PFIC Network Patient Registry
Data Summaries - April 2023

This table displays the number of currently enrolled PFIC Network
Patient Registry participants by subtype and surgeries received.
[N] is the total number of registry participants who indicated the
respective variable (e.g. patients with FIC1). [Age] is the median
age of the registry participants who indicated that variable (e.qg.
the median age of patients who indicated they have received liver
transplant is 2.5 years old). While the overall number of registry
participants is greater, subtype-specific participation numbers are
limited. Stand up for your subtype in the PFIC Network Patient
Registry so we can learn more about the disease!

(Graph Right) Of the Registry participants that have received liver
transplant, 8 participants inci;cated end-stage liver failure as the
reason for receiving transplant. 75% of these participants were
between ages 1 and 3 when they received transplant, with a median

age of 1, and an outlier at age 10 (red dot). An outlier is a data point

that differs substantially from most other data points. 6 participants
indicated intractable pruritus as the reason for receiving transplant.
75% of patients with intractable pruritus as their reason received

liver transplant between ages 2 and 13, with a median age of 4. The
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Please note: these participation numbers are low and may not
represent all PFIC ﬁatients. The greater the registry participation,
the more reliable the data can become!

pation in the PFIC Network Patient Registry, we can learn a lot of
important information about PFIC — such as its effect on factors like
development and sleep!

data seems to suggest that both end stage liver failure and
intractable pruritus are the more common reasons for liver
transplant.



