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rare disease trials 
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Recruiting participants in rare disease trials is 
only part of the challenge. Converting initial 
interest into completed participation is where most 
studies succeed or fail.



We analyzed participant progression from sign-up 
through to return of results across several rare 
disease trials Sano has supported. While each 
study differed in design and population, consistent 
patterns emerged in where participants disengage 
and what drives completion.


The participant funnel: 

where conversion holds and where it breaks

Across studies, early engagement is consistently strong:

After this point, conversion 
becomes more variable:

98% of participants who sign up 
begin the onboarding flow

74% Approximately

complete onboarding


28% - 97%
Genetic testing kit ordering 
of eligible participants

 82 - 98%
Between 82% and 98% 

of those are eligible

72 - 96 %
Kit return remains high 
once initiated

This pattern reflects that the pipeline may be leakiest at the kit ordering step, where 
commitment may be perceived as more serious. From a commercial perspective, variability at 
this stage creates significant downstream impact. Lower activation rates require larger top-of-
funnel recruitment, extend enrollment timelines, and increase cost per enrolled patient. In rare 
disease trials, where patient populations are limited, this effect is amplified.
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Key conversion 
inflection points

Enrolled

01 Early-stage drop-off may reflect uncertainty

Approximately one in four participants who begin onboarding do not complete it. This is 
consistent with findings that around 75-90% patients disengage before pre-screening or early 
qualification steps are completed.1

At this stage, participants are still evaluating whether to commit. Their decision can be 
influenced by:

Ease of use and clarity of instructions

Understanding the purpose and value of the study

Perceived time and effort required

Lesson: Clarity and usability early in the journey are critical for conversion.

02 Consent and eligibility signal commitment

Participants who complete onboarding and consent are much more likely to continue. Eligibility 
rates remain high after this point, and drop-off decreases significantly. This suggests that once 
participants understand the study and agree to take part, they are more invested in completing it.

Conversion at this stage can be improved if participants:

Understand the value of the study

See relevance to their personal health

Recognize potential implications for treatment or care

Lesson: Consent should reinforce both understanding and personal relevance.
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03 The transition from eligibility to action is the most 
sensitive stage

The largest variation across studies occurs between eligibility and kit ordering. This is where 
intent must translate into action. This stage can have the greatest impact on timelines and 
cost. Even small improvements in activation can significantly reduce recruitment duration and 
the need for additional outreach. 

Differences at this stage may be driven by:

Ease of use and clarity of next steps

Strength of instructions and guidance

Perceived impact on personal health or treatment options

Severity of disease and urgency

Individual motivation

Lesson: Activation depends on both participant motivation and operational design.

04 Once participants take 
action, completion is reliable

After participants order a testing kit, completion 
rates are consistently high across studies. At this 
stage, operational reliability directly influences data 
completeness and reduces the risk of re-recruitment 
or protocol delays.



The high conversion rates at this step may be partly 
due to the convenience of completing a test from 
home, particularly for patients with conditions that 
are associated with high burden or limited mobility. 
Studies have shown that reducing logistical burden 
through decentralized approaches or direct-to-
patient models improves retention and completion.2

Lesson: Once participants act, execution quality 
becomes the primary driver of completion.
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What 

high-performing 
participant 
flows have in 
common

Across programs that perform well, several consistent 
patterns emerge:

Expectations are set clearly from the beginning

Instructions are simple and easy to follow

The value of participation is reinforced throughout

Transitions between steps are seamless

Communication maintains momentum

Participant time and effort are respected

These patterns align with broader evidence that reducing 
burden and improving clarity are central to improving 
recruitment and retention outcomes.

👋 Hi Helen, Welcome to 
your Health Research Hub.

Discuss your 
results with a 
Genetic Counsellor

Schedule appointment

Your Sano DNA 
Test is on its way!

My test has arrived

Family 

Health History

Begin survey
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Implications for trial design

Focus on activation, not just recruitment

High sign-up volume is not predictive of usable data. The transition from eligibility to action is 
the most critical stage.

Treat onboarding as a core experience

Onboarding determines whether participants proceed. It should be designed for clarity, not 
just compliance.

Reinforce value throughout the journey

Participants are more likely to continue when they understand the relevance of the study to 
their condition and potential outcomes.

Minimize friction at every step

Ease of use, clear instructions, and efficient logistics directly influence completion rates.

Design for cumulative conversion

Small improvements at each stage can significantly increase final cohort size.

Improving participant conversion leads to more complete datasets, faster trial execution, greater inclusion 
of diverse patient populations, and higher likelihood of meaningful clinical outcomes.



In rare disease research, where every participant matters, optimizing the participant journey is central to 
trial success.
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How Sano reduces friction 
across the participant journey

Sano addresses the key points of drop-off in rare disease trials by designing a participant 
experience that is simple, continuous, and operationally robust from end to end.

Reducing complexity for participants

Sano provides a unified, easy-to-use platform 
where participants can move through consent, 

pre-screening, genetic testing, and genetic 
counseling without confusion or fragmentation. 

Clear instructions and structured workflows reduce 
uncertainty and improve early-stage conversion.

Maintaining momentum through

active follow-up

Ongoing communication and reminders 

help participants progress through each stage 

without drop-off. This ensures continuity 

between steps and reduces loss between 


eligibility and action.

Enabling remote participation

Sano removes the need for unnecessary site visits 
by enabling remote pre-screening, eConsent, and 

direct-to-patient testing. Kits are shipped to 
participants and returned from home, reducing 

burden and improving accessibility.

Ensuring operational reliability

By coordinating logistics, tracking progress,

 and managing participant workflows centrally, 
Sano reduces operational friction and supports 

high completion rates once participants 

begin the study.

Supporting informed participation

Through education embedded in the participant 
journey, Sano helps individuals understand the 

purpose of the study, what participation involves, 
and how it may relate to their condition. This 

strengthens engagement at consent and beyond.

Enrolled

In rare disease research, where every participant 
matters, optimizing the participant journey is 
central to trial success.

1m agoMESSAGES

Sano Genetics
There's a new treatment opportunity 
that may be right for you
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To find out how Sano can help support site 

selection and engagement, get in touch.
Get in touchGet in 

touchGet in touch
Get in touch
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