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Introduction

With public awareness of genetic disorders increasing and more genetic testing taking place in a wider range of settings, there is a
growing need for those who can offer guidance and support to affected individuals and their families [1]. In the UK there are around 300
practicing genetic counsellors (GC) [2], with most genetic counselling taking place through the NHS, as well as increasingly through the
private sector [2]. The national charity Genetic Disorders UK (GDUK) has been operating a free genetic counsellor-led helpline for all
genetic conditions for more than six years [3]. The telephone and email service can be accessed by anyone at the time they need it. An
independent service evaluation was conducted to assess how well the helpline service was performing and meeting the needs of its
enquirers. The University of Exeter’'s Research Ethics Framework was followed for this project.

Results feelinformed

Assess helpline enquirers’ satisfaction levels Surveys: Pre-contact: 35%
» 154 pre-contact surveys sent, 23 responses. | Post-contact: 82%
* 139 post-contact surveys sent, 44 responses.
Assess how informed and supported enquirers felt by GDUK e 95% would recommend GDUK.

Observe how anxiety levels changed following contact

* 95% said the experience was helpful.

 Significant reduction in anxiety and confusion, and a significant
increase in feeling supported and informed (P<0.001).

Interviews:

» 82 people who enquired between 09.01.19 and 06.04.20 were
invited. 15 responded and were all interviewed.

Interview key themes:

Methods
* Mixed methods approach: surveys and interviews.

* Links to surveys were sent via text or email to enquirers
before and after contact with the helpline GC, from
29.11.19 to 04.10.20.

e The survey design was informed by the Genetic
Counselling Outcome Scale [4] and the answers were

based on a 5-step Likert scale. * GDUK complemented NHS genetic services.
« Exclusion criteria for interviews included: sensitive * Contact with GC-led helpline made a tangible difference.
situation; support ongoing; uncontactable. * GC qualities were highly valued.
e Interview transcripts were analysed using thematic » Lack of signposting towards GDUK; enquirers discovered
analysis [5], with all interviewees given pseudonyms. GDUK online whilst looking for help.
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