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[bookmark: _TOC_250015]Abstract

Genetic Disorders UK (GDUK) is a registered charity that provides a free genetic counsellor- led helpline, which can be contacted by anyone. A service evaluation was conducted to assess how well GDUK was performing. Online surveys and telephone interviews were used to collect data from helpline enquirers in a mixed methods approach. The surveys were in two parts, pre-contact and post-contact, to allow comparison of enquirers’ responses. Qualitative data were analysed using thematic analysis, with themes including lack of awareness of GDUK in the NHS, looking to talk to others, and satisfaction with response time. Overall, enquirers reported feeling supported and helped by GDUK, and said that they felt the genetic counsellor understood them. People also reported feeling less anxious and confused following contact with GDUK. One suggestion was that GDUK should raise awareness of itself, particularly within the NHS, so that healthcare staff can recommend the helpline to individuals that may benefit from it. Both surveys and interviews showed similar positive results, with the majority of enquirers saying they would recommend GDUK or contact again.
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In the UK there are estimated to be around 3 million people affected by a genetic disorder[1] and approximately 300 genetic counsellors[2][3]. With public awareness of genetic disorders increasing, there is greater need for those who can offer advice and support for those affected.
Genetic Disorders UK (GDUK) is a registered charity, established in 2011[4], with the aim of providing information and support to those affected by a genetic disorder[5]. Along with organising events to raise awareness of genetic disorders, such as Jeans for Genes, GDUK also offers a helpline[6] led by a genetic counsellor (GC), though it is not a genetic counselling service. GDUK aims to respond to all enquirers within 3 working days[6].
Crucially, this helpline is not only accessed by those directly affected, but also by relatives, friends or healthcare staff working with affected individuals. A genetic diagnosis not only affects the individual, but also the individual’s family, which can be stressful for all involved[7]. Anyone affected, whether directly or indirectly, is able to phone GDUK to talk to the GC about the condition and their concerns.
Most genetic counselling occurs through the NHS, requiring referral by a GP or other primary care provider[8]. A telephone helpline operating outside the NHS allows anyone from anywhere in the UK to get in contact should they feel they need it, without needing to go through their GP or pay to see a private GC.
A study looking into telephone interviews as a research technique found them to be as effective as face-to-face interviews, with participants feeling less judged and more able to focus on the interviewer’s voice[9]. It seems reasonable that this could apply to telephone genetic counselling, with enquirers potentially feeling less self-conscious whilst talking about personal issues and being able to focus on the GC and what they’re saying. The helpline also allows enquirers to contact at their own pace, as not being ready to hear the information may be another barrier to the effectiveness of genetic counselling[10].
GDUK has been running the helpline for 5 years[11], and this is the first service evaluation conducted. A service evaluation aims to review a service to see how well it is performing compared to its objectives[12], and is becoming more common in healthcare environments[13].

In this case, the aim was to gain an objective understanding of users’ thoughts on GDUK’s helpline service, and to see how well GDUK is performing and if there are improvements that could be put in place. This was a formative evaluation, as it was assessing the service whilst it is active[14]. The three main objectives of this project were to assess the satisfaction level of users, see how anxiety levels changed following contact, and assess how supported users felt by GDUK. The level of satisfaction was based on several factors, such as satisfaction with GDUK’s response time and their thoughts on the GC with whom they spoke.
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Electronic surveys and telephone interviews were used together in a mixed methods approach. This particular approach used the convergence model of triangulation design[15], meaning the qualitative results from the interviews were used to expand on the quantitative results from the surveys. This should result in more comprehensive insight into user satisfaction. The surveys themselves were in two parts, pre-contact and post-contact, to allow analysis of any changes in attitudes and opinions.
The University of Exeter’s Research Ethics Framework was followed for this project[16]. Any questions asked in interviews were reviewed by the author with two supervisors, in line with the university’s guidance on ethical approval for service evaluations.
Surveys were sent out as soon as a person contacted GDUK, and they were asked to complete the pre-contact questionnaire in the time it took the GC to respond. Once the enquiry was resolved, a post-contact survey was sent out to assess changes in attitude after speaking to the helpline GC (figure 1). The surveys, designed by GDUK, were based on the Genomics Outcome Scale (GOS)[17], which itself is a shortened version of the Genetic Counselling Outcome Scale (GCOS)[18], and asked enquirers to what extent they agreed with the given statements. The answers were based on the Likert scale[19] (Likert, 1932), featuring five steps, from strongly agree to strongly disagree. The pre-contact survey included a demographics section, but the post-contact survey did not, so that participants could not be identified. Four questions were asked by both surveys, with the post-contact survey asking additional questions on their experience. There was also a space at the end of the post-contact survey

for participants to write any other comments. They opened on SurveyMonkey on 29.11.19 and are still open. Data for this report were collected from SurveyMonkey on 26.07.20.
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People who contacted the helpline were also invited by email to participate in a telephone interview to obtain further feedback on their experience of GDUK. Information sheets were sent to those invited, and all respondents consented to the interviews being recorded, transcribed, stored and used for analysis. All transcripts were transcribed with pseudonyms, and any identifying information was redacted.
Invitations were sent out by Emily Clarke, GDUK’s genetic counsellor, with 82 enquirers invited and 54 enquirers excluded, such as those with no contact email or those not in the UK. Those invited were sent a secondary invitation email after one month if they hadn’t replied, to encourage more responses.
The interviews were semi-structured, with questions that allowed participants to elaborate on their experience, with prompting if necessary. Question topics are listed below (table 1).
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Transcripts were analysed using thematic analysis, which involved examining the transcripts for themes within them. Some were present in several transcripts and others only in one, though frequency does not necessarily make a theme more ‘important’[20]. Reflexive notes were written after each interview, recording the interviewer’s thoughts, to allow reflection on the process. Major themes were discovered via a deductive analysis approach, aiming to gather data to answer the questions of the project. However, some themes were discovered via inductive analysis, meaning that the themes were formed by creating new codes that fit the data, rather than attempting to fit them into the existing coding frame[20]. These tended to be themes not directly related to GDUK or the participant’s experience of it.
The analysis was carried out following the six phases of thematic analysis as laid out by Braun and Clarke[20] (table 2). NVivo software was used to aid in coding the interview responses, from phase two onwards.
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A total of 18 people responded to the pre-contact survey and 32 responded to the post- contact survey. Demographics of the pre-contact survey participants are below (table 3).
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Four questions were asked by both surveys, with results showing a reduction in confusion and anxiety, and an increase in feeling supported and informed (figure 2).
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The post-contact survey asked an additional three questions regarding enquirers’
experiences, the results of which were overwhelmingly positive (table 4).
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Nineteen people left additional comments in the space at the end of the post-contact survey, 18 of which were positive. The other comment said that there was “very limited information available” on the “extremely rare” condition they were enquiring about, which is likely to be due to lack of research on the condition rather than a fault of GDUK. Many of the comments specifically mentioned the GC, thanking her for her help. Excerpts from the comments are listed below (table 5).
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Of the 82 people invited to take part in the interviews, 15 responded and participated. Two of these were married and wished to be interviewed together, but they were counted as separate respondents for this analysis. Two of the participants may have spoken to a locum genetic counsellor whilst Emily Clarke was on leave, but this is uncertain. All identifying information has been redacted and all names have been changed. A summary of the interviews is below (table 6).
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Major themes were: positive impressions of the genetic counsellor; contact can make a difference to enquirers; simple contacting process; lack of information; finding GDUK online; satisfied with response time; and feeling supported. Quotations to demonstrate each theme are enclosed in quotation figures.
[bookmark: _TOC_250010]Positive impressions of the genetic counsellor

A major theme was how positive an experience it was, with the GC receiving particularly favourable feedback (quotations 1) (table 7). Many people felt supported by the GC and felt she was committed to helping them. A few also said that they felt they were taking a up a lot

of time, but did not feel rushed by the GC. Enquirers appreciated any research the GC did on their behalf to be able to answer their questions.
One person contacted GDUK to get clarification on whether her son was at risk from COVID- 19 due to his genetic disorder. She felt that the GC was able to clearly answer her questions, and felt reassured following contact.

	Quotation
	Reference

	Emily was outstanding, she really was... I felt that... I was really taking up quite a lot of her time, but, you know, she, she didn’t make me feel rushed, or anything... she went over things to make sure that I
understood everything and... she was absolutely excellent
	


Suzie, lines 80-83

	
She very kindly, er, wrote back and wished me well with that and ask, asked that I let her know how the appointment went... I think it’s
worth knowing because she... went above and beyond the call of duty
	

Elisa, lines 188-189,
196-197

	She answered all my questions... the response was really quick and, yeah, I don’t think there’s anything that could have been improved
	
Rosa, lines 75-77

	I just appreciate that there are people that take their time to um acknowledge you and, and support you out there... and I just really appreciate the promptness of, of her answers, so I’m really grateful,
thank you
	


Victoria, lines 120-122

	
It’s an amazing charity and I thought it was a really simple way of
speaking to somebody and she was a really lovely lady and I felt really
comfortable talking to her, and it wasn’t rushed, I’ve only got praise
	


Megan, lines 106-108

	
She could see where I was coming from and she was trying to be as helpful as possible... I could tell from her voice... she was sincere, it, it was genuine, it wasn’t kind of just oh I’m here to do a job, erm, and
you could tell that she was passionate in what she was doing
	



Natalie, lines 72-76

	It’s very rare to get someone to actually hold their hands up and say well I’m not able to answer this, but I will find out, that, that was such, um, a very positive thing. So from my point of view I can’t think of any,
any improvement in the care I received
	


Holly, lines 64-67

	She was extremely kind... very patient... and took on board what I had to say
	
Elisa, line 98

	She answered [the questions] really clearly and really well
	Gail, line 64

	Quotations 1. Quotations showing the positive impression the genetic counsellor made on enquirers. All names given are pseudonyms.





	Sentiment
	No. people
	Quotation
	Reference

	Brilliant
	1
	Emily was brilliant, absolutely brilliant
	Holly, line 42

	
Lovely
	
1
	She was a really lovely lady and I felt really comfortable talking to her
	
Megan, line 107

	

Amazing
	

1
	[Lauren]: She’s been- [David]: Been very good
[Lauren]: -amazing really,
	
Lauren/David, line 203

	Marvellous
	1
	She has been marvellous
	Lauren, line 212

	Kind
	1
	She was extremely kind
	Elisa, line 98

	
Wonderful
	
1
	I think that was wonderful and I’m very grateful for her input
	
Elisa, line 199

	Outstanding
	1
	Emily was outstanding, she really was
	Suzie, line 80

	Excellent
	1
	She was absolutely excellent
	Suzie, line 83

	Understanding
	2
	She was so caring and understanding
	Suzie, line 96

	
Empathetic
	
3
	She could see where I was coming from and she was trying to be as helpful as possible
	
Natalie, line 72

	
Patient
	
3
	There was no rush with the phone call, urm, she really took her time with me
	
Megan, line 114


 (
Table 7. Words and sentiments used to describe the genetic counsellor, with an example quotation for each.
)
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The majority of people felt that GDUK was helpful (quotations 2), and several said it had made a difference to them, such as by putting things in perspective or providing information that they could act on. GDUK’s ability to direct enquirers to other organisations or specialists was also appreciated by some participants. Several people found it helpful to simply speak to someone understanding.



	Quotation
	Reference

	It was really nice to speak to somebody actually
	Rosa, line 66

	She did signpost me on to what looks like a really helpful charity as well, so their knowledge of kind of smaller organisations which I might not be
aware of but could help, um, was really helpful as well
	

Tess, lines 87-89

	It actually helped me with my next conversation with my daughter, because I knew what I was talking about, and she felt happier not
having to explain everything to me
	

Suzie, lines 70-71

	Can you imagine walking through a dark tunnel... and then you suddenly talk to someone on the end of the phone and you can actually see a light there, and... the more you talk to them the light gets brighter and you
actually find yourself able to get out of that dark tunnel
	


David, lines 214-218

	We had quite a good conversation, and that was due to Emily, you know, giving me the knowledge that I needed
	
Suzie, lines 99-100

	Emily’s advice and support... probably renewed my confidence in pursuing the genetics line of enquiry
	
Elisa, lines 123-124



 (
Quotations 2. Quotations showing that contact with GDUK could make a difference to enquirers. All names given are pseudonyms.
)
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Some people were pleased with how straightforward it was to contact GDUK, mentioning the ease of phoning from home at their own leisure rather than having to make an appointment at a hospital. However, one person missed the GC’s return call, which is a disadvantage of not having appointments. One person suggested having someone available to answer the phone and let the caller know when the GC would be in touch.
[bookmark: _TOC_250007]Lack of information

Several people contacted GDUK in order to find out information about a genetic disorder, often citing lack of available information online (quotations 3). Some said that there was information online but that it was too complex, or that it was hard to tell if the information was correct. People appreciated having GDUK available as a trusted source of information. A few people felt that there wasn’t enough research about their condition, with some people offering to take part in any future studies that may arise.

	Quotation
	Reference

	Otherwise I wouldn’t have really known where to go to or how to get that information, trustworthy information
	
Rosa, lines 94-95

	This is one of the... good things about this Genetic Disorders UK... you can get information from them which you can’t get from your, your GP or
your local hospitals
	

David, lines 256-258

	There’s not a great deal [of information online] and not a great deal that you can really understand, it being such a rare condition
	
Lauren, lines 49-50

	I didn’t even have to ask them to do research, it was immediately volunteered when they were unable to answer it
	
Holly, lines 62-63

	That was really helpful to have that level of expertise and someone who knows that area
	
Rosa, line 69

	Quotations 3. Quotations reporting the lack of information available elsewhere. All names given are pseudonyms.
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Most people found GDUK online, and nobody was told about GDUK by healthcare professionals (HCPs). Several people said that it would have been helpful to have been directed to GDUK by HCPs, and that NHS staff should be more aware of the service (quotations 4). A few people contacted GDUK because they had seen GDUK’s Facebook page, and some happened across GDUK’s website whilst looking for information.

	Quotation
	Reference

	I think it would be good if there was more sort of joined up with...
NHS workers who can recommend them, I think that would be really good if they can, um, be more publicised within people who could
signpost us there
	


Holly, lines 116-118

	Definitely get information to GPs about their service, definitely
	Lauren, line 325

	It could be better publicised... because they do offer such a great service
	
Holly, lines 113-114

	The hospitals should be signposting, we looked on the internet, er, to
get to it, I feel like if, like, doctors could signpost people, it would be a lot more useful
	

Lauren, lines 251-252


 (
Quotations 4. Quotations relating to an apparent lack of awareness of GDUK within the NHS. All names given are pseudonyms.
)
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When participants were asked how long GDUK took to respond to their initial enquiry, times ranged from one day to one week. However, everyone said that they were satisfied with the response time (quotations 5). Most participants said GDUK responded within three working days. One person who experience a slower response suggested that a quicker response time would have been preferable, but that she wouldn’t expect that of a free service and was happy nonetheless.

	Quotation
	Reference

	I mean I’m just grateful for basically free advice, so I would have taken any length of time
	
Tess, lines 35-36

	I was very, very pleased with the length of time
	Jess, line 56

	I think a quicker response would have been helpful, but I also totally see that that was unrealistic
	
Tess, lines 79-80



 (
Quotations 5. Quotations relating to enquirer satisfaction with response time. All names given are pseudonyms.
)
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Most people said they felt supported by GDUK (quotations 6). Sometimes GDUK was augmenting existing support, such as the enquirer’s primary healthcare provider. Some people felt isolated and lacking support, and were very grateful for GDUK being able to help them. In several cases the enquirer felt better simply for having talked about it to someone who understood. A few people said it was made clear to them that GDUK was still available to them should they want to contact again. The majority of people said they would contact again, and some said they would recommend GDUK to others.


	Quotation
	Reference

	I find it’s really reassuring that I can personally go to her again if I have any questions, so that’s a good thing
	
Victoria, lines 111-112

	If I had any questions myself, I would prefer to speak to you guys, because you know what you’re talking about because you’ve done the research
	

Barbara, lines 140-142

	It was an easy way of doing it, rather than getting an appointment with the genetics counsellor we’d seen a couple of years ago, urm,
and also being able to just do it over the phone was nice
	

Megan, lines 59-61

	Just the fact that I know you’re there helps, it really does help
	Jess, line 187

	They made it all very, very clear, that, um, it was an open door for me, and, you know, never hesitate, and I’ve got direct line numbers,
I mean they couldn’t have been more accommodating or helpful
	

Holly, lines 76-78


 (
Quotations 6. Quotations relating to enquirers contacting GDUK again, and their appreciation of the service. All names given are pseudonyms.
)
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Several participants mentioned challenges they had experienced due to having a genetic condition in the family (quotations 7). Often it was related to other people not understanding what they were going through, or the lack of information available about their rare condition. Participants expressed their appreciation of being able to talk about it to GDUK’s genetic counsellor.
Several people reported feeling isolated by their condition or their relative’s condition. Some people reached out to GDUK in the hopes of being put in contact with other families with the condition, in order to discuss their experiences.



	
	Quotation
	Reference

	
	When I was diagnosed with the condition, there was nobody really around and it does seem to have slipped off the radar a bit
	
Jess, lines 24-26

	
	It is quite strange what you go through as a parent... when you find out about a, a genetic disorder
	
Lauren, lines 51-54

	
	We’ve felt isolated at times
	David, line 261

	
	So I think for me I would say that is probably one of my biggest
challenges on a daily basis or on a weekly basis, to say to somebody
actually no I can’t really do that
	

Jess, lines 246-248

	
	For so many years, no-one could give me an answer to why I had re-, recurrent miscarriages, nobody explained to me, or, the reasons why
	Barbara, lines 113-
114

	
	I’ve been fighting this battle singlehandedly, for probably about fifteen years, and I’ve had so many knockbacks
	
Elisa, lines 114-115

	
	I was contacting to, to get in touch with some people, to be able to discuss with them, yeah, their experiences really
	
Fiona, lines 59-60

	Quotations 7. Quotations regarding challenges enquirers experienced due to the genetic condition in their family . All names given are pseudonyms.
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The majority of study participants reported feeling helped and supported by GDUK, with the genetic counsellor herself receiving very favourable feedback. Most people felt that she understood them and their enquiries, and that she was able to help them, with the majority saying that they felt more informed following contact with GDUK. Survey responses showed a marked decrease in reports of anxiety and confusion following contact. The feedback, which was positive across the study, suggests that talking to someone who understands can be very helpful. It has been suggested elsewhere that talking about a stressful situation can help ameliorate the stress felt[21], which seems to be supported here. It appeared to be the GC’s empathetic and caring approach that helped enquirers feel supported, with enquirers appreciating how committed she was to helping them. Participants also seemed to value that they had access to specialist information and advice, which has been shown elsewhere to be important to genetic counselees[22].
A major theme was that enquirers reported having to find GDUK on their own, suggesting a lack of awareness of the helpline within the NHS. Raising awareness of the service could allow

HCPs to recommend it to individuals that may benefit, thereby reaching more people. Several people were contacting GDUK in the hope of getting in touch with others with the condition, which was dependent on GDUK having links with individuals with the condition or related charities. This is an important part of what GDUK does, allowing people with rare conditions to contact others like them, which enquirers appeared to value. Increasing awareness of GDUK may increase the number of people that contact the helpline, and thus provide a broader support network for those that wish to use it to contact others. A more prominent social media presence may also help raise awareness of the service and thereby reach more people.
Limitations of this study include the small sample sizes and the homogeneity of the sample, with most people being white British females. This makes it harder to generalise the data and apply it to other groups who may not be represented in this cohort. Continuing to collect survey data for further analysis may help to minimise potential bias from this. The different number of respondents for the pre-contact and post-contact surveys made the data harder to compare, particularly when respondents can’t be linked. However, data from the interviews allowed for triangulation and provided an alternative perspective to the evaluation.
It’s important to note that different interviewers will generate slightly different responses from interviewees, depending on the approach of the interviewer and the way each interviewee perceives them. In this case, some participants may have shared more in the interviews due to talking to an external researcher, rather than one directly associated with GDUK. The interview questions were formulated with the service evaluation in mind, so the questions naturally focussed on the participant’s experience of GDUK, and this may also have come across in the analysis, with emphasis on themes relating to GDUK directly rather than participants’ experience of their condition. I also had not heard of GDUK before this collaboration, which may have caused undue focus on the apparent lack of awareness of the service reported by participants. As a Master’s student, I was excited to have the opportunity collaborate with GDUK, which may have led me to subconsciously focus on the positive feedback, so that I could present positive findings back to GDUK. However, I was careful to not just look for affirmation of positive views in the transcripts, but also for anything that GDUK could improve, as this is one of the objectives of a service evaluation. A researcher

cannot be entirely objective[23] and may subconsciously project their own feelings and experiences into the results, so it is important to try to distinguish the researcher’s view from the participants’. Reflexivity is not necessarily about changing the research approach, but about being both aware of and transparent regarding your own influences on the research[24].
The helpline is accessed by a variety of people contacting for an assortment of reasons, and the enquirer can also contact whenever they feel ready to talk or learn. This could offer flexibility to enquirers, where advice about genetic disorders is otherwise often limited to specialist clinical services with long waiting times[25]. Several people mentioned experiencing challenges due to the genetic disorder in their family, which highlights how important it is to have services in place that can support anyone affected by a genetic disorder. GDUK’s helpline appears to be a highly valued service that can provide support to a broad variety of individuals.
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The helpline appears to be performing well in the eyes of enquirers, though it may benefit from increasing the awareness of the service within the NHS, in order to reach more people. Results from the interviews and surveys were very similar, with the majority of participants feeling helped, supported and understood by the GC. Anxiety levels also seemed to decrease after talking to the GC. Overall, the genetic counsellor-led helpline provided by GDUK seems to be regarded highly by enquirers, with many study participants saying they would recommend it or phone again.
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Table 3. Demographics information completed by pre-
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Figure 2. Results from the electronic surveys, showing level of participant agreement with the
statements “Regarding the condition | am enquiring about, | feel...” 18 people completed the pre-
contact survey and 32 completed the post-contact survey. Due to the difference in numbers,
responses are graphed using percentage of respondents. All participants answered all questions.
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Number agree

Percentage agree |Number disagree

Percentage disagree

GC understood concerns 30 93.75%) 2 6.25%
Experience was helpful 31 96.90% 1 3.10%
Would recommend GDUK 31 96.90% 1] 3.10%

Table 4. Post-contact survey respondents’ answers to the final three questions of the survey.
Here, agreement includes both the answers “agree” and “strongly agree,” with the inverse
true for disagreement. 32 people completed the survey. GC=Genetic counsellor
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Quotation from survey comments

...l will definitely phone again on behalf of other families

...an informed & interested person who could offer advice and suggestions about how to
proceed, | feel more confident about my course of action after this.

The support and information | received was not only excellent it was encouraging and
reassuring ...

...she genuinely had a strong interest in helping me...

...She was open, honest and easy to talk to...

...Considering it was the end of the day | didn’t feel rushed at all...

| found Emily very understanding, knowledgeable and empathetic...

...She clearly explained everything in a calm manner and | did not feel rushed or stupid on
asking any questions...

...the explanation she gave me was more helpful than my daughters consultants...

| feel so much better just knowing if | get no answer from Doctor | have somewhere to turn to...

...l would recommend this charity to anyone

Table 5. Excerpts from comments written at the end of the post-contact survey.
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iAge Number of participants
18-29 2
30-39 5
40-49 1
50-59 3
60-69 4
Gender

Male 1
Female 14
Contact method

Phone 6
Email 8
Facebook 1
Contacted for:

Self 11
Relative 3
Other 1
Interview time [Minutes:Seconds
Shortest 4:34
Longest 26:09
Average 12:56

Table 6. Summary of participants in the telephone interviews. There was some
overlap in who participants were contacting on behalf of, so the numbers here
only list the primary reason. The person contacting on behalf of someone other
than themself or a relative was trying to contact other people to share her
experiences to help them, rather than herself.
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Please tick the box to indicate that, in line with GDPR, you are happy for us to keep
your answers to this survey on file.

Yes

Regarding the genetic situation | enquired about...I feel informed.

Strongly agree | Agree | Neither agree nor disagree | Disagree | Strongly disagree

Regarding the genetic situation | enquired about...I feel confused.

Strongly agree | Agree | Neither agree nor disagree | Disagree | Strongly disagree

Regarding the genetic situation | enquired about...| feel supported.

Strongly agree | Agree | Neither agree nor disagree | Disagree | Strongly disagree

Regarding the genetic situation | enquired about...I feel anxious.

Strongly agree | Agree | Neither agree nor disagree | Disagree | Strongly disagree

| felt the genetic counsellor understood my questions and concerns.

Strongly agree | Agree | Neither agree nor disagree | Disagree | Strongly disagree

Overall, | found my contact with the helpline service helpful.

Strongly agree | Agree | Neither agree nor disagree | Disagree | Strongly disagree

| would recommend the service to others.

Strongly agree | Agree | Neither agree nor disagree | Disagree | Strongly disagree

Please use the space below to let us know any further feedback or comments on the
service.

Figure 1. Questions asked in the post-contact survey (in bold) and the answers available.
The first four multiple-choice questions were also asked in the pre-contact survey, though
in present tense, along with the demographic questions in table 3 (in Results: surveys).
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Question

How old are you?

When did you contact GDUK?

Was your initial contact by phone or email?

How quickly did GDUK respond to your enquiry?

How satisfied were you with this length of time?

Did you contact GDUK on behalf of yourself of someone else?

Have you [or the person being contacted about] ever had genetic
testing?

Have you [or the person being contacted about] ever had genetic
counselling?

How many questions did you have for GDUK's genetic counsellor?

How well was the information delivered?

How supported did you feel?

How helpful was your contact with GDUK?

How do you feel your experience could have been improved?

Has contacting GDUK made you feel differently about your
situation?

Would you contact GDUK again?

Table 1. Questions asked of participants in the telephone interviews.
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Phase Purpose Details of process
Transcribing, reading and making notes, including
reflexive notes, to gather contextual and tonal
1 |Data familiarisation |cues from the phone calls

Systematically generating the initial coding frame

2 |Code creation from the data
Organising the initial codes into a hierarchy of
3 [Finding themes themes
Reviewing and amending themes to make sure
4  Review themes they represent the data
Finalising themes and verifying that they can be
applied by an external analyst, in this case Selina
5 |Refining themes Goodman, project supervisor
Presentation of major themes, with relevant
quotations, to present the data and answer the
6  |Writing results research questions

Table 2. The six phases of thematic analysisi2, as applied to this evaluation.





