Filling in the gaps in rare
disease publications
The natural history of rare diseases is often missing.
The patient perspective is absent.
Ivan Doig, an acclaimed novelist who wrote stories of
the American West, died in 2015 after a battle with a
rare disease — multiple myeloma.
Before his death, he described the disease as "the
waiting room of Hell furnished with side effects.” Our
understanding of his experience emerges from the
detailed notes he and his wife kept throughout his
disease journey.
His journal is powerful, but its impact is lost.
We, at rareLife, can change that for patients!

Capturing the patient experience in a user-friendly way
addresses key literature gaps
makes documenting experiences a positive habit by providing:
An interface that eases the note-taking burden and provides a
sense of satisfaction and fulfillment
A solution that provides easy access both at home and
on-the-go
A secure method for sharing info with other trusted individuals
A disease-specific framework to help patients and caregivers
know what is important to document

With rareJourney, we capture the experience, collate it, anonymize it, and publish it.

Filling the gaps in rare
disease publications

Gathering Patient Experience Data (PED) in rareJourney
How does it
provide evidence to
drive change?

Data collected can be published in peer-reviewed articles or gray channels
(eg, social media, white papers); patients provide insights that drive more
rigorous engagement.

How does it differ
from a registry?

It puts patients first. Patients benefit in real time from cathartic process
to access to their own and community data. It provides an ability to better selfadvocate. It is easy to use, motivates participation, captures and reports
burden of disease and impact; and is more affordable and is faster to stand up.

What does it look
like?

It has a beautiful, patient-friendly interface designed to improve the
patient experience.

What do patients get
to share?

The “print and go” report is always available (and emailable); patients can also
share their dashboard or year in review with others.

How does it help
patients seek
treatment?

By capturing and reporting individual symptoms back (like a diary), patients
have the evidence they need to talk to their physicians; they can also see how
they compare to peers and initiate a discussion about differences.

How can it help
patients tell their
story?

By walking patients through “bite-sized” entries, patients and caregivers can
easily share information, enabling them to formulate their complete story
and their path forward.

How do we drive
people to it?

Through advocacy partnerships and with integrated motivational elements;
we also develop promotional plans to encourage participation (eg, digital
platforms, publications).
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