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the impact of songwriting in paediatric palliative care
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Presentation Notes
‘Coorie Doon’ is the title of a partnership songwriting project between Enterprise Music Scotland (EMS), now Chamber Music Scotland, and Children’s Hospices Across Scotland (CHAS) which involved professional musicians working with a group of parents whose young children suffer from life limiting conditions. The words ‘coorie doon’ come from the Old Scots language and mean to cuddle or cosy in, very similar to the Welsh ‘cwtch up’ or cuddle up.



UK
1 in 8 adults care, 

unpaid, for family and friends. 
Within our lifetime - 9 million carers

https://www.carersuk.org/about-us/why-we-re-here

Approx 49,000 children and 

young people with a life-limiting or 

life-threatening condition in the UK aged 0-18 years

www.togetherforshortlives.org.uk
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Presentation Notes
In the UK today 6.5 million people are carers (9.9% of the population).Four in ten (40%) of unpaid carers have not had a break in over one year and one in four (25%) have not received a single day away from caring in five years.Caring can have a significant impact on an individual's health both physically and mentally.Those providing round the clock care are more than twice as likely to be in bad health as non-carers.These statistics are concerning.  

https://www.carersuk.org/about-us/why-we-re-here
http://www.togetherforshortlives.org.uk


Music as a support intervention

Songwriting….’involves people creating 

meaningful lyrics and music….to target 

a specific therapeutic need’ (Baker, 2016)

‘….encourages physical, mental, social,

spiritual and emotional wellbeing’ (Bunt, 

1994)
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Presentation Notes
There are many ways to support the wellbeing of those in need and one area lies in the field of music therapy which is increasing globally with ninety three institutions offering Music Therapy worldwide. As palliative care grows, music therapy has become more popular with multidisciplinary teams. In the UK there are now twenty one adult & twenty five palliative care music therapists posts, four times the number than in 2000. Practitioners have sought to develop new and existing techniques which include improvisation and songwriting.Much of the research around song-writing, particularly in therapeutic settings, is situated within the context of music therapy. Whilst the approach used by the Coorie Doon creative team lies within the context of community music, there are many crossovers in terms of the impact of such a project has and so this literature is useful to consider despite the fundamental difference in the aims of using music for each distinct sector.So often the field of approaches to wellbeing focus on those who are unwell rather than those who do the caring. The aim of this study was to look at the role of music, in particular songwriting, in the lives of a group of parents who have children with life limiting conditions in order explore how music can be used as a means of alternative communication, expression and memory-makingThese familes are supported by  CHAS - a charity which provides the only hospice services in Scotland for children and young people who have life-shortening conditions for which there is no known cure. Over 415 families across Scotland are currently being supported by CHAS.



AIM OF CORRIE DOON PROJECT
To explore the impact and significance for parents in writing a song for their child 

with a life limiting condition

Phase 1.

Intervention

Sharing event

Phase 2.

Interviews

Report for Enterprise Music Scotland, Children’s Hospices Across Scotland and the Royal Conservatoire of Scotland
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The project took place in two parts:The first was a song writing workshop led by.Rachel Drury (RD), the Musician in Residence at Rachel House alongside a writer and two musicians. This was followed by a sharing event.The second involved the researcher, Jill Morgan (JM) interviewing the parents to find out their thoughts on the songwriting experience.RD will now present some background into the workshop itself and the sharing event which followed…….



Participants

5

1

Infants and/or young people

Young adult 
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The project involved service users and their families at Rachel House. Five families had been invited in for a respite visit to take part in the project. In addition to respite care, Rachel House also offers ‘step down’ visits to bridge the gap between a hospital stay and going home. These step down visits offer the babies, children and young people, and their families, the opportunity to recuperate in a supported setting and, where applicable, become used to different meds and / or caring needs. The 6th service user to take part in the project was a young adult who was having a ‘step down’ visit and, although hadn’t been invited to take part in the project, was very keen to be involved, and who were we to say no?!
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Rachel Drury
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Esther Swift
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The creative team consisted of a composer (although that’s never felt like the right term to use), a writer and 2 musicians. Martin O’Connor, the writer on the project had previously worked as ‘Writer in Residence’ at Rachel House so was very experienced in this environment and also knew some of the families involved. The 2 musicians, Ainsley Hamill and Esther Swift, were a both singers and Esther is also a harpist. Both come from a Scottish traditional music background. My role was called ‘composer’ although I often this a better term would be facilitator. I often think of myself as the equivalent of a digital interface between the families and their song. I am in a continuous position of co-writing as part of this project so ‘composer’ feels like the wrong term. My job is not to hear stories and then write a song for the families about them; it is to help the families write a song for themselves.



Monday Tuesday Wednesda
y Thursday Friday

Composer

Writer

Musicians

RecordingWriting lyrics and songsIntro

Presenter
Presentation Notes
The structure of this project is quite intense. It happens over the course of a week as it is neither practical nor ethical to ask families of children and young people with life-limiting conditions from all across Scotland to travel weekly to the hospice for the workshops. As such, we had to make the project work during a 5-day respite visit for families. In reality, the families tend not to arrive until Monday afternoon and have to go through the process of ‘checking in’ where a thorough handover regarding the current health, medication, and changes in care needs etc happens with the nursing team. This means that the first time we get to see the families is Monday evening when we do a brief introduction to the project and a provide a starter activity for them to get them thinking about the song they might want to write. Similarly, at the end of the week, families will leave mid to late morning on the Friday so really, we only have 3 days to work with, in this case 6, families and get songs written to a stage where families can contribute to the recordings. Friday is spent working with the musicians recording everything I need to be able to master the songs over the coming weeks. It is intense.The project culminates with a ‘sharing event’ where all the families and the creative team come together with a selected audience to share the work and celebrate the songs that have been made. This is a lovely event but also a very emotive one for the families in particular. The event is always scheduled in the afternoon so that I have chance to see the families in the morning and let them hear the songs. This is a hugely important step to include as this will be the first time the families have heard the final version of their songs. They need time to process this and feel comfortable sharing the song with others. 



Research Methodology

N = 15
Five children (aged under 5 years)
One child (aged 21 years)
Nine parents (three fathers, six mothers)

Qualitative approach
Semi-structured interviews
Thematic analysis 

Confidentiality
Pseudonyms for children and siblings
Parents listed as M1 – 6 (mothers) and F1-3 (fathers)
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Presentation Notes
A couple of months after the workshop and sharing event JM arranged to speak to the nine parents who had been involved. There were six mothers (labelled on the slides as M1 to 6) and three fathers (labelled F1-3). All of the children involved have been given a pseudonym and full confidentiality was respected for all of the participants. The interviews were arranged in familiar surroundings where the parents would feel at ease and most of these took place in either their own homes or at Rachel House, with one being conducted by phone. The rich data that was obtained was analysed into common themes and it is these themes that will be presented in this talk alongside some audio recordings of the inspirational songs created by the parents.



Three key findings

1.Response to the project (pleasure, 
challenges, emotions, personal approaches) 

2.Legacy of the song (day to day 
use/interaction with others, memory)

3.Collaboration with the Coorie Doon team
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Three key findings emerged from the interviews:1.Response to the project (pleasure, challenges, emotions, magnitude, personal approaches)         2.Legacy of the song (day to day use, interaction with others, memory)3.Collaboration with the Coorie Doon team



Pleasure through achievement
‘I felt like I’ve achieved something, well 

I’ve achieved stuff before but it felt 
special, different, warm, it was good’. 

(F3)

1. 1.Response to the projectP
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Pleasure through family togetherness
‘We all got to come together 

and do something together as a family’. (M3)

Presenter
Presentation Notes
JM was very humbled by the honesty of the parents and their willingness to share their thoughts, some of which were highly emotional, especially given the difficulties they go through on a regular basis in their lives. The overall response to the project was hugely positive and it was clearly an activity which had been of great benefit to the parents. They all spoke about the pleasure felt at creating a song, with one mother saying: ‘It was absolutely the best week (at Rachel House) I loved it’ (M1)Amongst the many colourful adjectives associated with pleasure, were ‘amazing', 'brilliant’ and ‘exciting'. For those who took part in the actual recording of the song there was a particular sense of fun.The process of song writing and the end result had been a unique process, something the parents would probably never have the chance to do again.They were appreciative for the opportunity and felt a sense of personal satisfaction (Quote F3) and a sense of family togetherness (Quote M3).
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You’re aware that it may be the only song you get to do and so 
for me everything has to be perfect’. (M1) 

‘I went and hid in the toilet and I thought this is like 
being back at school, although the process of it I 

found quite nerve-wracking ‘cos I didn’t know where 
to go or where to start but as an end product it’s 

really good…..what they (the team) came back with 
was amazing’. (M2)

Presenter
Presentation Notes
As this was a new experience one parent in particular found the process rather daunting in the initial stages as they had no previous experience in writing a song and were very unsure where to start when thinking about putting together some thoughts for the lyrics (Quote M2). However, as can be seen from the quote the hesitancy didn’t last long, particularly as the end result was so worthwhile.There were lots of sensitive emotions involved and the parents were very aware that they wanted the words to be just right.It was obvious that they chatted about it amongst themselves and there were some elements of comparison, however they appeared to eventually decide to write words which were appropriate for them and their situation as it currently stood. As you will hear from this first song, the focus is on the family, and the words reflect an everyday situation of getting the children ready for school, doing the school run and then coming home to be with their disbaled child.*PLAY: SONG (F3/M3)
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‘I went through to the bedroom and I 
listened to it and just sat and cried’. (F2)

‘…brought out thoughts and feelings
that maybe I wouldn’t have 

brought out or shared’. (M6)

Presenter
Presentation Notes
There were many mixed emotions involved in this process as it was highly emotionally charged.These parents live with huge day to day stresses and cannot live ‘normal’ lives, as every minute around the clock, is governed by their unwell child.Therefore the whole process of writing the song with the combination of lyrics and music from start to finish, turned out to be a rollercoaster ride of strong emotions. Some of the parents stated that it was simpler to write down their feelings than say them aloud. Having the opportunity to communicate feelings and express often complicated emotions in an entirely different way was a clear benefit of the project (Quote M6).One father stated that the song writing helped to  ‘get things off his chest’ and was very cathartic. Others said that it released tension, at times through crying which helped to rebalance the body. On receiving the CD of the song one of the fathers said that he had gone into the bedroom, listened to it and cried (Quote F2)In this next song the parents chose to focus on the bravery of their son whose condition is so severe that he wasn’t predicted to survive long after birth, however two years later he is still with us and you can hear how proud they are of him and the love they feel for their little boy.*PLAY SONG (M1/F1)



About the family

‘It was completely us. We had a bit of a mash up so ours started quite slowly and sped 

up then we had a rap and then it tailed off down at the end and I felt that is like a day in 

us. Our day can start nice and really calm and then it can go crazy so we wanted a 

melody that would represent our days’. (M5)
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The parents approached the song writing in different ways. As we’ve seen, some wrote about the family dynamics, whilst others wrote specifically about the child. We are now going to hear some contrasting songs which represent these two approaches. The first one is John’s song and in it we hear how it completely reflects the family with different periods of calm and chaos. Not only is this seen in the lyrics but in the tempo of the music which starts peacefully and then speeds up. There is a lovely section which includes Jason’s older brother who shows off his talent as a rapper! Often their days start quite peacefully and then become much more active and chaotic before calming down again. This song is highly reflective of them.*PLAY SONG (M5)



*‘….if Calum could talk I think that’s what he’d have thought….and I just hope I've
captured what he maybe would have said if he’d had verbal communication’. (M6)

‘You don’t want to be the disability parents so having something personal like that
where you’re just light-hearted….parents with kids like ours, we make a lot of jokes
because it hides how crap it can actually be…..that song, we love it, the thing
is that it’s funny…’. (M1)

*‘They live in two different time zones but never get to play together. My son tries
to play with his sister but unfortunately it never happens the way he would like’. (M4)

About the child

Presenter
Presentation Notes
The second approach involved creating a song specifically about the child. In this first song we are introduced to Calum, the one young adult who was part of the project.His mother was very aware that when out in public spaces people would address her and completely overlook Calum in the wheelchair. He is a very sociable young man and enjoys social interaction and his mother was keen to encourage people in the outside world to look past the wheelchair and to engage with her son. In order to do this they added L plates to his wheelchair and bells and horns so that people would take notice.You can hear this story in the lyrics which tells how Calum’s mother wanted people to ‘see the boy inside’ and how they ‘pimped his ride’ by dressing up the wheelchair. The description of the isolation from being in a wheelchair is very powerful. Calum’s mother saw the song as an outlet for emotion and a way of coping. She wrote the song in the way she thought Calum would have written it if he was able to communicate. (Quote M6). She spoke in her interview of feeling of empowerment in having the opportunity to speak on behalf of her child through the medium of words and music. This offered a great comfort to her.*PLAY SONG (M6)Another mother spoke of the desire to be ‘normal’ and not being seen as the ‘disability parents’. She expressed how ‘crap’ their life actually is but that there is still room for laughter and that is why they added some humour into their song (Quote M1).The next song represents the disabled child (a girl) and her younger brother and was written by their mother who wanted to highlight the sad lack of interaction between the siblings (Quote M4). In the song the little girl who is nocturnal, awake for much of the night and asleep during the day, is represented by the owl, whilst her brother who at the time of the project was passionate about lions is diurnal and is represented by the lion. You can hear him roaring in the song. Interestingly their mother is highly artistic and was compiling a story book representing her two children living in two different time zones in a similar vein to the song.*PLAY SONG (M4)



2. Legacy of the Song

‘Oh we’ve got it on in the car and we sing it!’ (M6)

‘We listen to it everyday and every birthday it will get played…’. (M5)

‘John’s had it to school…they had a whole school assembly and the entire school got 

to listen to it so there were a few tears from parents and teacher and things’. (M5)

Day
to

day
use
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On being asked about how the song would be used there were several different approaches. Some saw it as participatory to be sung daily in the car. This clearly had an element of fun and something that all the passengers in the car could share. Birthdays were also mentioned as key events in which the song would feature.It was interesting to see the wishes of some of the families to give others the opportunity to hear what they had created. The brother of one of the children took the song to his school where it was played at the main assembly. The sharing event clearly raised some strong emotions (Quote M5).Poignantly several spoke about it being played at their child’s funeral. The child’s mortality is ever present for these families and the thought of having the song to play seemed to provide comfort.
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‘It’s a memory that can be in his memory box…it’s really important 
to have that because we don’t know how long Calum’s life is, it 

could be a week it could be 20 years. I’m holding all these memories….that’s 
Calum’s song so it’s important. (M6)

‘I’ve kinda got it in my head that the song will be used when Katie goes…..it’s (the song) is 
going to be there for ever…unfortunately Katie is not’. (M2)

Presenter
Presentation Notes
The parents are encouraged to keep memory boxes of tangible artefacts which provide a degree of comfort, especially to treasure once their child has passed on. As one can imagine speaking about these memories is a very emotional experience (Quote M6).The parents felt that creating a song as a keepsake was a highly important outcome from the project. Being able to create a song whilst their child is alive and getting them to participate in whatever degree they were able, was hugely pleasureable. They were so appreciative to have this unique memory in words and music which was like no other memory, and for some the music was the most powerful medium.Research shows how songs act as memory triggers and revives thoughts of people, places, events and emotions from the past and there was a feeling of urgency among the parents to acquire as many memories as possible knowing each one could be the last (Quote M2).*PLAY SONG (M2/F2)



3. Collaboration with the Coorie Doon Team

Familiarity Song quality

‘Oh amazing…I think it’s lovely you can get to know the 

team…I think that’s really important because this is an 

emotional journey, we’re in a hospice and we can 

forget that because this is our happy place, our safe 

haven’. (M6)

Presenter
Presentation Notes
The third main theme that came from the interviews was the immense feeling of connection with the delivery team. There was unanimous praise for the musicians and writer and a sense of enjoyment in working with professionals. They admired their skill and demonstrated gratitude for the hard work and support that was given to the parents in creating their songs.Comments were made about the team’s willingness to go at the parents’ speed and not rush them to make quick choices and decisions. The position of having the Musician in Residence (RD) as part of the team was found to be very beneficial as it was good to have someone familiar to work with and this gave the parents a feeling of confidence. �All of the parents felt that their songs were an exact representation of their child and they were delighted with the professional quality of the recording, which some had not been expecting. 



‘It was absolutely the best week …I loved it.’ (M1)

https://vimeo.com/218472543
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To finish we would like to share a video of the sharing event in which the parents and staff express some of their thoughts on the process.
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