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Background

Whilst the shift from hospital-based treatment to home-based
treatment has improved quality of life for many children with
haemophilia, it has made accurately documenting bleeding
episodes more difficult. Currently paper-based bleeding diaries
are most commonly used however there may be poor
compliance resulting in an under-estimation of the number of
bleeds and a delay for health professionals in retrieving these
diaries’.

Aim
The aim of this study was to assess the feasibility of using a

short message service (SMS) to monitor incidence of bleeding
episodes in children with haemophilia.

Methods

One hundred and four children with moderate and severe
Haemophilia A or B took part in a one-year prospective study
between 2008 and 20107%. Children or their parents received a
weekly SMS asking whether they had had a bleeding episode
in the preceding week. If no reply was received, follow up
messages were sent 24 and 48 hours later. Response rates
were calculated. Back-up reporting methods in the form of a
toll-free telephone number and bleeding diaries were also
used.

Table 1: Response rate by place of residence (classified according to
Australian Standard Geographical Classification?)

Median
response Range of response rates
Code Classification n rate (%) (%)
Major Cities of
RA1  Australia 72 94.2 19.2 - 100
Inner Regional
RA2  Australia 20 94.2 36.5-100
QOuter Regional
RA3  Australia 11 100 5.7-100
RA4  Remote Australia 1
Very Remote
RAS  Australia 0
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Figure 1: SMS compliance by weeks in study. In the top graph shaded
regions are 95% confidence intervals. In the bottom graph a fractional
polynomial regression line has been fitted.
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Figure 2: Bleeding rates versus response rates

Results

Children were followed for a total of 4839 person-weeks. SMS
replies were received for 4201 weeks. Thus the rate of follow-up
was 86.8%. Median responses rates were 94.2% (IQR 86.1%-
100%). Response rate by place of residence is shown in Table 1.
Figures 1 and 2 show response rates varied little over time and
were unaffected by the number of bleeds a child experienced.

Conclusions

SMS is a feasible tool for collecting data related to bleeding
episodes in children with haemophilia. The use of SMS could be
extended to encourage compliance to prophylactic treatment,
particularly in adolescents with haemophilia.
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