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Patient finding excellence: Connection to care 

It is estimated that 400 million people suffer from a rare disease globally, with approximately 

7,000 distinct types of rare and genetic diseases identified. On average, it takes eight years 

before rare disease patients receive an accurate diagnosis and even then, the majority of 

those diagnosed lack access to approved therapies for targeted treatment. Many of these rare 

diseases affect children, with irreversible debilitating and painful impact that is often fatal. 

Thus, it is essential to identify patients early and connect them to treatment as soon as 

possible to improve patient outcomes.1 

Patient finding is the foundation of successful rare disease efforts 

Finding rare disease patients is an exhaustive and often convoluted process. A disciplined, 

systematic, and tenacious approach to patient finding is required to maximise the opportunity 

for a rare disease therapeutic and effectively connect patients to needed care. Yet, many rare 

disease launches and patient finding efforts tend to stall once the more easily identified 

patients are identified and placed on therapy (see Figure 1).  

Every rare disease has unique dynamics and challenges and there is no single definitive 

process or data source that can be relied upon to identify and locate all potential patients in a 

geographic area. Compounding the issue are: the relative scarcity of patient level data in rare 

diseases, often the lack of definitive and discrete diagnostics, and the differences in medical 

care and institutions across geographic regions. Accordingly, it is necessary to invest in a 

disciplined and customised approach to systematic patient finding as early as possible in the 

product development cycle. Patient finding in rare disease takes time, effort and discipline, but 

it is a pivotal step in connecting patients to treatment. 

  

                                                      
 

1  https://globalgenes.org/rare-facts/ 

 

https://globalgenes.org/rare-facts/


   
  
                   Patient-finding excellence: Connection to care  |  2 

Figure 1: Most rare disease patient-finding initiatives stall after easy-to-find patients are identified    

 

Source: CRA  

Leverage multiple sources of information in patient finding efforts 

As there are multiple potential sources available for finding rare disease patients, it is 

important to assess the potential value of each data source and how they might be used in 

concert to develop a targeted approach to patient finding that fits the particular characteristics 

of the rare disease and geographic market in question. The below list, though not exhaustive, 

delineates commonly used sources leveraged for patient finding. 

 KOL networking 

 Patient advocacy groups 

 Patient registry and / or epidemiology study 

 Electronic medical records 

 Digital and social media engagement 

 Private insurance plans 

 Field force (prospecting) 

 Lab data, including genetic testing  

 Specific market research 

By leveraging information from these sources, it is possible to develop best practices in 

patient finding specific to the rare disease of focus, covering a spectrum of outputs and 

deliverables (see Figure 2). 
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Figure 2: Best practices in patient finding 

Source: CRA 

 

An established approach to patient finding provides a faster connection to care 

for patients 

Systematic and disciplined investment in effective patient finding can connect patients to care, 

which is especially important in rare diseases where treatment options have been more 

limited in the past (see Figure 3). Additional benefits to an integrated approach include the 

coordinated focus on activities in priority areas, leveraging the individual benefits of different 

data sources and approaches to deliver a synergistic effort. An integrated approach to patient 

finding also helps establish clear lines of communication among stakeholders and enables 

patient tracking to produce robust, actionable data with transparent evaluation of successes 

and failures via a patient tracking platform (e.g., RDNavigator). 
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Figure 3: Effective patient finding and tracking can mitigate the stall in patient numbers 

 

Source: CRA 

About CRA and the Life Sciences Practice 

CRA is a leading global consulting firm that offers strategy, financial, and economic  

consulting services to industry, government and financial clients. Maximising product value 

and corporate performance, CRA consultants combine knowledge and experience with  

state-of-the-art analytical tools and methodologies tailored to client-specific needs. Founded 

in 1965, CRA has offices throughout the world. 

The Life Sciences Practice works with leading biotech, medical device, and pharmaceutical 

companies; law firms; regulatory agencies; and national and international industry 

associations. We provide the analytical expertise and industry experience needed to address 

the industry’s toughest issues. We have a reputation for rigorous and innovative analysis, 

careful attention to detail, and the ability to work effectively as part of a wider team of 

advisers. To learn more, visit crai.com/lifesciences. 
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