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Abstract

This paper seeks to represent the perspectives of community-dwelling people who are living
with dementia and their family care-partners, who participated community-based, therapeutic
choirs that were formed as part of the Remini-Sing project. Interpretative Phenomenological
Analysis (IPA) was used to analyse data from interviews with fourteen participants (7 people
living with dementia [4 women, mean age = 82] and 7 care-partners [5S women, mean age =
68]). Eight themes identified the perceived benefits of choir singing and elements of the
choirs and research project more broadly that influenced participation. Findings support past
research that suggests choir singing is an accessible and enjoyable activity that can support
the health and wellbeing of people living with dementia and their family care-partners.

Challenges with recruitment and sustainability of programs post-research are highlighted.

Key words: dementia, family care-partners, choir, singing, music therapy

Dementia is an umbrella term for a range of degenerative neurological conditions that can
impact various components of cognition; these may include memory, executive function,
social cognition, language and communication, and motor planning (World Health
Organisation, 2004). As the prevalence of dementia continues to grow, action plans to
support people living with dementia are becoming prioritised globally (World Health
Organisation, 2012). Recently, the discourse in dementia care has shifted towards greater
recognition of the need to support people to live well with dementia (Dementia Alliance
International, 2017; Rowe, Brown, & Holland, 2014), and to maximise independence and
living at home (Australian Government Department of Health, 2015). There is a strong call to
develop and implement non-pharmacological supports for people living with dementia to
address a range of symptoms and support needs that medication cannot treat (Sikkes et al.,
2021). However, despite this shift towards non-pharmacological supports, people with
dementia continue to report that upon receiving their prognosis, the focus continues to be on
preparing for the worst, rather than focusing on how people can live well as their dementia
progresses (Swaffer, 2018). Social relationships, connectedness, positive environments and a
sense of agency and autonomy are described by people with dementia as key factors that
influence their quality of life (Holopainen, Siltanen, Pohjanvuori, Makisalo-Ropponen, &
Okkonen, 2019; O'Rourke, Duggleby, Fraser, & Jerke, 2015). However, people with
dementia also describe a lack of opportunities to participate in society (Biggs, Carr, &

Haapala, 2019; Clarke & Bailey, 2016).
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People with dementia who live at home may rely on informal support from family or
close friends (henceforth referred to as care-partners) (Brodaty & Donkin, 2009; Brooks,
Ross, & Beattie, 2015). Literature focusing on maintaining the wellbeing of care-partners is
prominent (Brooks et al., 2015), however, negative depictions of ‘caregiver burden’ often
results, further contributing to the stigma that impacts people with dementia (Dementia
Australia, 2018). The discourse is beginning to shift to focus towards understanding how
challenging and positive aspects of supporting a loved one can influence the wellbeing of
care-partners in dementia (Grover, Nehra, Malhotra, & Kate, 2017), however there remains a
need to develop and evaluate interventions or activities that support their mutual relationship
(Yu, Cheng, & Wang, 2018).

Singing has been described as a fun and accessible activity for older adults that can
promote social connections and better health and wellbeing (Clements-Cortés & Yip, 2020;
Clements-Cortes, 2013) and increasingly recognised as an accessible and therapeutic activity
for people living with dementia (McDermott, Crellin, Ridder, & Orrell, 2013) due to the
capacity for music to stimulate music-evoked autobiographical memories (El Haj, Fasotti, &
Allain, 2012), and emotional wellbeing (Huber et al., 2021; Matthews, Chang, May,
Engstrom, & Miller, 2009).

Community-based singing groups for people with dementia and their informal care-
partners are becoming more common around the world (Clark, Tamplin, & Baker, 2018;
Harris & Caporella, 2018; Osman, Schneider, & Tischler, 2016). There have been several
qualitative studies published regarding the experience of people with dementia and care-
partners participating in such community-based groups, which reveal that community-based
choirs provide an enjoyable space for participants to connect socially and experience personal
benefits such as improved mood, connection to identity, and mutuality in relationships
between care-partners and participants living with dementia (Clark et al., 2018; Lee, O'Neill,
& Moss, 2020; McCabe, Greasley-Adams, & Goodson, 2015; Osman et al., 2016; Unadkat,
Camic, & Vella-Burrows, 2016). Research suggests that there may be aspects of community-
based choir singing that influence the accessibility of choir participation for people with
dementia, which may impact the enjoyment and benefits they experience (McCabe et al.,
2015; Unadkat et al., 2016). Studies with older adults and staff living or working in an
independent living community and community choir singing found that effective leadership
and program features (such as location, timing, preferred repertoire) were important

considerations for designing an accessible choir program (Thompson, Baker, Tamplin, &
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Clark, 2021). As credentialed music therapists are trained to assess and respond to the needs
of people living with dementia and their care-partners, the skills and training of music
therapists may be useful in designing and facilitating community-based choirs for these
people with varied and complex access needs (Clements-Cortés, 2019). However, the
majority of research relates to choirs led by community-musicians, rather than designed and
led by credentialed music therapists (Clark et al., 2018; Lee et al., 2020). Further
understanding of the impact of therapeutic design and facilitation of choirs for people living
with dementia and care-partners is therefore needed. The ReminiSing project, from which the
current study stems, aimed to investigate the potential benefits of therapeutic choir singing
for people living with dementia and care-partners, and the role of music therapists in this
context. The results of this project are currently under review for publication. As the
perspectives of people living with dementia are often underrepresented (Novek & Wilkinson,
2019), the present study aimed to ensure that the lived experiences and perspectives of
participants in the ReminiSing project are represented in the literature, and to provide further
insights into the findings of the larger study. The following section provides further context

to the study and the resulting aims of the current paper.

Background to Present Study

The Remini-Sing project was a Randomised Controlled Trial (RCT) led by researchers at
The University of Melbourne in partnership with Uniting Agewell, that involved establishing
community-based therapeutic choirs for community-dwelling people living with dementia
and family care-partners in Victoria, Australia. The choirs were established during 2018 and
were intended to continue on beyond the completion of the 20-week research project.
However, due to low recruitment numbers and lack of suitable funding options, the choirs
were unable to be sustained long-term. Consequently, only two of the three choirs formed as
part of the RCT chose to continue beyond the end of the 20-week trial period, with additional
funding sourced by participants, the research team, and Uniting Agewell that lasted until mid-
2019. Although our initial hopes were for the choirs to be sustained beyond this additional
funding period, further recruitment and funding challenges precluded this from eventuating.
One choir continued on in a self-sustaining manner for an additional year (2020), while the
other chose to disband, and 2/3 of the participants chose to join an existing choir (the choir
established during the pilot study, which continues on). In the present study, we interviewed
participants from the two choirs that continued following the end of the RCT, towards the

end of the additional funding period in 2019. As part of our commitment to representing the
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perspectives of participants, we adopted a qualitative, phenomenological approach, and as
such, our aims were emergent and evolved throughout the project. (Smith, Larkin, &
Flowers, 2009). While we initially aimed to interview participants in order to gain insights
into their experience of participating in ongoing therapeutic, community-based choirs, the
focus of our study shifted to understanding their experience of being involved in the project
more broadly. Firstly, as we felt it important to acknowledge the challenges involved in the
study and honour their experiences of this, and secondly, to provide insight into the
experience of being involved in a program designed for research purposes, and how this may
impact participants experience of wellbeing in such programs. With this in mind, research
question was broad: how did participants who are living with dementia and family care-

partners experience participating in the Remini-Sing choirs?

Method

Study Design

Interpretative Phenomenological Analysis. Phenomenology in research relates to
qualitative approaches in which researchers aim to understand the lived experience of
participants of a particular phenomenon (e.g. a specific experience or event) (Finlay, 2011;
Smith et al., 2009). Phenomenology is not generalisable; rather, it aims to produce a nuanced
understanding of participants’ lived experience that can illuminate findings from other
research and clinical practice (Finlay, 2011). Interpretative phenomenological analysis (IPA)
is a phenomenological approach to analysis that is underpinned by three tenets: a) reflexive
analysis of participants’ subjective experience; b) a focus on the unique (ideographic)
experiences of participants in a particular context; and c¢) an understanding that interpretation
(both on the part of the participant and the researcher) is an unavoidable aspect of analysis
that cannot be disregarded (Finlay, 2011; Smith et al., 2009). In this approach, participants
make sense of their experiences of a phenomenon, while researchers interpret the sense-
making of the participants, rather than searching for answers that are pre-defined (Smith et
al., 2009). IPA was selected for the present study, firstly, as we recognise that perspectives
of people living with dementia remain underrepresented in the literature, and aimed to
understand their perspectives on their lived experiences of being involved in the Remini-Sing
study and choirs. Secondly, we felt it important to honour the ideographic experiences

participants in relation to both the research and choir contexts.
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Researcher Reflexivity. In traditional and descriptive phenomenology, researchers
attempt to set aside their pre-conceived ideas that may influence their interpretation of data
(Smith et al., 2009). However, IPA acknowledges the impossibility of disregarding the
researcher’s own interpretations, and instead advocates for researchers to acknowledge their
potential biases through reflexive processes throughout the analyses (Finlay, 2009). In the
present study, we exercised reflexivity during analysis through maintaining a reflexive
journal (author 1), and supervision (between authors 1 and 4). Here, we share some of the
authors’ pre-conceptions for transparency.

Author 1 (ZT), who conducted the interviews and primary analysis, had been
facilitating the choir that resulted from the Remini-Sing pilot study, and consequently had
developed preconceptions about facilitation. ZT also attended one of the choirs involved in
the present study for two months, and the other for one session prior to engaging participants
in the interviews, to build familiarity and rapport (Thompson, Baker, Clark, & Tamplin,
2021). Preconceptions therefore, may have formed about choir members based on their
existing relationship with Author 1. Authors 2, 3 and 4 (IC, JT, and FB) have extensive
experience working clinically and researching the effects of music and singing for people
with dementia, which may have also influenced their a priori assumptions. Throughout the
research process, all authors practiced reflexivity through meetings and discussions, and ZT

kept a reflexive research journal.

Recruitment and Participants

Ethics approval for this project was granted by The University of Melbourne (Ethics
ID: 1749728) and written consent obtained prior to participation in interviews. Participants
were able to withdraw at any time, and the researcher frequently checked for ongoing consent
during the interviews. Inclusion criteria were for participants who were: a) able to speak
English; b) over the age of 65; ¢) living with a clinical diagnosis of dementia (any type), or d)
a family care-partner of someone who has dementia; e) living at home in the community; and
f) attending a Remini-Sing choir for more than six months. In this study, we did not collect
specific diagnoses of participants, other than that they had a confirmed diagnosis of dementia.
This was due to a commitment to ensuring that the study was open to people of any type of
dementia, and acknowledging that the music therapists who facilitated the choir were trained
to assess and tailor activities to meet the specific needs of individual participants, regardless

of diagnoses.
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Format of the Choirs

The structure of each choir session was designed based on the Therapeutic Group
Singing (TGS) model that emerged from the Remini-Sing pilot study (Tamplin, Clark, Lee,
& Baker, 2018). This model was informed by person-centred care, Kitwood’s theory of
Validation (Kitwood, 1997), and Community Music Therapy (Stige & Aarg, 2011). Sessions,
facilitated by one or two registered music therapists, were approx. 90 minutes in duration,
and included warm-ups, singing participant-selected repertoire, and more challenging singing
activities when appropriate, followed by afternoon tea. Participation was aided by having

lyrics presented on a projector or television screen.

Data Collection

Participants engaged in semi-structured interviews as either: a) individuals; b) dyads;
c) focus groups; or d) a combination of the three options, according to their preference
(Thompson, Baker, Clark, et al., 2021). Participants could choose the location and time of the
interviews, which were audio-only recorded on a mobile device. Interview questions were
initially broad, so as to not lead the interview in a particular direction and to allow for any
topics that might arise to be explored (Smith et al., 2009). However, broad, explorative
questions typical of phenomenological interviews are not always accessible for people living
with dementia (Novek & Wilkinson, 2019). Based on past research on making qualitative
interviews accessible for participants with dementia (Cridland, Phillipson, Brennan-Horley,
& Swaffer, 2016; Novek & Wilkinson, 2019; Thompson, Baker, Clark, et al., 2021), an
interview schedule with semi-structured questions and adaptive prompts for participants who
may have had difficulty with communication, or difficulty recalling the program was created

and used as needed (Appendix 1).

Data Analysis

Data was analysed following the six-step IPA procedure described by Smith et al.
(2009) (Figure 1). Interviews were transcribed and read several times by ZT to enable
immersion in the data. Initial noting and exploratory comments were made, which were
categorised as descriptive (represented by plain text), linguistic (italicised) and conceptual
(underlined) comments. The exploratory comments were used to inform the construction of
emergent themes, through transforming the comments into succinct conceptual ideas (Smith
et al., 2009). ZT then identified commonalities between themes, grouping similar themes and

creating a descriptive label (superordinate themes), while discarding themes that did not align
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with the emerging concepts. These steps were repeated for each interview, before a final
cross-case analysis was conducted to identify ‘recurrent themes’ across all participants’
experiences. For focus-group analyses, we used an adapted form of IPA (Palmer, Larkin, de
Visser, & Fadden, 2010; Rabiee, 2004), to navigate the complexity of having multiple voices
contributing to the discussion. This included an additional four steps (Figure 2) that
functioned to re-address the data, considering each factor that may have potentially
influenced participants’ responses, and examining the function of these responses. These
detailed steps ensured that contextual group factors were taken into consideration. For each
interview and after each stage of analysis, the notes and themes were reviewed by FB. A
meeting was held between the ZT and FB after each step to discuss and reflect on each

other’s interpretations.

= Transcribe, read and re-read
Step 1

Y ,

= Initial noting and making exploratory comments
Step 2 » (descriptive, linguistic, conceptual

N \

+ Develop emergent themes

Step 3

» Search for conections across themes

Stepd | Develop individual superordinate themes

« Repeat Steps 1-4 for the next case

Step 3

« Identify patterns across cases
* Develop recurrent themes

Step &

LV

Figure 1. Steps for Interpretative Phenomenological Analysis, adapted from
Smith et al., 2009
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Step 1
Steps 1-3 of standard IPA -
transcribe, notate and
develop emergent themes

Step 2
Positionality: examine
influence of facilitator in
participant's responses, &
function of statments made by

Step 3
Roles and Relationships:
Examine references to other
people and interrogate

Step 4
Organisations and Systems:
Examine references to
organisations and systems and

Step 8
Integration of multiple cases:
conduct a cross-analysis to
develop recurrent themes

participants in response to meaning interrogate meaning
other statments
Step 7 Step 6

Adaptation of Emergent
Themes: Return to the
emergent themes from Step 1
and adapt them according to

Language:Throughout stages
1-5, monitor how language is
used,who is using what
language (individual vs whole

Step 5
Stories: Examine the stories
told by participants: look at the
structure; genre; imagery and
tone.

the work done subsequently. group), and function

Figure 2. Additional steps for analysing focus group data using IPA adapted from Palmer et
al., 2010

Findings

Fourteen participants (seven dyads) from the two Remini-Sing choirs agreed to
participate in interviews. Participants’ educational background ranged from having
commenced high school but not completed (2), completing high school (3), trade
school/vocational training (2), undergraduate degree (4) and post-graduate degree (3).
Participants with dementia had a range of mild-moderate cognitive challenges based on their
MMSE scores, which ranged from 13-26, with a mean score of 20. Ten participants opted for
dyad interviews with the person they attend choir with, four of whom also participated in the
focus group interview. A further four participants joined the focus group interview only.
Interviews typically lasted between 45 to 60 minutes, and transcripts were, on average,
approximately 20 pages long. Participant characteristics and interview type are listed in Table
1. Participants had been attending the choir for at least six months at the time of interviews,
which took place approximately 1.5 months prior to the proposed end of project funding. At
the time of interviews, choir members and researchers were in negotiations to find ways to

continue funding the choirs.

Table 1. Participants

Name (relationship) Age Range Type of Interview
Colin (husband, diagnosis of dementia) 70-79 Dyad
Nancy (wife, care-partner) 60-69
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Malcolm (husband, diagnosis of dementia) 90-99 Dyad

Eileen (wife, care-partner) 80-89

Bridget (mother, diagnosis of dementia) 80-89 Dyad

Kate (daughter, care-partner) 50-59

Joan (mother, diagnosis of dementia) 80-89 Dyad and Focus
Mark (son, care-partner) 50-59 Group

Roxanne (wife, diagnosis of dementia) 70-79 Dyad and Focus
Patrick (husband, care-partner) 70-79 Group

Valerie (mother, diagnosis of dementia) 80-89 Focus Group
Christine (daughter, care-partner) 50-59

George (husband, diagnosis of dementia) 70-79 Focus Group
Amanda (wife, care-partner) 70-79

Eight recurrent themes were developed through the analysis process, representing the
perspectives of the Remini-Sing participants (Table 2). These themes are grouped into two
overarching themes 1) Participating in the Remini-Sing choirs afforded experiences of
personal and social benefits; and 2) Pragmatic aspects of the choirs and research design
impacted the experience for participants. Identifiers will follow each person’s name to clarify

if they have a diagnosis (D) or are attending as a care-partner (C) throughout the findings.

Table 2. Recurrent Themes and Sub-themes

Recurrent Themes Sub-themes

Overarching Theme 1: Participating in the Remini-Sing choirs afforded experiences of

personal and social benefits

Theme 1: Therapeutic 1.1 Transient Experiences of Joy While Participating

Choir Participation 1.2 Choir Participation Affords a Subtle Improvement to Mood

Fosters Positive Feelings

Theme 2: Singing inthe 2.1 Choir provides opportunities for cognitive stimulation, fostering

Choir Promotes Cognitive confidence in ability

Stimulation, Connection 2.2 Singing Stimulates Reminiscence

to Identity, for People

) i 2.3 Learning and Maintaining Skills
with Dementia

10



Theme 3: Opportunities 3.1 Developing a Musical Identity

to Engage Musical
3.2 Connection to Existing Identity

Identity

Theme 4: Choir 4.1 The Need for Social Connection
Participation Enables 4.2 Choirs Fostered A Deep Sense of Belonging
Much Needed Social 4.3 Sense of Safety Within Choirs

Connections 4.4 Social Support

Theme 5: Participating as 5.1 Attending Together for Convenience/Practicality

Dyads for Pragmatic and 57 Reflecting Existing Relationship Dynamic

Personal Reasons 5.3 Participating Together Supports Dyadic Relationship

Overarching Theme 2: Pragmatic Aspects of the choirs and research design impacted the
experience for participants

Theme 6: Getting Started 6.1 Hesitance to Try Something New

Can Be Challenging - A 6.2 Reluctance Due to Singing Anxiety

Welcoming Environment 6.3 Pressure to Continue Due to Small Membership.

is Needed

Theme 7: Accessibility of 7.1. Logistical Aspects of Choirs Enable Successful Participation

Therapeutic Design 7.2 Accessible Program Design Enables Participation

Theme 8: Sustainability 8.1 Concerns Around Group Ending

of Choirs is Desired 8.2 Group Size and Recruitment Challenges Impact Sustainability of

the Group.

8.3 Strategizing for Sustainability

298
299  Overarching Theme 1: Participating in the Remini-Sing choirs afforded experiences of

300 personal and social benefits

11
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Participants generally described the Remini-Sing choirs as enjoyable, fun and positive
experiences. They felt they experienced benefits that were intra-personal (within themselves)
and inter-personal (between members of the dyad and members of the choir groups). The first
three themes capture the intra-personal benefits that participants perceived, while themes four
and five relate to inter-personal benefits. Figure three depicts the relationship between these

themes.

Connection wtihin
the choirs

Reduced
isolation

Developing and
maintaining musical
skills/knowledge

Joy and Positive
Connection within
the Dyad

Connnecting to
aspects of identity

Cognitive
stimulation

prompted through
singing

Figure 3. Relationship between personal and social benefits of choir participation

Theme 1: Therapeutic Choir Participation Fosters Positive Feelings

Sub-theme 1.1: Transient Experiences of Joy While Participating. Participants
described feeling a positive boost while participating in the Remini-Sing choirs. They often
used language such as ‘fun’, ‘enjoy’ or ‘joy’ to describe how they felt during the act of
singing together with others, as well as participation in the groups more broadly. Roxanne
(D) stated: “it just makes me, I feel happy, I'm happy doing if”, while Eileen (C) described
the joy experienced while participating as beneficial to her and her husband: “I think it’s good
for Malcolm, I think he enjoys it, enjoys the company, the singing, he certainly joins in and
sings... it’s really good...I feel it’s doing us good, I really enjoy it”. Participants often
seemed reluctant to elaborate on the impact that participation had on their mood more
broadly. Joan (D) felt that singing was “...broadly speaking overall...enjoyable and
cheerful ”, although felt that she couldn’t say whether the group had a longer-term impact on
her mood: “I don't want to be dismissive...because I really enjoyed it very much...I wouldn’t
say it’s having a big impact on my life, but it's been enjoyable and encouraging from that

point of view”. Although Joan experienced memory challenges, she was able to describe how

12
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she felt within the groups; therefore, she seemed to be reluctant to ascribe a stronger impact
on her mood.

Sub-theme 1.2: Choir Participation Affords a Subtle Improvement to Mood.
While Joan felt that she could not confirm whether participation in the choirs had a sustained
impact on her mood, her son (Mark) challenged her opinion, and highlighted how subtle
changes may be difficult for one to notice within themselves, as captured in the following
exchange:

Mark (C): “... I don't think you're being fair enough...I think it's...the kind of benefit

that it's easy to not notice, that you're coming away in a good mood”

Joan (D): “yeah, well that’s true”

Mark (C): “and that spills out onto the rest of your day and even on the rest of your

week”

Joan (D): “mm hmm, there you go”

Mark (C): “And I think for me it reinforces how much you're a social creature, that

you enjoy company not just being in it but engaging it talking and doing and being

actively engaged in company”

Joan (D): “well I think that is true”

A more distinctive impact on mood was described by other participants. Kate (C) reported
feeling calm following the groups: “peacefulness... more calmness...it does make you feel
more calmer”. Roxanne (D) felt the participating in the choirs had a larger impact on her and
her husband, declaring that “it colours our lives”.

Some participants were also unsure of what it was that impacted their mood
specifically. Colin (D) felt that the combination of “bringing people together...sharing
music...[and other participants’ giving] themselves freely” influenced the positive feelings
that were fostered with in the choir. The collective experience of the program, rather than one
particular aspect, was responsible for the positive feelings that participants associated with

the choirs.

Theme 2: Singing in the Choir Promotes Cognitive Stimulation, Connection to Identity, for
People with Dementia

Participants described the impact they felt the Remini-Sing groups had on various
aspects of cognition and memory, which was valued by participants with dementia as it

helped them to connect to aspects of their identity.

13
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Sub-theme 2.1: Choir provides opportunities for cognitive stimulation, fostering
confidence in ability. Participants felt that the groups provided opportunities to exercise their
minds and stimulate cognition. Colin (D) reported enjoying “getting exercise in learning
something”’, while Bridget (D) described the feeling that singing had on her brain: “... For
starters, your brains are working...well your brains are going, and I reckon that’s great ”.
For these participants, the benefit of cognitive stimulation appeared related to feeling
invigorated through participating and learning; it appears this induced a sense of confidence
and excitement as they were able to exercise their cognitive abilities that were otherwise
challenging.

Some care-partners felt that the group provided opportunities for their loved ones to
practice cognitive tasks. Mark felt that the singing warm-ups afforded opportunities to
practice memory skills “...without feeling stupid about not knowing someone's name”. Eileen
(C) felt that the format of encouraging participant choice helped to encourage her husband to

3

participate: “...I think it’s good for Malcolm...because he’ll join in, and I've got to try and

not speak for him...he’s got to choose one of the songs, which he would normally get me to

’

choose...’

For care-partners, the choirs provided an accessible way for their partner to exercise their
cognitive skills, which again seemed to relate to opportunities for their partners to experience
confidence or competence in their abilities.

Sub-theme 2.2: Singing Stimulates Reminiscence. Participants described how the
repertoire sung in the choir triggered reminiscence for participants with dementia. Joan (D)
described enjoying the way that singing familiar songs brought back memories of making
music with her family: “...1 really do enjoy that [reminiscence] aspect...a lot of the music is,
you know, reminiscent to me of times when...I played the piano for [my father] to sing to...I
enjoy that aspect of it all”’. Mark (C) observed a similar effect when a song triggered

memories for participants with dementia:

Mark (C): “...I can see the lights go on in the participants eyes, as distinct from what
I'm feeling, what I'm seeing...some people just [relate] to [a] song at a whole other
level and you can see them switch on...[and] you see people engaging...with the

2

songs, all the conversation that comes up immediately afterwards.
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The familiar nature of the songs in the choirs’ repertoire helped participants to recall
memories from times in their lives that may otherwise not have been able to access. This, in-
turn, prompted conversations between choir members, allowing participants to express
aspects of their autobiographical identities, and develop connections with other members.
Sub-theme 2.3: Learning and Maintaining Skills. Participants described how the
group afforded them opportunities to learn new skills or practice existing ones. Colin (D)

«

reported that learning new musical skills motivated him to participate: “...that was one of the
reasons I was doing [it]... learning the music, learning to sing in unison with the others”.
For Colin, who had limited musical experience prior to joining the choir, was able to explore

a new musical identity though learning musical skills within the choir.

Patrick (C) observed his wife Roxanne (D) was able to maintain her memory of lyrics
outside of the session, despite having difficulty with her short-term memory. In the following
exchange during the focus group interview, Patrick’s observation that Roxanne was able to
recall lyrics following choir practice prompted another member, Valerie (D) to reflect on this

retained ability:

Patrick (C): “... I've observed that when I... go from here, or tomorrow, I can sing a
song and Roxanne finishes it off... "

Valerie (D) [to Roxanne]: “can you remember it though? Get the words right?”
Patrick (C): “she is remembering you know, the last bit of the song sort of thing...it’s
the regular commitment, it’s the revisiting songs that we knew and we know, and you
know, refreshing the memory of things. It’s amazing really I think how much we
remember isn’t it?”

Valerie (D): “marvellous what comes up, isn’t it?”

Roxanne (D) [emphatically]: “absolutely, yeah”

Roxanne and Valerie appeared heartened by the way that lyrics could be recalled despite
other memory challenges. Patrick felt that the regular refreshing of familiar music helped
Roxanne to recall lyrics outside of sessions. As Patrick and Roxanne were experienced
musicians, this provided a space for them to enact their musicality together, both within the

choir and at home.

Theme 3: Opportunities to Engage Musical Identity
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While the cognitive stimulation promoted by singing helped participants with
dementia to express parts of their identity that may have been difficult to access due to their
cognitive challenges, for some participants, a key benefit of the choirs was the chance to
express their musical identity more broadly. An interest or history in music was frequently
noted as one reason for participating in the study and continued participation in the choirs.

Sub-theme 3.1: Developing a Musical Identity. Some participants described
enjoying the fact that they were able to learn about different aspects of music, be it songs,

musical skills, or facts about the songs themselves:

Mark (C): “I'm astounded at what I learned...there's a bunch of... 1930s kind of stuff
that belongs with that age group, then there's a bunch of...1960s...and Patrick’s got
his Irish and Scottish stuff, which is just outside of my reference...so it’s a wonderful

’

education for me.’

For Mark, it seems that the choir afforded the opportunity to nurture and grow his musical
identity through developing knowledge of musical styles and history. Colin (D) felt that this
was an intrinsic benefit of being in the group, stating it is ‘worthwhile’ to be learning about
music: “...we re learning something about...the history of [the music] ...and that little bit of
history makes it worthwhile”. This indicates a benefit removed from the experience of living
with cognitive challenges, or caring for someone with dementia; the chance to explore other
aspects of identity through learning was valued.

Sub-theme 3.2: Connection to Existing Identity. For some care-partners, the choirs
provided a chance to connect to different parts of their identity. Mark and Patrick (Cs)
enjoyed the opportunity to share their instrumental skills with the group. Mark commented:
“personally, thought it [indulging in playing instruments] was selfish. I enjoyed the hell out
of it, and I saw different stuff in Patrick’s playing”. Roxanne (D) acknowledged the need for
others to witness her husbands’ musical identity, outside his role as care-partner: “...I thought
they all needed to hear him on his instrument...because he’s so good on his instrument...and
1 thought it would make them open...their eyes a bit wider when looking at and listening to
him”. For Roxanne, she felt it was important for her husband to be able to express this aspect
of his identity. Eileen (C) similarly described valuing the way that the group witnessed her
cultural identity through sharing her favourite music: “...they really take an interest in your

own background...so it’s good...I think the group makes you feel worthwhile” .
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Theme 4: Choir Participation Enables Much Needed Social Connections

Participants described how the choirs provided opportunities for members to
experience strong and meaningful connections that they felt they had been excluded from
since diagnosis.

Sub-theme 4.1: The Need for Social Connection. Social connection was described
as an important need of participants with dementia and care-partners, and a reason they
joined the choir. Valerie (D) felt that due to the stage of her life, opportunities for social
connection were becoming scarce: “it’s a good idea to belong into a group though probably,
because were all getting sort of older and people are dying and disappearing”. Eileen (C)

stressed the importance of maintaining social connections for personal wellbeing:

“but I think it’s really important that we keep being social, rather than just going out
ourselves, we’'re meeting with groups. And I find it very helpful...it’s really good to
have the company ... I think it’s good for both of us, I think I need the company too, so

1 enjoyed joining in.”

Although FEileen did not articulate precisely why she needed companionship from others, this
was echoed by other participants who felt that they had become socially isolated due to
friends becoming distant following the diagnosis of dementia. Amanda (C) commented that
she was unsure “whether they (friends) are embarrassed, or they re not quite sure how to
join you in”, and that forming friendships with people who understood their situation was a

“

motivator for her and her husband to participate: “...we thought it would be nice if there were
people in the same situation, we would get a group that was in...the same...area, and...things
might swing from that as well, you might [meet for] coffee...”. Forming friendships with

people who have similar experiences appeared to be a priority for participants.

Sub-theme 4.2: Choirs Fostered A Deep Sense of Belonging. Participants described
experiencing a sense of deep sense belonging in the Remini-Sing choirs. Several participants
compared the group to a community or club, or feeling as if they were ‘at home’ (Roxanne,
D). Mark (C) emphasised that beyond his enjoyment of the musical aspect of the choirs, he
felt rewarded by this sense of belonging: “...1 like the singing and...the music very much, but
even more than that, 1 feel like I've joined a club, and that’s rewarding”. George and

Roxanne discussed together the way that they felt the group connected:
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George (D): “they’re all very... good people...and so, they come together nicely”
Roxanne (D): “and we like to do that”

George (D): “veah”

Roxanne (D): “and I think that’s kind of very obvious to everybody, really...when
they join the group, they just feel immediately at home”

Eileen (C) speculated that the participatory nature of the group created a more mutual sense

I3

of belonging than other social groups: “...mainly the participation...there’s more than just
being entertained...there’s just a feeling of mutual, [more] than say [support group] ...
so...you feel more belonging, I suppose?”’. Nancy similarly felt that “.../istening to the other
voices around and blending...” helped to create a “connectedness” between choir members.
This suggests that the act of singing together with others helped to foster the sense of
belonging that participants experienced.

Sub-theme 4.3: Sense of Safety Within Choirs. Some participants described feeling
a sense of safety or security within in the group that was enabled by their connections with
one another. Patrick (C) and Roxanne (D) observed that as group members became more
familiar with one another, they were more comfortable to engage:

Patrick (C) “...I couldn’t put my finger on it, but I think I can...observe

that...everybody’s sort of ...contributing better now than they did at the start, you

know?”

Roxanne (D): “Yeah...well we all know each other now, don’t we?”

Patrick (C): “Yeah, and...some people are basically coming out of their shells a bit

»
more

Colin (D) and Nancy (C) felt safe within the group due to the relaxed nature of the music;
that they had permission to make mistakes, because “everyone just laughs it off”. Kate (C)
and Bridget (D) similarly felt accepted by members of the group, irrespective of their

abilities:

Kate (C): “Acceptance”
Bridget (D): “nobody has said anything to me, anyway ‘what are you here for?’”
Kate (C): “and no questions asked whether you can sing or not sing, no, or look at

you ‘you 're not singing in key today’ — everyone just sings and does what they can

do.”
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For Kate, this sense of acceptance seemed to relate to her perceived singing abilities that the
group allowed for a relaxed approach to musical participation. For Bridget, however, this
appeared to relate more to her experience of living with dementia and disclosing her
diagnosis; her comment that no one had ‘said anything’ about why she was attending
indicates a sense of comfort at being accepted regardless of her cognitive challenges.
Sub-theme 4.4: Social Support. Participants also reported feeling supported by

people who had similar experiences:

Christine (C): “I thought the support, the social support type stuff was really good, it
was lovely to be with a group of people”
Valerie (D): “with different things going on”

Amanda (C) elaborated on the importance of this shared experience, as she described feeling
supported without needing to explain to others what was going on: “...a wonderful
underlying thing that everybody knows what we’re all, what the baseline is underneath, and
so you don’t have to explain it if you 're having a crap day, at all”. For participants in this
study, the ‘social support’ seemed to relate to an unspoken understanding, and a ‘kindness’
(Kate, C) that members could afford each other due to their shared understanding of what it’s

like navigating a dementia diagnosis.

Theme 5: Participating as Dyads for Pragmatic and Personal Reasons

Dyads described practical and relational benefits of choir participation.

Sub-theme 5.1: Attending Together for Convenience/Practicality. Participating
together was beneficial for practical reasons. Amanda (C) reported that it was more
convenient for her to stay for the sessions than to drop off/pick up her husband. Christine (C)
came to support her mother, who she felt would not be able to attend independently:
“[someone] offered to pick mum up, and I just thought that would be too hard’. Valerie (D),
Christine’s mother, expressed a sense of guilt at this arrangement, feeling that her daughter

>

“..had to put up...” with attending to support her: “I felt guilty that my daughter gets
involved in doing something”. Colin (D) also acknowledged that he relied on his wife’s
support to attend: “...I think that there's an advantage in [attending together] ...accepting
now...I've got a disability... ”. Although Valerie expressed concern regarding her daughters’
involvement, Colin on the other hand felt it advantageous that his wife was able to support

him to participate.
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Sub-theme 5.2: Reflecting Existing Relationship Dynamic. Nancy (C) and Colin
(D) reported that they enjoyed attending together because it reflected their approach to co-
participation throughout their lives. Nancy stated: “There’s just been a huge amount of
togetherness right from the word go...so it probably is more reflective [of how we ve lived]”.
Eileen (C) felt that participating together with her husband was something they prioritised,

and that the choir provided an enjoyable platform for the two of them to do so:

Eileen (C): “...it’s something that we both can equally be involved in. And even
though Malcolm can’t remember much afterwards... he enjoyed it when he was there.
So, we’re really living for the moment...and that’s something that you re doing at

[Remini-Sing], you're enjoying the moment.”

For Eileen, participating together was valued, as it enabled her and her husband to experience
positive moments together, even if Malcolm (D) could not recall them.

Sub-theme 5.3: Participating Together Supports Dyadic Relationship. Some
participants described the different ways the group impacted their relationship with their
care-partner. Roxanne (D) felt the regularity of the group helped her and her husband to

maintain their relationship by giving them something positive to do together:

Roxanne (D): “... I think it’s helped us...come to terms...with each other in some
positive ways, and that’s because I think that it’s every week...so we haven’t really

got time to fall out with our, with each other or the material.”

Several participants reported feeling that attending with their family member(s) gave them
something to bond over at home. Roxanne (D) reported that she and her husband “enjoyed
practicing [choir] pieces at home”. Bridget enjoyed the fact that “...when you come home, if

you want to, you can talk about [the group]” — a sentiment echoed by Colin and Nancy:

Colin (D): “...1 think it meant that you're sharing, and you can talk about it later ....
you reflect on it... And you can say ‘gee, did I make a mess of that piece’ or, you
know..."

Nancy (C): “...just talking about some of the different people...who had done the

songs or what the songs meant.”
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For these participants, the choirs provided a mutually enjoyable experience that afforded

additional ways for them to connect with each other.

Overarching Theme 2: Pragmatic aspects of the choirs and research design impacted
the experience for participants

Throughout the interviews, participants were at times critical of the researchers and
execution of the study, likely due to the fact that the interviews were conducted during a
period when the future of the choirs was uncertain. Despite these critiques, participants also
highlighted aspects of the group that they felt were helpful and/or beneficial. The following
three themes depict the critique and aspects of the experience that participants felt were
important to create a welcoming and accessible environment that allowed participants to
experience the benefits they described in the previous section. Figure 4 depicts the

relationship between these various elements.

Person-centred
Repertoire

Relaxed
Musical

Standard
\ 4

Welcolming Environmen

Active
Participation

Supportive
Program Design

Facilitator
Skill

Sustainability
of Choirs

Accessible Logistical

Elements
egula

Continuity

Figure 4. Relationship Between Elements That Influence Accessibility of Choirs

Theme 6: Getting Started Can Be Challenging - A Welcoming Environment is Needed
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Participants described aspects of the choir (and research) design that contributed to
feelings of hesitance or reluctance to join, and a subsequent need for a welcoming
environment to overcome these feelings.

Sub-theme 6.1: Hesitance to Try Something New. Some participants described a
sense of nervousness at starting something new. Christine (C) noted that starting a new
routine could be stressful for some participants: “[starting] actually caused a bit of strain as
well because then mum got anxious about leaving dad at home”. Amanda (C) described some
nervousness about joining an already established group: “oh we were a bit like that [nervous]
coming here, I thought ‘well, they 're a group that know each other, and we don’t live in the

area’, and I thought ‘we don’t want to push in’.”

Mark and Amanda agreed that a fear of starting can be a deterrent for some people:

Mark (C): “it’s a real risk that people sort of self-select, opt out before you even give
yourselves a start. I'm built that way, I'll do that 90% of the time.”
Amanda (C): “yeah, I think we all do a bit.”

Sub-theme 6.2: Reluctance due to Singing Anxiety. Concern about singing ability
led some participants to feel reluctant to join the choir initially. Although some participants
felt reluctant to sing in front of others, their interest in music appeared to help them overcome
this hesitancy. Joan (D) felt surprised that she had overcome this hesitancy to participate:

“I was a reluctant starter and said... ‘well you know I really can’t sing and I certainly can’t
stand up and sing in front of other people’...low and behold, here we are”. Joan’s enjoyment
of reminiscence prompted by singing familiar songs (described in sub-theme 3.2),
demonstrates how connecting to her past experiences of music helped to alleviate anxieties

around singing in front of others.

Sub-theme 6.3: Pressure to Continue Due to Small Membership. Participants
described feeling compelled to participate due to the low recruitment numbers in the early
stages of the choirs. Kate (C) expressed concern that if she had not continued attending, then
“that would be the end of [the choir]”, and that people on the waitlist would miss out on the
opportunity all together. Christine reported a similar sense of duty to attend, and noted that
this increased the stress of attending, as she felt pressure to come along even when her

mother was feeling hesitant:
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Christine (C): * ...[low numbers] made it a bit stressful at the beginning,
because...mum being a bit hot and cold about the whole thing, if mum said she didn’t
want to go, you'd think ‘oh no, were letting down the only other people who are

going to be turning up’, that’s just a major... drawback.”

Although ultimately this sense of duty to attend was advantageous to the choirs, as it helped
to grow participant numbers, the discomfort or distress that it caused to participants was
evident. This adds to the importance being able to blend within a larger group, not just to
mitigate nervousness relating to singing, but to allow for flexible participation, where

participants do not feel pressure to attend.

Theme 7: Accessibility of Therapeutic Design
Participants described various aspects of the therapeutically designed choirs that were
important to the success of the group. As Colin suggested, there were multiple elements that

when combined, enabled successful participation.

Colin (D): “...1I think a combination of things has got to be added: the distance to
where we are going...logistics is an important issue...the sort of people you meet is
an important issue...so if you balance out all these little pieces, they are small pieces

because it's part of the makeup of what our group is.”

Participants identified a range of elements, each of which influenced their experience of
accessibility of the choirs for participants with dementia and care-partners. These elements

are discussed under two key Sub-themes below: a) logistical factors; and b) program design.

Sub-theme 7.1: Logistical Aspects of Choirs Enable Successful Participation.
Several logistical aspects of the choir design were felt to be accessible; these included
location and accessibility of the venue (particularly proximity to home), timing, and group
size. Timing of sessions was the most prevalent logistical factor described by participants.
Sessions were held from 1pm-3pm, and this was felt to be a suitable time, as it was accessible

¢

for getting to the venue: “...it’s early afternoon...we’re out by three, so you re not running

into traffic, you know there’s after schools and things...I prefer the afternoon” (Eileen, C).
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Mark (C) felt that in addition avoiding traffic and the need to rush, there was a benefit to

being active around the lunch-period in relation to stimulating cognition throughout the day:

Mark (C): “...whether you fall asleep sort of post meal straight away, or whether you
do exercise and you fall asleep an hour later will be up for what activity you do. So some
people will fall asleep after lunch. But if you do some exercise, they'll stay awake and fall

asleep at three o'clock.”

Mark felt that remaining active in the afternoon may have a protective or “postponing”
function against distress that some people with dementia may experience later in the evening,
as participants would “spend their petrol tickets ” while engaging in the choir, and therefore
be more prepared to relax later on.

Participants felt that the 90-minute length of the sessions was acceptable: “...it's the
right amount of time that they're spending - anything longer and you get, not bored, but you
get worn out” (Colin, D). Mark (C) similarly felt that the 90-minute length was a “sweet
spot”, balancing the desire for longer periods spent together with the energy and effort that
participation requires.

The regularity of sessions was highlighted as an important aspect of the choir; the

group discussed that weekly sessions were useful in creating a habit of attending:

Valerie (D): “making it a regular habit is useful too, to do it every Tuesday...you
know, on a regular day?”

Joan (D): “yes, yes it does.’
Mark (C): “I'm certain.”

Patrick highlighted that regular participation in the choirs was important, as experiencing “a
few little high points in the week, it’s sort of ...a bit dull, isn’t it...we need a little few...
highlights in the week”. In addition to the comfort that a regular routine can provide,
consistent attendance provided regular opportunities for positive moments, which were
important in the context of challenges that participants were facing in their lives.

As discussed in the previous theme, the size of the groups was highlighted as an
element of the choirs that impacted participation. However, despite the pressure caused by
low numbers, participants generally appreciated the intimacy and tailored support that small

groups afford:
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Colin (D): “...I don't know whether or not if it's bigger, you lose sight of the other
people...everyone gets a choice, whereas if you had a bigger group...it would be

’

limiting the amount of time that you could give to each one...’

Participants additionally acknowledged, however, that larger groups would support
sustainability of the choir:
Patrick (C): “...we’re a bit vulnerable to people going on holiday, or people not
being well, or people being too tired, you know...we 're sort of almost below a critical

weight really.”

Smaller choirs were seen to be advantageous in regards to the person-centred, therapeutic
design, however, they also left the group in a precarious position, which at times added

pressure to participants.

Sub-theme 7.2: Accessible Program Design Enables Participation. Participants
described various elements of the design of the Remini-Sing choirs that impacted
accessibility. These are presented in the context of two minor themes: the role of the

facilitator, and the structure of the sessions.

Facilitator Skill Influences Participation. Participants felt the facilitator played a
role in helping participants feel comfortable and actively engage in sessions. While
facilitators were generally described positively, Kate (C) highlighted some experiences where

facilitation was lacking, which resulted in her and others feeling confused and stressed:

Kate (C): “...on that first day, it was late to start...and [Facilitator] just
started...there was no explanation of ‘I want you to do what I'm doing’, and she just
started making these ‘ahh’... ‘mumumumum’ [sounds]...and you re just sort of sitting
there, and you just sort of start imitating her...we soon got into [it], but that very first

week was quite confusing.”

Unclear instruction and leadership from the facilitator created a sense of confusion for new
participants.
Colin (D) emphasised the importance of facilitator training, noting that he felt

facilitators should have specific knowledge about the people they are working with: “...they
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had an interest in the people that were participating like ourselves...if you don't have that
sort of person running it, it loses.... it...goes out of existence very quickly”. Mark (C) and
Joan (D) felt that at times, the role of the facilitator appeared subtle, and that the true
importance of the facilitator was only revealed when there were issues in the group (where

participants needed particular support):

Mark (C): “But maybe, maybe things don't happen by accident. They happened by

good endeavour.’

Joan (D): “Hmm. Maybe it's...partly the leadership of the group.”

Mark went on to describe a moment where this became evident for him:

“... I remember [the facilitator]...said, ‘sometimes you know, the music or the
conversation or something can be...emotional and triggering of negative as well as
positive’...we had a moment [in the session that made it] suddenly [make]
sense...when I saw that play out. I [had previously] thought ‘what could possibly go
wrong?’ And then I looked at that and thought...that could have gone very wrong.”

In challenges instances within sessions, the role of the facilitator demanded more than
musical direction, and therapeutic facilitation skills were important in supporting individual

needs as well as managing group dynamics.

Session Format/Structure Enhances Accessibility of Singing. Although singing was
described as something that participants with dementia could engage in, regardless of their
cognitive challenges, participants felt that the relaxed musical expectations helped to create
an environment where all abilities were welcomed. Colin (D) spoke of how important it was
that everyone could participate, even if they “might all be out of tune, in and out of...the
words or the way we sing...”. Others spoke of appreciating how they could choose the way
that they engaged. Eileen (C) felt that her husband was “...fairly relaxed [in the group]
because...he’s...not one for joining in a lot, although he’s happy in a group’. Malcolm (D)
liked that he “...didn’t have to play the music” if he did not want to. Patrick (C) described the

“

importance of everyone being afforded an opportunity to select repertoire: “...everybody can

contribute, people get a chance to choose music, we get a chance to listen to other people’s
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music”’. Mark echoed this sentiment, and felt that the way that activities (such as warm ups

and song choice) were designed to encourage active participation was important:

Mark (C): “...there was a level of ownership about it, you felt included, as distinct
from sitting back and watching. You can sort of opt out... [but] you almost have to

’

opt-in.’

The relaxed musical standard, compared to other choirs or musical groups, was also seen as a
factor that made the groups accessible. Joan (D) explained: “...I think this one's more
relaxed” compared to another choir she had been involved in, which “...was led by a fellow
who was a pretty high standard musician...”. Although relaxed musical standards were
appreciated, Nancy (C) described a enjoying a good balance between repertoire that was

familiar and easy, and that which was more challenging:

Nancy (C): “...[we] had the three-part rounds... that was really a good feel...it
wasn’t challenging for me, but it was challenging for some of the people

’

there...but...I think it was a good challenge and I think was good for them.’

The inclusion of afternoon tea (and in particular, cake) was frequently cited as a crucial
aspect that provided opportunity for relaxation and social time: “Yes, and the cakes...that

helps a little too” (Colin, D).

Theme 8: Sustainability of Choirs is Desired

All participants expressed concern about the future of the groups, either during their
interview or privately to ZT. This is likely due to the interviews being conducted close to the
end of the funding for the groups, during a time when the future of the groups was uncertain.
Although this was positive in the sense that it indicated that participants valued the group
enough to want it to continue, there were instances throughout the interviews where distress
at the prospect of the group ending was evident.

Sub-theme 8.1: Concerns around group ending. Uncertainty about the groups
ending was frustrating to participants. Amanda (C) reported that she was frustrated that there
was no clarity so close to the finishing date: “...we 're still, there’s nothing happening for the

next round,; when you say ‘we’ll see you in 6 weeks’ — too bad in 6 weeks.”
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Sub-theme 8.2: Group size and recruitment challenges impact sustainability of
the group. Membership and recruitment were discussed as a key factor impacting the long-
term security of the group. Participants expressed concern that the low membership numbers
of their respective groups made them vulnerable to collapse, both due to lack of attendance,

and the cost-effectiveness of running small groups. Kate (C) reflected:

“... know they’re trying to ...keep on the program, and I’'m sort of thinking... we get
afternoon tea, I don’t know how much [the facilitator costs]...and I'm thinking are
they going to be thinking about the cost of the afternoon tea, the cost of [facilitator],
for what, 7 people?”

The lack of success recruiting new members, both during the initial study period, and the
extended post-study time was cited as a point of frustration. Amanda (C) and Mark (C)

described how the initial recruitment and ongoing effort was inadequate:

Amanda (C): “... when you re talking about ‘is the group going to change, are we
going to get more people when it stops being under [the research] umbrella?’, and
nobody’s done anything about advertising, and we 're now only 4 weeks away or 6
weeks away and that drives me nuts I think!”

Mark (C): “That’s entirely true, and I think that was even reflected on the original
sign, sort of the identity of what we re coming to, I think it was a bit [disorganised]. It
was a formal study and so, that kind of doesn’t have an identity, if it’s an ongoing

1

entity, no one really knows what it is.’

Amanda (C): “No.”

Sub-theme 8.3: Strategizing for Sustainability. On several occasions, participants
strategized about how they could support the groups to continue themselves. Several
discussed new recruitment strategies, while Amanda (C) suggested that the choir could be
held “at our house...if we really got stuck...”. This was indicative of the value they saw in
the groups, and that participants had taken some ownership of the program. While this is
encouraging in regards to highlighting the value of the groups, the distress that this caused
participants was evident in their responses during the interviews, and may have impacted

their ability to experience the benefits they had previously described.
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Discussion

This study sought to understand the perspectives of people with dementia, and their
family members who support them as care-partners, about the experience of singing in
therapeutically designed, community-based choirs that were formed as part of the Remini-
Sing RCT. The findings revealed that participants found the choirs to be enjoyable and
valuable, to the point that they were strategizing for how the choirs could continue once the
research funding ceased. The themes that indicated the perceived benefits of choral/group
singing for people with dementia and familial care-partners reflect results of previous
qualitative inquiries (Thompson, Baker, Tamplin, et al., 2021) . These themes relating to
social connections, positive feelings, identity, and cognition also align with factors identified
as influential on quality of life for people living with dementia (Holopainen et al., 2019;
O'Rourke et al., 2015).

Several studies have similarly reported that social benefits of group singing are of key
importance to participants (Clark et al., 2018; Harris & Caporella, 2018; Lee et al., 2020;
Osman et al., 2016), which is unsurprising, given that increased social isolation due to
changing needs, inaccessibility and associated stigma is well documented (Biggs et al., 2019;
Burgener, Buckwalter, Perkhounkova, & Liu, 2015). Participants in the present study
highlighted the need for accessible opportunities for social connection, and the strength of
connections they found within the Remini-Sing groups. One participant theorised that music
was the ‘vehicle’ that enabled the deep connection between group members to occur (Mark,
C), which echoes similar findings in past research (Lee et al., 2020; Unadkat et al., 2016).
Theme Four (Choir Participation Enables Much Needed Social Connections) highlighted
three ways that the choirs fulfilled the need for social connection (Figure 4). These social
benefits reflect factors that influence of quality of life (QoL) generally (World Health
Organization, 1998), and factors that people with dementia recognise as central to their

perception of good QoL (Holopainen et al., 2019; O'Rourke et al., 2015).
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Figure 4. Dimensions of Social Benefits of Group Singing

A sense of joy and positive impact on mood was also highlighted as a benefit of the
choirs. Across the interviews, all participants used simple descriptors such as ‘enjoy’, ‘fun’
and ‘very good’” when describing how the choir made them feel, while only a few participants
went further to describe a specific change in mood following choir. Unadkat et al. (2016)
reported similar descriptions, and theorised that feelings of ‘enjoyment’ described by
participants related to ‘in-the-moment’ benefits to mood, distinct from effects that carried on
post-session. In the present study, some participants acknowledged that they found it difficult
to describe the exact impact that group singing had on their mood, either due to being unable
to find the words (due to aphasia) or being unable to recall the impact post-session. Some
participants theorised that changes may be subtle, and therefore difficult to describe, which
may explain why some participants did not describe their experiences of mood in more depth.
However, research also indicates that people with dementia may use happiness as a measure
for their quality of life (O'Rourke et al., 2015), and may be drawn to activities that promote
positive feelings in-the-moment, as they may be more accessible than other activities (Bohn,
Kwong See, & Fung, 2019). Research also indicates that for some people with dementia, the
memory of emotions triggered by an event may remain even when they can no longer recall
the actual event (Guzman-Vélez, Feinstein, & Tranel, 2014; Reschke-Hernandez, Belfi,
Guzman-Velez, & Tranel, 2020). Therefore, these descriptions of joy and fun may hold a
deeper meaning than participants were able to describe, and further work is needed to better
understand the importance of joy and fun in this context.

Previous research has reported how group singing can support identity for people
living with dementia, through increased confidence (Camic et al., 2011; McCabe et al, 2015;
Unadkat et al., 2016), acceptance of diagnosis (Osman et al, 2016), and a sense of purpose
and accomplishment (Clark et al, 2018; Lee et al., 2020; McCabe et al, 2015). In the present
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study, however, participants appeared to reflect on the way that the choirs influenced their
identity in relation to music specifically. Participants described how learning about music
(both learning musical skills and learning about genres or music history) was a benefit in and
of itself. This reflects previous research that report how participants with dementia can
experience increased confidence through being able to participate and achieve new things
through group singing programs (Camic et al, 2011; McCabe et al, 2015; Unadkat et al,
2016). Notably, in the present study, care-partners also described the opportunity to re-
connect and share their own musical identity with others. Songwriting has been reported as a
way for care-partners to explore and support their identity (Baker, Stretton-Smith, Clark,
Tamplin, & Lee, 2018). However, to our knowledge, the affordances of group singing with
care-partner-dyads to support identity for familial care-partners have not been investigated.
The second overarching theme (Pragmatic aspects of the choirs and research design
impacted the experience for participants) reflect findings from previous research that has
highlighted aspects that make group singing accessible and motivating for people with
dementia and care-partners (Thompson, Baker, Tamplin, et al., 2021) . Interestingly, although
most participants described having some pre-existing relationship with music (either through
learning or just enjoying music), several still reported feeling apprehensive about joining the
choir due to concerns about not being able to sing well enough. This reflects concerns
expressed by older adults regarding the design of community singing groups (Fu, Lin, Belza,
& Unite, 2015). During recruitment for the Remini-Sing RCT, we altered the wording in
advertising from ‘choir’ to ‘singing group’ due to concerns that the term ‘choir’ may be off-
putting for people who have no experience as singers. However, this did not seem to impact
recruitment rates. Participants reported that being able to blend into the group helped to
alleviate some of their concerns around singing, which may have contributed to the sense of
safety that helped participants to overcome their initial hesitance. This has important
implications regarding the importance of in-person singing for providing a sense of group
safety. A study on the perspectives of choir facilitators leading dementia inclusive online
groups during the COVID19 pandemic found that although online singing was acceptable
during physical-distancing restrictions, the physicality of in-person group singing was
preferable (Lee, O’Neill, & Moss, 2021). As online platforms preclude the ability to sing in
unison (Dowson & Schneider, 2021), it is possible that reduced sense of safety when singing
alone via an online platform may contribute to this preference for in-person group singing

experiences.
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The skill and training of facilitators was referenced by participants as an important
determinate of the success of the choirs. Although feedback about facilitators was generally
positive, some participants observed differences between different facilitators, which
impacted their enjoyment and comfort within the group. This echoes past findings, which
report that training and ability of facilitators impacts comfort of participants and success of
the groups (Clark et al., 2018; McCabe et al., 2015; Unadkat et al., 2016). Although the
facilitators in the Remini-Sing study were credentialed music therapists who received specific
training for the study, the findings suggest that individual differences between facilitators still
impacted the experience for participants. It is possible that a transition from two facilitators to
one when the initial study period ended may have impacted the experience for participants.
Similarly, initial training for the therapists involved in this study focused on larger groups; it
is possible that further training to support the therapists to adapt to the smaller group sizes
was needed.

The sustainability of the groups was of central importance to the participants at the
time of the interviews, as they were nearing the end of the allocated funding period and
therefore facing the prospect that the groups would end unless further resources were
provided. Participants reported feeling stressed and frustrated at the lack of clarity around the
future of the choirs, and the perceived lack of action from the research team. Although choirs
established within the Remini-Sing study were initially designed to be sustainable, this did
not eventuate. These findings raise some important considerations for future research. Firstly,
despite multiple and varied efforts to recruit more participants, the group sizes remained
small. A brief analysis of the reasons for withdrawal and difficulty recruiting revealed that
the time commitment required of the RCT component, strict eligibility criteria, progression of
dementia or other illnesses preventing participation, and lack of means to directly invite
potentially eligible participants were the main reasons. However, regardless of the reasons for
the challenges in recruitment and sustainability, researchers should ultimately hold
responsibility for the sustainability of groups established for research purposes, and for clear
communication regarding the situation to minimise distress to participants.

Limitations. Although the findings of this study reflect similar findings to other
qualitative research in this area, the results are rooted in the lived experience of the
participants of the Remini-Sing study and should therefore be interpreted as such; they are
not generalisable. Our aim was to represent the perspectives of participants in the Remini-
Sing choirs, both those living with dementia and care-partners. Although participants were

offered several formats of interview, including individual interviews, all opted for dyad
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and/or focus-group interviews. Therefore, it is possible that participants may not have
described some aspects of their experience due to not wanting to offend or upset their partner
or other group members. This was evident in some interviews, where participants
(particularly care-partners) spoke in euphemisms, or self-censored when talking about their
partner’s needs.

Practical Recommendations for Professionals. The benefits described by
participants in this study generally relate to benefits that are experienced either during or
shortly after each session, or as a consequence of regular sessions. Additionally, as dementia
is a progressive condition, and circumstances change over time, the need for regular sessions
is increased, as benefits may be forgotten or outweighed by other events happening in an
individuals’ life (Bruer, Spitznagel, & Cloninger, 2007; Osman et al., 2016; Sarkdmo et al.,
2014). Our recent systematic review of the literature relating to singing and dementia
revealed that regular group singing may act as a prophylactic against psychological distress
and reduced wellbeing (Thompson, Baker, Tamplin, et al., 2021). Therefore, the findings
from the present study add further support to the importance of regular sessions for
maintenance of wellbeing, rather than short-term supports or interventions.

This study once again highlights the accessibility of music and singing for people
living with dementia and supports the notion that community-based singing can be an
accessible and beneficial support for both people living with dementia and their family
members who support them. As Clark et al. (2018) note, group-singing is a low-cost activity
that can support a large number of participants at a time. The themes captured in the second
overarching theme of this study indicate aspects of session design and sustainability that can
be used to maximise the experience, which have also been acknowledged in previous
literature relating to group singing and dementia (Thompson, Baker, Tamplin, et al., 2021).
Notably, participants in this study described enjoying the length of the choir sessions (90
minutes of singing followed by afternoon tea), and the time of day (early afternoon). This
may challenge assumptions or stereotypes about the types and timing of activities that older
adults may be interested in, and supports previous findings that longer sessions are suitable
for people living with mild-moderate cognitive challenges (Shoesmith, Charura, & Surr,
2020).

The present study also found that personality, skill, and training of facilitators was an
important factor in successful and accessible choir facilitation, and that the therapeutic
background of facilitators alone was not enough to provide effective leadership. Therefore,

training in the specific needs and contexts of choir participants is needed, as well as an
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understanding of the logistical aspects of program design that make the choirs accessible for
participants with dementia.

Recommendations for Future Research. The findings from the present study
indicate that a sense of safety fostered by the resonance created by other voices may
contribute to both motivating and comforting participants who experience nervousness
around the use of their voice. When developing future research in this area, it is
recommended that options for sustainability are explored, planned, and confirmed from the
outset. Conversations with partner organisations should also commence as early as possible
(even prior to funding applications if possible) to allow for best collaboration outcomes. As
the COVID19 pandemic has necessitated the move to online formats (Dowson & Schneider,
2021; Lee et al., 2021), further research is required to better understand how such formats
may impact both the willingness to participate and the benefits that participants feel they

receive from asynchronous group singing in an online space.

Conclusion

This study aimed to understand the perspectives and experiences of fourteen members
of choirs that were formed as part of the Remini-Sing project; an RCT that investigated the
impact of therapeutic choir singing for people living with dementia and their family care-
partners. A summary of key findings and recommendations are presented in table 3. Findings
suggested that participants found the choirs to be a generally positive, joyful, and fun
experience, that afforded them personal benefits (positive mood, connection to identity,
increased social connections and mutuality between participants with dementia and care-
partners). Elements of the therapeutic design created an accessible and safe space in which
participants could experience the aforementioned benefits, however, challenges faced during
the research project, notably difficulties in recruiting adequate group numbers and sustaining
the choirs beyond the research project, negatively impacted the experience. Choir
participation was a valued activity that promoted wellbeing; consideration is needed to ensure

maximum accessibility and comfort for participants.

Table 3. Summary of Key Findings and Recommendations

Key Findings
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e Participants experienced personal benefits (positive feelings, connection to identity)
and social benefits (connection with others, acceptance, and social support)

e Participants described elements of the choir that positively impacted their experience
(creating an accessible environment through therapeutic design, leadership, logistical
elements such as timing and location, and sense of safety when singing in a group)

e Participants highlighted elements of the research project that made their experience
challenging (confusion regarding recruitment, sustainability of the choirs beyond the
research project, differences in facilitator styles)

e Ongoing, accessible opportunities for people living with dementia and care-partners

are desired

Key Recommendations

e Facilitator training, effective advertising, and accessible design are important
considerations for establishing future choirs

e Further research is required to determine if social benefits are experienced in

asynchronous online formats
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Appendix 1

Interview Questions and Prompts for Choir/Singing Group Participants

39


https://doi.org/10.1080/01924788.2020.1796475
https://doi.org/10.1002/alz.12188
https://journalofdementiacare.com/human-rights-disability-and-dementia/
https://journalofdementiacare.com/human-rights-disability-and-dementia/
https://doi.org/10.3389/fmed.2018.00245
https://doi.org/10.1177/16094069211047066
https://doi.org/10.3389/fpsyg.2021.764372
https://doi.org/10.1093/geront/gnv698
http://apps.who.int/classifications/icd10/browse/2016/en
http://www.who.int/mental_health/publications/dementia_report_2012/en/
https://apps.who.int/iris/handle/10665/77932
https://doi.org/10.1016/j.ijnurstu.2017.10.008

1236

1237  As interviews were conducted using an open, semi-structured format, the following questions
1238  were used as a guide, however other topics were able to be explored if they arose during the
1239  course of the interview.
1240
1241 Questions to prompt discussion are on the left, with some probing/prompting options on the
1242  right — prompts in italics are general, prompts in bold are simplified options for people who
1243  may be having challenges in responding due to memory, language or verbal processing
1244  challenges. Other tools, such as recordings of songs that participants associated with the
1245  groups and photos of the group space, were also prepared to help prompt memory for
1246  participants.
1247
Question Additional Prompts
1. Why did you decide to join the [name of group] What were you expecting/hoping to get from
singing group? joining the singing group?
2. Why do you keep coming to the [name of group]
singing group?
3. How would you describe the experience of [use name of group]
singing with this group? - What do you like about singing in this
group?
- Is there something you don't like about
singing in this group?
- How do you feel when you come to this
group?
4. Has participating in this group impacted your life  [simple prompts:]

outside of the group? - Has coming to the group changed
your life at home?
- Has coming to the group changed
your mood/made life easier?
- Does the group/singing make you feel
better or worse?
- Has the group made your life

better/worse?

40



6. What would you say to others who might be
going through similar challenges about joining a

group like this

1248
1249
1250
1251
1252

41

Would you recommend the group to

others? Why/why not?



