PATIENCE WITH PATIENTS:
Learnings From Building and Maintaining Patient Communities

WHY BUILD PATIENT COMMUNITIES?
As the pharma industry embraces patient-centricity, one of the hottest topics emerging in the
market research industry is the increasing demand for longitudinal patient studies and bespoke
community builds.
Patient research must be approached differently than healthcare provider (HCP) research,
because it presents challenges posed by hard-to-reach audiences.
By pre-building patient panels, we can change the approach to patient research in line with
pharma research pipelines and accelerate recruitment and delivery timelines. At the same time,
clients benefit from efficiency savings and improved insights due to the longitudinal nature of the
studies.
Patient recruitment for prevalent conditions is relatively easy with large scale consumer panels.
But recruiting quickly for rare diseases is challenging. Timelines are longer, with more expensive
recruitment and smaller quantitative sample sizes, which are often on a best effort basis due to
the unknown element involved. Combining these complexities with the increased demand for
patient studies, the industry must find other ways to approach this challenge.
Patient panel builds are most effective when there is a clear timeline for research over a period
of time. When you gather data for the patient repeatedly, that schedule of interaction dilutes the
upfront investment to build the panel, and each interaction becomes quicker and more costeffective.
This advanced planning eliminates the traditional challenges of patient recruitment and amplifies
benefits. Rather than a snapshot of a patient on a given day, which might not be reflective of their
normal state, longitudinal research drives superior insights.
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TIMELINE
Here is an example timeline for the launch of a new patient community build, and the types
of interaction and engagement that might involve. This particular project example assumes
a commitment of one year; panels can run for more or less time depending on the required
outcomes for the project. The time commitment may also depend on the type of patient you’re
studying and the length of their treatment journey. The length of time needed for the build itself
is also determined by the target audience and sample size needed.
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With all panel activities, engagement is key. With a bespoke community a sense of belonging
is particularly important, so leveraging a degree of personalisation in communications works
well. Initial onboarding should set the tone for the entire project and reinforce the benefits of
involvement beyond the incentive, as well as setting expectations for panelists’ participation.
Individuals and patient support and advocacy groups get involved in market research with the
intention and hope of making a difference and helping to improve patient outcomes in the future.
Ensuring continuous engagement through both communication and activity is crucial to
encouraging respondents’ ongoing enthusiasm. Throughout the project, participants would
complete surveys, take part in bulletin boards, and engage in in-person research across the period
of the community. Some participants would take part in all tasks; others may be selected only for
particular tasks based on how they responded to a poll, their geographic location, or other criteria.
The requirements are flexible and can be defined as desired by the objectives of the community.
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BEST PRACTICES
To build and maintain a successful and insightful patient community, you need to ensure that you
follow best practices. You can ensure the best possible outcomes from the start with two key
principles:
Effective Recruitment
First is identifying how to source the right target audiences for these communities through the
most appropriate recruitment methods.
Transparency for the Respondents
What’s in it for them? Be clear about the benefits of their participation, both tangible and
intrinsic.

COMMUNITY ENGAGEMENT
The principles of maintaining effective communication with respondents remain paramount after
the community has been built. It is especially important that this is in line with or surpasses the
levels of engagement that participants were promised from the outset.
If there is a period where there is not an official task for the panelists, then there’s an opportunity
to create content to protect engagement levels. Accessibility to these tasks and the speed of
feedback are imperative, but the time commitment can be varied to retain interest.
One option for panel-led engagement is to facilitate peer-to-peer networking within the panel,
allowing participants to communicate with each other building a support network, thus creating
a true community. This may not be appropriate for all scenarios but can be effective in the right
circumstances.
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CONCLUSIONS
Improved Relationships with Respondents
The nature of long-term engagement results in a partnership with implicit loyalty, rather than just
transactional. This provides greater insight and reduces attrition.
Greater Collaboration Through Recruitment
What’s in it for them? Be clear about the benefits of their participation, both tangible and
intrinsic.
Better Access to Patients for Research
This approach provides flexibility on how and when to engage with respondents rather than
doing so on an ad hoc basis with limited recruiting time and starting from scratch each time.
Improved flexibility and agility means additional research questions can be posed to the
community with minimal set up and launch time because the community is already in place.
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