
Vol.:(0123456789)1 3

Journal of Community Genetics (2023) 14:175–183 
https://doi.org/10.1007/s12687-022-00624-w

RESEARCH

Identification of psychoeducation needs and an intervention response 
for pre‑symptomatic Huntington’s disease

Cathy Gluyas1   · Lisa Mottram1 · Rosanne Gibb1 · Julie Stout2 

Received: 7 July 2022 / Accepted: 30 November 2022 / Published online: 10 December 2022 
© The Author(s), under exclusive licence to Springer-Verlag GmbH Germany, part of Springer Nature 2022

Abstract
People who are aware that they are gene-positive for Huntington’s disease (HD) may face an array of personal, relationship, 
social, financial and employment challenges prior to the onset of the disease. These challenges have been associated with 
increased psychological problems such as anxiety and depression. Information and support for people with pre-symptomatic 
HD is indicated, but there is a scarcity of research and service models to inform psychological interventions. We trialled 
an intervention strategy involving psychoeducation forums designed specifically for pre-symptomatic HD. In phase I of the 
study, we asked people with pre-symptomatic HD to identify their uppermost needs for information. Phase II involved the 
delivery of this information via a series of forums. The forums also provided an opportunity for interaction among the par-
ticipants. Three forums were attended by 88 people with pre-symptomatic HD and significant others. Analysis of post-forum 
feedback questionnaires indicated high levels of satisfaction with the forums’ structure, content and relevance, and notably, 
the pre-symptomatic specificity of focus. Additional qualitative data from recordings of forum discussion groups revealed 
that participants greatly valued the opportunity to meet similar others, and share their concerns and strategies for addressing 
these concerns. There was an abundance of requests for more forums on a wide range of relevant topics. It is recommended 
that this model of intervention may be of value for implementation in other HD services or community groups.
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Introduction

Huntington’s disease (HD) is an autosomal dominant neuro-
degenerative disease, characterised by a triad of cognitive, 
psychiatric and motor symptoms that progress over time 
(Reiner et al. 2011). Pre-symptomatic HD is the period of 
time prior to the development of HD symptoms in HD gene-
positive individuals (Duff et al. 2008). With predictive test-
ing available at age 18 (CGE 2017), and an average disease 
age onset of 40 (Myers 2004), a gene-positive individual 
could spend a significant portion of their life in the pre-
symptomatic period. The name ‘pre-symptomatic’ can give  

a false impression of a time untroubled by the disease. While 
the actual disease symptoms may not yet have manifested, 
this period may in fact pose significant personal, social, psy-
chological, work and familial HD-related challenges. These 
may develop even prior to having a gene test and can include 
a sense of hopelessness, powerlessness and self-restriction 
of life choices, and then further adverse psychological 
effects may develop subsequent to the gene test, regardless 
of the test result being positive or negative (Tilleras et al. 
2020). For those who are gene-positive, they then face liv-
ing with uncertainty about the timing of illness onset and 
a foreshortened lifespan; hypervigilance for early signs of 
the disease; the impact of being gene positive on personal 
identity, relationships and reproductive choices; the burden 
of care of a parent with HD; the widespread lack of under-
standing about HD and societal barriers to openness in dis-
cussing these issues (Ho and Hocaoglu 2011; Timman et al. 
2004). Research has documented an increased risk of psy-
chological difficulties in the pre-symptomatic period, includ-
ing anxiety, hostility, interpersonal sensitivity, obsessive-
compulsiveness, irritability, depression and suicide risk,  
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with indications of intensified symptoms prior to the onset 
of manifest disease (Duff et al. 2007; Honrath et al. 2018).

Despite the breadth and depth of these challenges, there has 
been minimal research into the range of support needs specific 
to people with pre-symptomatic HD. One significant excep-
tion is a large international study by Braisch et al. (2016) that 
surveyed 683 young adults from HD families, of whom 54% 
were at risk of HD but not tested, and 28% were confirmed 
as gene positive. The findings showed that aside from general 
information about HD and predictive testing, the majority of 
participants lacked vital information about and support with 
multiple important issues. These issues pertained to legal con-
cerns, lifestyle recommendations (exercise, diet, stress manage-
ment), caregiving, relationship issues and knowing how to talk 
with their children about HD. This lack of information and sup-
port suggests a need for intervention programs specific to pre-
symptomatic HD, and these also appear lacking in the literature.

Only three intervention studies were identified in a lit-
erature search focussed on pre-symptomatic HD needs 
(A’Campo et al. 2012; Eccles et al. 2020; Stopford et al. 
2020). A’Campo et al. (2012) conducted an 8-week psy-
choeducation and cognitive behaviour therapy program to 
improve coping skills in HD and created a separate group 
for pre-symptomatic individuals. Unfortunately, there was a 
large drop-out rate and limited evidence of positive impact. 
In a second study, Eccles et al. (2020) explored the feasi-
bility of an 8-week mindfulness-based cognitive therapy 
group program. Participants found the program helpful, 
with reductions in stress and improvements in some ele-
ments of mindfulness noted. A third study assessed group 
narrative therapy for a small sample (n = 6) of people with 
pre-symptomatic HD, with results indicating that partici-
pants found the experience normalising and de-isolating 
(Stopford et al. 2020). Recently, Zarotti et al. (2020) have 
made a ‘call to arms’ encouraging further psychological 

intervention research for people across the clinical trajec-
tory of HD. They highlighted that the mental health benefits 
of psychological interventions are likely to be greatest for 
those in the pre-symptomatic, prodromal and early stages.

The present study aimed to address the identified need 
for improved access to information and support for indi-
viduals with pre-symptomatic HD. A consumer-informed 
approach was adopted in developing the psychoeducational 
intervention, in line with the Australian health-care policy 
impetus to partner with consumers in the planning, design 
and evaluation of health initiatives (ACSQHC 2017). The 
benefits of consumer-driven research include improvements 
to the patient-centredness of research design and outcomes, 
better recruitment and retention rates, greater relevance of 
the research and greater accountability to and empowerment 
of the consumer group (Harrison et al. 2019). We aimed to 
maximise the relevance for people with pre-symptomatic 
HD, so began with a survey of the information and support 
needs that are specific to this consumer group. Based on the 
survey results, we then developed and delivered a psych-
oeducational intervention that targeted the top consumer-
identified needs. Participant experiences and feedback about 
the intervention were documented in order to evaluate the 
program.

Methods

The study comprised two phases. In the first phase, we sur-
veyed people with pre-symptomatic HD about their per-
ceived needs for information and support relevant to HD. 
In the second phase, we responded to the survey data by 
developing and delivering a series of three targeted psych-
oeducation and support forums (Fig. 1).

Fig. 1   Study design
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Phase I: Psychoeducation needs identification

Potential participants for this study phase included indi-
viduals with pre-symptomatic HD who consecutively 
attended routine consultations with an HD nurse (LM, 
second author) over a one-month period at the Statewide 
Progressive Neurological Diseases Service (SPNDS), 
Calvary Healthcare Bethlehem. The SPNDS provides 
assessment and treatment for a range of progressive neu-
rological diseases including HD, using the skills of a mul-
tidisciplinary team comprising neurologists, psychiatrists, 
nurses and allied health clinicians. Information about the 
study was provided at the HD nurse consultation, and 
those who agreed to participate provided written informed 
consent. Twenty-two individuals agreed to participate and 
were sent an online survey.

The survey was developed by the authors. It requested 
that respondents indicate their preferences for information 
about a range of possible topics, including many that are 
frequent subjects of inquiry and interest during phone and 
clinic consultations, such as HD research updates, anxiety 
about symptom onset, and disclosure obligations. The survey 
also provided scope for respondents to add their own addi-
tional topics of interest. Respondents were invited to nomi-
nate their top three information preferences. We also asked 
four scoping questions exploring participants’ perceived 
level of knowledge about HD, their frequency of communi-
cation with family and friends about HD and their interest in 
meeting others with pre-symptomatic HD. They were asked 
to respond to these four questions on a 4-point Likert rating 
scale (low/minimal/moderate/high). A final question asked 
participants whether they would be interested in attending 
information and support forums.

Phase II: Psychoeducation intervention

Topics that were rated as of greatest interest to consumers 
in Phase I were chosen for the intervention phase (Phase II). 
Phase II provided a series of information forums, addressing 
these top topics of interest and inviting those with pre-symp-
tomatic HD that attend the SPNDS. Experts in the identified 
specialist topics were sourced from within and outside our 
service and were invited to present at the relevant forum by 
the research team. The first two forums occurred bi-monthly 
over the subsequent months. The final forum was delayed 
due to the onset of COVID-19 pandemic restrictions and 
was ultimately delivered via videoconference.

For each of the forums, we sent an initial email invitation 
to people with pre-symptomatic HD who attend our clinic. 
Those who replied with an ‘expression-of-interest’ response 
were sent additional information, including consent details  

and advice that the forums would be audio recorded. Further 
to requests from respondents, attendance was opened to sig-
nificant others including family members or partners. For each 
forum, a completed consent form was necessary for the provi-
sion of an entry ticket.

The structure of the forums included a 40-min presentation 
on the selected topic, followed by a 10-min refreshment break, 
small discussion groups for 30 min and finally re-joining the 
larger group for closure and completion of the Forum Feed-
back Questionnaire. The written questionnaire used in the first 
two forums was translated into an online version for the third 
(videoconference) forum. The alteration to videoconference 
delivery for the third forum meant that while no small discus-
sion groups occurred, participants were still able to ask ques-
tions and make comments. These were communicated verbally 
(via a moderator) and in writing (via chat box) during and after 
the course of the presentation.

The Forum Feedback Questionnaire consisted of two sec-
tions. In the first section, we asked the participants to rate 
their satisfaction (low/mild/moderate/high) with five aspects 
of the forum. Specifically, ratings were sought in relation to 
(1) the quality of the speaker’s presentation, (2) the speaker’s 
responses to comments and questions, (3) the opportunity to 
meet others in a similar situation (first two forums only), (4) 
their perceived increase in knowledge of HD and (5) the rel-
evance of the content to their needs. We analysed and sum-
marised these results using descriptive statistics.

The second section of the Forum Feedback Question-
naire inquired about participants’ experience of the forum 
and included questions about the following: the choice to 
restrict the focus to pre-symptomatic HD, the timing and 
length of the forum, the best aspect of the forum, barriers 
to attendance and additional topics of interest for poten-
tial future forums. We obtained further qualitative data 
from the audio recordings of the small discussion groups 
that occurred in the first two forums. Each small discus-
sion group was facilitated by a member of the SPNDS 
HD team. They were semi-structured, with guiding ques-
tions that were derived from the presentation. Participants 
were invited to reflect these questions and how the topic 
related to their lived experience. The audio recordings 
were transcribed and subjected to thematic analysis by 
the first author. A modified phenomenological approach 
was followed, which involved reflecting on the meaning 
of the transcribed text responses, paying attention to the 
similarities and differences in experiences, summarising 
descriptions of the text in a table, identifying core themes 
and providing examples of the themes (Smith 2003).

This project received ethics approval from the Calvary 
Health Care Bethlehem Research Ethics and Ethics Commit-
tee (HREC number 19041801).
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Results

Phase I: Psychoeducation needs identification

Fifteen individuals responded to the online survey out of 
the twenty-two that had agreed to participate (response rate: 
68%). The issues that were nominated as of greatest interest 
included (1) HD research (67%); (2) preparing for finan-
cial and legal issues such as superannuation, insurance and 
employment discrimination (53%); (3) the value of exercise 
(47%); (4) managing fears of future HD (47%); (5) fam-
ily care pressures (33%); (6) an update of HD knowledge 
(27%) and (7) dealing with disclosure and stigma (20%). 
Other topics raised by respondents included reproductive 
choices, differentiating normal ageing from HD progres-
sion, HD treatments, access to assisted dying, impact of diet 
and alcohol, how to delay disease onset and quality of life at 
the different stages of HD. The top four topics were selected 
to be covered in the three planned forums.

In relation to the four scoping questions about HD 
knowledge and communication, the modal response for 
each issue was as follows: ‘moderate’ for their current 
level of knowledge about HD (n = 10), ‘minimal’ for their 
likelihood of discussing HD with friends (n = 8), ‘mod-
erate’ for their likelihood of discussing HD with family 
(n = 9) and ‘minimal’ for the importance to them of meet-
ing others with HD (n = 6). Ninety two per cent indicated 
interest in attending the forums.

Phase II: Psychoeducation intervention

The top four topics identified in phase I were chosen as 
the focus of three psychoeducational forums. Topics and 
presenters were:

•	 Forum 1— The Value of Physical Activity and Manag-
ing HD Future Fears: senior clinicians in physiotherapy 
and clinical psychology from SPNDS

•	 Forum 2— HD Research: an international specialist in 
the cognitive neuroscience of HD

•	 Forum 3— Preparing for Financial and Legal Issues: 
a lawyer and specialist in financial issues pertaining 
to genetic and terminal illness, together with a senior 
consultant nurse from the HD service at the SPNDS.

Eighty-eight people participated in at least one of the 
three forums: n = 20 (15 HD, 5 significant others) at forum 
1, n = 31 (21 HD, 10 significant others) at forum 2 and 
n = 37 (32 HD, 5 significant others) at forum 3. Eight 
additional people provided prior  consent but did not 
attend forums, with reasons provided including work or 

child-care demands. Of the 88 attendees, 72 (82%) com-
pleted the Forum Feedback Questionnaire relating to the 
forum that they attended. In summarising ratings across all 
three forums, responses indicated predominantly moder-
ate or high satisfaction with the content of the speakers’ 
presentations (90% participants) and with their responses 
to questions posed by participants (95% of participants). 
Satisfaction with meeting similar others was rated as mod-
erate or high by 88% of participants. Satisfaction that the 
forum increased HD knowledge was rated as moderate to 
high by 57% of participants. The relevance of the presenta-
tion to their individual needs was reported as moderate or 
high by 87% of participants.

Regarding logistical aspects of the forum, the majority of 
participants (80%) indicated support for the 1.5-hour length 
of the forum, with a minority (16%) of those attending the 
first two ‘in-person’ forums commenting that they would 
have preferred a longer time allocation for the small group 
discussion. There was overall endorsement for conduct-
ing the forums after business hours to allow participants to 
attend after work. The venue of the SPNDS for the first two 
forums was generally supported, although a minority of par-
ticipants indicated that the distance from their home was a 
disincentive. The videoconference format of the final forum 
was identified as beneficial for many, due to the convenience 
of not needing to travel to attend. Participants from rural or 
regional Victoria noted that they were only able to attend 
the final forum due to its availability via videoconference. 
Some participants stated that they missed the opportunity 
for ‘in-person’ interactions in the third forum. In the final 
forum, participants were asked to indicate their preference 
for forum delivery format, and two-thirds stated a preference 
for the videoconference over the in-person format. In addi-
tion to travel, some other barriers to attendance were iden-
tified, including securing child-minding and anxiety about 
meeting others with pre-symptomatic HD for the first time.

A wide range of topics were suggested by participants 
for future forums including peer support, support for part-
ners, strategies for disclosing about HD with friends, risks 
of disclosure at work, family planning and reproductive 
technologies, HD treatments, how meditation might help, 
diet and gut health, how to delay onset, how to prepare for 
becoming symptomatic, couple relationship issues, caregiv-
ing for HD relatives, discussing HD with children, dispelling 
myths about HD, how to identify early symptoms and creat-
ing ways of connecting with other pre-symptomatic people 
(e.g. Facebook groups, camps).

The text responses from the Forum Feedback Question-
naires and the transcribed audio recordings of small group 
discussions were collated and classified into two general 
categories: the first involved comments specific to the struc-
ture and content of the forums, and the second involved 
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comments pertaining to participants’ experience of pre-
symptomatic HD. Thematic analysis of these two categories 
of comments can be seen in Tables 1 and 2.

The themes shown in Table 1 were derived from par-
ticipants’ comments about the structure and content of the 
forums. Themes included the forums’ positive, hopeful 
energy; the comfortable setting; the security of knowing 
that information was current and reliable, sourced from HD 
specialists and focussed singularly on their needs, as a pre-
symptomatic group. Some comments pointed to confronting 
aspects of attending a forum.

Table 2 highlights themes that were significant to the 
lived experience of people with pre-symptomatic HD, 
derived from their questionnaire and discussion comments. 
These themes include their sense of isolation and stigma, 
their overwhelming gratification in meeting similar others, 

feeling able to discuss significant shared challenges and their 
adaptations and strategies for living with these challenges.

Discussion

In this two-phase consumer-focused research, information 
forums that met key areas of identified need were found to 
be strongly valued by people with pre-symptomatic HD. In 
phase 1, the information needs identified by those with pre-
symptomatic HD related to how to prepare now for a future 
that is likely to be affected by HD (e.g. financial and legal 
preparation), factors that may delay or mitigate HD onset 
(e.g. pharmacological research, impact of physical activ-
ity) and strategies to deal with their current emotional chal-
lenges (e.g. managing fears, stigma, caring for HD family 

Table 1   Forum structure and content: themes and exemplar quotes

Theme Quotes

Context conducive to comfort - friendly and comfortable environment to discuss tough issues
- it flowed easily and was good to just chat
- I felt very comfortable
- I could be as interactive or as private as needed

Value of clear, current and accurate information - info provided seemed very relevant and up to date
- knowledge is key
- having the most up-to-date information
- very informative…educated me in ways I didn’t foresee
- knowledge is power
- gives me a clear idea of what to expect in the future

Availability and accessibility of research and 
clinical specialists

- (Forum information is) …better than to research it on the internet and being depressed by it
- informed of the latest research developments
- having those presenters address us, with all their knowledge
- having an expert available to speak with us about relevant information
- presenter was eager and happy to answer questions without notice
- very helpful and empowering, especially for people unfamiliar with navigating health and 

financial bureaucracy
- access to people in the industry is very important to me

Positive energy infusing the Forums - the general atmosphere and discussions were positive and reassuring
- beneficial with respect to hopefulness
- just getting another dose of positive energy from the speakers
- encouraging and targeted in its proactive approach
- gave people hope
- gives me hope and confidence
- (research) is really positive…fantastic!

Forum specificity for pre-symptomatic HD - I’ve never seen a forum specifically for pre-symptomatic HD before
- people with pre-symptomatic HD probably don’t get a lot of airtime and support, so it’s a rare 

opportunity to share with those in the same boat
- it was better than attending forums that include symptomatic people as it removes some of the 

stress that dealing with symptoms brings
- it allows a franker discussion
- very useful going through the ‘more-relevant-to-my-situation’ type (of) questions
- great to hear how others manage the pre-symptomatic stage

Confronting to attend - a bit nervous at first
- scary, but nice
- it makes my HD more real
- I find it hard talking in front of other people
- it’s much easier not to think about it
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Table 2   Pre-symptomatic HD experience: themes and exemplar quotes

Theme Sub-theme Quotes

The isolation of secrecy, and the value 
connecting with similar others

Keeping HD secret and not talking about it with others - (my family do) … the whole ‘head-in-the-sand’ thing
- it was this dirty secret
- even within my own family, relatives didn’t talk with relatives…it seemed 

like such a shame thing
- there is still this ‘hush-hush’
- it can be quite lonely…(with)…no other family members to talk about it
- on the train…people…don’t know what’s going on genetically inside us
- I just can’t wait for the day that it is completely out there

Meeting others who are pre-symptomatic provided a 
sense of community

- great to meet others going through the same experience
- beneficial to mix with people who are going through similar life experi-

ences
- prefer these type of group sessions…you feel a part of a community, not 

alone
- a wonderful chance to talk with other HD people and share the journey
- we are visible, and we have hope
- we’re not alone on this journey
- seeing that I am not alone, but that is kind of sad too
- I had never met anyone with HD before
- it was really important to see that there were people just like me
- good to hear from others in the same situation without being family 

members

Sharing concerns specific to pre-
symptomatic HD

Attribution of normal behaviours to HD symptoms - they are watching everything they do…. If a cup drops …or anything…. 
that happens to normal people, they apply this to (HD)

- I can’t remember something … (so) I’m like mum (with HD)
Uncertainty how HD will manifest - a lot of unknowns… when it kicks in, what symptoms might you get?
Reproductive and family planning considerations - I’m going through IVF. I had PDG testing on my…7 embryos and…5 had 

HD; we were so unlucky
- do you just take the risk that there is going to be a cure for your child?
- IVF is an emotional rollercoaster anyway and then you factor in that 

whole other (HD PGD) level
- our government should be supporting us as PGD is really expensive

Worry re children - is she going to get it?
Hope research identifies an effective treatment - I was a bit disappointed…. expecting to hear more progress

- just how far away is (an effective treatment) though?
- research update was reassuring
- helpful staying informed of the latest research developments

Variability in approaches to and experiences of gene 
testing

- I just found it liberating, even though I didn’t get the result I wanted
- such a relief I don’t have to worry anymore because I knew the answer
- I found mine (gene test result) devastating
- I immediately…felt this lift; OK, you can move on
- not knowing was 100 times worse than knowing for me
- wanted to know if it is, then my path is this way, and if it is not, there is 

another way
- my children don’t want to get tested… (and have not told their children) 

…but some are in relationships…and you never know what is going to 
happen

Sharing helpful strategies Ideas for increasing physical activity - I started walking an extra train stop…I do it in the morning, as in the 
evening I just want to get home and have a wine

- suggested 5 times a week for 30 min
- take the stairs instead of the lift

Telling children - there are booklets available…for adults to be able to talk to children

Ways of coping with the emotional challenges - reinforce how to maintain a healthy attitude to HD
- it was a lot of denial… being scared of the unknown
- counselling… helped a lot
- important not to over-think
- (with a CAG repeat of 39) don’t catastrophize what may or may not occur
- I (avoid) the ‘should’ word

Preparing for future financial issues when unable to 
work

- make sure we are going to be OK when the time comes, to retire in a 
comfortable way

- has got me thinking about my super and if I need to look over it or change 
it

- learning new things about future economic pathways … giving us options
- gave me a clear idea of what to expect in the future
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members). As in the study by Braisch et al. (2016), basic 
knowledge of the disease and predictive testing were not 
paramount. Participants may have felt sufficiently well-
informed about these areas.

In phase 2, forums based on topics of greatest interest 
(identified in phase 1) were delivered. These forums attracted 
strong attendance and were positively evaluated in partici-
pant feedback data. The structure of the forums, the selection 
of speakers with specific HD professional or research experi-
ence, the actual content of the presentations and the quality 
of speakers’ responses to participant questions were all rated 
highly. Forum acceptability was increased by its familiar 
location, being timed in a way that minimised interference 
with participants’ work or family lives, and the availability 
of small group facilitated interactions with people who faced 
similar issues. Participants expressed great appreciation of 
the rare opportunity for sharing their experiences, their com-
mon HD challenges and strategies they used to deal with 
these issues. Indeed, this specificity of the forums to pre-
symptomatic HD was frequently highlighted and valued in 
the written and audio-recorded responses.

The forum feedback in phase 2 provided an opportunity 
for participants to expand on the topics of interest already 
identified in phase 1. These ranged from more information 
about reproductive choices, to ways of improving physi-
cal and mental health factors that may impact HD onset or 
course (diet, alcohol and other drugs, stress management), 
assisted dying legislation, strategies for communication with 
family and significant others about HD, caregiving for HD 
relatives, ways to get support with maintaining intimate rela-
tionships, preparing for becoming symptomatic, identifying 
early symptoms and increasing peer support connections, 
including via social media. These topics align with, and 
further develop, the information and support needs identi-
fied in two other studies. Ho and Hocaoglu (2011) found a 
predominance of social (stigma, family), emotional (future 
anxiety) and legal issues were most significant to those in 
the pre-symptomatic stage of HD. Stigma and genetic dis-
crimination in the domains of insurance, employment and 
relationships were pinpointed as a concern by 46% people at 
risk for HD in the large international RESPOND-HD study 
(Erwin et al. 2010). These extensive needs for support and 
information in a wide range of topics present worthy direc-
tions for future forums for people with pre-symptomatic HD.

Valuable insights into the lived experience of people 
with pre-symptomatic HD were revealed during the forums. 
Meeting similar others and sharing their lived experiences 
appeared to facilitate a normalising and supportive process. 
Participants spoke of a longstanding familial and social 
imperative to maintain secrecy about their gene-positive sta-
tus, commonly associated with a sense of shame and stigma. 
The forums’ unique opportunities for disclosure in a safe 

space that was specific to their needs seemed to generate 
a powerful and welcome sense of connection and positive 
identification, facilitating a potential community antidote to 
broader societal stigma. They shared some of their on-going 
concerns, such as uncertainty about when and how symp-
toms will manifest, an anxious tendency to attribute normal 
cognitive or motor errors (such as forgetting or dropping 
something) to HD early symptoms, concerns about whether 
their children might be affected and a yearning for research 
to discover effective treatments. Great variability was seen 
in their emotional response to learning of their gene-pos-
itive status, ranging from devastation to relief (from pre-
vious uncertainty). Strategies for dealing with their shared 
concerns were also discussed by participants, including 
approaches to maintaining their emotional health, regular 
physical activity, use of online resources and preparing for 
future financial security. That these coping strategies were 
recommended by people with authentic lived experiences 
was likely to be quite compelling for participants. The range 
of significant psychological challenges and potential coping 
strategies described by participants with pre-symptomatic 
HD certainly warrants further research attention.

Participant descriptions of the sense of unity and hope 
generated within the forum discussion groups provide an ini-
tial indication of the potential for such interventions to have 
positive psychological effects. This contrasts with a perva-
sive belief that psychological symptoms associated with HD 
are solely biologically determined, even in pre-symptomatic 
stage (Theed et al. 2018). It is likely that this longstanding 
belief has been a disincentive to research exploring psycho-
logical interventions. A recent article by Zarotti et al. (2020) 
has challenged the belief. They have strongly encouraged 
both individual and group-based psychological interven-
tion research into anxiety, depression, improving coping 
strategies and quality of life, especially amongst those who 
are pre-symptomatic. Future research is needed to explore 
whether regular access to the type of group-based informa-
tion and support sessions described in this paper may have a 
positive impact on psychological problems associated with 
pre-symptomatic HD.

Another important aspect of this study to consider is 
the degree to which it was guided by consumer involve-
ment. The identification of topics relevant to those with 
pre-symptomatic HD informed the intervention, and this 
consumer group provided feedback about their experience 
of the intervention. That 87% of participants regarded the 
forum intervention as closely aligned with their individual 
needs affirmed the value of consumer involvement in devel-
oping the project. Our approach adhered to the guidelines for 
consumer involvement in health research (NHMRC 2016). 
Consumer involvement is vital for increasing the relevance 
of research for pre-symptomatic HD consumers, as well as 



182	 Journal of Community Genetics (2023) 14:175–183

1 3

instilling greater confidence in and engagement with the 
resulting interventions. This project has provided consumer-
generated recommendations for future topics and consumer 
feedback that can inform the structure and delivery of future 
forums. There are multiple opportunities for even more 
extensive consumer involvement to be developed, including 
more collaboration between people with pre-symptomatic 
HD and the research team in improving the design and run-
ning of future forums, in evaluating their efficacy and in 
disseminating the research results, possibly through social 
media that is developed by the consumer group.

In addition to increasing the input of consumers, the 
participants had suggestions for other improvements to the 
forums. A number of participants in the first two forums 
noted that they would have preferred more time in the small 
discussion groups. Some described anxiety about attend-
ing the forums. These individuals may require some extra 
targeted support to facilitate their well-being during forums. 
Participants recommended that accessing the forums via 
videoconference should be routinely offered, allowing the 
involvement of those who live at geographic distance or 
who have other care responsibilities. A comparison of the 
experience of in-person versus videoconference delivery of 
forums would be of future interest. Developing options for 
break-out discussion groups within videoconference forums 
may increase the possibility of peer support in that modal-
ity. Independent analysis of the experience of the pre-symp-
tomatic individuals compared with their significant others 
would also be valuable. The study was restricted to those 
who were pre-symptomatic and aware of their gene status 
and did not include those who are at risk of developing HD 
but have not yet had predictive testing. This is an impor-
tant group that also have unique needs for information and 
support and should not be overlooked. Understanding the 
reasons for not attending forums is also important: Are non-
attenders fearful, disinterested, avoidant, unavailable or not 
see forums as relevant? What features distinguish those who 
attend information and support forums from those who do 
not? Finally, the present study drew on the experience of 
pre-symptomatic individuals who attended a single, large, 
government-funded clinic. Their experience may differ 
from those who attend, for instance, private-health prac-
titioners, and as such, the results may be limited in their 
generalisability.

In summary, a consumer-driven research focus allowed 
the issues and information needs of greatest significance for 
pre-symptomatic HD to be addressed in a series of forums. 
This enabled a stigmatized and silenced group to discover 
a sense of community, shared concerns, helpful strate-
gies and support and reduce their sense of isolation. They 
received up-to-date information that potentially empowered 
them with knowledge that is relevant to current and future 

decision-making and quality of life. Opportunities for this 
model to be developed should be encouraged, with many 
more key issues — already identified in this study — to be 
addressed to meet the needs of the pre-symptomatic HD 
group.
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