
Background:
According to the 2019 Sun Life Stop-Loss Research Report, 
hemophilia/bleeding disorders (BD) became one of the top 20 
high-cost claim conditions in 2013 and climbed to the top 10 in 
2015 where it has remained ever since. Most of BDs direct costs 
come directly from clotting factor (CF) (Zhou Z, et al. JMedEcon.
2015). Payors have expressed concerns regarding these rising 
costs, warning they may have to resort to actions such as limit CF 
options, higher cost tiers, and dispensed drug limits. Helping 
payors understand how CF is dispensed, when and why it is 
infused, will mitigate these concerns. Logging apps exist but their 
use varies. While important to clinical practice, infusion logs can 
also improve CF assay management. A novel passive infusion 
logging system (PILS) may help increase the number of patients 
using them.

Passive Infusion Logging System (PILS): A Pilot

Objectives: 
Describe real-time clotting factor assay management with a PILS 
and measure ease of use and overall satisfaction.

Methods: 
The National Hemophilia Foundation began a quality 
improvement pilot in 2017 to evaluate PILS in persons with BD 
(PBD) on prophylactic infusions (PI). Sites were added in 2019 and 
the pilot ended in 2020. PILS had 2 advantages: it helped PBDs 
track infusions and bleeding episodes with minimal clicks and 
allowed pharmacies real-time data of home inventory. 

PILS required 2 steps: (1) the pharmacy entered the prescription 
and dispensation information in the system and affixed an 
associated patient-specific label to each vial box and (2) during 
the PI, PBDs scanned the label(s) with an associated smartphone 
app which instantly logged the infusion’s date, time and dose, 
and removed it from the home inventory.  Infusions for 
breakthrough bleeds included a few extra steps to describe the 
reason for the infusion. Surveys to assess attitudes about logging, 
PILS ease of use, and PBD/pharmacy satisfaction were sent at 
baseline, 2-week, 3 and 6 months. 

Results: 
Of the 36 PBD who took the baseline survey, 30 (83.3%) 
completed the 2-week and 26 (72.2%) the 3 and 6-month 
surveys; 14 pharmacy staff took 1 survey. Before using PILS, 18 
PBD (50%) used paper logs, 15 (41.7%) used an app, 5 (13.9%) 
did not log, 2 (5.6%) had their own spreadsheet, and 1 (2.8%) 
reported to the pharmacy; 41.9% were extremely/very satisfied 
with their system and 61.3% said they would recommend it to 
others. A 1-5 Likert-type scale (1=lowest/worse and 5= 
highest/best score) was used for responses. PBDs’ overall 
satisfaction mean was >4 and did not significantly change over 
time (p=0.75); the pharmacy’s was 3.57. PBDs agreed that the 
app was easy to use (M=4.5) and record an active bleed (M=4.4). 
See table 1 for PBD/pharmacy staff attitudes towards PILS. PBDs 
were grouped by those who had and didn’t have a logging 
system before PILS, attitudes towards logging were compared.

Conclusion: 
PILS, a passive logging system, may also serve as a suitable CF 
assay and home inventory management system.
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BASELINE 6 MONTHS
CHANGE OVER 

6 MONTHS

Logging system at baseline Logging system at baseline Logging system at baseline

No 
(n=6)

Yes 
(n=30)

p
No 

(n=4)
Yes 

(n=22)
p

No 
(p)

Yes 
(p)

I see no benefit in 
logging 3.5 1.3 0.003 3.5 1.5 0.101 1.000 0.527

My logs are no one's 
business 3.3 3.0 0.602 2.3 1.3 0.718 0.369 0.558

I feel logging is 
important 2.7 4.8 <0.0001 2.8 4.7 0.074 0.921 0.628

Logging conflicts with 
obligations (work, 

school, family)
2.7 1.9 0.264 1.8 3.9 0.060 0.901 0.606

*Strongly disagree =1, Somewhat disagree =2, Neither agree nor disagree =3, Somewhat agree =4, Strongly agree =5

Table 2. Measuring Attitudes* Towards Logging

0 1 2 3 4 5

It needs to be integrated with my inventory/dispensing…

It has potential in managing patients any chronic…

It was useful in assisting me to provide services to my…

It was easy to incorporate into my daily work schedule

Its reports were useful

It helped me be more efficient

Pharmacy Staff Attitudes

0 1 2 3 4 5

Security

Ease of use

Look and feel

Reliability

Ability to collaborate with other users

Pharmacy Staff Attitudes

3 most liked attributes of PILS by 
PBDs (3 & 6 month)

1. Logging was fast
2. It was easy to use/navigate
3. It was easy to set up

Table 1. Satisfaction Survey Results 
3 least liked attributes of PILS by PBDs (3 & 
6 month) 

1. Had nothing against the app
2. Other
3. My phone kept locking up/freezing, requiring 

reboot (3-month) and I don’t like the design of 
the app (6 month)

*Strongly disagree =1, Somewhat disagree =2, Neither agree nor disagree =3, Somewhat agree =4, Strongly agree =5

*Very dissatisfied =1, Somewhat dissatisfied =2, 
Neither satisfied nor dissatisfied =3, Somewhat satisfied =4, Very satisfied =5

How satisfied were you with PILS?*

How much do you Agree or Disagree with the following statements regarding PILS?*
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