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Abstract

Background: Huntington’s disease (HD) is a neurodegenerative disease characterized by a triad of motor, cognitive
and psychological symptoms, leading to a gradual breakdown of communication skills. Few studies have investi-
gated how people affected by HD and their professional caregivers, for example, medical doctors, physiotherapists
and nurses, experience the patients’ gradual loss of speech and language.
Aims: To examine communication-related experiences of patients and professional caregivers. Experiences with
speech therapy and the use of augmentative and alternative communication aids (AAC) were also investigated.
Methods & Procedures: Seven individuals with HD and seven professional caregivers were interviewed individually,
using a semi-structured interview guide. Transcripts were analysed using a conventional content analysis, and the
results presented in three main categories.
Outcomes & Results: Most individuals with HD were aware of having communication difficulties, struggling with
understanding others as well as being understood. This was confirmed by professional caregivers, who also raised
ethical issues encountered when patients struggled with communication. Both groups talked about external fac-
tors (such as noise or crowded social settings) as disrupting communication, and shared recommendations on
how people in general, and speech and language therapists (SLTs) in particular, could optimize communication.
Very few patients had received information about communication aids, and none was using AACs. Professional
caregivers underlined the importance of interdisciplinary collaborations, including SLTs, in order to optimize care.
Conclusions & Implications: Findings shed a light on everyday communication challenges faced by people with
HD and their professional caregivers, and the lack of implementation of communication aids in this group. The
dramatic impact of HD on patients’ communication skills underscores the need to include SLTs in the follow-up
of this patient group, ideally from the early stages of the disease, while the patient is still capable of voicing his/her
own wishes and thoughts. Future research that explores how to optimize communication and implement the use
of AACs for individuals with HD is needed.

Keywords: Huntington’s disease, communication, language, speech therapy, augmentative and alternative commu-
nication (AAC), qualitative.

What this paper adds

What is already known on this subject
• Although the ability to communicate gradually deteriorates in individuals affected by Huntington’s dis-

ease (HD), there is little knowledge about how affected individuals experience the loss of speech and
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language skills. Interdisciplinary care is recognised as essential for this patient group. However, professional
caregivers’ thoughts and experiences of communicating with their patients have not been fully explored.
Recent years have seen a rapid growth of available communication supporting technologies that could
potentially be helpful for individuals with HD, but limited attention has been given to this subject.

What this paper adds to existing knowledge
• What do we now know as a result of this study that we did not know before the results highlight that

patients are aware of problems with speech and language even in early phases of the disease, and include
patients’ personal outlook on problems with communication. Professional caregivers raised ethical issues
encountered when patients struggled with communication. Both groups described specific strategies that
could facilitate communication. There was a significant lack of experience and knowledge about augmen-
tative and alternative communication aids (AACs).

What are the potential or actual clinical implications of this work?
• Clinical implications of this study. The introduction of communication aids in the follow-up of patients

with HD needs to be discussed with the patients in the early phases of the disease, and implemented while
the individual still has the capacity to learn and take advantage of alternative communication support. Re-
sults underline the importance of including speech and language therapists (SLTs) into multidisciplinary
care of patients with HD. SLTs should be available also for professional caregivers who need advice on
how to facilitate conversations and social interactions, in order to optimise care of patients with HD.

Introduction

Huntington’s disease (HD) is an inherited neurodegen-
erative brain disease with a 50% risk of genetic trans-
mission (Roos 2010). The occurrence of HD is 5–14
persons per 100,000 (Baig et al. 2016). Symptom on-
set usually occurs between the third and fifth decade
of life, affecting physical, psychological and cognitive
functioning, and death within 15–30 years (Novak and
Tabrizi 2011). More specifically, HD is characterized by
a triad of symptoms, including motor symptoms, such
as involuntary movements and impairment of volun-
tary movements, cognitive deterioration and psychiatric
and/or psychological symptoms, such as irritability, de-
pression, anxiety and apathy (McColgan and Tabrizi
2018).

HD is currently described as a multisystem neu-
rodegenerative disease, characterized by a progressive at-
rophy and thinning of the cortical mantles in all four
cerebral lobes (Rüb et al. 2016), including not only the
striatum but also the cerebral neo- and allocortex, tha-
lamus, pallidum, brainstem and cerebellum (Rüb et al.
2016). Language and speech are complex processes, and
motor, cognitive and emotional function will, indepen-
dently and in interaction, influence the ability to com-
municate. Speech production also requires cooperation
between the nervous system and approximately 100 dif-
ferent muscles (Godefroy 2013).

Any of the degenerative changes associated with
HD will gradually interfere with speech and language
skills, and affect basic processes involved in commu-
nication and social exchange (Hamilton et al. 2012,

Saldert et al. 2010, Zarotti et al. 2019). Memory and at-
tention problems, reduced processing speed and loss of
cognitive efficiency are known to cause subtle changes
in speech and communication already in the early
stages of HD (Hamilton et al. 2012). More specifically,
motor impairments associated with HD may affect res-
piration, phonation, timing and articulation (Hartelius
et al. 2010). Most people with HD will also develop
dysarthria, such as changes in cadence, tone of voice and
loudness, leading to detrimental effects on the individ-
ual’s speech (Hartelius et al. 2010). Following a decrease
in cognitive function, language components will also
suffer, with word-finding problems, reduced vocabu-
lary, difficulties with speech production, understanding
and semantic processing, decreased syntactic complex-
ity, and delay in processing of spoken language, under-
standing and replying (Gagnon et al. 2018, Hamilton
et al. 2012, Hartelius et al. 2010, Johnson and Paulsen.
2014, Saldert et al. 2010). A lack of initiative in social
settings (Gagnon et al. 2018), in addition to reduced
mimicry, and non-verbal communication being af-
fected by the movement disorders, will also impact on
communication (Pollard 2008). After a while, commu-
nicating through writing will also be difficult as a result
of reduced muscle control and movement disorders.
During the last phases of the disease, some people will
lose the ability to speak completely (Power et al. 2011).

Communication is of central importance for all
human beings, and communication difficulties may
therefore lead to frustration, anger, sadness or depres-
sion, and have a deep impact on quality of life (Galts
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et al. 2019, Neumann et al. 2019). There is cur-
rently no cure for the disease (Roos 2010), and clinical
experience and research confirms that the emotional
burden is high for all involved parties: affected individ-
uals, relatives and professional caregivers such as medi-
cal doctors, physiotherapists and nurses (Dale and van
Duijn 2015, Domaradzki 2015). In spite of the many
speech and language difficulties, people affected by HD
express a need for interaction with others (Hartelius
et al. 2010). Therefore, there is a need for research ex-
ploring how communication can be optimized and fa-
cilitated in this patient group, and whether the provi-
sion of communication aids could reduce the emotional
burden of communication difficulties in HD.

Augmentative and alternative communication tools
(AAC) can constitute an addition or an alternative
to natural speech. Nevertheless, there is a paucity of
research evidence to underpin recommendations for
people with communication difficulties (Baxter et al.
2012), in particular in neurological degenerative con-
ditions such as HD (Beukelman and Ball 2002). The
management of speech and language difficulties in HD
must take the progressive nature of the disease into ac-
count, should be individually tailored, and intervention
strategies should be simple to understand and use. Ac-
cording to the literature, and supported by clinical ex-
perience, few individuals with HD are given the oppor-
tunity to use such interventions (Ferm et al. 2010). We
also know that support from professional caregivers is
needed to help people with communication difficulties,
such as in HD, exploit the potential that AACs bring
(Baxter et al. 2012). This is a challenge to speech and
language therapists (SLTs), as these technologies should
be integrated into general SLT services beyond that of
specialist AAC provision. Given the inherent nature of
speech and communication difficulties in HD, there is a
need for more knowledge about whether and how AACs
could support individuals with HD.

Research has explored how HD affects speech and
language and the affected person’s ability to commu-
nicate (for a review, see Gagnon et al. 2018), and the
European Huntington’s Disease Network (EHDN)
Standards of Care Speech and Language Therapy
Working Group has produced guidelines to improve
the management of communication disorders for indi-
viduals affected by HD (Hamilton et al. 2012). Never-
theless, clinical experience suggests that non-specialized
professional caregivers lack knowledge about how to
facilitate communication in this group. Also a few stud-
ies qualitatively investigate how affected individuals
experience the loss of communication skills (Hartelius
et al. 2010, Zarotti et al. 2019). Furthermore, little
research has been conducted on how professional care-
givers and SLTs may facilitate communication in this
group, whether AACs could support people with HD,
or how to implement such interventions in the patients’

daily life (Ferm et al. 2010). Professional caregivers’
perspectives are also important for research aiming at
improving practice. Given this gap in the literature,
the aims of the current study were to examine: (1)
how individuals with HD and professional caregivers
in institutions providing care to patients with HD
experience communication, speech and language prob-
lems associated with the disease; and (2) investigate
both groups’ experiences of collaboration with SLTs, in
addition to thoughts about and experiences with AACs.

Methods

Research approach

The study was conducted as part of a master’s thesis
and a research project at the Centre for Rare Disor-
ders, Oslo University Hospital, Norway. The method-
ological approach was a conventional content analysis
(Hsieh and Shannon 2005). This approach was initially
developed to deal with the objective and manifest con-
tent of data, and was therefore deemed to be a suit-
able choice for the analysis of the current data, given
potential restricted speech and language skills in par-
ticipating patients. The same method of analysis was
used for the professional caregivers, so that results could
be presented with a similar structure. Content analy-
sis is useful when knowledge and previous literature on
a phenomenon is limited, with a systematic classifica-
tion process of coding and identification of categories or
patterns (Hsieh and Shannon 2005). Content analysis
provides the opportunity to emphasize individual vari-
ations, and offers the possibilities of using manifest and
descriptive content (visible and obvious components),
as well as latent and interpretative content (interpreta-
tion of underlying meaning) (Graneheim et al. 2017,
Graneheim and Lundman 2004).

Setting

The Centre for Rare Disorders is a national re-
source centre responsible for developing and transfer-
ring knowledge about rare conditions, such as HD. The
country is also organized with five regional resource cen-
tres for patients with HD, providing help and support
to patients in later phases of the disease. Several differ-
ent professions are involved in the care of patients with
HD, for example, medical doctors, physiotherapists and
nurses. Some of these centres have daycare support units
and residential care/nursing homes. In addition, there
are two rehabilitation centres for patients with HD.

Participants

Patients were informed about the study and recruited
when on rehabilitation stays or in daycare centres in
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Huntington institutions in eastern Norway. Profes-
sional caregivers were recruited from the same institu-
tions. Recruitment was mainly conducted by J.U.M.,
who at the time of the study worked at the Centre for
Rare Disorders and at an institution with a separate de-
partment for patients with HD. Potential participants
with HD, seven in total, were informed about the study.
All seven consented in participating. Information was
provided in written form, but also orally for patients
who wanted this, in order to secure understanding of
the study and what participation would entail. Partici-
pants provided written consent, and were informed that
participation was voluntary and that they could with-
draw at any time. Interviews were performed between
November 2018 and January 2019 at one of the two
institutions where patients and professional caregivers
had their connections.

The study included 14 participants: seven patients
in the early to middle phases of HD (Group 1)
and seven professional caregivers of patients with HD
(Group 2). Six of the patients attended a daycare cen-
tre/rehabilitation centre, whereas one patient lived in a
care home. There were four males and three females.
Four patients were between 18 and 35 years old at
the time of the interview, whereas three were aged be-
tween 35 and 65 years. Two patients had been diag-
nosed with HD less than 5 years ago, and five patients
had been diagnosed for more than 5 years. Information
about when HD had been diagnosed was provided by
the patients themselves. In Group 2, four professional
caregivers represented different healthcare professions.
Group 2 also included three SLTs. Most professional
caregivers had experience with patients in the middle
to late phases of HD. There were five females and two
males among the professional caregivers.

Inclusion criteria for Group 1 was having HD, with
or without language and/or speech difficulties, and be
willing and able to participate. Hence, adjusted conve-
nience sampling was applied, and individuals in contact
with the research team during the recruitment phase
were approached. The evaluation of whether patients
were relevant for participation was done by J.U.M.,
based on the potential participant’s communication
skills in a daily care setting. Following general princi-
ples of research ethics, we wanted to ensure that patients
had the physical and cognitive capability to share their
experiences, understand the meaning of the questions
asked and for the interviewer to understand the answers
they provided. People with moderate to severe speech
and/or language difficulties who would not be able to
express themselves in an interview situation were there-
fore not informed about the study and would have been
excluded.

The only inclusion criterion for Group 2 was hav-
ing work experience with people with HD. We wanted

professional caregivers to represent different profes-
sions, in order to provide different care perspectives,
and this was achieved. Participants from Group 2 were
working at the same institutions as potential partici-
pants, but were not necessarily involved in the care of
participating patients. Participant from both groups
were recruited from the same institutions for practical
reasons, but also to secure similar reference frames.

Procedures

Semi-structured interview guides were developed,
one for patients, and one for professional caregivers,
based on one of the authors’ (J.U.M.) longstanding
clinical experience with patients with HD, and the
current literature. Questions focused on the areas of
communication, experience with speech therapists and
communication aids. We wanted questions to Group
1 to be clear, concise and easy to understand, while at
the same time allowing patients to share their personal
experiences. Pilot interviews were performed by T.N.G.
on fellow students and subsequently revised as a result.
Both interview guides consisted of 16 main questions
(see appendices A and B).

Semi-structured in-depth interviews were con-
ducted face to face by T.N.G., were audio-recorded,
transcribed verbatim using HyperTRANSCRIBE and
anonymized. Interviews were chosen as a method since
it allows for a flexible approach to subjective experi-
ences, and is especially useful when the aim of a study is
to produce a better understanding of subjective experi-
ences. Three SLTs, who contacted T.N.G. after hear-
ing about the study, were included after completion
of the oral interviews, and provided additional data.
Resources were at the time not available for in-depth
interviews of the three SLTs, and these participants
therefore completed the interview guide in a written
form.

Data analysis

Analysis was performed using the procedure described
by Hsieh and Shannon (2005). Only overt statements,
coming directly from the participants, were included,
whereas questions from the interviewer answered only
by yes or no were left out of the analysis, since we could
not be certain that the participant had understood the
question correctly.

T.N.G. performed a preliminary analysis of the data
for her master’s thesis. Given the length and structure
of the thesis, the authors decided to reanalyse the data
for the purpose of the present paper, so that the results
could be synthesized and presented in more precisely.
Therefore, the original transcripts were reanalysed and
recategorized according to code similarity. During the
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Table 1. Examples of coding

Code

Text extract (participants with HD)
[W]hen people talk. And they talk softly. With a lot of sound all around, then … then

it becomes very little. I get out of it because therefore (pause) then you can’t all the
time ask ‘what did you say’ because that is difficult too. Understand all that goes on.

Noise (disturbs communication)
Understanding

[B]ecause when I am, no, because I speak worse and then I notice that they are many
they because. They have, they do not take their time. Or, to, in a way listen enough.
Because when I say something or so, then often I try.

Patience (listener)

‘It can be things like that. Worse and worse … to talk, yes. To communicate. Disease progression
‘It is much easier with someone you kind of knows what it is all about, whereas others

… don’t have a clue. And then it is so much it affects and, so much to explain and
yes. Things … that belongs to the disease.

Knowledge about HD (advantage)

Text extract (professional caregivers)
Some patients have lost all speech. And some have very very limited language skills. So

we have days when we have to … almost guess. So we base our [guesses] on how
well we know the patient. We have some knowledge about the patient’s interests,
what they usually ask and things like that. But it may be almost impossible to really
understand what the patients mean.

Understanding
Guessing

Knowledge about the patient

Sometimes, understanding what they say is completely impossible. And if they
experience that we do not understand them … they become very stressed and
talking is even more difficult. Sometimes, a time-out is necessary, and you come
back after 10 minutes, and you try again.

Understanding
Strategies to enhance

communication

second phase of analysis, J.U.M. and K.B.F. read all the
interviews several times to obtain a sense of data con-
tent. After having read all interviews several times, the
same two authors separately read the transcripts word
by word while also deriving codes. Words and sen-
tences that appeared to capture key thoughts or con-
cepts were highlighted. During this process, labels for
codes emerged that were reflective of the content of
given categories, which were used to organize the data
into meaningful clusters (subcategories). Codes and cat-
egories were subsequently compared with results pre-
sented in the master’s thesis, and results were similar.
Examples of coding for both groups can be found in
table 1.

Credibility and trustworthiness

Trustworthiness is about making it clear whose voice,
the participants’ or the researchers’, is heard in a study
(Graneheim et al. 2017). This was secured by using
representative quotes from the transcribed text, and
credibility was sought by achieving agreement between
all co-authors (Graneheim and Lundman 2004). To
increase rigour and trustworthiness, the two first au-
thors and the last author read all transcripts in detail,
and subsequently examined and discussed codes and
categorization of the data, to ensure the reasonable-
ness of the analysis. The participants were given the
opportunity to listen to the recorded interviews and
read through the transcriptions in order to provide va-

lidity checks, but none of the participants used this
opportunity.

Ethics

The study was submitted to the Regional Committee
for Medical Research Ethics (REK), which concluded
that the study could be carried out without its approval.
The study was therefore described and recommended
by the Data Protection Officer at Oslo University Hos-
pital (18/11423).

Results

Categories can be used in content analysis when
describing the data on a manifest level (Graneheim
et al. 2017). Data were structured within three central
categories, reflecting the main issues covered by the in-
terview guides: communication (category 1), experience
with speech therapy (category 2) and communication
aids (category 3). The first category includes three
subcategories. The categories, subcategories and results
are presented and summarized in table 2 and will be
described in more detail below. Subcategories differed
slightly between the two groups of participants. To en-
hance structure, the results will be presented separately
for the two groups within each category. Categories
and subcategories are supported by direct exemplar
quotations from participants, who have been given
pseudonyms to preserve their anonymity.
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Table 2. Overview of the categories and subcategories, and summary of the results for both participant groups

Patients Professional caregivers

1. Communication
Talking to people: an activity they appreciate or love

Importance of time, listening, and empathy
Convey a message

Value of communication
Consequences of lost communication skills

1.1 Impact of HD on speech and language skills
Factors experienced as disturbing:

• Noise (many people, external noise)
• Cognitive aspects (processing, memory, and attention)
• Speech impairment (sound, clarity, airflow)
• Communication partner (interrupting, lack of social

inclusion, lack of patience)

Variation across patients and disease phases
Speech and language impairments (quantity, speed, quality,

relevance)
Body language (mimic, gestures)

Cognitive aspects (meaning and content)
Interpretations and guessing needed in later phases

1.2 Optimising communication quality
The importance of:

• Experienced trust
• Avoidance of prejudice and generalising
• Positive outlook, understanding, empathy, caring approach,

patience
• Knowledge about HD

Skills and strategies:
• The ability to read and use body language
• Support from people who know the patient well (colleagues,

family, friends)
• Clear and concise language
• Reduce noise and distractions
• Usefulness of routines, time and patience

1.3 Disease progression and changes
Aware of changes, but struggle with specifically describing them

Aware of changes in cognitive abilities: concentration, memory,
and multitasking.

Describe progressive changes affecting communication and
conversational content

Later phases characterised by mostly practical and physical needs
(hunger, pain)

2. Experiences with speech therapy
Most patients had regular follow-up from SLTs and described is as
helpful:

• Importance of using simple language, limit amount of
information, time, patience, and knowledge about HD

• Training of cognitive, speech, and language skills
• Singing particularly enjoyable
• SLT group sessions also mentioned as important, enabling

them to meet others in a similar situation

Non SLT professional caregivers experienced communication and
speech difficulties as too complex for speech therapy to give results

SLTs highlighted the importance of multidisciplinary teamwork
including a focus on communication

SLTs could guide professional caregivers in order to maximise
patient support

3. Experience and thoughts about communication aids
Most had received information, but knew little about possibilities

and options
One patient had plans of using AAC
One patient had some but limited experience with AAC

Importance of early and preventative introduction of AACs when
patients are still able to learn to use the aid

Most professional caregivers had no experience and little
knowledge about AACs for patients with HD

Translations of quotations used to illustrate the re-
sults attempted as much as possible to be true to the ex-
act wording used by the participants with HD. Hence,
errors of language were kept. Brackets [ ] are used to
clarify meaning, such as when the participants refer
to previous information. Parentheses (…) indicate that
some text has been removed.

Category 1: Communication

All participants with HD described communication as
talking to people, and three specified that communica-
tion was something they appreciated or loved. A few
patients mentioned characteristics they felt were impor-
tant for communication, such as time, the communica-
tion partner’s ability to listen and empathy.

That people have time to talk to me. (…) It is GP [gen-
eral practitioner]. They are very understanding. (…)
Talks about how I feel the whole person. And I expe-
rience also now from you that you care about. Whole
me. And I appreciate that. Yes, yes, it is like that. Fellow
humans make my everyday life easier. (Victoria)

Professional caregivers explained the meaning of
communication in a more academic way, talking about
conveying a message and the value of understanding
each other. Professional caregivers also reflected upon
the emotional consequences of losing the ability to
communicate.

They have this strong wish to communicate, that they
used to manage. But their tongue kind of curls up, and
they can’t express themselves. They become frustrated
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and stressed, and we become frustrated and stressed,
and it all turns … chaotic. Sometimes. (Sylvia)

Subcategory 1: The impact of HD on speech and lan-
guage skills

Group 1: Participants with HD

When asked about aspects of communication that
could be challenging for them, two participants stated
that they had few problems with communication,
whereas five experienced difficulties with understand-
ing and talking. When asked in more detail, partici-
pants mentioned factors that could disturb communica-
tion, such as speech difficulties, or external factors such
as noise and disruptions. Responses varied across par-
ticipants, and most factors were mentioned by only a
few, except noise that was raised as an issue by five par-
ticipants. Conversations with several people were de-
scribed as noisy and difficult to follow, as well as sit-
uations involving external interfering sounds, such as
public transport.

The worst is when I … and someone talk. And
they talk lower. Or someone talks. With lots of noise
around, then, it is very little. I become more lost, be-
cause you can’t ask what they said all the time, because
that is what is difficult to do as well. Process things.
(Sophie)

Two participants mentioned the challenge of meet-
ing new people, and three participants felt that under-
standing and processing new information was difficult.
Memory problems were mentioned as a challenge by
one participant, whereas two raised the issue of diffi-
culties with concentration and multitasking. Another
participant talked about fears of not being able to un-
derstand expectations or written demands coming from
social services.

Six of the seven participants felt that they still man-
aged to express themselves and be understood by oth-
ers, in spite of increasing difficulties. Nevertheless, three
had experienced that others could struggle with under-
standing their speech, and two participants explicitly
mentioned speech difficulties as disrupting communi-
cation. When asked about which aspects of speech they
experienced as difficult, participants struggled with be-
ing more specific, but mentioned challenges with air-
flow or breathing, lack of clarity, and difficulties with
the voice (sound). Two participants talked about other
people’s lack of patience, and experiences of being inter-
rupted by others, or not being included in other people’s
conversations.

It is ok with the physiotherapist here, because it is only
the two of us. But I notice that if I am invited at a party,
it is easy to end up just sitting there in the corner, not

saying much, yes. That it becomes a little too much.
Talk from the others. (Mary)

Group 2: Professional caregivers

Four of the caregivers specifically highlighted the large
variation in communication skills across individuals.
The disease was described as affecting the patients’ abil-
ity to talk (speech), language skills, use of gestures and
mimic, body language, and cognitive understanding of
meaning and content. The three SLTs mentioned that
with disease progression, patients talked less, speech was
slower and more indistinct, answers were less relevant or
the same questions were asked several times. Differences
were primarily described as related to disease phases,
but one professional caregiver also described how she
had observed variations across individuals, irrespective
of disease phase.

Two of the professional caregivers talked about the
discrepancy between the patients’ intention of what was
being communicated, and the recipients’ understanding
of it. This was explained by the rapid progression of the
disease in some patients, by a lack of awareness of dis-
ease status, or due to physical HD-related impairments.

Speech is unclear. So … sometimes it looks as if the
patient believes that what is said sounds reasonable.
While for us … it sounds like muttering. (Paul)

In later phases of the disease, caregivers not only
described difficulties understanding what the patients
said, but also difficulties knowing whether messages
were or were not understood by the patients. HD was
described as mitigating facial expressions and gestures
that normally could have supported the gradual loss of
speech and language. In addition, patients’ feelings were
described as less obvious, more difficult to read or taken
away by the disease, complicating the caregiver’s inter-
pretation of the patients’ needs or understanding. As a
result, caregivers had to guess when communicating.

We end up having to decide things over their heads,
because we assume we won’t even be able to create a di-
alogue that could help us understand what they really
want. (…) Based on their reaction, it may be difficult
to interpret whether they have understood or not. Usu-
ally, you can see if people are in pain. When you can’t
even [communicate that you are in pain], we have a
problem. (Anthony)

Subcategory 2: Optimizing communication quality

Group 1: Participants with HD

Three participants shared their thoughts about how
other people could strengthen and improve the qual-
ity of communication when talking to them. The
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importance of experienced trust was mentioned by one.
One participant also talked about the importance of
other people not generalizing or being prejudiced. Par-
ticipant also described what they saw as important char-
acteristics for an optimal dialogue, such as a positive
outlook, understanding, empathy, being seen as a whole
person and caring. Patience was mentioned by two par-
ticipants as crucial, and one of the participants explicitly
described how patience from close family contributed
to feelings of having a good relationship with people
she cared about.

It is important that they have enough time. And that
they do not interrupt right away and or talk about
something else. (Sophie)

When asked, four participants confirmed that other
people’s knowledge about HD could be important
to improve the quality of communication, since it
would lead to a better understanding of encoun-
tered difficulties, and a more correct interpretation of
symptoms.

Group 2: Professional caregivers

Caregivers were asked how they knew whether they had
understood the patient. While one of the professional
caregivers seemed to have given up on trying when
speech was lost, most caregivers had developed skills
and strategies that could help them improve communi-
cation, in spite of the many challenges with speech and
language. As an example, caregivers did their best to
read the patient’s body language, exaggerated their own
facial expressions and gestures, and/or used colleagues
who knew the patient well to increase understanding.

[The patient] becomes stressed. Or his/her gaze flick-
ers, like looking around searching for someone that
could help and explain. Turn like, not irritated, but
giving up in a way. (Jane)

When communication had been reduced to guess-
ing because of the progression of HD, professional care-
givers experienced the worth of knowing the patient
well, or using someone well acquainted to the patient,
such as family members or friends, in an attempt to
counteract the lack of communication skills. Knowl-
edge about HD was also described as central when try-
ing to understand or guess what the patient was com-
municating.

Maybe it becomes easier, when I have got to know
them. (…) Which helps me, I guess more easily, be-
cause I know them. Lots of guessing. Lots of ’this?’,
‘this?’, ‘or this?’, and then you see it when you have
guessed correctly. (Jane)

Professional caregivers had experienced how com-
munication could be improved by using short and sim-
ple sentences, talking slowly, and using precise lan-
guage. Quiet places the patient knew well and felt safe
in were also described as important. Routines were also
considered central. Caregivers knew that external stim-
uli and noise could be disrupting, and face-to-face set-
tings with minimal disturbances and focused activities
were therefore chosen, if possible. In addition, time and
patience were described as imperative, as well as let-
ting the patient chose topics of conversations. Profes-
sional caregivers had also experienced that understand-
ing could be complicated by introducing a change of
topic. The caregiver’s persistence and ability to find al-
ternative solutions when communication was severely
impacted by the disease also seemed crucial.

Subcategory 3: Disease progression and changes

Group 1: Participants with HD

Participants with HD were asked about whether they
felt their communication skills had changed over time,
after being diagnosed with HD. Five participants an-
swered that there had been some changes, but struggled
with being specific when asked. When managing to de-
scribe changes they were aware of, participants talked
about increasing difficulties with speech and communi-
cation, concentration, multitasking and memory.

I have always been … no. I have more difficulties with
speech today. As you can hear. Yes. But I like talking
about the disease. (Victoria)

One participant talked about the relief of receiving
an explanation (diagnosis) for her increasing difficulties,
and tried to approach the disease accepting its reality,
while another participant felt that time had helped him
feel more confident in spite of the many difficulties with
communication.

Group 2: Professional caregivers

Professional caregivers described how disease progres-
sion could be sudden, dramatically affecting the qual-
ity of communication between patients and caregivers.
One participant shared the emotional burden she felt
when the health of patients she knew well worsened,
and ways to communicate were lost.

The content of conversations was expectedly af-
fected by the progression of the disease. Hence, in later
phases of HD, communication was mainly restricted to
practical and physical needs, such as hunger or pain.

I have followed one patient in particular for a long
time. I have observed a huge gap [in the patient’s con-
dition].We had really good communication. Talked a
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lot with each other. Now … well, we do not talk at all.
(Paul)

Category 2: Experiences with speech therapy

Group 1: Participants with HD

All patients except one had regular follow-ups by a SLT,
weekly according to three participants. One of the par-
ticipants did not feel he needed any help with speech
or language, although the interview data show that also
this participant’s speech was affected by HD.

Five of the seven patients described speech therapy
as including exercises that would increase speech vol-
ume, whereas three participants mentioned cognitive
and language training. Singing was also described as
part of training by three, an activity all three specifi-
cally described as enjoyable. Relaxation and tongue ex-
ercises were mentioned by one participant. Four partic-
ipants felt that speech therapy was useful and helped
them progress.

When asked about what SLTs could do to
strengthen communication, one participant talked
about the importance of using simple language and few
words, and limit the amount of information. Another
participant talked about time and patience, and having
relevant and necessary knowledge about HD. Two of
the participants stated that the crucial factor for positive
communication was having normal conversations, and
the experience of professional caregivers caring about
how they coped with the disease.

There is not much … not very much knowledge. Be-
cause [the SLT] has learned [about HD] by himself,
joining some courses. (…). So he only has some gen-
eral background. (…) Like I said … maybe be more
… yes, a little bit more concerned about how I actually
have … with the disease. (John)

Four participants also participated in Huntington-
group sessions with a SLT, an activity that was described
as particularly enjoyable by two, since it gave them the
opportunity to meet others with HD, and learn group-
wise.

Group 2: Professional caregivers

All four professional caregivers who were not SLTs were
or had been working with patients in the later phases of
HD, and described communication difficulties in the
late phases as too complex for speech therapy to be re-
ally efficient. Three of the four caregivers (non-SLTs)
had not received any training in how to improve com-
munication in patients with HD. One of the caregivers
had received training, but described it as not very use-
ful.

As I see it, the disease has progressed too much. So
speech therapy is not very efficient by then. When we
started offering speech therapy to our residents [some
time ago], many of our patients were on a completely
different level. At that time, speech therapy was really
useful. And they managed to practice. (…) But now
I feel … I feel they don’t really get anything out of
it. (…) In theory this is probably very good, but it
becomes really difficult for them. They struggle with
keeping focus and … yes, this is so much more com-
plex. (Paul)

Two of three SLTs described the importance of mul-
tidisciplinary teamwork in the follow-up of patients
with HD, in order to maximize support.

Multidisciplinary collaboration is of high priority in
our practice. Which means that all professional care-
givers who work with patients with HD can share
strengths and weaknesses, and the SLT can provide in-
formation about assessments and give advice to pro-
mote good communication. (Emily)

The usefulness of an interdisciplinary approach
with support from SLTs with specific knowledge and
experience with HD was also mentioned by some of the
other caregivers.

Communication is a huge part of HD. So there should
clearly be more focus on it. (…) I believe SLTs should
become more included in treatment. Or part of a pa-
tient’s follow-up. (…) Absolutely. Regular meetings
where we could have discussed professional challenges.
(Paul)

Category 3: Experience and thoughts about
communication aids

Group 1: Participants with HD

Five participants had received some information about
alternative communication aids, whereas two had not.
Three participants used their phone as support in daily
life, mainly as a memory aid. In spite of having received
information about potential communication aids, only
one participant was planning to try a specific commu-
nication aid in the near future, and one had some expe-
rience with using it. However, none of the participants
managed to describe how communication aids could be
or had been helpful. The most specific descriptions were
given by the participant having some experience with a
communication aid.

The speech therapist visits me, now. So we work with
understanding this communication aid. So she will
come one day. To me. (…) She came. Was to order it,
then so. (…) I save everything on all different I want
to have. Exactly this. (…) I can for me to perhaps be
able to communicate with people. I can save you on a
… there then. Because talking becomes more and more
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difficult. And then, yes, I can save it on the [commu-
nication aid]. (Matthew)

Group 2: Professional caregivers

An early and preventative introduction of communica-
tion aids was mentioned as important. However, only
one of the seven caregivers had actually used communi-
cation aids with patients with HD, and explained this
with a lack of knowledge about existing aids, and an
impression that extra time would be needed if they were
to communicate alternatively. As illustrated by the fol-
lowing quote, introducing communication aids earlier
than needed could also stir negative reactions in patients
who felt they did not need communication support.

I believe that all patients with HD would benefit from
communication aids. However, I feel [aids] are intro-
duced too late. Such aids should be introduced from
the beginning, so that they manage to learn how to
use it. The problem, however, is that at that stage, they
don’t want to, since they are not sick. So when they
reach the phase when they are sick enough to need it
and they would like to learn, it doesn’t work optimally.
This is so complicated. (Paul)

Two caregivers emphasized the importance of using
communication aids that were easy to use and simple
to understand. Books with drawings and pictures of ob-
jects, people or activities, were described as facilitating
conversations for patients with restricted communica-
tion skills. However, caregivers pinpointed the limita-
tion of such communication aids when a patient or pro-
fessional caregiver needed a conversation beyond simple
pointing.

Discussion

The aim of the present qualitative study was to explore
how individuals with HD and professional caregivers
experienced speech and language problems associated
with the disease, their experience with speech and lan-
guage therapy, and their thoughts about and experience
with AACs. Results highlight that individuals with HD
were aware of having communication difficulties, and
some managed to describe specific challenges and sit-
uations they could experience as difficult. Professional
caregivers confirmed speech and language difficulties in
this group, and raised ethical issues encountered when
patients struggled with communication, such as aris-
ing dilemmas regarding care options and choices when
professional caregivers did not understand the patients’
wishes or needs. Both groups provided specific recom-
mendations for how people in general, and SLTs in par-
ticular, could optimize communication. Very few of the
patients had received information about communica-

tion aids, and only one had some but very limited ex-
perience with using an AAC at the time of the study.
Findings can help shed light on everyday communica-
tion challenges faced by people with HD and by their
professional caregivers, and have implications for clini-
cal practice and future research.

The experience of communication difficulties in HD

Patients and professional caregivers addressed a range of
disease characteristics that led to challenges in commu-
nication, in line with previous research and described in
guidelines (Gagnon et al. 2018, Hamilton et al. 2012).
Interestingly, although the interviews confirmed diffi-
culties with language processing and expression, pa-
tients as a group found it easier to describe difficul-
ties related to speech. This is in line with Hartelius
et al. (2010), who found that affected individuals were
more concerned with the effort involved and concen-
tration needed in speech, whereas relatives and carers
focused on comprehension, lack of depth in conversa-
tions and the need to make adjustments. On an indi-
vidual level, however, some participants were aware of
problems with understanding, processing, memory and
concentration.

Patients and professional caregivers underscored the
importance of patience and time. Consistent with the
literature (Hamilton et al. 2012), some participating
patients had long latency of response, used simple lan-
guage, distorted syntax or vocabulary, and had difficul-
ties finding words. Hence, communicating with indi-
viduals affected by HD requires time, which may be a
challenge for busy professional caregivers. Professional
caregivers also highlighted the usefulness of interpret-
ing the patient’s body language. However, symptoms of
HD, like chorea, reduced mimicry and apathy, are well
known to affect non-verbal conversational elements,
further exacerbating communication difficulties.

Both groups described the disturbing effect of noise,
disruptions or cognitive symptoms as complicating
communication, as also described in HD guidelines
(Hamilton et al. 2012). Communication barriers had
a social impact and led to feelings of social isolation.
This finding clearly illustrates the potential association
between speech and language difficulties and quality
of life, and underlines the importance of optimizing
affected individual’s opportunities for communication,
in order to promote social inclusion and engagement,
thereby reducing the emotional and psychological bur-
den of HD as much as possible (Hartelius et al. 2010).

Optimizing communication

As the disease progresses and compromises communi-
cation, approaches aimed at facilitating conversations
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need to be individually tailored and take disease pro-
gression into account (Hamilton et al. 2012). The
importance of creating optimal communication envi-
ronments where external disruptions, if possible, are
reduced to a minimum, need to be taken into account
in clinical settings.

When struggling with communication, professional
caregivers also highlighted the importance of involving
people that knew the patient well, as demonstrated in
individuals with Parkinson’s disease (Johansson et al.
2020). This could be family members, but also other
professional caregivers who know the patient well. In an
effort to counteract some of the barriers of communi-
cation in HD, relatives could provide information, pic-
tures, and a history of the patient before HD developed,
information that would support professional caregivers
in understanding the patient, personalize care and im-
prove communication (Handberg and Voss 2018). Our
findings also shed light on the importance of knowl-
edge about HD and its associated difficulties, knowl-
edge that may increase the chances of the other per-
son being able to facilitate a conversation and adjust to
challenging communication difficulties. Involving peo-
ple who know the patient well, and facilitating knowl-
edge about HD, is in line with the recommendations
from the EHDN Standards of care SLT group (Hamil-
ton et al. 2012), who also recommend early referrals to
SLTs in order to initiate a therapeutic relationship. Get-
ting to know the patient before speech and language
difficulties severely impedes communication, may sup-
port the professional caregiver’s ability to guess what is
being said or wanted, and may strengthen feelings of
trust, which in turn may reduce levels of stress in pa-
tients (Zarotti et al. 2019).

Including SLTs in the follow-up of patients with
HD

Early referrals to SLT services are important to min-
imize the progressive adverse effects of communica-
tion loss (Hamilton et al. 2012), and case studies show
that speech therapy may help to reduce the progres-
sion of communication difficulties in individuals with
HD (Bilney et al. 2003). In the present study, four of
seven patients felt that speech therapy was useful, and
patients also mentioned the positive impact and subjec-
tive value of HD group sessions run by a SLT. Although
the objective value of speech therapy may be questioned
when communication skills are moderately to severely
impacted in later phases of HD, our findings highlight
the important associations between what was perceived
as meaningful activities from the patient’s perspective,
and its possible positive impact on psychological well-
being and quality of life (Schwartz et al. 2019).

Professional caregivers, and SLTs in particular, are
also essential in ensuring that assessments of commu-
nication needs are conducted, in order to evaluate and
determine whether and how patients with HD are able
to communicate effectively. In the present study, few
professional caregivers had received formal training in
how to optimize communication by SLTs, regardless
of repeated challenging experiences in communicating
with patients.

AAC aids

AACs should ideally supplement the patient’s ability
to communicate, enable patients to feel they have an
influence on their own situation and treatment, and
facilitate the expression of thoughts, anxieties and re-
flections (Handberg and Voss 2018, Neto et al. 2017).
The role and usefulness of AACs has received in-
creasing attention during the past decade (Beukelman
et al. 2007, Handberg and Voss 2018). Still, in our
study, AACs did not seem implemented in the care
of individuals with HD. This may be explained by
insufficient knowledge about AACs in HD care set-
tings, thereby reducing chances of use, in addition
to a lack of training of relevant people surrounding
the patient, professional caregivers, family and friends
(van Walsem et al. 2016).

The need for communication aids will change
during the progression of HD. Verbal and non-verbal
communication skills will gradually decline and be lost,
and in the later phases of the disease, AACs may be the
only way for patients to express themselves (Ferm et al.
2010). People affected by HD should be encouraged
to use speech and language supported by alternative
communication as long as possible (Hamilton et al.
2012). Communication aids need to be implemented
at an early stage of the disease, while patients are moti-
vated, and before cognitive dysfunction has reduced the
person’s learning capacity (Hamilton et al. 2012). How-
ever, clinical experience and research (Hamilton et al.
2012) has demonstrated that patients in early phases of
HD tend to consider themselves healthy enough not
to need communication aids, as was confirmed in the
present study. Professional caregivers also described the
patients’ lack of motivation as part of the problem. As
an example, one of our participants with HD explicitly
mentioned having no need for speech therapy. This par-
ticipant’s communication skills were, however, clearly
impacted by HD (word searching, simple language,
some problems with understanding), illustrating a pos-
sible lack of awareness of symptoms frequently observed
in individuals with HD. This lack of awareness may
pose a challenge for the use of communication aids,
in contrast to other patient groups showing high ac-
ceptance rates to AACs, such as in amyotrophic lateral
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sclerosis (ALS) or traumatic brain injury (Beukelman
et al. 2007). Therefore, research on the appropriate tim-
ing of referral for AAC assessments and interventions,
and how AACs could promote greater social inclusion
and participation, remains an important challenge in
HD (Beukelman et al. 2007).

Resistance to use AACs could also indicate a need
to postpone considering any use of communication
support in order to emotionally protect themselves
from what they know is coming. Hence, help with pro-
cessing the emotional burden of being affected by HD
may be important in the earlier phases of the disease, to
help them see the worth of learning to use a tool that
could be useful for them later on. When introducing
information about AACs to an individual with HD,
considering how and when this should be suggested
is crucial, and how the person best can be helped to
accept an increased need for support (Patourel 1987,
Scherer 2005, Scherer and Federici, 2015). The pa-
tient’s attitudes regarding the potential use of AACs is
important if its implementation is going to be success-
ful, and needs to be followed up by the development of
good strategies of how its use may fit into the patient’s
everyday life. Few studies have investigated this issue.
Hence, future research is needed in this area.

There is a variety of existing AACs, ranging from
low to higher technological levels. On the lower lev-
els, we find communication books, with symbols or
pictures supporting communication, and talking mats,
to which pictures can be attached and rearranged
as required, so that information can be presented
in small chunks supported by symbols (Hamilton
et al. 2012). Higher level AACs include software pro-
grams on computers or tablets that are specialized
for reduced speech and language function, and may
include photo-communication with speakers and audio
functions. In order to find the right communication
aid for a patient, the patient’s communication needs,
desires, abilities, cognitive strengths and weaknesses,
in addition to environmental factors that could fa-
cilitate or complicate the use of AACs should be
evaluated (Scherer 2005). A combination of different
communication aids could also be necessary to cover
the patient’s different needs (Klasner and Yorkston
2001). Regular reconsidering of the communication
aid is important, along with changes in the disease
and new needs, in order to find the communication
aid that the patient will be most comfortable us-
ing (Hamilton et al. 2012, van Walsem et al. 2016,
Scherer 2005).

Clinical implications

In summary, several clinical implications follow from
the present study. Professional caregivers working with

individuals affected by HD should receive information
or guidance from a SLT in how to approach patients’
difficulties with communication. Aspects of communi-
cation should also be a central and natural issue during
multidisciplinary meetings. Implementing AACs in the
care of individuals with HD requires that resources
and time are allocated for the guidance and training of
patients, relatives and staff. The need for AACs should
be assessed at early stages of the disease, and close com-
munication partners (family, friends and professional
caregivers) should be included early in assessments,
and in the implementation of interventions (Johansson
et al. 2020).

In order to reach such aims, SLTs should be in-
cluded in interdisciplinary teams, in line with the guide-
lines from the EHDN (Hamilton et al. 2012). Guid-
ance and training by SLTs should be implemented in
institutions’ procedures and training of staff. Employ-
ing SLTs in care homes for patients with HD would
strengthen the multidisciplinary team, but would also
be important for patients, since it would secure that
issues surrounding communication were integrated in
the treatment and follow-up of the patients, potentially
strengthening affected individuals’ psychological well-
being and quality of life.

Strengths and limitations

In this study, patients described challenges they expe-
rienced in the early and middle phases of the disease,
whereas professional caregivers were involved in the
care of patients in middle to later phases of the dis-
ease. Hence, the two groups’ points of reference differed
slightly. Nevertheless, we believe that results still com-
plement each other. The number of participants in each
group could also be seen as a limitation, especially given
the high heterogeneity within each group. On the other
hand, the aim of qualitative research being the investiga-
tion of in-depth subjective experiences, the current sam-
ple size was considered adequate. Dysfunctional speech
and language skills in the patient group somewhat re-
stricted the depth of the interviews, and data showed
that some struggled with voicing their experiences, or
gave conflicting responses. Nevertheless, we believe that
including this group is a strength, giving a voice to peo-
ple with first-hand experience with communication dif-
ficulties. An available, systematic and precise evaluation
of the participants’ speech and language skills would
potentially have been optimal, but is rarely conducted
in HD care settings. However, we do not believe that
this information was central for the interpretation of
results. Relatives and family were not included in the
current study. Their inclusion would have broadened
our knowledge about this patient group, and should
be included in future studies. Finally, in-depth oral



342 Thea Nygaard Grimstvedt et al.

interviews with the SLTs who provided written data
would also have strengthened the study, but were un-
fortunately not possible.

Conclusion

The present study sheds light on patients’ and profes-
sional caregivers’ experiences of challenges with speech
and language in HD, and suggests ways to improve
communication in this group of patients. Communi-
cation with people affected by HD is challenging, but
not impossible. Professional caregivers had developed
strategies to enhance communication, but still expressed
a need for more knowledge about how to facilitate con-
versations in patients under their care. The inclusion
of SLTs into multidisciplinary teams responsible for the
care of individuals affected by HD would serve both the
patients’ and professional caregivers’ needs. Early imple-
mentation of AACs would have the potential to increase
the patients’ participation in daily life, and ease profes-
sional caregivers’ care task. However, in order to achieve
this, AACs need to be implemented while the patient is
still motivated and has the cognitive capacity to learn,
and should involve training of professional caregivers
as well as relatives. More research is needed if we are
to disentangle the complex challenge of optimizing and
facilitating communication between patients with HD,
their relatives, and professional caregivers.
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Appendix

Interview guide for patients about Huntington’s
disease and communication

We want to hear about how you experience in commu-
nicating with other people. We want to hear about sit-
uations you experience as good and situations you may
find challenging. There are no wrong answers.

The experience of communicating with other
people

1. What does communication mean to you?

2. Do you experience differences in talking to people
today compared to before you were diagnosed with
HD?

– If yes: Could you say something about what kind of
changes you notice when talking to your family?

– When talking to friends and neighbours?
– When talking to new people?
– When talking to professional caregivers?
3. If you answered yes in question 2: How do you expe-

rience these changes?
4. When you talk to other people, are some situations

more challenging than others?
– If yes: What kind of situations do you find most chal-

lenging?
5. Do you experience that you manage to express your-

self so that other people understand you?
6. Do you experience that you understand other people

when they are talking to you?
– If no:
a. Can you please give some examples of what would be

difficult to understand?
b. Are there any situations you experience as more diffi-

cult when it comes to understanding what other peo-
ple say?

c. What do you think and feel if you do not understand
what other people say?

7. Is it easier to communicate with a person who has
knowledge about Huntington’s disease compared to a
person who does not have this knowledge?

– If yes:
a. How do you experience the difference?
b. Who is the most difficult to communicate with?
8. What is important to you for communication to be

as good as possible?

Experience with speech therapy and use of
communication aids

9. Have you previously been in touch with a speech and
language therapist?

10. Do you currently receive any follow-up by a speech
and language therapist?

– If yes:
a. How often?
b. What kind of follow-up do you receive from a speech

and language therapist? (For example: Adjusted food,
communication?)

– If no:
a. Is this your choice, or have you not been offered a

follow-up from a speech and language therapist?
If the patient has or previously had follow-up by a SLT

(Yes to Question #10), ask question number 11. If no
to Question #10, continue with Question #12.
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11. Have you received follow-up by a speech and lan-
guage therapist regarding communication?

– If yes:
a. Was it useful? Why/why not?
b. What sort of follow-up did you receive? (For example

guidance, ‘treatment»)
– If no:
a. Would you have liked to be offered follow-up on

communication?
Clarification of terms: A communication aid is an aid that

compensates or supports reduction or loss of speech and
language skills. Communication aids are divided into
two overarching categories: High and low technology aids.
High technology aids are for instance tablets with Cogni-
tass. Example of low technology aids are for instance to use
pen and paper or pictures when having a conversation.

12 Have you received any information about commu-
nication aids from a speech and language therapist or
other professional caregivers?

– If yes: Who has given you this information?
13. Do you use any kind of communication aids?
– If yes: What kind of communication aid do you use?
– If no:
a. What is the reason for not having tried communica-

tion aids?
b. Would you like to try a communication aid?
14. (If you have used or are using communication aids)
Have you received training or received any follow-up in

order to be able to use it?
– If yes:
a. Who has given you the follow-up?
b. In what way have you received follow-up?
– If no: Would you need any follow-up to be able to use

the communication aid?
15. What benefit did you have/do you have from the

communication aid?
16. Finally, do you have any thoughts about how speech

therapists or other professional caregivers could im-
prove communicate with you?

Thank you for taking the time to answer these
questions!

Interview guide about communication for
professional caregivers working with patients with
Huntington’s disease

Information was collected about gender, age, work-
place, profession and experience of working for patients
with Huntington’s disease.

Communication experiences with patients af-
fected by Huntington’s disease

1. What does communication mean to you?

2. During team meetings discussing patients, is the
theme ‘communication’ on the agenda?

3. In which phase of HD is/are the patient(s) you are
working with? (Early/middle/late phase)

4. How do you experience communication between you
and the patient(s)? If you work with patients in differ-
ent disease phases – do you experience variation across
disease phases?

5. If you have known the patient(s) for a while, have
you experienced any changes in the patients’ ability to
communicate?

6. Do you feel/experience that conversations with the
patient(s) are most related to physical/psychological
needs, needs related to the disease, or to everyday
needs?

7. Do you experience that you understand what the pa-
tient is communicating?

– If you do not understand, what do you think is the
reason for that? (For instance: Indistinct speech, vol-
ume, searching for words, mimicry, other).

8. Do you experience that the patient understands what
you are communicating?

– If yes: What could be the reason? (For SLTs: How do
you know that the patient understands what you are
communicating?)

– If no: How do you know that the patient does not
understand what is being said?

9. Is communication with the patient influenced by the
physical setting? (For instance, the patients’ room, liv-
ing room etc). (For SLTs: Please elaborate your answer
instead of the follow-up questions beneath).

– If yes:
a. In which way?
b. Are some communication settings better than others?
– If no:
a. Do you always talk with the patient(s) in the same

physical setting? (For example in the physiotherapy
room)

10. What is important to you in order to optimise com-
munication with the patient?

Experience with speech therapy and the use of
communication aids

11. Have you collaborated or received guidance from a
speech and language therapist regarding communica-
tion with patients with Huntington’s disease?

– If yes:
a. Was it useful? Why/why not?
b. Which type of guidance did you receive? (Guiding,

exercises, other?)
– If no:
a. Have you collaborated with a speech therapist about

for instance dysphagia/difficulty with swallowing with
patients with Huntington’s disease?
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b. Would you have wanted to get follow-up regarding
communication?

(For SLTs: What kind of exercises do you perform with
the patients with Huntington’s disease? Which areas
of difficulty are the exercises aimed at?)

(For SLTs: 12. Do you collaborate or have you collabo-
rated with professionals and/or other speech therapists
regarding communication with patients with Hunt-
ington’s disease?

Please elaborate on your answer.)
Clarification of terms: A communication aid is an aid

that compensates or supports reduction or loss of speech
and language skills. Communication aids are divided
into two overarching categories: High and low technol-
ogy aids. High technology aids are for instance tablets
with Cognitass. Example of low technology aids are for
instance to use pen and paper or pictures when having a
conversation.

12. Have you met patients with Huntington’s disease
who use or have used communication aids?

– If yes, approximately how many patients/how com-
mon is it?

13. If the patient uses a communication aid, have you
experienced that it has been useful during your con-
versations with the patient? (For SLTs: Please elaborate
why or why not it has been useful).

– If yes, in what ways?
– If no, in what ways and how do you explain this?
14. What kind of communication aids do the patient(s)

use? Do you know why patients do not use communi-
cation aids?

15. Have you received any training in how to use com-
munication aids with the patient? (For SLTs: Whom
have you received trained from?)

16. Finally, do you have any thoughts about how profes-
sionals could improve communication with patients
affected by Huntington’s disease?

Thank you for taking the time to answer these
questions!


