Cognitive Stimulation Therapy: Why it deserves better awareness and availability
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Joanne Knowles

was introduced to the world of dementia when her mother was eventually diagnosed, aged 65, with fronto-temporal dementia.1 After helping to set up a promising community based pilot of Cognitive Stimulation Therapy (CST) in Sussex, she became increasing frustrated by the lack of awareness and availability of CST and has being working on a voluntary basis to try and address the situation. A beekeeper, she previously worked as a Citizens Advice Bureaux adviser and before that in marketing and event management.

Abstract
Cognitive Stimulation Therapy (CST) is an evidence-based treatment for people with all forms of mild to moderate dementia. It is the only non-pharmacological intervention recommended for ‘cognitive symptoms and maintenance of function’. Guidelines on dementia issued in November 2006 by the National Institute for Health and Clinical Excellence (NICE) state that ‘People with mild /moderate dementia of all types should be given the opportunity to participate in a structured group cognitive stimulation programme. This should be commissioned and provided by a range of health and social care workers with training and supervision. This should be delivered irrespective of any anti-dementia drug received by the person with dementia’. This paper focuses on an ongoing pilot project in Sussex – combined with a carers’ support initiative – that is playing a key role in improving the wellbeing of people with dementia and their carers.
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INTRODUCTION

University College London (UCL) has developed a simple, evidence-based, flexible – and fun – support programme for people in the early stages of dementia. It was proved to be effective in randomised controlled trials (RCTs)2 and found to be cost effective by the London School of Economics. 3 It is recommended by NICE4 for all people with mild to moderate dementia. Yet, despite meeting NHS priorities – including early intervention, community personal support, carers’ support and living well in care homes –it remains little known and rarely available. 
When my mother was diagnosed with dementia she asked to meet people in a similar situation. Peer support, something the National Dementia Strategy5 has identified as a priority, is rarely available. Whilst looking for a way to make this happen, I came across Cognitive Stimulation Therapy, a psychosocial therapy programme that has been recommended by NICE since 2006 for all people with mild to moderate dementia. After a few false starts, I teamed up with Elayne Dunn, who had been a dementia carers’ support worker with the Alzheimer’s Society, and together we set up a one year pilot (three years would have been better in helping secure ongoing funding and continuity of service) with Age Concern Horsham. The pilot offered ongoing CST combined with a carers’ information course that proved very promising. It resulted in large increases in Mini-Mental State Examination (MMSE)6 scores from participants with dementia and improved Quality of Life (QoL) scores for both carers and cared for. One carer involved with the project said: ‘When you’ve seen them going down, to see them coming back up again is fantastic.’7
ACTIVITY SESSIONS

CST is a programme of activity sessions for small groups, based on person-centred principles, designed to improve wellbeing and confidence and allow participants to function at their maximum capability. A typical session, run either late morning or afternoon, begins with members being individually (and warmly) welcomed. Attention is drawn to the group’s name on the whiteboard, which may also contain the date and members’ names. Information is added to throughout to help orientate members and support the session. A reminder of the previous session is followed by a short reality orientation discussion covering the date, month, year, season, weather, time and some current news. A warm up game of softball can be played with members stating their name or the name of the person they are throwing to. In a session based on ‘current affairs’, members might state the name of the newspaper they would choose from a list of selected titles (with printed logos). Suggested activities include the discussion of issues from a selection of recent national and local newspapers with the use of multiple copies (laminated if possible) so everyone has the same piece to look at. Cue cards are used to evoke conversation on news, views, attitudes, dreams and aspirations (ie ‘what do you think of …today’s fashion? Gay weddings? Should men and women share cooking, cleaning and laundry duties? What is your opinion of the royal family? What is your favourite place in the world? Is it too easy to get a divorce?). Current news topics can be compared with ones from newspapers from the 1950s and the differences discussed. A wireless laptop and data projector can be used to present interactive news to the group and generate discussion about it. 
These sessions do require time and resources to set up and it is important that the equipment is appropriate and the facilitator enthusiastic. Good planning and offering meaningful and carefully set-up sessions supports participants in feeling valued. The props provide a tangible focus and the combination of auditory and visual stimulation simplifies the tasks that should be adapted to suit the group’s abilities and interests. Each session is facilitated by a leader, who remains the main supporter for each group, and is assisted by another, possibly a volunteer. One participant summed up the sessions in the following way: ‘I can relax; the use of the visual aids helps think things through. We share the same problem and all like coming, otherwise we wouldn’t be here.’8 

There are different themes for each session, each of which closes with individual thanks for attending and for contributions made. The discussions and ideas are summarised and feedback is encouraged. The group’s theme song, chosen along with the group’s name at the outset of the course, is sung, or listened to, at the opening and closing of the session. The group is reminded of the start time and given an outline of the next session before members bid farewell. One participant observed: ‘Over the time I noticed everyone becoming more relaxed and not having to be worried if you said the wrong thing.’

The sessions cover topics including food, sounds, using money and word games (all are detailed in the guide Making a Difference).9 Each is run to encourage implicit learning rather than explicit teaching. People are asked for their opinions rather than for factual answers, and multi-sensory stimulation is used to stimulate all the senses, thus assisting with concentration. Creating continuity and consistency between sessions helps to reduce confusion and to aid retrieval. It is a simple, effective and evidence-based therapy that is much needed, is easily adapted to a group’s interests and capabilities, and could be used in:

· Care homes (where CST reinforces the effectiveness of person-centred care by providing a simple to run programme, helping to support staff in very demanding work with measurable results. CST sessions have also proved useful in highlighting people’s likes and dislikes, which is useful in the production of individual care plans. CST could also offer new residents support to offset some of the cognitive impairment that can accompany the move into residential care and help with the formation of new friendship groups).
· Memory clinics, sheltered accommodation, day services and the community (where it is rarely offered). 
One carer involved in the project said the person he was caring for had ‘started to remember things better since coming to the group’.
CST OFFERED ON ONGOING BASIS

In the Sussex Age Concern pilot we offered CST on an ongoing basis, extended the session time from the University of London model of 45 minutes to 90 minutes, which included social time in the Age Concern Cafe. We publicised the group through leaflets and posters in GPs’ surgeries, libraries and other community notice boards. Referral was through agency or self and was followed by a home assessment and baseline MMSE testing for people with dementia and QoL testing for carers and people with dementia. During the assessment, signposting was offered to further services and those that fitted the criteria were invited to join the group. We aimed for a mix of men and women of different ages (although we found that women appeared better able to access the support with male carers harder to recruit). Those attending were reasonably mobile, able to see and hear, with aids if required, and most importantly, they wanted to attend. We adapted material available to suit each group and added sweets, treats and multi-sensory stimulation, including aromatherapy and hand massages. One carer said the person with dementia ‘enjoyed being with other people he could relate to’.
We asked for a donation of £3.50 per CST session to help meet costs. The money helped to re-skill some participants in handling money and encouraged them to be pro-active, to feel that they were helping themselves, allowing participants to benefit from the impact of self-management. Because of the very low diagnosis of dementia in West Sussex (using prescribing rates of anti-dementia drugs as a proxy for diagnosis, West Sussex has one of the lowest rates in the country: under 2 prescriptions per person per year, compared with top figures of between 5 and 12)10, we opened the groups to people with cognitive impairment and accepted self as well as agency referral. 
Enjoying a group activity with people in a similar situation helped normalise the condition as did being in a non-medical, non-dementia setting. It helped to reduce stigma among Age Concern lunch club members who saw people with dementia having fun – and helped to improve dementia awareness and skills of Age Concern staff. It is not yet clear how long the sessions will remain appropriate but with the ongoing contact it is hoped the need for additional support will be quickly identified, thus helping plan the next stage and reduce the need for crisis interventions. 

After the initial period of seven weeks (with closed groups of 6-8 people and twice weekly sessions), the course became weekly, with the use of fresh session ideas, trialling part of the Maintenance CST programme (a 24-week programme currently in research) or re-working previous ideas. Initially, we were concerned that we had under-recruited for the pilot but there were no drop-outs, apart from for health reasons. A total of 30 people with dementia or cognitive impairment joined classes during the pilot. One of the groups was included in some UCL-based research into the experience of attending CST for carers and cared for and the comments used10 were recorded as part of the evaluation. One participant said: ‘It helped all of us know we were in the same boat.’        

COURSE FOR CARERS

Alongside CST, we offered a seven-week carers’ course over the initial period, which carers could attend while the person they looked after was being cared for. When possible these were run by volunteer carers who helped set up the programme, introduced the speaker and tried to ensure that everyone got a chance to ask questions. Local experts were invited to give short practical talks on some of the challenges of caring for someone with dementia. These included a benefits adviser, legal expert, speech and occupational therapists, local carers’ support organisations, a psychiatrist and CPN, who were asked, if possible, to give out relevant leaflets and handouts for carers to reflect on. The use of local speakers ensured that carers made contact with people whose help they might need in the future. Carers reported feeling empowered and more confident as a result of this contact. Following the course, carers’ groups had a session with Elayne to answer any questions about CST and offer ideas for further activities at home. 
The group then met monthly for peer support where carers could either share their experiences or benefit from further speakers. Carers found support from people who empathised and were travelling the same road. The carers’ group was open to carers of people with dementia who were not on the CST course and to people who lived out of area. However, they did not appear to benefit as much; not all the information was relevant and they were not able to share in the enthusiastic discussions about CST. The carers’ course was provided free of charge (as a small way of acknowledging their contribution). The carers also benefited from a short weekly break and some of the participants (whose group was directly after lunch) were able to join the Age Concern lunch club and enjoy lunch too. One carer said: ‘It’s been wonderful to find an activity that matches both of our needs so well.’

UCL have produced an excellent user friendly guide, Making a Difference. They have published results of the trials and offer in-house training11 and open training.12 CST can be delivered, with training and supervision, by a wide variety of staff including occupational therapists, activity co-ordinators, CPNs, sheltered housing wardens, past carers and volunteers with appropriate experience. One participant in the pilot project said: ‘We just enjoyed ourselves, there’s an awful lot of laughing.’

The courses are still running 16 months later, albeit with piecemeal funding. It is not clear how long the therapy will remain effective but it is hoped with ongoing support and access to signposting, participants and carers will be helped with the move to further services as it becomes necessary, thus minimising the need for expensive emergency care.

This is a simple, evidenced based, cost-effective therapy for people with dementia that is ready to roll out now. Combined with the carers’ peer support group, it offers a useful intervention in a menu of support for people in the earlier stages of dementia that helps meet many of the priorities and objectives of the National Dementia Strategy. 
THE FUTURE

I would like to see CST groups provided in a range of settings, especially care homes where I think the therapy could have significant impact. I also hope that the formula we developed in Sussex will be explored further as there are great advantages to offering CST in the community. For instance:

· Supporting carers and cared for in the early stages when so little is available;

· Normalising a difficult and testing  situation;

· Helping people to pick up the pieces and make the most of their capabilities;

· Helping people to live well for longer and with independence; 
The social and fiscal importance of providing early diagnosis and treatment of dementia was identified in a recent American paper whose authors also highlighted that a failure to support carers appears ‘fiscally unsound’13. Alongside this there are the volunteering opportunities, the chance to improve dementia caring skills and the ability to reduce the stigma surrounding dementia. 
I am surprised and frustrated that this therapy has not been more widely picked up and am working, voluntarily, to raise awareness and help more groups set up. 
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