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Background: Psychosocial interventions for people with dementia and their family caregivers together may sustain relationship quality and social connection. No previous music therapy research has examined the effects of group therapeutic songwriting (TSW) attended by people with dementia/family caregiver dyads.

Methods: This pre–post feasibility study aimed to examine the acceptability of a group TSW intervention for people with dementia/family caregiver dyads and test the sensitivity of the following outcomes: Quality of the Caregiver–Patient Relationship (QCPR, primary); Cornell Scale for Depression in Dementia (CSDD) and Quality of Life–Alzheimer’s Dementia for people with dementia, Patient Health Questionnaire-9, Assessment of Quality of Life–8 Dimensions (AQoL-8D); and Zarit Burden Interview for family caregivers. Six weekly 1 h sessions guided participants to identify preferred music, brainstorm ideas, create lyrics, and record songs. Qualitative interviews were conducted with dyads who completed the intervention.

Results: Fourteen dyads were recruited and completed baseline assessments. Participants with dementia were aged 62–92 years (M = 77, SD = 11). Caregiver participants (11 spouses, two daughters, one son) were aged 54–92 years (M = 67, SD = 10.1). Four dyads withdrew owing to declining health or inconvenience before the program commenced (n = 2) and after attending 1–2 sessions (n = 2). Ten dyads formed four homogeneous TSW groups (71% completion). No statistically significant changes were detected for any measure. High QCPR ratings at baseline (M = 57.1) and follow-up (M = 57.4) demonstrated sustained relationship quality. For participants with dementia, large effect sizes for the CSDD suggested trends toward decreased depression (d = -0.83) and improved mood (d = -0.88). For family caregivers, a large effect size suggested a trend toward improvement for the AQoL-8D sub-domain examining independent living (d = -0.93). Qualitative data indicated that session design and delivery were acceptable, and TSW was a positive shared experience with personal benefits, which supported rather than changed relationship quality.

Conclusion: High retention and qualitative data indicate that TSW was well received by participants. Effect sizes suggest that group TSW for dyads may have beneficial impacts on depression for people with dementia and quality of life for family caregivers. Future research with a fully powered sample is recommended to further examine the psychosocial impacts of group TSW for people living with dementia/family caregiver dyads.
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INTRODUCTION

Dementia is recognized as an international public health priority (WHO, 2017). Currently, approximately 50 million people live with a diagnosis of dementia worldwide, making it one of the leading causes of disability among older adults (Guerchet et al., 2016; WHO, 2017). Dementia is an umbrella term for a syndrome caused by several progressive neurological conditions, including Alzheimer’s disease, vascular dementia, dementia with Lewy bodies, and frontotemporal dementia (Arvanitakis and Bennett, 2019). A diagnosis of dementia and associated symptoms, including cognitive decline and changed behaviors, can have significant physical, psychological, and social impacts for the individual, as well as for spouses, other family members, and friends providing informal care (herein referred to as family caregivers). For example, people with dementia may experience changes related to cognitive processing, communication, self-care, mental health, and social connection, which in turn increase the likelihood of depression and anxiety among family caregivers as they manage the needs and autonomy of their family member while also attempting to maintain personal identity (Gorska et al., 2018). Accordingly, the World Health Organization emphasizes the importance of interventions and strategies that promote well-being and quality of life for both people with dementia and their family caregivers (Greenblat, 2012; WHO, 2017).

Many people with dementia and their family caregivers (herein referred to as dyads) experience a relationship strain as they navigate changing roles and responsibilities (Van Bruggen et al., 2016). Dyad relationships are further challenged as opportunities for reciprocity, communication, and shared meaningful experiences decline with the progression of dementia and/or when the caregiver experiences significant depression and stress (Ablitt et al., 2009). In addition, lack of understanding about dementia among family, friends, and the general public can restrict access to pleasurable and meaningful social activities as dyads avoid situations where they might be negatively judged (Batsch and Mittelman, 2012). In fact, a survey of 2,704 informal caregivers of people with dementia in the Netherlands identified restricted access to shared social activities as the most significant problem impacting relationship quality (Van Bruggen et al., 2016). However, it should also be noted that a strong mutual relationship between a person with dementia and their family caregiver is thought to enhance coping and sustain independent living through the progressive and unpredictable trajectory of neurodegeneration (Ablitt et al., 2009; Groen-van de Ven et al., 2017). Many dyads have explained how they continue to experience a mutually empowering relationship with interconnectedness, partnership, and closeness (Hellström et al., 2007).

Psychosocial opportunities that encourage reciprocity, meaningful interaction, and mutual support for people with dementia and their family caregivers together may have a positive impact on relationship quality, quality of life, and well-being for both (Ablitt et al., 2009; Van Bruggen et al., 2016; Wadham et al., 2016). Spousal couples, in particular, are likely to benefit from opportunities to attend mutually meaningful psychosocial activities owing to a shared identity and empathic attunement involving cherished memories and associations over long periods of time (Wadham et al., 2016). A recent systematic review conducted by Rausch et al. (2017) identified only seven studies that examined psychosocial programs attended by community-dwelling dyads together, with a range from skills-based to creative focus, and concluded that more good quality research is required to investigate the effectiveness of these interventions. Further, reviewers noted that a majority of programs were attended separately by either informal caregivers (n = 147) or people with dementia (n = 43), and no studies investigated psychosocial interventions with dyads where the person with dementia was living in residential care (Rausch et al., 2017). Evidently, there is a strong need for meaningful psychosocial interventions in both community and residential care contexts that are tailored for dyads comprising people with dementia and their family caregivers attending together (Van Bruggen et al., 2016; Rausch et al., 2017).


Music-Based Psychosocial Interventions for People With Dementia/Family Caregiver Dyads

Music-based psychosocial groups provide engaging, socially stimulating opportunities that people living with dementia and their family caregivers can enjoy together (McDermott et al., 2014; Osman et al., 2016; Unadkat et al., 2017; Clark et al., 2018; Tamplin et al., 2018). To date, the majority of research has focused on community group singing programs with results suggesting that dyads attending these different programs experienced enhanced inclusiveness, social connection, confidence, coping, and growth (Camic et al., 2013; Osman et al., 2016; Unadkat et al., 2017). Research examining therapeutic group singing programs facilitated by qualified music therapists has also received recent attention (McDermott et al., 2014; Tamplin et al., 2018). For example, Tamplin et al. (2018) developed the Remini–Sing program to examine the effectiveness of a 20-weeks community-based therapeutic singing group for people with dementia and their family caregivers (n = 12 dyads) on relationship quality. In this feasibility study, the vast majority of dyads shared spousal relationships, though dementia severity and musical history of participants varied widely. While there were no significant differences in pre–post relationship quality or secondary measures examining health and well-being, qualitative analysis of interviews strongly suggested that the program led to many experiences of mutuality for dyads both within and beyond the group context (Clark et al., 2018; Tamplin et al., 2018). These findings suggest that music therapy interventions designed to meet the diverse needs of dyads have the potential to support relationship quality, as well as quality of life and well-being for both across the disease trajectory (McDermott et al., 2013).



Group Therapeutic Songwriting With People With Dementia and Family Caregivers

Group therapeutic songwriting (TSW) is another applied music therapy intervention that could positively impact psychosocial outcomes for people with dementia and their family caregivers (Tamplin and Clark, 2019). Based on narrative approaches, TSW is a process that encourages participants to explore their thoughts, feelings, attitudes, and memories and guides them to translate ideas into lyrics and the creation of a song (Baker, 2015). Narrative therapy is recommended for people with dementia and their caregivers as a means for reflecting on life history, identifying strengths, and developing an understanding of their current situation (Wadham et al., 2016). An advantage of TSW over traditional counseling approaches and support groups is the gradual creation of a song over time, which requires prolonged engagement and mental and creative stimulation (Baker, 2015). When undertaken in a group setting with people in a similar situation, this process offers opportunities to work through challenges, share experiences, and express voice both within and beyond the group in meaningful and powerful ways (Baker and Stretton-Smith, 2017; Baker and Yeates, 2017; Baker et al., 2018).

While no research to date appears to have examined TSW for people with dementia/family caregiver dyads, music therapy research has investigated group TSW separately attended by either family caregivers of people with dementia (Baker and Yeates, 2017; Baker et al., 2018; García-Valverde et al., 2019) or people with dementia (Silber and Hes, 1995; Hong and Choi, 2011; Ahessy, 2017; Baker and Stretton-Smith, 2017). In a recent exploratory study, García-Valverde et al. (2019) found that caregivers who attended a 12-session group TSW program experienced reduced self-rated anxiety and depression and improved self-esteem and quality of life. These results confirmed an earlier feasibility study by Baker et al. (2018) demonstrating a moderate effect size for depression following a 6-weeks TSW group, suggesting that this variable may be sensitive to change. Analysis of qualitative interview data further suggested that TSW helped family caregivers build social connections, contextualize their experiences, and gain clarity around the carer journey, leading to personal growth and resilience (Baker and Yeates, 2017; Baker et al., 2018). Importantly, qualitative data have suggested that experiences of group TSW exceeded expectations (Baker and Yeates, 2017) and filled a gap not met by other carer support groups (Baker et al., 2018). These findings emphasize the potential value of TSW in supporting health, well-being, and coping in the carer role in creative ways that differ from traditional interventions and strategies, such as counseling and support groups.

Existing literature on TSW with people with dementia living in community and residential aged care contexts also indicates several benefits (Silber and Hes, 1995; Hong and Choi, 2011; Ahessy, 2017; Baker and Stretton-Smith, 2017). For example, a randomized controlled trial by Hong and Choi (2011) demonstrated improvement in participants’ global cognition, language function, orientation, and memory following a 16 weeks group TSW intervention utilizing lyric substitution and improvised song creation when compared to standard care alone. These outcomes are supported by qualitative interview data and clinical observations, which have indicated that TSW stimulates active engagement, learning, cognition, and language use (Baker and Stretton-Smith, 2017), as well as reminiscence and preserved song lyric and melodic memory (Silber and Hes, 1995; Ahessy, 2017). Baker and Stretton-Smith (2017) analyzed interviews with community-dwelling participants with dementia and day center care staff following a 10 weeks group TSW program and further found TSW to be a new and rewarding experience that, while including some challenges, enhanced connection and group cohesion and led to a sense of accomplishment and pride. This preliminary research highlights the capacity of people with dementia, suggesting that the stimulating and challenging aspects of TSW may be particularly beneficial. Qualitative findings further indicate potential benefits of TSW on the psychosocial well-being and quality of life of people with dementia, however, this has yet to be examined through quantitative outcome measures.

Despite the impacts of dementia spanning individuals and their families, there is limited existing research investigating the effects of psychosocial interventions for people with dementia and their caregivers together (Wadham et al., 2016; Rausch et al., 2017). While dyad-based group music therapy programs demonstrate promise, to date, this research has focused on the effects of therapeutic singing (Clark et al., 2018; Tamplin et al., 2018). To our knowledge, no previous studies have examined the effects of TSW on relationship quality between people with dementia and their family caregivers who attend groups together. Therefore, the current study aimed to examine the feasibility of a dyad-based group TSW program. The study also aimed to test the sensitivity and appropriateness of the primary outcome measure examining relationship quality and secondary outcome measures examining quality of life and depression (person with dementia and caregivers) and perceptions of the caregiver experience (family caregivers). A further aim was to analyze data from post-intervention interviews with each dyad to explore participant experiences of the group TSW program and intervention design.




MATERIALS AND METHODS


Research Design

A single-group quasi-experimental pre–post design was used to examine the feasibility of a 6 weeks group TSW program. The study was funded by the [Dementia Australia Research Foundation – Hazel Hawke Research Grant]. Ethics approval was provided by [University of Melbourne] Human Research Ethics Committee (Ethics I.D 1851252.1). All participants either signed a written informed consent, or, if participants with dementia were unable to provide consent, a person responsible with power of attorney (not their family caregiver also participating in the study) provided consent. The study design was registered with the [Australian New Zealand Clinical Trials Registry, I.D ACTRN12618000919213).



Participants

Participants voluntarily registered interest after receiving information through web pages, flyers, and verbal communications from various community services. Inclusion criteria for participants with dementia were (a) a diagnosis or probable or possible dementia and (b) fluent English language skills (either current or previously if nonverbal). Eligibility criteria for family caregivers were (a) aged 18 years or older and (b) fluent English language skills. Both participants with dementia and family caregivers needed to have functional hearing (with or without aids). As a feasibility study, we sought diverse participation and there were no restrictions based on living arrangement, relationship type (e.g., spousal, parent/adult child, other relative, friend), or the person with dementia’s diagnosis or severity of symptoms.



Group Therapeutic Songwriting Intervention

Participants attended six 1 h weekly group TSW sessions in either community aged care support facilities or residential aged care homes. Homogeneous groups were formed based on relationship type (spousal or family) and living situations (living together in the community or separately because the person with dementia resided in a care home). Each group was facilitated by a qualified music therapist with an accredited degree and evidence of ongoing professional development.

A group approach was used based on positive findings from previous music therapy research including meaningful individual, shared, and social experiences from group interventions where dyads participated together (Unadkat et al., 2017; Clark et al., 2018; Tamplin et al., 2018), as well as from systematic reviews which suggest that these benefits may enhance feelings of mutuality (Wadham et al., 2016; Rausch et al., 2017). A protocol was developed to guide facilitation of the TSW sessions and meet the diverse needs of each participant as an individual and the group as a whole. This protocol drew on concepts of personhood (Kitwood and Bredin, 1992), couplehood (Hellström et al., 2005), and group process (Yalom and Leszcz, 2005) in combination with an experience-based TSW model (Baker, 2015). Taking these approaches into account, facilitation of TSW groups was driven by participants’ abilities and was adaptable to meet the strengths and resources of all group members from those with advanced dementia to family caregivers. Equipment included a whiteboard and markers, visual cues (e.g. photographs), devices for streaming commercial music, guitar, percussion instruments, lyric song books created by the therapist, and recording equipment for the final session. Session plans evolved over the 6 weeks intervention – from introductions and rapport building in session 1 to group song creations in sessions 2–5 and recording in session 6. Participants were also encouraged to listen to preferred music between sessions, identify favorite songs and key aspects that made them enjoyable (e.g., lyric lines, melody sections, instrumentation), and note down any original lyrical and musical ideas. Sessions, tailored to meet the needs of all participants in groups, included opportunities for brainstorming, reminiscence, and lyric creation as well as music listening, familiar song singing, and instrument playing.



Assessment and Outcome Measures

The music therapists who facilitated groups administered assessments at baseline (1–4 weeks prior to the first TSW session) and post intervention (within 2 weeks of the final TSW session). The music therapists received training and were experienced in the administration of all outcome measures. Assessments were conducted at a convenient time for participants in their place of residence. Demographic information collected from the dyads recorded their age, gender, and relationship type. The Mini Mental State Examination (MMSE) was administered at baseline to gain a profile of cognitive function among participants with dementia (Folstein et al., 1975). The MMSE, an 11-item validated test of cognitive function for people with dementia, indicates range in cognitive impairment from normal (25–30) to mild (20–24), moderate (13–20), and severe (less than 12).

The primary outcome measure (dyad relationship quality) was examined using the Quality of the Caregiver–Patient Relationship (QCPR) (Spruytte et al., 2002). The QCPR is a 14-item self-report scale completed by family caregiver participants using a 5-point scale (totally disagree to totally agree). Total QCPR scores are derived from two dimensions measuring levels of criticism (range of 6–30) and warmth (range of 8–40). Total scores range from 14 to 70, with higher scores reflecting increasing relationship quality. Spruytte et al. (2002) suggest that a strong relationship is indicated by scores > 42. The QCPR has demonstrated acceptable internal consistency (α = 0.82) and concurrent validity and has been used in other trials to examine the effects of music therapy interventions on relationship quality between people with dementia and their family caregivers (Baker et al., 2018; Tamplin et al., 2018).

Participants with dementia were assessed using the Cornell Scale for Depression in Dementia (CSDD) and the Quality of Life–Alzheimer’s Dementia (QoL-AD). The CSDD is a 19-item interviewer-administered evaluation that derives information from both the person with dementia and his or her caregiver (family or formal) through two separate semi-structured interviews (Alexopoulos et al., 1988). Items on the CSDD are rated and summed across domains measuring well-being, sleep, appetite, and symptoms of dementia for the preceding week on a scale from absent or nonassessable (0), mild or intermittent (1), to severe (2). Total scores indicate: no depressive symptoms (0–5), possible depression (6–9), probable major depression (10–17), and definite major depression (18–38). The CSDD demonstrates acceptable reliability and validity for use in trials (Alexopoulos et al., 1988) and is the recommended instrument of choice for trials examining depression and mood in people with dementia (Moniz-Cook et al., 2008).

The QoL-AD is a 13-item interviewer-administered questionnaire examining quality of life for people with cognitive impairments (Logsdon et al., 1999, 2002). Quality of life can be assessed separately from the perspective of the person with dementia (self) and the family/formal caregiver (proxy). Items assessing mental health and social and financial domains are rated using a 4-point Likert scale ranging from poor (1) to excellent (4) and summed to yield a score ranging from 13 to 52. Higher scores indicate increased quality of life. The QoL-AD has demonstrated acceptable reliability and validity and is recommended as the measure of choice for studies examining quality of life in older adults with cognitive impairments (Logsdon et al., 1999; Moniz-Cook et al., 2008).

Family caregiver participants were assessed using the Assessment of Quality of Life–8 Dimensions (AQoL-8D), Patient Health Questionnaire-9 for Depression (PHQ-9), and Zarit Burden Interview (ZBI). The AQoL-8D is a 35-item self-rated evaluation of quality of life over the preceding week (Maxwell et al., 2016). Of the eight dimensions, three are related to the physical super-dimension (independent living, senses, pain) and the other five relate to the psychosocial super-dimension (mental health, relationships, coping, self-worth, happiness) (Richardson et al., 2014a). Improvement is indicated by a reduction in ratings globally and for each dimension. For the purposes of the current project, unweighted AQoL-8D responses were entered into an online scoring algorithm to calculate psychometric scores examining health-related quality of life (Richardson et al., 2014a).

The PHQ-9 is a nine-item self-rating module for measuring symptoms of depression from the full Patient Health Questionnaire (Kroenke et al., 2001). Items identifying symptoms of depression are rated for occurrence over the previous 2 weeks from not at all (0), several days (1), more than half the days (2), and nearly every day (3), with total scores ranging from 0 to 27. Summed scores denote the following categories of severity: no depression (0–4), mild depression (5–9), moderate depression (10–14), moderately severe depression (15–19), and severe depression (20–27). The PHQ-9 demonstrates acceptable sensitivity and specificity across diverse patient samples (Kroenke et al., 2001).

The ZBI is a 22-item measure examining perceived carer burden (Zarit et al., 1980). Carers are asked to select a response that best describes how they feel about aspects of caring from never (0), rarely (1), sometimes (2), quite frequently (3), and nearly always (4). Responses for each item are summed, and levels of perceived burden are interpreted as none to a little (0–20), mild to moderate (21–40), moderate to severe (41–60), and severe (61–88). The ZBI demonstrates acceptable reliability and validity for examining burden experienced by informal family carers of people with dementia (Hebert et al., 2000; Seng et al., 2010).



Post-intervention Interviews

Audio-recorded qualitative interviews were conducted with each dyad during the post assessment. Interviews were conducted by the same music therapist who facilitated the dyad’s TSW sessions. Interview questions focused on how dyads experienced participating in TSW, including their experience of working as a group and attending with their spouse/family member, as well as what stood out or was meaningful (if anything). Dyads were also asked to comment on the acceptability of the intervention and session design (e.g., session length, number, and frequency).



Data Analysis

Session attendance and participant demographics (e.g., age, gender, dyad relationship and living situation, musical background, and cultural backgrounds) were recorded descriptively, and, where appropriate, means and standard deviation were calculated. MMSE mean scores and standard deviation were calculated to provide a profile of cognitive function among participants with dementia at baseline.

Primary and secondary outcome measure data were analyzed using paired sample t-tests with a significance level of 0.05. We also applied the Shapiro–Wilks test to all outcomes and performed the equivalent nonparametric Wilcoxon signed rank test when abnormally distributed data were observed. As this was a feasibility study with a small sample size, statistical significance was not expected. Rather, effect size calculations on pre to post changes for all outcome measures were calculated to examine clinical relevance and sensitivity to change (small d = 0.2; medium d = 0.5; large d = 0.8) (Cohen, 1988).

We planned to impute missing data according to the relevant recommendations for each outcome measure. For the QCPR, PHQ-9, and QoL-AD, if less than 20% of the total available items were missing, we imputed the mean value of scored items, and if 20% or more items were missing, the individual’s score was excluded from analysis (Fox-Wasylyshyn and El-Masri, 2005). For the Zarit Burden Interview (ZBI), data were imputed using the median scale width when less than 20% of items were missing, and if 20% or more items were missing, the individual’s score was excluded from analysis (Zarit et al., 1980). For the CSDD, nonassessable items were imputed with the lowest possible score, zero (Wongpakaran et al., 2013). The AQoL-8D utility algorithm (unweighted) was used to impute values for missing data within each dimension (Richardson et al., 2014a, b; Maxwell et al., 2016). AoL-8D dimensions with 3–4 items allowed for one missing value to be imputed, dimensions with 7–8 items allowed for two missing values, and when more responses were missing, the individual’s score was excluded from analysis of that dimension.

Qualitative data were analyzed using interpretative phenomenological analysis, as informed by Smith et al. (2009). A more in-depth description of qualitative interview data and analysis is planned for another paper by the same authors. However, in keeping with the purpose of this paper, interview data were examined in relation to the feasibility of the TSW intervention. This included how participants described their experiences of group TSW sessions, focusing on practical aspects of session delivery, the group context and experience of attending together as dyads, as well as perceived barriers and enablers to participation.




RESULTS

Participants were recruited between April and October 2018. Of the 17 dyads who registered interest in the project, 14 consented to participate and completed baseline assessments. Time since diagnosis for participants with dementia ranged from 1 to 9 years prior to the study, and cognitive function based on MMSE scores ranged from normal (n = 1) to mild (n = 2), moderate (n = 5), and severe (n = 6) (Table 1, Baseline characteristics of participants). In total, 10 of the 14 enrolled dyads completed the TSW program and participated in post assessments (71% completion) (Figure 1, Participant Flow).


TABLE 1. Participant characteristics at baseline.
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FIGURE 1. Participant Flow (∗participant with dementia living in residential care).


The 10 dyads who completed the TSW program were allocated into four homogeneous groups with 2–3 dyads (4–6 participants) per group. Two groups involved community-dwelling spousal couples, and the other two groups involved dyads living separately where the person with dementia resided in a care home (one spousal and one family group). Most participants were born in Australia (n = 15), and others were born in Lebanon (n = 2), Italy (n = 2), and Malaysia (n = 1) (Table 2, Group allocations and participant background).


TABLE 2. Participants background and group allocations.

[image: Table 2]
The six TSW sessions were held from early October 2018 until mid-January 2019 with a 1- to 2-week break over the end-of-year period. Average attendance of the six available sessions was 5.3 across all participants (88%), 5.7 for participants with dementia (95%), and 5.1 for caregiver participants (85%). One dyad from a community spousal group missed two sessions as the caregiver was unwell and the person with dementia was in respite care. Three caregivers from residential groups (one spousal and two family) missed one to two sessions because of other commitments, but their family member with dementia still attended.

Groups wrote and recorded 2–3 songs over the 6 weeks (10 songs in total across the four groups). All groups chose to use the song parody method for at least one song, which involved rewriting original lyrics to familiar and preferred tunes. One community spousal group also chose to compose a song using song collage (combining two familiar melodies with original lyrics) and by setting original spoken word poetry to background music.


Quantitative Results

Aside from withdrawals (n = 4), substantial amounts of missing data for participants with dementia meant that the following cases were excluded from outcome measure analyses: CSDD n = 2 pretest, n = 1 posttest; QoL-AD self-rated n = 3 pretest, n = 4 posttest; QoL-AD proxy-rated n = 2 pretest, n = 3 posttest. Four participants with dementia found it too difficult to maintain focus required to complete the self-rated QoL-AD, and of these, three had an MMSE score less than 10. Missing data also occurred when caregiver participants either did not feel confident about accurately completing measures as a proxy or felt that their spouse/family member could complete self-report measures for themselves.

Apart from withdrawals (n = 4), missing data from caregiver participant assessments were minimal. However, post data were not collected for any outcome measures for one family caregiver who had completed baseline assessments as five of the six TSW sessions were attended by her sister, rather than herself. One other family caregiver participant refused to rate an item examining suicidal ideation on the depression scale.

There was no statistically significant pre to post change for the primary outcome measure, the QCPR examining relationship quality. Pre and post total QCPR scores demonstrated high relationship quality at both time points. Similarly, pre to post results for the QCPR subscales demonstrated high levels of warmth and low levels of criticism at both time points (Table 3, Relationship quality).


TABLE 3. Relationship quality (primary outcome).
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There were no statistically significant pre to post differences for secondary outcomes examining participants with dementia depression (CSDD) and quality of life (QoL-AD self-rated and proxy). CSDD ratings indicated probable major depression at pretest (M = 11) and possible depression at posttest (M = 7.9), and a large pre–post effect size for the total score was observed for positive changes in depressive symptoms (d = -0.82, CI = -1.7 to 0.1). Small to large pre–post effect sizes for CSDD subscales were observed for positive changes in mood (d = -0.88, CI = -1.7–0.6), behavioral disturbance (d = -0.74, CI = -1.6 to 0.2), cyclic functions (d = -0.33, CI = -1.2 to 0.6), and ideational disturbance (d = -0.59, CI = -1.5 to 0.3). Small to moderate effect sizes on the QoL-AD were observed for negative changes in self-rated (d = -0.66, CI = -1.7 to 0.4) and proxy-rated (d = -0.36, CI = -1.3 to 0.6) quality of life (Table 4, Results for participants with dementia).


TABLE 4. Results for participants with dementia (secondary outcomes).

[image: Table 4]
There were no statistically significant pre to post differences for secondary outcomes examining caregiver quality of life (AQoL-8D), depression (PHQ-9), or perceived burden of care (ZBI). A large pre–post effect size was observed for positive changes in the AQoL-8D independent living subscale (d = -0.93, CI = -1.8 to 0), and small effect sizes were observed for positive changes on the physical super-dimension (d = -0.48, CI = -1.3 to 0.4), happiness subscale (d = -0.42, CI = -1.3 to 0.4), and relationships subscale (d = -0.32, CI = -1.2 to 0.5). There was also a small pre–post effect size observed for negative changes on the AQoL-8D coping subscale (d = 0.24, CI = -0.6 to 1.1). Caregiver burden was rated as mild to moderate at both time points, and small effect sizes were observed for decreases in perceived burden (d = -0.45, CI = -1.3 to 0.4) and depression (d = -0.20, CI = -1.0 to 0.6) (Table 5, Results for caregivers).


TABLE 5. Results for caregivers (secondary outcomes).
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The Shapiro–Wilks test demonstrated abnormality for some outcomes. Therefore, we performed the equivalent nonparametric Wilcoxon signed rank test across all outcomes, which confirmed all results from parametric analyses.



Qualitative Results

In-depth results of the full interpretative phenomenological analysis of interview data are planned for a separate manuscript. In this paper, qualitative data were used to examine the acceptability of the intervention, focusing on salient features of dyads’ described experiences of TSW, as well as participant perceptions of barriers and enablers, and aspects of session delivery and design.


Dyads’ Experiences of Group Therapeutic Songwriting

TSW was overwhelmingly recognized as a positive, worthwhile, and enjoyable experience that participants were willing to commit time to. Importantly, the vast majority of dyads commented on appreciating being able to attend together and highlighted the value of TSW as a new, creative, and stimulating shared experience.

“Just in itself, yes [it was worthwhile], for sure. Yeah, yeah, yeah. Just in its own right, as a thing to do, will I commit the time to come and do this? Absolutely. Yeah, it was good.” (Ian∗)1

“It’s more enjoyable coming with Mei […] I found it more enjoyable with the both of us.” (Neil) “Together. Yeah, it’s more enjoyable coming together.” (Mei∗)

“For the three couples that were there, it was something that we hadn’t done before […] I thought it was terrific from that point of view. That it got people, sort of, motivated and thinking.” (Dave∗)

Although all dyads described TSW as “new” and “different,” half of the dyads interviewed also commented that the experience of participating together felt “natural” (Michelle/Ann) and “normal” (Ellen/Tom), explaining that they had always had a “very strong bond” (Carlo/Isabella) and “done everything together” (Jan/John). In this sense, the TSW program appeared to largely support, rather than change, existing relationship quality.

“We don’t normally do that [laughing]. We don’t normally sing together, do we? […] So yeah, it was completely [different] […] [but] over the years, we’ve done lots of things together, so being together is quite natural.” (Michelle∗)

“I think we’re just used to being together (Ellen∗). We’ve done that many things, we’ve done (Tom). I go to activities with him quite often here […] So we’re sort of used to working together (Ellen∗). As I’ve said before, we’ve got on pretty well for 70-odd years.” (Tom)

Despite some family caregivers initially being incentivized to attend for their family member with dementia, all participants recognized personal benefits for both members of the dyad, including joy, motivation, pride, and achievement. Two participants in particular (one participant with dementia and one family caregiver) also recognized a positive impact on mood. Further, caregivers found meaning in witnessing their family member and others enjoying, gaining from, and contributing to the TSW process.

“First, I thought, well I’m here for Isabella’s benefit […] but after the first session I sort of loosened up […] I pushed myself to come [after being ill] because I wasn’t really feeling that well. But once I was here, it just snapped me out of it and I really enjoyed it.” (Carlo∗)

“It was nice [for me] to reminisce, as well. But you don’t always have a lot of things that make you happy. So, it was nice to see you enthusiastic about doing something and coming back feeling good in yourself (Michelle∗). Yeah, well I agree with that (Ann) […] The look on Mum’s face and the look on Dawn’s face just said it all.” (Michelle∗)

Participants also focused on TSW as a positive social opportunity that was different to other group experiences. Dyads identified the goal and process of TSW and use of music as important factors prompting interaction, collaboration, and connection.

“The context of what you were trying to achieve, the one goal […] the music allowed you to sort of interchange with other people. […] I thought that was one of the big pluses.” (Dave∗)

“Here I find this more interactive [than other group experiences] […] with the music, you have to interact […] with other people. Even with each other, too.” (Mei∗)



Enablers, Barriers, and Types of Participation in Therapeutic Songwriting

All dyads described how facilitation methods supported the achievability and success of TSW, including for people who had never written a song before. Dyads were surprised by “the ease of the whole process” (Carlo∗), largely attributing this to supportive aspects of facilitation and therapeutic “leadership,” including the therapist prompting and encouraging participants to “have a go” (Michelle∗) and suggesting and organizing the groups’ thoughts and ideas.

“I thought it would be difficult. But the way it’s done, it makes it quite easy for us to compose the songs […] Before we started, I thought how could we ever write songs? […] I was just worried about the composing because I have no musical background.” (Mei∗)

“[The music therapist] made it a lot easier, you know, by prompting us and coming up with thoughts and things for us to start us off […] It made a big difference.” (Carlo∗)

“[The music therapist’s] lead of getting all those thoughts up on the board, that was important, that was really good.” (Ian∗)

Dyads recognized that participants with dementia engaged in the TSW process at varying levels – from “on the day” in the here-and-now to self-directed lyric writing outside of sessions. Participants also identified aspects of the approach and facilitation that were important in supporting and including all participants, especially those with more advanced dementia or who were nonverbal or used assistive communication devices. These included choosing the “right songs” (Ian∗), the therapist leaving “space” (Ali) for participants to respond and contribute, and integrating singing, instrument playing, music listening, and visual prompts into the TSW program.

“I thought it was interesting with John, that he was able to go away and think about it and put things together and come back. That so much wasn’t the case with Lindy […] I think Lindy still got a lot out of it on the day.” (Dave∗)

“Having the slower songs made it so much easier […] Mum’s got to read it and process it […] [so the] slower song just made it so much easier for them to be able to sing.” (Michelle∗)

As well as facilitation methods, participants recognized the role of family caregivers in supporting and “guiding” their family member with dementia. Participants commented that having both members of the dyad in the group was the “best way to do it” (Ian∗).

“Oh, I think like having myself and Michelle there helped to put the spark out, to refresh the memory, just to get those things rolling […] So it was important, I think, it was the best way to do it to have both of us there. Both generations.” (Ian∗)

“Ellen knows what she’s doing and knows the music. She guides me (Tom) I try to help you (Ellen∗) […] It’s like [the music therapist] guiding me.” (Tom)

While participants were able to identify many enablers, they also described barriers. One family caregiver commented that her husband experienced difficulties adjusting to the group setting, while another family caregiver noticed that his wife and some other participants with dementia had difficulty maintaining focus during TSW. Lyric writing was recognized as a valuable and gratifying experience for the majority. However, one participant who was in the more advanced stages of dementia and nonverbal was unable to contribute to lyric writing. Similarly, while the recording session was described by many as the “climax” (Ellen/Tom) of the program due to it being a new and intriguing experience, one family caregiver felt that the “new equipment [and] close proximity to people” (Carlo) presented challenges for his wife.

“The only thing I would say is, with people who are sort of fairly advanced with the illness, you know, the lyric writing probably isn’t beneficial for them. You know, for people like Neil it was fine. But people like Isabella, it just, yeah […] [the recording session was also difficult]. She wouldn’t know what was going on and what she was here for. And when she’s in new environments she gets a bit anxious and agitated.” (Carlo∗)

However, despite these challenges, all dyads recognized TSW as worthwhile.

“Yeah, I think [TSW was worthwhile for Isabella], I think it was. Listening to [the music therapist] playing the guitar and singing and all that, she was very intrigued and very connected when that was happening.” (Carlo∗)



Therapeutic Songwriting Intervention Design and Delivery

Overall, participants commented positively on the intervention design and delivery, including group size, frequency and duration of sessions, and TSW methods. Regarding group size, one participant wondered whether a slightly larger group would be helpful to compensate for weeks when people were unable to attend. However, generally, participants felt the groups of 2–3 dyads were enough to trigger thoughts and exchange ideas, while still being able to reach a consensus and value individual contributions. Further, participants speculated that the small group context may be easier than TSW with larger groups or individual dyads.

“With the smaller group, you could toss [ideas] around and you got the yes or no […] I think it’d be a lot harder if you tried to do it with just one couple. I think you needed that input from […] other people as to their experiences and ideas.” (Dave∗)

“It might have been harder to get consensus [in a larger group]. You know, with the more people, people start to head in different directions, and you get nothing done […] [in this group] you only had to say it and it was done!” (Ian∗)

Six weekly sessions were generally perceived as an appropriate amount of time for composing 2–3 songs using song parody and/or song collage techniques. However, some suggested that the program could have been extended. One family member explained it could have gone for longer due to the time taken for participants to adjust and “get into it” (Elizabeth∗). Others stated that they “didn’t like it stopping” (Ann) or that an ongoing program would “help dramatically” (Jan∗), even on a less regular basis. One participant expressed that TSW sessions could have been more frequent, such as “every two or three days” (George∗), although acknowledged this may be difficult for others.

“Yeah, [the 6 weeks] was good. It could have even gone a little bit longer, I think, maybe. As I said, it took a little bit for them to get into it” (Elizabeth∗).

“It’d be great if we have […] that sort of group going. Because in between whiles, you know, we could just sort of say, hang on, we’ve got to have something new for the group […] If that was there, you know, on a two-weekly, three-weekly, four-weekly basis, I reckon it would help dramatically.” (Jan∗)

“You could run it every two or three days. But I mean it’s not… it’s difficult for other people as well as yourself what who’s doing it.” (George∗)

One-hour sessions were experienced as “just right” (Neil/Mei). Sessions were long enough to develop and work on new ideas, but not too long as to be difficult for participants to sustain focus. At the same time, one dyad appreciated recommendations from the music therapist to arrive half an hour early to allow time for socialization. One dyad also suggested that sessions in the morning rather than late afternoon may be “better” (Elizabeth∗) in residential care as people with dementia might experience less confusion and find it easier to participate at that time.

“It’s hard to…you can’t have long really long sessions. They’ve got to be short sessions… because they just yeah, they can’t focus for a long time.” (George∗)

“[The] suggestion of coming that half hour early was wonderful because without that we wouldn’t have had any time at all. So yeah, that part is, encourage people to come that half-hour early and get the chatting out of the road.” (Jan∗)

Regarding TSW methods and techniques, the majority of participants recognized song parody as an appropriate level of challenge and considered original music creation as “too much to ask” (Ian∗). One participant with dementia also expressed enjoyment of the song collage technique, and others highlighted the value of reminiscence-focused TSW.

“[I enjoyed] the way you can change a song into another song […] the different melodies.” (Neil)

“If you’ve got to actually compose a bit of music, it would be [difficult]. We’ve sort of done it to other tunes that we know. It’d be hard to come up with a new tune though.” (Elizabeth∗)

“Well first we had to pick the songs, didn’t we? Which, there was a chance we were going to actually come up with our own songs, as well, but we quickly moved past that idea [laughing]. It was a bit too much to ask…But having a tune and some ideas and then putting them together, it was good fun […] [and] actually, the reminiscences that came up, that then, you know, went into the words, was really interesting.” (Ian∗)

“I think [it’s] better if, as we did, we talked about our previous life […] it brought the past out of people who are now sitting in this environment […] Because I think there’s a bit more happiness.” (George∗)

Finally, the majority of dyads described appreciating having an “end product” in the form of a recording, which enabled them to listen back to the final song creations, gain a sense of completion, and recognize the achievements of the group.

“At the end it sounded, um, I mean so much better than what I thought it was going to sound […] I think maybe the end product [is what stood out]! We wrote the song and then to actually, you know, hear it at the end.” (Elizabeth∗)

“Knowing that we’d completed it and, ah, hearing it, that was really the best part for me, I think. Knowing that we’d actually accomplished it.” (Ellen∗)





DISCUSSION

This feasibility study aimed to examine the acceptability of a 6-week group TSW program and research protocol, as well as the sensitivity of outcome measures examining dyad relationship quality, depression, and quality of life of participants with dementia and family caregivers and family caregivers’ perceptions of their carer role. High retention (71%) and session attendance (88%) rates coupled with positive experiences described in the qualitative interview data suggest that the TSW program was accessible and acceptable for dyads attending groups in both community and residential care contexts. Reasons for withdrawing before completing the follow-up assessment (n = 4), including inconvenient session time and declining health of the person with dementia, were understandable and expected based on other music therapy research with a similar population (Tamplin et al., 2018). Participants felt that the six weekly 1 h sessions were acceptable and at times suggested prolonging the intervention, signifying that the intervention period did not impose any undue burden on participants. Qualitative data also indicated that dyads were highly committed to the project, with only a few who missed sessions because of illness or unavoidable appointments. The adaptive and flexible approach to TSW used in the project may have supported dyads to reengage with the process after a period of absence and therefore met the needs of a population where health status and competing needs impact attendance.

Results suggest that our TSW protocol for dyads, incorporating person-centered, couple/family-centered and group process concepts and approaches, successfully engaged people with diverse needs attending the groups. Despite significant diversity in cognitive capacity as measured using the MMSE (M = 12.5, SD = 9.0, range = 0–29), participants explained how people with advanced dementia appeared to “enjoy” themselves “on the day” (in the here-and-now), while others benefited from the mental challenge both during and outside sessions. It is also worth noting that while the final recording session was a highlight for some people with dementia, others found this session challenging because of the newness and unfamiliarity of the situation. These findings recognize the importance of clinical judgment to gauge the response and support engagement of individuals with dementia over different phases during the program. Caregivers also explained how the sessions met their own psychosocial and mental health needs, with some reporting that TSW had a positive impact on mood. Our study findings support previous TSW research, indicating that TSW is a unique intervention that rekindles inner strength and stimulates personal growth for both people with dementia and family caregivers (Baker and Stretton-Smith, 2017; Baker et al., 2018). These qualitative findings shed light on our quantitative results, which suggest that group TSW with people with dementia/family caregiver dyads might improve important health and well-being outcomes for both members of the dyad.

The primary outcome measure, the QCPR, demonstrated that high relationship quality at baseline was sustained at follow-up. These results are consistent with research examining cognitive therapy (Cove et al., 2014) and music therapy (group therapeutic singing) for people with dementia and their spousal/family caregivers (Tamplin et al., 2018) following intervention periods up to 20 weeks, suggesting a ceiling effect and/or potential lack of sensitivity of QCPR measure to change over the short-term. Further, our qualitative findings indicated that while dyads enjoyed being able to share the TSW experience, relationship quality was supported rather than changed by group TSW as “bonds” between families and couples had been established over very long periods of time. These findings are confirmed by previous research, suggesting that shared identity, mutuality, and empathic attunement between people with dementia and their family caregivers are built over decades, and this established relationship is most likely to impact continued interconnectedness, partnership, and closeness (Hellström et al., 2007; Wadham et al., 2016). However, it would be interesting to investigate whether music therapy involving group TSW or therapeutic singing sustains relationship quality of people with dementia and their family caregivers over an extended period of time (for example, 52 weeks or more) when compared with usual care in a randomized controlled trial.

There were no statistically significant changes for outcomes measuring depression and quality of life in participants with dementia. However, CSDD ratings demonstrated a clinical change from “probable major depression” to “possible depression” (Alexopoulos et al., 1988), and effect sizes suggested trends toward reduced symptoms of depression and improved mood, behavioral disturbance, and ideational disturbance. To our knowledge, no other previous studies have investigated symptoms of depression and quality of life among people with dementia who participated in TSW. However, a recent systematic review and meta-analysis of seven high-quality randomized controlled trials investigating the effects of active (singing, instrument playing) and receptive (listening) music interventions for people with dementia demonstrated significant reductions in symptoms of depression for programs over 6, 8, and 16 weeks when sessions were facilitated by a qualified music therapist (Li et al., 2019). Our results are consistent with findings from this review, suggesting that symptoms of depression in people with dementia could be sensitive to change in a fully powered randomized controlled trial investigating the effects of group TSW over the short-term.

Conversely, as might be expected with the progression of dementia (Arvanitakis and Bennett, 2019), observed effects from the QoL-AD suggested that both self-rated and proxy-rated quality of life among participants with dementia were reduced from pre to post assessment. However, our results differ from the strong correlation between quality of life and depression among people with dementia reported by the developers of the QoL-AD (Logsdon et al., 2002). Further, our findings are consistent with those of Tamplin et al. (2018), who similarly observed small to medium effects suggesting reduced quality of life for participants with dementia who attended therapeutic group singing with their family caregivers. Effect sizes observed in the current project suggesting decreased quality of life alongside trends toward improved depression could be explained by our qualitative findings. Participants with dementia and their caregivers noted the mentally stimulating aspects of group TSW and described many positive feelings and emotions associated with accomplishment and achievement. Participants also valued the way group TSW stimulated social engagement and connection, factors which correlate with good quality of life and reduced risk of depression (Penninkilampi et al., 2018). However, our qualitative interviews also suggested that some participants with dementia engaged in reflective reminiscence, a finding also indicated in other qualitative research exploring group TSW for people with dementia (Baker and Stretton-Smith, 2017). It is possible that this reminiscence and reflection stimulated insight and an awareness of losses from the past. Thus, symptoms of depression may have been lifted owing to the stimulating social and mental aspects of TSW, but reminiscence and reflection could have made people more aware of loss associated with dementia, and this insight may have impacted how quality of life was perceived.

Our results build on other recent research examining group TSW for family caregivers of people with dementia participating without their family member, which also observed favorable effect sizes for depression (Baker et al., 2018; García-Valverde et al., 2019), as well as self-esteem and anxiety (García-Valverde et al., 2019). While our favorable effect sizes for variables examining mental health align with theory underpinning TSW (Baker, 2015), our results demonstrating observed effects for the physical super-dimension and independent living sub-domain of the AQoL-8D are not as easy to explain. Perhaps small effects suggesting trends toward improved happiness, relationships, depression, and perceptions of caregiver burden, which relate more directly to the aims of TSW, help to explain why family caregivers may have felt more competent and independent about performing the physical and practical aspects of their lives. Nonetheless, relationships between these variables are complex and warrant further investigation to explore how group TSW may have a holistic impact on family caregivers’ quality of life.

Our qualitative findings also help to explain favorable effects for caregivers attending group TSW sessions with their family member and build on previous research examining TSW groups with caregivers alone (Baker et al., 2018). Caregiver participants in our research explained how attending group TSW with their family member was an overwhelmingly positive shared experience. They appreciated the TSW program as an opportunity to participate in music together with their family member and enjoyed observing the achievements and active contributions of their family member and others with dementia in the groups. Family caregivers also described gaining personal satisfaction, insights, and social and emotional support from attending group TSW. However, Baker et al. (2018) recognize that participants in groups designed solely for caregivers were able to speak openly about the full caregiver journey with others in a similar situation, and it is likely that this more in-depth exploration of the caregiver role and experience was curtailed in our groups where family members with dementia were present. These findings suggest that group TSW can be beneficial for family caregivers when they attend with their family member with dementia or on their own depending on whether the aim is to provide opportunities for personal growth, awareness, and coping in the caregiver role or to have meaningful shared experiences with their family member.

While the assessments were generally well tolerated, difficulties with some outcome measures were reported by participants and observed by the assessors. Some family caregivers found that reversed items on the QCPR were confusing, a finding which is consistent with other research with the same population (Tamplin et al., 2018). Further, in keeping with recommendations by the developers of the QoL-AD, some participants with severe dementia (MMSE less than 10) found it difficult to select answers from multiple choices and/or maintain the focus required to complete the measure (Logsdon et al., 2002). Conversely, some family caregivers declined the QoL-AD proxy-outcome because they felt their family member with dementia was able to answer for themselves. Further, some family caregivers who lived separately from their family member with dementia did not feel well enough informed to complete the proxy CSDD. These challenges with collection of self and proxy data led to substantial amounts of missing data for some participants with dementia. Flexible and considered assessment approaches are warranted with this population including careful selection of outcome measures, case by case data collection recognizing a need for either self or proxy assessments as appropriate, and/or involving alternative sources such as formal caregivers if required.

The current study has a number of limitations, which need to be considered alongside the feasibility aims of the study. Observed effects suggested that TSW may have potential to reduce depression in people with dementia and improve quality of life in family caregivers with a fully powered sample. However, this finding should be considered with caution owing to the small sample of only 10 dyads and substantial amounts of missing data for some participants with dementia. The current project also recruited dyads from two diverse contexts, those who were living together in the community and others who lived separately because the person with dementia resided in an aged care home. It is likely that the needs of participants across these two contexts vary considerably. However, subgroup analyses were not appropriate given the small sample size. Regardless of these limitations, results from this feasibility project suggest important benefits from dyad-focused group TSW that can be used to inform further research.

Very few studies have examined dyad-focused group music therapy interventions, and none appears to have investigated group TSW with people with dementia and their family caregivers attending together. Therefore, the current feasibility project provides early evidence which could be used to inform a fully powered trial. Observed effects suggest depression in people with dementia and quality of life in family caregivers might be significantly improved with a fully powered study. Further, secondary outcome measures (QoL-AD and CSDD for people with dementia and the AQoL-8D, PHQ-9, and ZBI for family caregivers) appeared to be sufficiently sensitive to measure change following six weekly group TSW interventions. However, a ceiling effect for the primary outcome measure, the QCPR, along with findings from qualitative interviews, suggests that this outcome measure may not be sensitive to change or relevant in research that attracts dyads who want to participate together. Future research would also benefit from a separate analysis of outcomes for dyads living together in the community and those who live separately because the person with dementia is in residential care. Further, challenges with collection of self and proxy data on outcomes for people with dementia suggest that flexible and considered assessment and data analysis approaches are warranted and need to be factored into research protocols.

In conclusion, qualitative findings helped to explain favorable observed quantitative well-being effects and recognize positive personal and social experiences for individuals, dyads, and groups. In particular, our findings highlighted the value of TSW as a positive social experience, which was mentally and creatively stimulating for both people living with dementia and family caregivers, despite cognitive challenges, musical background or songwriting experience. Future research with a fully powered study informed by results from this feasibility study is recommended to further examine potential psychosocial benefits of dyad-focused group TSW programs attended by people living with dementia and their family caregivers.
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