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Healthy Living Club 
Report to Guy's and St Thomas's Charity on the year 2012-13 

Grant number EFT121007 

Background and scope of the report 

The Club had its origin in a "café" run by the Alzheimer's Society and funded by 
the local mental health trust. The money ran out and it looked like the café would 
have to close. But the café's weekly meetings had been providing its 'users' with a 
strong sense of belonging to a community of which - they felt - they shared 
ownership. So they decided they would continue to meet and were supported by 
the coordinator, who agreed to work without pay until funding could be secured. 
So the community outlived the closure of the service in spring 2012. 

With invaluable guidance from Lambeth CCG personnel and the Charity's staff, we 
prepared an application for funding which led to a 2-year grant from GSTTC with 
effect from 22 October 2012. This grant was designed to cover two thirds of our 
costs in year 1 and half in year 2. It enabled our community to survive instead of 
being dispersed but naturally meant that we had to continue to fund-raise —for 
£14,000 in that first year— and pare down our operating costs in every way we 
could.  

Compared with our financial plan submitted to GSTTC in 2012, we are spending 
£6000pa rather than £7,000 on sessional contributors, £500 rather than £2,800 on 
transport, £350 rather than £1200 on external training and have yet to spend on 
evaluation. Fund-raising and donation income is running at £11,500pa. 

Our priorities in the first year of the GSTTC grant have been as follows: 

Maintaining the weekly meetings of the Club as the best possible experience for 
members and expanding membership up to the capacity set by our venue. 

"My mum absolutely loved it yesterday and is really looking 
forward to next Wednesday. I spoke to her last night and she 
was bubbling over with talk about her day, so thank you so 
much for making her feel so welcome. [My brother] told me 
that one of the helpers was outside when they arrived and he 
knew who my mum was, so all around you made her feel very 
special. 
Thank you so much [again] to you and your fantastic team, you 
made an elderly lady very happy indeed - and she said the 
meal was delicious too!!" 

Community-building among members, including participant and non-participant 
carers and a committed group of volunteers and others, all of whose skills and 
social/emotional capacities are the assets of the Club. 

Networking which extends from internal links among members and their kin 
through leveraging contributions in kind (e.g. baking cakes, checking proofs, 
graphic design) to wider relationships with Lambeth voluntary bodies, the 
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organisations which manage and provide care services in our venue and 
professional and policy communities in London and nationally. 

Constituting ourselves, with a management committee (trustees), a constitution 
agreed with the Charity Commission, registration as a charity (8 October 2013, 
number 1154130), acceptance for the Gift Aid scheme by HMRC (28 November 
2013) and the development of safeguarding, transport and other policy documents. 
Since our registration as a charity we have been able to start applying for a wider 
range of grants and the imperative to do this has accounted for the delay in 
submission of this report. 

This report describes our activity and achievements since our establishment and 
sets out the prospects which the Club now faces. The report is accompanied by the 
certified accounts for our first financial year of operations April 2012-March 2013 
and our interim accounts and financial estimates for 2013-14. Also attached for 
convenience is the financial plan which formed part of our original application to 
GSTTC in the autumn of 2012. 

The year's achievements 
 

Gaining credibility 

We are pretty confident that anybody familiar with our history would agree that, 
when we first started operating independently of the Alzheimer's Society, the 
single greatest factor that threatened to undermine our existence was, even more 
than lack of funds, the pessimism that surrounded us.  

Potential sources of local support were sceptical that a group of vulnerable adults 
and non-professionals could self-manage, and seemed reluctant to invest in 
supporting a project that - they felt - would be likely to run out of steam and fail. 
Emblematically, several professionals who had for years been referring people with 
dementia to the then Healthy Ageing Café did not make referrals for months after 
it closed and, when asked why this was so, they said –quite openly– that they did 
not want to make false promises to people by referring them to a "service" that was 
slowly, but surely, winding down. Similarly, and depressingly, national charity 
Music for Hospitals –who had been providing free monthly concerts— ceased 
doing so as soon as they were informed that we no longer were an Alzheimer's 
Society service. The reason we had been benefitting from the concerts –they 
explained– is that they had money allocated to offer the service to charities who 
worked with people with dementia and –as we were not a charity– we could no 
longer benefit.  

One reason for this general pessimism could be that those who looked at us from 
the outside assumed that the Alzheimer's Society had contributed to the group's 
functioning to a greater extent than it actually did. However, we –the insiders– 
knew that the reason the Lambeth Healthy Living Café had been so successful that 
it was showcased again and again by the Alzheimer's Society themselves, both 
nationally and internationally, was that the "users" of the Café had developed a 
strong sense of community and a way of working together (alongside the 
coordinator and the volunteers) which allowed the "service" to shine without the 
Society having to commit much more than funds, and a few contacts, to the 
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operation. As a result, we felt confident that securing an alternative source of 
funding would ensure that we would continue to thrive in the future.  

In other words, whilst the nation was welcoming the Prime Minister's Dementia 
Challenge, and so much talk was going on about empowering people with 
dementia and developing dementia-friendly communities, we were being left to 
fend for ourselves without any input from organisations that could have helped: 
perhaps they assumed that empowerment needs to come from above. To make 
matters worse, rumours reached our ears that other local charities were under the 
impression that the Alzheimer's Society did NOT close the Healthy Ageing Café: it 
was we who had chosen to break away from the Alzheimer's Society, because we 
had long wanted to become independent. Needless to say, this rumour did not 
portray us as a group that many charities would want to cooperate with.  

All of this made it impossible for us to find a local charity who would be willing to 
apply for this grant from GSTTC on our behalf, and it is under these circumstances 
that we decided to devote much energy to gaining credibility nationally so as to (a) 
enlist the support of a charity willing to act as co-applicants and grant-holders, and 
(b) so local "actors" could not go on doubting our abilities and credibility once these 
were recognised by opinion leaders in the wider arena. We were delighted that the 
College of Medicine, which shares our values, decided to act as co-applicants with 
us. 

Lacking the funds to even cover the expenses of volunteers to travel from their 
local homes to the Club, networking through attending events such as round tables 
and conferences was not an option and this is what drew us to use the social media 
so effectively.  

To this end we used Facebook strategically: while we used our Facebook page to, 
literally, show the group was alive, well and pursuing best practice, we used our 
Facebook account to share news about current development and debates in the 
field, as well as to highlight the many examples of good practice provided by 
others. This has widened our circles of Facebook friends from just the family and 
friends of our members, to including Alzheimer's Associations from other countries 
(eg. Spain, Morocco, Colombia, Italy, Aruba), other local charities and 
organisations (eg. Paxton Green Timebank, CoolTan Arts, Lambeth Link, Lambeth 
Mencap), and a variety of opinion leaders in the field (such as activist with 
dementia Norman McNamara, and ex-carer and campaigner Tommy Whitelaw). 
Local personalities, such as Lambeth's Sustainability Officer Susan Sheehan and 
MPs Simon Hughes and Steve Reed also are among our Facebook friends. Posts 
showcasing our work on our page are liked and shared regularly by Friends of the 
Elderly, the English Community Care Association and the "National Care Home 
Open Day" among others.  

Our use of twitter has been even more effective: using the handle @HLCLC and the 
hashtag #dementiachallengers we joined a network of opinion leaders and service 
providers (several of whom we have now met in real life) who share our passion 
for promoting the message that living well with dementia is possible.  

Thus our work has been noticed and promoted widely, first of all by Gill Phillips 
(director of Nutshell Communications) who published a blog describing the model 
of self-care we had been developing, but also by many others including Anna 
Hepburn –Department of Health's digital communications manager for social care 
and digital lead on dementia– who uploaded links to our work on the 



HLC report to GSTTC page 4 

Government's Dementia Challenge webpage, and who joined us to sing Christmas 
Carols at Herne Hill station just before Christmas.  

Among those who noticed our work was the Social Care Institute for Excellence 
(SCIE) who felt our model was sufficiently well-developed to include it as an 
example in their guide describing coproduction, and how it can be achieved.  

An early outcome of this activity was that local actors, including those who 
could refer people to us, gradually adjusted to our evident viability, 
reinforced by news of the GSTTC grant support. Our latest email from the 
NHS Lambeth Commissioning team says: 

Commissioners would like to see the Club’s first year evaluation report, I 
think you are producing, for GSTTC Charity.  Based on the evaluation we 
would propose using the HLC@LC model at another group to see if it is 
transferable and I had suggested [A] as a good contact as she has been 
working hard with the BAME groups in Lambeth. 

Another outcome has been a continuing flow of invitations to speak or share 
our experience in discussion at various local and national events: 

11 April: contributed a Workshop at the Network Challenge "Fit for summer" event 
at Bacon's College (Southwark) 

21 June: Inclusive Arts Practice – Awareness and skills-share day hosted by local 
charity Joy of Sound in partnership with Lambeth Arts and London Arts and 
Health Forum (coordinator invited as a speaker)  

6 September: College of Medicine's "Challenging Dementia" Summer School – 
Coordinator contributed one of the plenary sessions along with authoritative 
speakers such as Prof Sube Banerjee and Dr Karim Saad. Presentation was very 
well received, and one of the students commented in the evaluation form as 
follows:  

"What I’ll remember most [about the Summer School] though, will be the 
story told by Simona Florio – although not a healthcare professional she got 
deep into our hearts"  

11 September: Having felt it ethical to decline an invitation to present our Club to a 
committee of French local authority CEOs, we arranged for them to visit Lambeth 
and to learn with others as part of a larger event, to which we were invited as 
(minor) guest speakers:  

23 September:  Contributed one of the key presentations to "Doing-WITH-not-TO" 
coproduction workshop in North Wales: "How can coproduction be used to create 
self-empowered and resilient communities?"  

These are the social media links referred to above: 
Find us at: www.facebook.com/HealthyLivingClubAtLinghamCourt 
Make friends at: http://www.facebook.com/profile.php?id=100003796371016  
Follow us on: twitter.com/HLCLC 
Our blog: http://healthylivingclub.org.uk/ 

Expanding membership to meet local needs 
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According to an Alzheimer's Society's count, there were 1,875 people with a 
diagnosis of dementia in Lambeth in 2011 but, as both the Society and government 
now maintain, fewer than half of the people who live with dementia in the UK 
receive a diagnosis. So one can assume from this that the actual number of people 
who are living with the condition in the borough is much greater.  Lambeth 
Council does run two day centres for older adults with severe special needs which 
include people with dementia. However, these are oversubscribed.  

In this context the number of people with dementia attending during the three and 
a half years of the (then) Healthy Ageing Café grew, but was still below potential 
capacity when the Alzheimer's Society withdrew in early 2012. Numbers then 
remained stable through the un-funded period when referrals dried up. However 
new referrals picked up in the autumn of 2012 following GSTTC's grant and the 
Club was able to resume its growth towards maturity. 

Twenty people with dementia joined us this year, referred by the Memory Clinic 
(6), Lambeth social workers (3), Alzheimer's Society (3), the Mental Health Team 
(2), Carers' Hub (2), members' own care homes (2), Crossroads (1) and a Streatham 
GP (1), while 2 self-referred. 

The active membership of the Club which was about 30 in October 2012 has thus 
risen to about 60 and attendance is now 45-55 each week which is up against the 
capacity of the venue at Lingham Court.  There is a waiting list of people wanting 
to join but most of those who contact us are not even placed on a waiting list 
because vacancies arise infrequently and we do not wish to engender unrealistic 
hopes. 

In the year covered by this report a total of 82 individuals —people with dementia 
(45), carers (21) and other older people (16)— have benefitted from the Club by 
attending and the average weekly attendance by these groups over the year has 
been 36 —lower earlier in the year and in August, higher in recent months. 

There is a great stability in the community, with 25 people coming to more than 
half of the 51 sessions and 13 of them attending 40 or more times (numbers 
excluding volunteers etc). 

Of the 14 people with dementia who ceased coming, 5 moved to nursing homes or 
hospital, 4 became otherwise too ill to come, 4 lacked sufficient support to come 
and 1 emigrated. 

"Just a quick email to say I just spoke to Miss H and she 
said she very much enjoyed your group and will be happy to 
attend again next Wednesday. She couldn't remember what you 
did, but when I prompted her, she remembered singing and 
eating dinner. She said "I will keep going, because maybe I 
can meet some friends there." I really think she is very 
lonely. She told me how she cared for her mother until she 
died in 1995 or so and then she cared for her Aunt. She 
retired about 10 years ago and said she hasn't really got any 
friends locally, so I think this is a really positive thing 
for her" [social worker] 

 



HLC report to GSTTC page 6 

Sense of cohesion and community building 

The original group which attended the Café until 2012 already had a sense of 
community and cohesion: this gave us the raison d'être for continuing. The hand-
to-mouth existence of the club in the subsequent months strengthened the shared 
sense of ownership because we were all working towards the common goal of 
raising money and securing the future. 

One of our members regularly greets visitors with the following speech: 

'This is ours!  It used to belong to…what's their name?…and they were 
going to close it. But we raised our own money and we bought it for 
ourselves. Now we can stay here for ever and no one can send us away.' 

While not factually accurate, this captures the spirit of the group. 

There was a danger that new members, not sharing this history, would become the 
"them", the "us" being the founding members. We avoided this by explaining the 
story and the situation to every one of our new members, including carers and 
volunteers.  We tried to find out what each individual could contribute to the 
common cause (sometimes assigning tasks like cake decoration) and maintained 
contact with relatives and carers by phone and face-to-face engagement to ensure 
that understanding was shared. 

The cohesion of the club spans a rich cultural range, reflecting the Lambeth 
context:  40% of our members are black Caribbean, 40% are white British, 13% are 
"other whites", 3% are black Africans, and the remaining 4% are from a mixture of 
other heritages, including people of mixed parentage. When a new member joins 
we make sure that references to their particular culture can crop up in, for 
example, music and reminiscence as we get to know them. Our team's language 
skills can cover Portuguese, Spanish and some French but we have had difficulty 
in quickly finding available volunteers to speak Greek and Turkish. 

The team of volunteers has grown, from a core group of 9 a year ago to 12 now, all 
of whom are committed, dependable and play crucial roles in fostering the sense of 
community. In addition to this core we typically have one or two people who 
volunteer for short periods, often as students on related training programmes. 
During the year we lost 3 volunteers, one to full-time employment, one to post-
graduate study and another to ill health. New volunteers who have joined us are 
every bit as committed as the original core and two of them came because they 
wanted to contribute to our particular project, rather than just to volunteer in 
general.  As well as taking part in our Wednesday sessions, most volunteers are 
also active in fund-raising and other events which take place on other days. 

The final ingredient in our community-building is that —as part of formalising the 
Club as a membership organisation— we have now established contact with family 
members of those residents of Lingham Court who regularly participate so that 
they too are able to participate in general meetings, contact us and join festivities. 
Including these kin, more than 80 people are now 'members'. 

There is an international extension of this community as well: we find that 
members' friends and relations as far away as Scotland, the USA and Sudan keep 
track through visiting our facebook page and 'liking' what they see of their kin. 
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Developing our model 

Over the past 18 months we have come to realise that our distinctive model is an instance of 
a co-production approach and of an asset-based philosophy in practice: there turn out to be 
names for what we have been doing and wider policy communities with whom we can 
exchange experiences. 

An important achievement has been to formalise our organisation in a way which respects 
this philosophy in our practices. 

What's innovative about the Club is that it is not a service, but a dementia-centred 
community: a community that places people with dementia at its centre, and within which 
people with and without dementia engage in relationships of mutual exchange. Individuals 
who would be considered staff or volunteers in other settings are just people who gather on 
Wednesdays because they want to be with other people whose company they enjoy. Thus, 
we don't consider our members with dementia as "clients": we consider them as our greatest 
asset because it's their demand for activities adapted to their needs that provides us with a 
pretext to meet, and to participate in, and derive enjoyment from such activities as well.  

The fact that some of us have jobs to do and/or descriptions which define our roles 
(e.g. coordinator or workshop leader) should not suggest that the value of our 
input is superior to that of our other members . Not only do our members  with 
dementia and residents of Lingham Court contribute to the group’s functioning to 
the extent they are able (e.g. by helping serve lunch, fetching chairs, reciting poems 
and singing songs to the group). They also contribute in ways the rest of us can’t: 
they provide each other with peer support, and the rest of us with their insight into 
dementia and other long term conditions. In addition, through sharing their stories 
they provide us with a source of inspiration while improving our understanding of 
people from other generations, and of the past. 

From our point of view the dominant notion that people with dementia's need to socialise 
should be met by "services" is disempowering, for the concept of service incorporates the 
notions of "providers" and "recipients"; of the "helpers" and "the helped", of "us" and them".  
These notions perpetuate the stigmatising assumption that people with dementia are only 
able to participate in relationships as "receivers", and that relating to them is a problem for 
those who do not have the disease: they perpetuate the widespread perception that people 
with dementia are, essentially, a burden on their families and society. That is not how it is in 
the Club and its organisation. 

Many organisations have a hierarchical diagram of their organisation and even those 
experimenting with co-production are often professional teams which have invited some 
service users to participate in management. In the Healthy Living Club, however, we see 
ourselves as a community of equals centred on those with dementia - central in the diagram 
- and with someone from each category of membership serving on the committee which 
ensures the smooth running of the Club and generates co-productive connections with the 
surrounding community 

"I also wanted to mention how much she enjoys the club and to 
thank you and your team for all the effort you clearly put 
in" 
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Our trustees, who meet every 6 weeks as the management committee, are thus to be found 
in all the circles of the diagram. At present they are 

• Michael Edwards (Chair),  
• Brenda Morrell (Vice-Chair),  
• Emily Montague (Treasurer),  
• Roz McCarthy (SLAM's Time Bank Lambeth South Central),   



HLC report to GSTTC page 9 

• Clarice Hall (person with dementia),  
• Doreen Clouden (carer),  
• Claire McConville (volunteer),  
• Carlo Bellanova (volunteer and sessional worker), 
• Dave Bell (volunteer, and co-opted member of committee after the our 

general meeting last year, to provide his expert input as RMN mental health 
nurse and Dementia UK trainer) 

• Ian Adams (AgeUK Lambeth until his recent resignation on leaving that 
post.) 

Both the Vice Chair and Treasurer are ex-carers whose loved ones passed away 
shortly before the Club was founded. In addition Brenda (the Vice-Chair) 
volunteers at the Club, and Emily helps with putting in funding applications.  

A further co-opted committee member Jean Hadden is due to start serving in 
January 2014. She is a volunteer at the Club, and was co-opted to contribute her 
expertise at managing and training volunteers at the Dulwich Helpline, from which 
she has now retired.  

The central focus of the Committee's (i.e. the Trustees') work is to oversee and 
reflect upon the day-to-day activities of the Club in its 50 weekly meetings in the 
year, developing our model in response to the changing needs of the membership 
and of individuals. The model follows a very settled, consistent, sequence, as 
follows: 

11.00 a coffee/meet-and-greet half hour, 

11.30 a 45 minute chair-based keep-fit class, led always by the same person who 
knows every member and addresses all of us by name. This continuity and 
intimate knowledge are crucial and, if we had to replace our leader, we would 
retain this principle. 

12.15 a 45 minute music session. In alternate weeks this is Singing for the Brain; in 
the other weeks it is live music and dance or, occasionally, circle dancing. This 
works very well but we would like to enrich our musical offering with some 
additional afternoon sessions for a small group, particularly of those at later stages 
of dementia who value it particularly. 

13.00 Lunch, of two courses, served at round tables of 5-6 people. 

14.00 A final hour of activities which can include art and craft work, games, 
charades, reminiscence sessions –some led by Age Exchange and others by our 
own volunteers. The National Gallery periodically provides a session in Art 
Appreciation and some individuals chose to be pampered with nail and makeup 
sessions. Cognitive Stimulation Therapy is sometimes offered to a small group. We 
would like to expand our small-group activities, partly to respond to the diversity 
of interests and capacities and partly because it enables much more one-to-one 
interaction than is possible when the whole membership is together. We have just 
been offered weekly sessions of reading aloud by the Readers Group (another 
GSTTC-supported project) and this will enrich our afternoon choices. 

And it is in this period that, once a month we hold a carers' group meeting, run by 
a facilitator from the Lambeth Carers Hub, which enables carers to meet and 
discuss and share their problems, along with an appropriate guest speaker.  This 
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enables carers to attend in the knowledge that the people they care for are safe and 
well looked after.  

15.00 people begin to disperse, though many remain until 1530 or 1600h (It is often 
difficult to persuade members, and relatives who come to collect them, that it is 
time to go home.) 

"Thanks, this sounds really helpful: people hadn't suggested 
to me	  about being part of a carers group but as I pointed out 
(with despair cos I thought they just didn't understand and 
considered I was being obstructive - one family member said I 
was stubborn!!), the problem for me is that I get 9 precious 
respite hours a week when I can stretch my legs, get business 
and shopping done, tho I do a lot on the internet, I can get 
to the doctors, I can meet friends...the rest of the time, of 
my 'life', I am stuck in the flat with [x] except for a foray 
to the shops nearby when I take him with me in the 
wheelchair. To attend a carers group would mean giving up 2-3 
of those precious hours of freedom, and as I did once attend 
a carers meeting, I wasn't convinced the benefits would 
outweigh the cost to me. 
 
However, this idea of having a carers group whilst the cared-
for are otherwise occupied is brilliant!! And all being well 
I hope to attend" 

 

Using the asset based approach internally  

One distinguishing feature of our particular asset-based model is that it is 
community-based in the truest sense: our group commissions the services of our 
part-time coordinator and of some sessional contributors (mainly workshop 
leaders), but we have no employees. Thus all of us, the coordinator and all those 
who assist her managing the group, and with various administrative tasks work 
from home, and there are no office costs. If we had to rent a space in a shared office 
we would have to budget at least £3000pa. 

We do not pay for the spacious rooms we use in Lingham Court or for the use of 
the kitchen.  These are provided by our hosts, the residents of the care home and 
would cost us at least £250 a week (£12,500pa) if we had to pay. 

Our biggest quantifiable input is the work of our volunteers. Each week for 50 
weeks we have about 12 volunteers each working for 5 hours. Valuing this time 
even at £8 an hour would amount to £24,000pa. Among these volunteers are people 
with high levels of relevant skill or qualifications on whom we depend for singing 
for the brain and other music-making, drama and other activities. And many times 
a year these same volunteers are also active manning stalls at festivals and 
supporting fund-raising events. 

Our Treasurer (an accountant) and Chair put in another 50-60 days a year of 
professional work while another accountant validates our annual accounts without 
charge.  A volunteer graphic designer continues to design our flyers, posters and 
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online branding, doing work which he says would otherwise be charged at 
£1300pa. 

If all these assets had to be paid for - even at very modest levels - it would cost 
more than £40,000 a year, dwarfing the £15,000 gross cost of our coordinator. 

Our weekly events contribute a lot of contact hours: 50 weeks, 4.5 hours a week 
enjoyed by an average now of 55 members (excluding volunteers etc) = 12,375 
contact hours per year. 

The varied inputs of our members with dementia and those residents of Lingham Court 
who don't have dementia is difficult to quantify. However what they provide to each other 
as peer-support and to all of us in warmth and companionship is invaluable. 

"Many thanks for a wonderful day last Wednesday; it was most 
uplifting to meet so many enthusiastic people" 

 

Leveraging in external resources by using assets available in the wider 
community at no cost 

One of the achievements of the last year has been that the credibility we have built 
up has enabled us to mobilise the input of external assets: 

• Metropolitan Housing, who are the landlords, as well as allowing us to use 
the premises for free, have just agreed to us having a clothing bank installed 
on their grounds outside Lingham Court. In addition, they helped us obtain 
a small grant that enabled us to build raised beds so that our members could  
grow salad leaves and herbs in the garden. 

 
• Allied Healthcare, who are the care providers at Lingham Court, have been 

providing us with lunch at the fixed cost of £135 per week, regardless of 
how many members eat lunch (about 55 each week at present) and this has 
been a huge help because our previous experiment at charging for lunch 
resulted in some of our elderly members opting not to eat as they felt they 
could not afford to. In addition, it resulted in anxiety amongst our members 
with dementia who could not remember whether or not they had already 
paid, and in more pressure on our coordinator by increasing the workload. 
 

• We are members of Lambeth South Central time bank, and this has meant 
that they have been paying for our volunteers' insurance and CRB/DBS 
checks.  

 

• The Interjunction – a local charity which works with young people who are 
not in employment, education or training supplies us with volunteers 
(which reduces the amount of time we'd have to spend on recruiting), and 
other organisations provide our members with activities without charge. 
This cooperation adds an intergenerational dimension to our work.  

 

• Over the last year sessions have been contributed by the Gardening 
Museum, the National Gallery, and local music charity Joy of Sound.  
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• Age Exchange is running a series of 24 monthly reminiscence sessions, 
which started in August, while also providing several of our volunteers with 
free training so that they will be able to run the sessions themselves once the 
two years are over.  

 

• In addition, as mentioned above, the Lambeth Carer's Hub runs a peer 
support group for those members who are carers. 

 

• We have also been doing intergenerational working with the Challenge 
Network, whose aim is to bring together local people across generations. 
This cooperation means that every year a group of teenagers visits the Club 
to learn about what we do, and then organises a party for us all to attend 
together.   

 

• We have only just become members of the Dementia Engagement and 
Empowerment Project (DEEP) which brings together groups of people with 
dementia from across the UK, and who support these groups to try to 
change services and policies that affect the lives of people with dementia. It 
is thanks to us joining this network that we are now in a position to benefit 
from free help with our evaluation (see below) from Innovations in 
Dementia CIC.  

 

Strategy for the coming year 
Our strategic objectives for the next year, and the work involved, are as follows:  

1) Objective One: refining our model by maximising our use of assets available within 
the group. 

As we have explained, a key feature of our model is to endow people with dementia with a 
sense of purpose while also promoting our message that, as the symptoms of the disease 
progress, people with dementia can still play an active role in society if provided with 
support, and that this support can very often be provided by fellow citizens.  

In practice this means that we have trying to get to know our members with dementia as 
well as we possibly can– which has been enabling us to meet each individual's needs and 
identify ways in which the skills and abilities of each individual can be put to good use, for 
the benefit of the group. These skills range from serving on the Club's committee, to 
performing at fundraising gigs, to folding flyers, to engaging fellow members in 
conversations about topics of mutual interest.    

However, this type of "asset mapping exercise" has not been systematic. Also, due to our 
group having grown fairly large (to include 28 with dementia) over a relatively short period 
of time, those of us without the condition have not been having enough time to get to know 
each of our most recent members with dementia well enough to ensure their maximum 
involvement.  

Against this background, we have just secured funding from the Dementia Engagement & 
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Empowerment Project (DEEP) to buy us the time to visit people away from the club, and to 
produce 1 page profiles for those of our members with dementia who have joined the group 
over the last year (11 people, 8 of whom are past the first stages). As well as outlining the 
experience, talents and other personal attributes  of the individuals in question, the profiles 
would detail what support each person would need in order to be enabled to use their 
capacities at the Club, to add value to our collective product.  

The concept of one page profiles was developed by Helen Sanderson and Associates 
(http://www.helensandersonassociates.co.uk)  in 2004, and ours would be based on an 
adaptation of their template, which we would be developing with their help.  

Helen Sanderson and Associates have expressed strong support of our aims, and –had our 
application to DEEP not succeeded– they offered to help us apply for  funding from other 
sources, in addition to doing some of the work for free.  

Naturally we hope that this cooperation will prove fruitful and that we'll be able to share 
with similarly minded groups our experience of using the self-customised profiles we'll be 
developing. Those groups may then use them, and help amplify our message that people at 
the more advanced stages of dementia are able to play an active role in society, if provided 
with the right support.  

"Hi simona, I am carrying out a review of X & he and his wife 
both told me how much they get from attending your Healthy 
Living Club". [ social worker ] 

 

2) Objective Two: refining our model by maximising our use of assets available in the 
wider community.  

We are acutely aware that what makes our operation possible is that we work in partnership 
with other organisations, as detailed above. So part of our ongoing work is to nurture 
existing relationships and to develop new ones –which we do regularly through networking 
by attending local, and occasionally non-local, events and by maintaining an active presence 
in the social media. In fact, it is through networking that we have come to into contact with 
the Interjunction, DEEP, Helen Sanderson Associates and many other individuals and 
organisations that have provided us with their services for free over the months (ranging 
from a Greek speaking volunteer, to First Aid Awareness training sessions – delivered by 
the young volunteers from the "U",  a Young Foundation initiative).  

Although some of the fruitful relationships we have been enjoying started casually, we are 
also constantly looking for partners which could help us in very specific ways, and our 
priority in this respect over the coming year, is to refine our model so that it can make better 
use of being members of a time-bank.  

Although we benefit from being members of Lambeth South Central Timebank in that they 
insure volunteers and pay for the DBS checks, we have had very little opportunity to spend 
our time-credits as we have not been able to think of ways the other organisations which are 
also members of this particular timebank could contribute to what we do.  

As a result, we have so many unspent time credits we have lost count –which is not in the 
spirit of time-banking. Our time-bank is hosted by South London and Maudesley  (SLAM) 
NHS trust, and it will be our priority over the coming year to hold discussions with them so 
that we can cooperate more effectively. It seems to us that the obvious way forward would 
be for them to consider expanding to include organisations whose remit is –or includes– 
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providing services and or entertainment to older adults and who would be willing to do so 
in exchange for time credits. We do realise, however, that this may not be possible, in which 
case we would be trying to identify another, more suitable time-bank to join.  

Although we are mainly interested in timebanks that manage the exchange of time between 
organisations, we will also getting in touch with an "inter-temporal" time-bank that enables 
individuals to bank (accumulate) time-credits to be used as their "care-pension" 
(http://giving.nesta.org.uk/project/care4care/). 

"Our mum as you know, has gone through some of these stages, 
its so very sad, but we [her children] will always love and 
be there for her, as i am sure many other families do. Also 
to praise all of you at HLC for doing such a great job"  

 

2) Objective three: presenting, evaluating and promoting ourselves as a model.  

Work on the website and other outreach documentation can be continuous - as it already is - 
reinforced by our very active use of Facebook and Twitter where we make good use of video 
and photo materials and audio tracks which communicate the liveliness and warmth of the 
Club's sessions. We are listed and linked as a model project by a number of authoritative 
bodies (including the Social Care Institute for Excellence SCIE and the College of Medicine 
Innovation Network) and should be providing more detailed statements of our approach 
and methods, along with advice and information for those who want to learn from us, via 
these links. 

Because we see ourselves as a pilot project, developing approaches which could and should 
spread very widely, we now need to make these outward-facing materials more 
comprehensive, compelling and helpful. The main aim here would be to make our approach 
more 'infectious' and to enable others who want to apply or adapt it to do so with more 
detailed guidance. 

"I'm currently nearing the end of a research project which 
has been investigating well-being and dementia. I'm very 
interested in the work that goes on at the Healthy Living 
Club and wonder if it would be possible to visit one of your 
sessions? Also I am considering setting up a community 
dementia group and wonder if I might be able to pick your 
brains at some point on some of the best ways to go about 
this.  Many thanks 
P.S. we follow each other on twitter" 

 

The specific work we plan to do in pursuit of this objective is as follows: 

• updating and extending our blog (web-site) as a more comprehensive resource 

• including within it guidance letters we give to new members and their carers, volunteers 
and contributors 

• adding details of our activities and our experience in scheduling them, either for full 
sessions for all members or as parallel activities for smaller groups with distinct needs or 
capacities 
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• adding and updating documents about our financial and management organisation 
including the safeguarding and other policies which we operate 

• We also need to review and revise our entries on the other web sites and listings where 
our work is featured - e.g. the College of Medicine Innovation Network, SCIE and various 
local listings of resources for older people or people with dementia - and revise our printed 
flyer. 

We would like to be able to make these improvements to our communications in the light of 
discussions with the College of Medicine, Lambeth Commissioning staff and with feedback 
from other groups which use our materials and exemplify the audience we are trying to 
reach - many of whom we can identify through their email or Twitter responses. 

In this context we have been considering what sorts of evaluation of our work we need to do 
to satisfy funding bodies about the benefits and value-for-money of our work - while 
keeping this activity proportionate to our resources. 

The challenges involved with enabling people with dementia to provide 
systematic feedback are well known to those who operate in the field, and the 
literature detailing the difficulties of engaging people with dementia in processes 
of survey-based evaluation is vast.  

Our own experiment earlier this year at stimulating verbal feedback through a 
focus group just re-confirmed to our experienced facilitators (the group was run by 
Ian Adams and Dave Bell) that traditional methods of evaluation are less effective 
than what can be achieved in small-group encounters and—they suggest— one-
on-one discussions. (See write-up in Appendix 1.) 

We are planning to overcome some of these difficulties by designing our own tools 
of evaluation and, as we lack the budget to be able to do so unaided, we consider 
ourselves fortunate that we have just been welcomed to join DEEP (Dementia 
Engagement & Empowerment Project) who are also to fund us, and we hope that 
their experience will help us in developing methods of rigorous analysis of our 
members' social networks and the Club's significance to them. Fostering a strong 
sense of belonging to a community is our primary objective and so we want to 
focus our evaluation resources on that particular outcome.  To the same end, we 
are in discussion with Dr Sahra Gibbon, lecturer in social anthropology in UCL 
(and a Wellcome Trust Fellow 2007-13) making plans for her to supervise one or 
two postgraduate students in a project which maps the social contact networks of 
our members and the role of the Club in their lives.  

Meanwhile we already have a monitoring volunteer from the Interjunction who 
attends the club regularly and plays a highly constructive role of observing and 
mapping the participation of individuals, reporting to us and suggesting 
modifications in our daily practices. This diagram, for example, helped us to 
rearrange the position of the chair-based exercise leader to draw more people into 
participation: 
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In addition to these specific activities, we shall continue to generate the following: 

Quantitative data 

 Attendance by people with dementia, other elderly people, carers, others 

 Referrals, departures, turnover, total numbers benefitting 

Qualitative data 

 Carer feedback; feedback from people with dementia, focus groups 

 Observation and media as records of responses (photos, video) 

 

4) Objective four: obtaining long term funding for the Healthy Living Club at Lingham 
Court  

The strongest imperative we face is to secure long-term funding to cover the core operations 
of the Club for its operations at Lingham Court and, all being well, to expand to a second 
venue. 

As we explained above, we have only recently completed the process of becoming a 
registered charity and are thus only now able to approach the full range of potential funders.  
In the coming year these approaches are a high priority. 

During the year we have repeatedly discussed the possibility of charging members for their 
participation, or even just for lunch. The following difficulties have been identified, 
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however: 

 Charging the residents of Lingham Court, who allow us to use their 
communal area as guests, would feel unethical 

 Charging only those of our members who come from outside 
Lingham Court would amount to levying a tax on dementia 

 Charging carers, as well as people with dementia, would also be 
unfair because some of these carers need to attend because the people they 
care for have personal care needs that the rest of us at the Club can't meet 

 There would be a problem of how much to charge: as we pay £135 
per week for lunches, but only a maximum of 28 (i.e. . the current number of 
our members with dementia who live outside Lingham Court) would be 
paying, we would have to charge them £5, to cover the cost. However, £5 is 
more than most of our members would be able to afford: many of our 
members can barely afford the cost of travelling to and from the Club using 
their taxi cards (£2.50 each way), and a charge would either prevent them 
from coming, or lead them to choose not to eat lunch. 

 Expecting our coordinator to add to her already considerable 
workload to collect, chase, and administer the payments would be 
unreasonable, as well as incompatible with her role –which includes 
building a strong sense of community among members 

 Our previous experiment at charging for lunch (£3) a few years ago 
resulted in widespread anxiety amongst our members with dementia who 
could not remember whether or not they had already paid, with some of 
them claiming that a member of their family had already paid –which was 
not the case. For this and other reasons, the experiment was abandoned after 
just a few weeks. 

 The amount raised would not compensate for time diverted from 
applying for funding or trying to develop a more sustainable model   

In this light, we feel that it is essential that all of our members should continue 
enjoying eating a hot lunch at their Club without having to pay for it. Thus in the 
past year we have continued to make the cost of lunch the second charge on our 
grant income after paying our coordinator.  

In this last year we have applied for grants for specific activities, as distinct from 
core costs. In particular: 

We applied to the European Foundations' Initiative on Dementia for one of the ten grants of 
€10,000 (open to the whole of Europe) which they offered this year, seeking support for 
music and drama work. We were not successful but learned a lot from the process. In 
particular we became familiar with that Foundation's important research on the positive 
alternative framings of dementia which would challenge the disempowering and defeatist 
language often used in daily conversation and in the press.  This enabled us to partner with 
the Belgian researchers at Leuven University in a bid for £45,000 to the Joseph Rowntree 
Foundation's programme: 'Reframing dementia in the 21st Century: challenging thinking 
and stimulating debate'. Our bid, to re-work the Belgian studies in a British context, was 
short-listed against strong competition.  
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On a smaller scale, we have bid successfully in 2 successive years for funds from Lambeth's 
Warm and Well in Winter campaign and have secured £3000 from the Cicely Northcote 
Foundation to support keep-fit activities and nail care and make-up sessions. Friends of the 
Elderly accepted our bid for funds to support Christmas activities (£512) and other small 
bids are in the pipeline. We have just learned that DEEP (see above) has awarded us a grant 
of £1,680 to support the work on one-page profiles of recent joiners. 

In this context we must, in 2014, meet with Lambeth Commissioning to press forward our 
aspiration to secure core funding for our current activity and for the roll-out of our model 
which both they and the Guy's and Thomas's Charity continue to want. The CCG's 
arrangements and its 5-year plan are now be in place after a year of flux.  

In case those discussions fail, then we must identify and secure other funding 
streams  before our grant from Guy's and St Thomas's expires. The Big Lottery 
'Reaching Communities' programme is particularly well-suited for us. The Joseph 
Rowntree Foundation run periodic initiatives on dementia and are re-launching 
their Charitable Trust in 2014. We'd also approach other organisations, such as the 
Childwick Trust and the Foyle Foundation. 

Conclusion 
We have had a very successful year and the Charity's grant is being fruitful. The 
Club is going very well, we have established our credibility, demand greatly 
exceeds our capacity and members are appreciative, loyal and living well. We have 
good governance in place and are now a registered charity. Our reputation has 
spread far and wide.  

We have had to use a great deal of time and energy in fund-raising which has been 
valuable in building community links and in mobilising practical support from 
members. However this activity to some extent consumes energies which we could 
have used to support more people in more locations. 

However, there is no sign here of Personal Budgets —which were expected to be 
our main source of funding— being on the horizon and we very much doubt 
whether people with cognitive impairments or their carers are likely to want this 
new set of responsibilities. Our experience is that it is as much as many of our 
members to can do to remember to come on Wednesdays, organise and pay for 
their transport. And if we had to do individual billing it would about double our 
staffing costs, damage our relations with members and be invidious between 
existing and new members in the transition period. 

We have only recently completed our charity registration, however, which may 
widen the range of organisations to which we can apply. However, many funding 
bodies resist contributing to core costs so most of our bids so far have been to 
support additional activities. 

We hope that the GSTTC will at least maintain our grant for its second year and it 
is our hope that it will be able to advise us on how our co-production model, 
which is so modest in its financial cost, can truly find a replicable and sustainable 
future. 

attachments: 

Write-up of focus group 



HLC report to GSTTC page 19 

Certified accounts for 2012-13 (separate PDF) 

Interim account and budget for 2013-14 (separate PDF) 

Financial plan quoted from our bid to GSTTC (separate PDF) 

Appendix: Focus Group for Members – held on 24th April 2013 

Present – B, E, W, I, F, T, R, B, Dave Bell , Ian Adams 

We held the meeting just after lunch in the Hairdresser’s Room.  The morning had 
been good spirited – the exercise group was invigorating, and this was followed by 
bingo, which was well supported by volunteers.  We asked certain individuals 
during the lunch session whether they would be prepared to come in for a chat 
about how they liked or didn’t like the club, and the group who came were readily 
in agreement to come. However at the point of helping people move, it actually felt 
a little as if some members (B, I, F, E) were not really clear what was happening. Ian 
stayed in the room with folks as they arrived and Dave helped people through, 
trying to explain as we went. 

When the meeting settled down at about 2.15 we introduced ourselves, and 
clarified that we wanted to just ask a few questions to help us see if we were doing 
things right at the club and if there were ways we could Improve it. We asked a 
number of questions, though time was very limited, and attention had to given to 
making things very clear and sometimes repeating for the benefit of those with 
hearing difficulties, as well as giving time for some people to repeat some things 
they had already said.  

We wanted to get some contributions from members on particular questions: 

• What	  have	  you	  enjoyed	  most	  from	  your	  coming	  to	  the	  club?	  
• Have	  there	  been	  any	  problems	  in	  your	  coming?	  
• What	   have	   been	   the	   benefits	   for	   you	   –	   think	   about	   how	   this	   affects	   your	   life	  

away	  from	  the	  Club	  too	  	  	  	  
• Is	  there	  anything	  you	  would	  like	  to	  see	  us	  do	  differently	  –	  in	  any	  aspect	  of	  how	  

the	  club	  is	  run?	  	  Are	  there	  things	  that	  you	  haven’t	  enjoyed?	  
• Are	   there	   any	   particular	   suggestions	   you	   have	   for	   the	   future	   –	   activities	   or	  

events	  that	  you	  would	  like	  to	  be	  involved	  in? 

The discussion raised several positive views of the club, about how it made people 
feel, some of the reasons for coming and some of the benefits that people 
experienced as a result. It was a necessarily brief meeting, as the taxis started 
arriving to collect people from about 2.45.  However, we were able to cover some of 
the topics we had hoped, and are making plans for future repetition of the Focus 
Group idea. 

Some of people’s comments and responses to questions are below: 
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Questions and Answers Notes 

What were your impressions when you 
first came? 

 

It was very nice  

(You get) a nice meal and everything  

…made us feel welcome, never strange 
(Ron) 

Gesture (nose)  that he didn’t feel 
avoidance/negative vibe 

…yes, it was friendly, and not strange  

Felt welcomed from the first day..  

  

What do you enjoy about the club? Some conflation of the club and of 
Lingham Ct, the building & its service? 

B: singing, games, everything  

R: you got rid of the one problem person  

W: just being here, it’s great having 
somewhere to go 

 

T: nothing to dislike, nothing wrong…  

E: enjoyable that everyone wants to speak 
about what concerns them…an exchange of 
ideas.  

These concerns being living with 
dementia, IA thought 

E: the singing is lovely – a beautiful release 
of feelings , to sing 

 

W: and just to hear them. I enjoy seeing 
people and socialising. 

 

B: people come up to you and help…  

R – a lovely respite, and atmosphere, and the 
food is bloody good… 

 

I – Come for the socialising!  

W- Socialising – otherwise we wouldn’t 
come out 

 

What food would you like the club to 
do? 

 

T: frying fish? The food  is all right  
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R – I like Chinese food. The chef is brilliant, 
we are spoilt 

 

I: (could have) rice and peas, curried goat; 
banana, coconut and mackerel; ackee and 
saltfish 

 

Have you had problems in getting 
here? 

 

W – I can walk….  

B: I just take the bus  

What are the benefits of coming here?  

You feel good after, then it’s something to 
look forward to… 

Interpreted this to mean he felt treated 
with dignity and respect 

You don’t feel like this (head down), you feel 
like this (head up!) 

 

It builds me up, I look forward to it  

It gets me out of the door  

I like exercise, singing  

W: you’re not on your own  

Keeps your brain working… and your body 
moving 

 

 

Reflections 

IA  

-‐ Difficult	  to	  try	  alternative/follow-‐up/probing	  questions	  without	  making	  question	  
more	  complicated	  and	  therefore	  unsuitable	  

-‐ difficult	  to	  measure	  or	  compare	  what	  people	  said	  –	  eg	  why	  is	  HLC	  better	  than	  ‘any	  
club’.	  Suspect	  it	  is,	  as	  underlying	  suggestion	  that	  people	  feel	  they	  are	  engaged	  with	  at	  
HLC	  (reminds	  me	  of	  lady	  who	  enjoyed	  coming	  to	  Managing	  Memory	  Group	  at	  Sancroft	  
Street,	  because	  she	  felt	  spoilt	  with	  attention).	  	  On	  reflection,	  we	  could	  perhaps	  use	  film	  
of	  another	  club	  to	  compare	  with?	  

-‐ Felt	  that	  participants	  were	  (as	  interviewed	  people	  often	  are)	  compliant,	  pleased	  to	  be	  
asked	  and	  reluctant	  to	  criticise?	  So	  ranking	  order	  of	  preference	  may	  help?	  

-‐ Could	  have	  tried	  some	  exercises	  on	  simpler	  topic	  like	  food	  ‘	  likes’	  –	  putting	  some	  
pictures	  of	  food	  in	  order	  of	  preference?	  And	  possibly	  same	  with	  singing,	  exercise,	  
bingo,	  games	  –	  have	  four	  pics	  and	  put	  favourite	  at	  top?	  

-‐ Difficult	  to	  conclude	  views	  of	  people	  with	  different	  types	  (levels?)	  of	  dementia	  	  –	  	  W	  
and	  R	  spoke	  more	  and	  differently	  than	  B	  for	  example.	  Did	  T’s	  views	  need	  qualifying	  in	  
any	  way?	  	  
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-‐ for	  another	  time,	  following	  up	  the	  group	  with	  1:1	  informal	  interview	  might	  be	  
productive?	  

DB  - 

-‐ I	  felt	  it	  was	  a	  valuable	  and	  revealing	  meeting	  –	  people	  listened	  to	  each	  other,	  and	  were	  
able	  to	  highlight	  positive	  aspects	  of	  coming	  to	  the	  club	  that	  they	  were	  able	  to	  articulate	  
–	  their	  enjoyment	  of	  the	  activities	  (singing,	  exercise.	  eating!),	  their	  feelings	  as	  to	  how	  
they	  are	  treated	  (dignity,	  respect)	  and	  their	  reduction	  in	  isolation	  at	  home.	  	  

-‐ Members	  struggled	  at	  first	  to	  find	  the	  point	  of	  the	  discussion	  and	  spent	  time	  
identifying	  why	  they	  were	  there…	  R	  told	  the	  story	  of	  me	  coming	  to	  his	  house,	  I	  made	  
the	  connection	  that	  I	  knew	  her	  daughter,	  but	  they	  weren’t	  clear.	  

-‐ We	  were	  unable	  to	  encourage	  any	  real	  constructive	  criticisms	  (or	  unconstructive!)	  –	  
people	  generally	  were	  feeling	  good,	  possibly	  because	  they	  were	  all	  being	  included	  in	  
the	  discussion	  (we	  tried	  to	  ensure	  that	  all	  were	  engaged	  –	  including	  one	  person	  with	  
severe	  hearing	  impairment	  as	  well	  as	  two	  who	  had	  difficulty	  really	  grasping	  what	  it	  
was	  the	  meeting	  was	  trying	  to	  do).	  	  Because	  of	  this	  	  mostly	  positive	  generalised	  
comments	  came	  out	  –	  no-‐one	  was	  able	  to	  highlight	  problems	  with	  transport	  for	  
example,	  or	  with	  meals	  	  (despite	  the	  fact	  that	  we	  know,	  for	  example,	  that	  one	  person	  is	  
vegetarian	  and	  there	  is	  never	  a	  veggie	  option	  on	  the	  lunch	  menu)	  

-‐ I	  was	  impressed	  that	  each	  person	  did	  actually	  contribute	  –	  this	  demonstrates	  I	  think	  
that	  we	  were	  able	  to	  create	  a	  sense	  of	  confidence	  in	  the	  members	  attending,	  they	  felt	  
safe,	  and	  there	  was	  an	  element	  of	  humour	  present	  too.	  There	  is	  potential	  for	  the	  idea	  of	  
regular	  focus	  groups,	  and	  maybe	  we	  could	  consider	  how	  we	  do	  this	  in	  future	  –	  try	  and	  
keep	  the	  same	  group	  so	  they	  develop	  more	  confidence	  in	  contributing?	  (Very	  difficult	  
to	  do	  this	  in	  35	  minutes!)	  

-‐ It	  has	  always	  been	  difficult	  to	  engage	  people	  with	  concentration,	  memory	  and	  language	  
disabilities	  (even	  though	  all	  are	  at	  different	  stages	  of	  dementia)	  in	  consultation.	  	  We	  
are	  committed	  to	  doing	  this,	  so	  it	  may	  be	  good	  to	  plan	  more	  carefully	  for	  a	  future	  group	  
–	  Ian	  has	  suggested	  pictures	  	  and/or	  	  scores/ratings	  –	  these	  could	  work	  very	  well	  
(‘Talking	  Mats’	  for	  example	  are	  used	  widely	  to	  good	  effect).	  	  Though	  I	  do	  think	  that	  the	  
brief	  meeting	  was	  valuable	  I’m	  not	  sure	  we	  were	  clear	  about	  what	  we	  wanted	  –	  
suggestions	  for	  future	  activities?	  comments	  on	  current	  structures?	  Satisfaction	  with	  
how	  people	  are	  treated…We	  need	  to	  be	  much	  clearer.	  	  

-‐ Further	  focus	  groups	  need	  to	  be	  held	  with	  other	  groups	  of	  members	  –	  carers	  (perhaps	  
a	  questionnaire,	  as	  often	  family	  members	  and	  carers	  are	  not	  always	  present),	  and	  
volunteers.	  
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