The Uncertainty of Waiting:
Assessing the Impact of the First Spanish Meeting for Premanifest and Potential Carriers of Huntington’s Disease
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General Impressions about HD Meeting
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First time attending an HD meeting?
. . . . . . . . . Yes 73.53
A major interventional goal in Huntington’s disease (HD) is preventive treatment prior to the onset of No 6 47
. . . . . . Lo How did you learn about this HD meeting?
disabling symptoms [1]. Thus, there is an exponential interest and need for persons in HD preclinical Family 3824
Friends 2.94
stages to participate in research, such as persons at risk for HD (HDRisk) and persons with premanifest or Clinical/Research Team 3.82
. o HD Association 41.18
prodromal HD (PreHD) [2,3]. On October 2021, the European Huntington Association (EHA) launched the Social Networks 23.53
Online (e.g., Moving Forward Website) 5.88
project Moving Forward (MF) in Spain to reach out to these specific groups and bring them closer to How would you rate this HD meeting?
Very Interesting and Useful 79.41
studies and trials [4]. Some months later, the EHA promoted the first ever event in Spain explicitly Interesting and Useful 17.65
Relatively Interesting and Useful 2.94
dedicated to persons with HDRisk and PreHD (see Figure 1 and Figure 2). 52 persons from all over the Not Interesting and Not Useful 0
Interested in attending future HD-related events?
country converged in Madrid for a national meeting entitled “The Uncertainty of Waiting”, which included :/Ie:ybe 954;82
No 0

a presentation about the EHA Moving Forward project, an informal debate about genetic testing
Table 1 — General Impressions about HD Meeting

moderated by a neuropsychologist, group dynamic exercises, a get-together with snacks and drinks and a

leisure activity. This work aimed to assess the meeting impact through the participants’ feedback. Specific Impressions about HD Meeting parts?
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To learn about the participants’ impressions of the meeting, the EHA created an anonymous online survey =
eT0]
N
Q
using the SurveyMonkey platform [5] - see Figure 3. The survey was sent via e-mail to all the meeting 3
0
attendees three days after the event. The participants’ expectations towards HD organizations were also Debate about Presentation Get-together  Group Leisure
genetic about Moving with snacks  dynamics activity - walk
collected. The survey included open-ended and closed-ended questions and response percentages were testing/the  Forward  and drinks along Madrid
uncertainty of Rio Park
analysed. waiting

Figure 6 — Specific Impressions about HD Meeting parts. Range 1-4: not interesting/useful - very interesting/useful

Topics for future HD-related meetings?
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Figure 7 — Topics for future HD-related meetings
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Figure 3 — Feedback Survey
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There were 34 survey respondents, 68% women, 44.11% under 35 years (see Figure 4 and Figure 5). Figure 8 — Services persons would like to get from an HD Association
Importantly, while 73.53% of respondents attended an HD meeting for the first time, 79.41% considered
it very interesting and useful (particularly the debate) and 94.12% expressed interest in joining future HD-
related events (see Table 1 and Figure 6). HD research (79.41%) and coping strategies (76.47%) were
signalled as preferred topics for upcoming meetings (see Figure 7). Interestingly, most attendees reported

their wish to get information about HD and HD research (85.29%) and psychological support (79.41%)

from HD associations (see Figure 8).
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Figure 4 — Demographic Characteristics: Gender
Figure 5 — Demographic Characteristics: Age
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