Report on “Musical Herts”, A Dementia Support Group Program funded by Hertfordshire County Council Innovation Fund
Background:

There are a growing number of people living with dementia. In 2012, the number of people with dementia in Hertfordshire was over 13000. This number is expected to rise by a quarter to around 16,000 by 2020. In East Hertfordshire alone there were approximately 5,566 people registered with a GP practice who had a recorded dementia diagnosis. This is partly due to an aging population but also due to a greater recognition and diagnosis by the medical profession. Currently there is no cure for dementia. 
In the UK 50,000 people with dementia per year are going into institutions too early, to a cost of £70m each month. The Kings Fund suggests that £300 million will be released from hospital budgets if we can keep dementia patients from going into hospital when they do not need to be there.[1] 47% of people have also said when the person they are caring for goes into hospital, this creates more health problems for the individual with dementia, and people with dementia stay in hospital on average for one to four weeks longer than other people admitted with the same health problems.[2]
Therefore, providing new opportunities in the community is essential to contributing to an effective Dementia Friendly Community (DFC). Key to forming a DFC is the provision of local groups, social networks and support services. These can foster confidence in being part of the wider community, and can help to reduce social isolation and exclusion from mainstream society. One of the problems with having a diagnosis of dementia is that it increasingly can result in social isolation and withdrawal. This has a knock-on effect into poorer mental health and increased need for already overstretched NHS resources. Local initiatives that have helped to reduce social isolation have demonstrated social returns on investment of up to £8.27 per £1 spent. (3)
Given the current economic climate, any savings that can be made that reduce the demand on high cost NHS services are important. 

Music has historically brought communities together offering opportunities to maintain social ties within the community. Accessing a community-focused music service can offer a range of benefits both to the individuals and carers to feel supported and a part of their local communities. Some of the benefits of personalised music are (4) (5)(6)(7)(8)
· Reduces stress and anxiety and supports everyday care (increasing co-operation and attention and reducing resistance to care)
· Enhances self-confidence, self-worth and low mood
· Offers an alternative means for self-expression

· Enhances engagement and socialisation

· Available 24/7, when convenient to the client

· Low cost but powerful solution

· Used in any setting: home, day centres, hospitals, care homes

· Enables families to reconnect to their loved one

· Offers an enjoyable, fulfilling activity for people with dementia, even those who are bed bound

In the United States, evidence has shown a reduction in the use of medication for some people. In other cases, the person has been able to remain living at home. The benefits continue long beyond when the headphones are taken off.[9]
Music24 has created a service for people diagnosed with dementia to alleviate some of the isolation and emotional distress that people with dementia and their carers experience. Helping people to discover and experience themselves through active music making means they have an opportunity to find new aspects of themselves thus creating a feeling of hope and living well despite their dementia and improve their sense of well-being. By slowly developing relationships based on musical and social experiences made during the group activities, trust in one another develops. This is a vital component in creating new supportive relationships that are robust enough to be of meaningful use in supporting emotional distress. 
The music groups offer a safe and supportive environment where people with dementia and their carers can come together and share music making in a diverse way. This includes exploring many kinds of musical instruments, song writing, singing pre-composed songs, dancing and sharing time/supporting one another. The groups also have a strong focus on offering respite and/or support to the carers, either through actively engaging in musical activity or using the time for a period of respite. 
Project summary:

Three music groups were run on a weekly basis at the Hampson Park Community Centre, Stevenage; The Pump House Theatre, Watford; and The Mayhem Theatre, Hoddesdon. Mainstream arts venues were selected as they are part of the local creative community and have no associations with health or social care institutions. Participants accessed the project through hearing about it through the EMDASS teams, Age UK, Herts Help and word-of-mouth. Overall 60 people participated in the sessions over a 6-month period. This was a mixture of couples, mother/daughter, father/daughter, carers and two gentlemen who attended on their own. The groups also provided respite for their loved ones if they so wished. Participants were asked initially to fill in an opening questionnaire for both the person living with dementia and their main carer. This, as well as containing basic contact information, also detailed 3 specific goals they would like to achieve during the musical process. The goals were then reviewed at the end of the project thereby assessing how each participant had experienced the music groups. 
All the goals were then analysed and common themes extracted. Four were clearly emerging: 

1) Self-expression
2) Respite
3) Socialisation
4) Increasing self-confidence
These four areas are key in helping people to resist the isolation and withdrawal that can occur for people with a diagnosis of dementia and their carers. 

We have compiled a list of the comments that were made during interviews with the participants to evaluate the project.  
Socialisation 
“It’s nice meeting people, you can talk to people.”
“I like the people and it’s a laugh, coming out makes me feel better. I don’t get out much.”
“I like seeing the different expression on people’s faces.”
“It’s social with people joining together & people enjoying it.”
“It’s provided friendship for me. I like meeting the people here.”
Self-expression 
“I get a lot of enjoyment out of making music.” 
“I love making music; it makes me feel better.”
“It’s very nice; I enjoy the dancing the most.”
“I enjoy playing the instruments and it’s resulted in me dancing again.”
“I like the different things here, it’s fun using all the different instruments.” 
“I really enjoy the singing!”
Respite 

“Coming here gives me a break from the stresses of dementia. It’s very good and it’s like respite for me. We have some stressful times and this gives me a break. My wife forgets her problems when she’s here and it’s the same for me.” 
“It’s really good here. It’s nice to see mum enjoying herself and being so relaxed; it makes mum active and she feels better for the rest of the week.” 
“It makes me feel being a part of something that’s bigger than just my close family.”
“Music makes me forget my problems.”
Self-confidence 

“I feel better after the session.”
“I like trying something new. I feel very relaxed because the group adapts to the people’s needs. It’s very person-centred the way you work here and it helps both mum & I to feel relaxed and not to worry – that helps our confidence. She gets lost in the bigger groups.” 
“I like meeting the people here; doing something that is challenging and completely new. It’s led to me joining other things here like the dancing group on a Thursday.”
Case Study 1

Betty was referred to “Musical Herts” by her daughter. Betty is a lady in her mid-70’s and recently diagnosed with dementia. In addition to this, Betty is a fragile lady of very slight build and had a history of having “blackouts”. These had gone undiagnosed despite routine medical checks/appointments.  Her daughter was concerned by Betty’s increasing withdrawal from life and declining quality of life. Betty’s life had been based around looking after her family, staying in the family home and all her activities were focused on bringing up her children. Now the family had grown up and left home to live their own lives, Betty’s purpose in life had been undermined. Despite numerous attempts by her daughter to find her new things to engage in, Betty would generally decline them, saying they were not for her. When asked, Betty would say that she kept herself busy and would take her dog for walks and do the gardening. Her daughter stated that this was not the case and that she was genuinely worried for her mother.

Betty first attended the music group with her daughter. Betty presented as being very polite, fragile and timid. Initially she required considerable support and encouragement to explore the instruments during the group improvisations. She declined using the microphone, suggesting that she lacked confidence in her voice and only very quietly sang the familiar songs used towards the end of the music sessions. However, she left the first session saying that she had enjoyed herself and that she would come again. We awaited the following week to see whether Betty would appear!

Sure enough Betty returned with her daughter for the next week. During conversation, Betty revealed that she used to enjoy going to dances in her youth; especially rock and roll, jive styles. That session we incorporated dancing with one of the rock and roll style improvisations. Betty agreed to “having a go” and got up and whole heartedly engaged in twist and twirl-type dance movements. She clearly had a good time! In addition, she not only danced with her daughter but also the other facilitators in the group.  

During the following sessions, Betty became a regular participant. She increasingly became more confident in using the instruments and began to use her voice more using the microphone and during singing familiar songs. She also developed dancing partner relationships with other members of the group and, in particular, one of the facilitators.

Towards the end of the project her daughter was unable to accompany Betty to the sessions. Betty attended with her niece. It was very rewarding to see Betty having the confidence to share the group with her. Her niece had a beautiful voice and Betty was very keen to “show her off” to her group. 

Betty had clearly increased her self-confidence by attending the group sessions.  Her participation had been almost 100% and her level of engagement in all the music activities had increased. In particular, it was very rewarding to see her enjoying her dancing again and witnessing her developing new relationships through this. 

A Testimonial by Betty’s Daughter:

“I would just like to say what a fantastic group Musical Herts is and how it has made a massive positive impact on my mum’s emotional wellbeing.

My mum being diagnosed with dementia has really affected not only my mum but all of our family so badly that for much of our time it feels like we have lost her already and it is difficult to feel happy in yourself when you feel you are unable to provide somebody who has been so good to you with any real joy in her life.

This music group is so unique and so well run.  The people who run it are so very welcoming and kind and they really do their best to make sure everyone who attends has a lot of fun. Teela, Graeme and Ashley go out of their way to really encourage everyone to join in playing the instruments, singing the songs and having a dance.  Above all the whole emphasis is on helping everyone try something new, building their confidence and have a great time.

Bringing my mum along to this group has without doubt been the best thing I have done.  Prior to this my mum watched tv a lot but despite being very lonely and struggling to follow and interact with family, was reluctant to go out and join in any activities.

To be honest she remains the same.  I recently tried to take her to another social group - as an additional activity -  but all my mum wanted to do was go home constantly - as it wasn't able to hold her interest and before the end of the session we had to leave and I don't hold out any hope for any return.

However, with the Music 24 group this has never been the case. From the moment we joined here my mum has been brighter.  We now have a record player at home and she sings along to the records and sways to the music.  This is a direct consequence of joining this group.

This is the one thing I can get my mum up and out of the house for without her expressing any reluctance.  The minute I tell her we are going to the music group at the park she gets up and puts her shoes on.  This group has given her the confidence to join along and sing to the music and also reminds her of how much she loved dancing when she was younger and how good she is at it.

This remains the same and this is why this group is so fantastic.

Not only my mum but I would be absolutely devastated if this activity were not to continue.  There is nothing else like this group about anywhere.  It has such as positive effect on people who go there.

I feel so very relieved and so less of a failure when I bring her here and see the obvious joy in her face, her confidence and belief in herself slowly come back while we are there and when we play a few instruments together, sing a few songs and have a few dances just for a moment it feels like old times and I have her back for a while.

I do not know what either of us would do without this group as for us it is the highlight of our week.”
Please note that the names of the participants have been changed to protect anonymity. 

Case Study 2

Jane was a lady in her mid 50’s who had been diagnosed with early onset dementia two years ago. She was married with 2 children in their early 20’s.  Prior to her diagnosis, Jane had been an artist, specialising in painting animals. She also used to play the guitar. Due to her dementia, she had stopped all creative pursuits. Jane attended the Musical Herts group, initially just with her husband, Mike. Jane presented as being very quiet, and reticent to interact, including very limited eye contact. She was nervous of playing any of the instruments and required very clear, direct prompts to encourage her to participate. Initially, when she was introduced to the drum kit, she would only use the 2 drums directly in front of her. Her playing was quiet, slow and in short bursts of activity on each drum. Gradually, over the first 4 sessions, she began to increase her use of the drums, in intensity of expression, the duration and the range of instruments that she used. In the 5th session, she came into the session and initiated going straight to the drums. She proceeded to play them in rhythmic bursts that were sustained, very loud and fast. She was clearly enjoying the experience and made eye contact with Mike and the 2 facilitators. Mike was amazed! As the sessions progressed, she became increasingly expressive and animated. She not only used the drum kit but also began playing the guitar again. Mike then invited their son to join the sessions as he wanted him to witness Jane’s music making. The music group was enabling the family to share in experiences that were positive and fun! 

 In order to encourage this, Mike bought Jane an electronic drum kit for her use at home. This resulted in them beginning to make music at home as a family, thereby supporting their relationships. 

By the end of the 6-month project, Jane’s playing had become assertive and confident. She was clearly using the music making opportunity as a chance to express herself and to build her sense of identity. This had a knock-on effect of increasing her self-confidence, interaction and self-worth.

A Testimonial by Jane’s husband:

 “My wife, Jane, was diagnosed with Early Onset Alzheimer’s in May 2015, but has been showing symptoms since her early 50’s. She was 54 when we first attended Music24 at the Mayhem Theatre in Hoddesdon, Hertfordshire, and her response to the “therapy” through the manner in which she has been encouraged to engage with music has been little short of remarkable. Through the care and understanding of Teela and Graeme, as well as Ashley and volunteer Michael, Jane has been encouraged to play on a full set of drums for the first time in her life as well as trying to play her old guitar, along with other instruments.

Immediately she shook off inhibitions and grew in confidence; for once, her insidious decease was not limiting her ability to express herself. 

Jane started smiling again.

Before her illness, Jane was a professional artist, concentrating on animals. She struggles to draw or paint now but give her a set of drumsticks and the enthusiasm for life returns. Through Music24 we have realised that music is the one medium she can still enjoy and respond to. Since we have joined the group I can honestly state that she is happier, more confident and enjoying life again.

Teela and Graeme leant us a portable electronic drum machine and, as a result, Jane’s 55th birthday present was a Yamaha all-in-one compact digital drum kit; the neighbours are not happy!

The difference in Jane has had a knock-on effect. My daughter has Down’s Syndrome (and diabetes), while my son, has struggled to come to terms with his mum’s illness. But both have been encouraged to attend sessions when they can and both are reaping the benefits. When my son saw his mum let loose on the drums he was amazed; it has been a long time since he has seen her look so unshackled, so confident and so happy. And my daughter, who teaches dance to special needs children, has brought her skills to the group and now we all dance regularly, along with the music. As a result, I have bought an old record player to listen to our many vinyl albums previously in the loft, but with so many memories of when we first met. Graeme has also encouraged my fledgling piano playing, and that, too has given me greater confidence when looking after Jane.

The experience and understanding of outstanding musicians has only added to the experience.

In conclusion, Music24 has improved our lives as individuals and as a family unit. It is the highlight of the week, and through it we have met others in the same situation, in a calm (sometimes!), safe and relaxed setting.

Long may it continue

Please note that the names of the participants have been changed to protect anonymity. 

Conclusion:

The outcome of the project suggests that by offering music groups that are tailored to the needs of people with dementia and their carers, a positive outcome can be achieved in helping to resist the sense of isolation and withdrawal experienced when living with dementia, thereby helping to increase their sense of well-being. The music groups can also play a significant role in supporting the carers, through them witnessing their loved one engage in a purposeful and worthwhile activity, and/or taking much-needed time for themselves. This allows flexibility for spending time together making new memories or, like-wise, spending time apart - this is healthy in any relationship and should be an option for all carers. 
Whilst dementia can be a devastating disease, we have shown that people can still have some quality of life by engaging them in an environment where their thoughts and opinions matter and they can feel included in their community, no matter how disabled they are by their dementia. 
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