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Background:
• Primary ciliary dyskinesia is a rare
inherited condition where impaired
mucociliary clearance leads to recurrent
sinopulmonary infections

Conclusion:

Results:
• 407 patients (176 teenagers) from 324
families were under the care of this Service
at the time of the surveys. Of these 324
families, 93 parents/carers and 38 teenagers
responded to the survey

• In 2012, a National Management Service
for children and young people (CYP) with
• PCD multidisciplinary team - The main
PCD in England was commissioned
difference in what the service provided and
across 4 centres (Southampton, Royal
what the families wanted was that 51% of
Brompton Hospital, Leicester / Birmingham
families wanted to see a psychologist but
and Leeds / Bradford)
only 22% had actually seen one.

Aims:
• To review the experiences of PCD care for
CYP and establish whether the current
service meets the needs of the patients
and their families

Methods:
• Two satisfaction surveys were developed
in collaboration with all 4 centres and the
UK PCD Family Support Group:
1. Young person survey (age 12–18 years)
2. Parent/carer survey for children in the
service
• Surveys were available in electronic and
paper form.

• 79% of parents/carers had had a home and/
school visit and 98% of those felt that this
was useful
• All young people ≥12 years, within the
service, are entered into the Ready Steady
Go transition programme. Despite this, only
28% of parents/carers of this group and 42%
of patients themselves, recognised that they
had started the programme.
• 40% of parents/carers reported having
problems accessing antibiotics in the
community.
• Attitudes towards involvement in research
were very positive, with 87% agreeing that it
was important to have access to participate
in research studies.

• A majority of parents/carers and the
• Participants were approached in clinics, by
young people believed that the specialist
telephone and via email and was also
PCD service had improved their child’s/
publicised through the UK PCD Family
their care.
Support Group
• If parents / carers had more than one child
with PCD, they were asked to complete
one survey, answering questions as
related to any of their children with PCD.
• Responses were collected between March
and October 2018.
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! Over 90% of respondent parents/
carers and young people felt that the
specialist PCD service had improved
their PCD care
! A majority of families were interested
in accessing participation in research
studies.
However, the survey highlighted three main
areas where improvements may be
warranted:
! Better access to psychology and social
work services
! Improved mechanisms for obtaining oral
antibiotics in the community
! We are unsure why there was a
discrepancy between those that have
started Ready Steady Go and those that
had reported that they had started on the
programme. This needs to be
investigated further.
We aim to repeat the survey and try to
implement strategies to improve uptake.

