize enrollment
by implementing on-demand site training through a combination
of pre-recorded sessions, comprehensive welcome materials and
weekly teleconferences, so sites can dial in with any questions.

• A proactive approach to enrollment by revisiting screen failure
data and revising inclusion and exclusion criteria, while maintaining
patient safety. Protocol amendments yielded a decrease in the
screen failure rate, broadening patient eligibility criteria.

UBC APPROACH
Through our years of registry experience and the knowledge gained through this program, 
UBC has developed strategies for identifying and efficiently activating productive  
clinical sites. This allows for the collection of high-quality data that will support  
those unanswered questions for our sponsors. 

Key strategies implemented include:
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• Specialized process improvements for eligibility review by empowering medically trained
UBC personnel to triage and organize cases for final eligibility assessment by an independent
radiologist, significantly reducing the number of cases rejected for incomplete information.

• Strategies for maximizing the contribution of underperforming sites by identifying both the underperforming
and top-performing sites and incorporating learnings across every location. These strategies are
communicated to all sites through a comprehensive study newsletter, which includes the latest learnings,
monthly enrollment statistics and provides an opportunity to reinforce the location of key study resources.

• Mitigating risk of patient non-compliance in a long-term study that included eight years of follow up
by ensuring a seamless transition to a nearby site, specifically coordinating the transfer and release of patient
electronic medical records.

• Agility in adapting to additional cohorts as the study progressed,
including various plans and documents, data collection tools and
electronic data capture to adapt to the ever-changing oncology-research landscape.

“Thanks to your compassion and perseverance, we are so 
much closer to understanding and dissecting the needs of 
our patients, the evolution of the disease, and how we can 
better serve and treat those affected by it.” 

- Sr. Study Manager, US Medical Affairs

ubc.com

RESULTS
Our client has trusted UBC to manage their disease registry and advise on strategies 
to fit the needs of the patients while improving the program’s productivity. The 
registry is being expanded to its fourth cohort increasing the target enrollment  
to 2,900 patients across 300 sites.
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