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INTRODUCTION

National waiting times for Clinical Genetics in the Republic of Ireland are
currently over three years. While some EU countries have recommended
wating times for outpatient appointments, there are no such guidelines in
Ireland. We aimed to identify consequences of long waits to families
accessing genetic services.

METHODS

A survey was collaboratively written with Rare Diseases Ireland - national
rare disease patient organisation alliance
• Approval of project from Children's Health Ireland research ethics
committee
• Online survey via Survey Monkey January - February 2022
• Survey promotion via Rare Diseases Ireland Social media
• Informed consent obtained via survey
• Data cleaned for geographic region, completeness and duplication
• Analysis via Survey Monkey and Excel

RESULTLTL S

Of 171 respondents 87% (n=148) were people with a rare disease and
11% (n=19) were relatives.
81% (n=80) of respondents accessed public appointments and 18%
(n=18) private (self-pay) appointments.
95% (n=162) had genetic testing, 72% (n=113/158) leading to a diagnosis.

56% (90/159) families waited 4 months or more for their genetic test
result. These long waiters (>6 months) were more likely to be dissatisfied
with their experience of genetic testing (z=3.69; p<0.01).

76% (n=123) of participants had their genetic test arranged by a non-
Genetic healthcare professional. The 28% (n=39) who had their genetic
test result explained by a different physician/team waited longer for test
interpretation (z=2.457;p<0.05) and were more likely to report
dissatisfaction (z=3.35;p<0.01)

When a diagnosis was made by the Clinical Genetics appointment higher
levels of satisfaction were reported (z=3.87; p<0.001).

RESULTLTL S

82% (n=93) of respondents indicated that being on the waiting list
impacted their personal life and plans.

56% of people sought out other ways to obtain genetic testing or clinical
genetic services while on the waiting list

CONCLUSION

Longer waiting times to access genetic services has significant impact on
patients and carers personal lives and plans. This highlights that current
national waiting times increase the disadvantage already experienced by
families with rare diseases. This study will use the information to highlight
the effects of a long wait and to provide recommendations for service
improvement
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