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INTRODUCTION

* The impact of disease on caregivers of children with CF is not well understood This study aims to:

 This impact on caregivers may change when children with CF are hospitalized to treat pulmonary exacerbations (PEX) e Describe the impact of caring for children with CF on
— PEXx are acute worsenings of symptoms that happen to people with CF and may result in hospitalization caregivers, and

* This study is the first to quantify the impact on caregiver productivity, mental health, physical health, and social/family e Describe the impact when children are hospitalized for
functioning during PEx-related hospitalization and after the child’s recovery from PEx PEx and need intravenous (IV) antibiotics

CONCLUSIONS

e Caregivers of children with CF experience higher impact on their mental health, work productivity, and social/emotional wellbeing when their children are
hospitalized for pulmonary exacerbations compared with when they have recovered from pulmonary exacerbations

 Reducing pulmonary exacerbations in children may reduce the impact on mental health, work productivity, and social/emotional wellbeing experienced by
caregivers while caring for their children with CF

METHODOLOGY

TWO TIMEPOINTS (T1/T2) NUMBER OF CAREGIVERS (N) AND COUNTRIES CAREGIVER SURVEY INCLUSION/EXCLUSION CRITERIA

During child’s

d
hospitalization
for PEx m

After child’s recovery
from PEXx

2-17 years old
219 years old

Confirmed CF diagnosis
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* P values are used to determine the statistical significance of study results. In this study P values of <0.05 were considered significant and are marked by an asterisk (*) in this poster
* For additional details on the methodology, refer to the expanded methodology section at the bottom of this poster
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e Caregivers reported higher impact on work productivity and activity impairment, as well as mental health, when their children are

O

Direct Care @
T1: 50.4 hours | T2: 42 hours
Physical/Mental Health (SF-12)

— Managing non-medication treatments, Driving
to clinic, Speaking to doctors, Managing
appointments

Indirect Care
T1: 15.4 hours | T2: 11.2 hours @

Researching CF, Arranging care for other
children, Managing work-related responsibilities,
Interacting with other families affected by CF

O

m Managing Medicine
T1: 37.8 hours | T2: 25.2 hours @

Managing CF medications

O

Physical Component Mental Component
Score Score*
B T1: During child’s hospitalization for PEx

W T2: After child’s recovery from PEXx

hospitalized for pulmonary exacerbations compared with when they have recovered from pulmonary exacerbations HOURS OF ASSISTANCE

SOCIAL/EMOTIONAL IMPACT
B T1: During child’s hospitalization for PEx

vs after child’s recovery:

W T2: After child’s recovery from PEx During child’s hospitalization for PEx A

of caregivers experienced

82 VS 58% i[npact_on spending quality

time with partners

of caregivers experienced

73 VS 46% !mpac? on pﬁrfi?ipating

in social activities*

of caregivers experienced

74 VS 57% impac_t on taking care

of their own health

of caregivers experienced

89 VS 54% impact on t_aking*care

of other children

of caregivers experienced

67 VS 57% impact on taking care

of other family members

of caregivers experienced

67 VS 60% impact on planning family

outings or travel

* statistically significant difference between T1 and T2

of caregivers changed

IN LAST 2 WEEKS

/‘ Unpaid Assistance from Family /‘

7%
“ T1: 22.4 hours | T2: 6.6 hours %

IMPACT ON CAREGIVER CAREER

%

22% 3}

of caregivers felt A Unpaid Assistance from
afraid of losing Friends and Neighbours /‘
- '/ >
their job because /, %
of their child’s CF ® T1: 8.1 hours | T2: 0.6 hours
Paid Assistance from

0 %‘ Housekeeper or Childcarer
91 /0 ’ T1: 0.3 hours | T2: 1.5 hours

’ T1: 0.1 hours | T2: 0.2 hours

Paid Assistance from
Clinical Caregiver

to part time, reduced
hours, or stopped
working because of
their child’s CF

2N

2

57%

of caregivers
altered their job

or career choice
Impact on caregiver career categories are because of their Ll M |TAT | 0 N S

not mutually exclusive. Impact on caregiver child’s CF
career resqlts are not from a validated e The range of recall periods may affect the
questionnaire and were collected only at T1. validity of the results due to recall bias

« Caregivers reported higher impact on social and emotional life when their children are | ¢ Caregivers reported that their child’s CF had a high * Generalization to larger population of CF
hospitalized for pulmonary exacerbations compared with when they have recovered impact on their career over time. This includes many caregivers may be limited
from pulmonary exacerbations. This includes spending quality time with partners, caregivers who changed from full-time to part-time or * The results of the study should be inter-
planning outings, and taking care of their health and other children/family members stopped working because of their child’s CF preted with caution due to small sample size
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