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‘I want a life worth living not a slow goodbye.’  

                                         
             Larry Gardiner 



 

This year has been very encouraging for YoungDementia UK.    
We enable people with young onset dementia to live well and we wanted to 

understand how our members felt we were doing.  We carried out an 

evaluation with the Cranfield Trust and the response was hugely positive. 

 

The standard of our work has been internationally recognised for the first time.  

We were winners of the European Foundations’ Initiative on Dementia Award, 

‘Living well with dementia in the Community.’  

 

Our financial position has now improved  and we have been able to recruit 

new staff to help us meet the increasing demand for our services.  We now have to grow our fundraising 

to give us greater security and to develop our services that our members need and want.  

 

Changes the government has made to social care funding mean people with young onset dementia 

can now choose their support.  We want to be the service of choice so we need to increase awareness 

about our services.  We estimate we currently support just a third of the people we could be helping in 

Oxfordshire and there will be many more in adjoining areas.   

 

Dementia is currently high on the political and news agendas.  We welcomed the launch of the Prime 

Minister’s challenge on dementia but there was little to recognise the specific needs of younger 

people.  This is why we are part of the national Dementia Action Alliance, a group of organisations 

working together to radically improve the lives of people with dementia. 

 

Our work couldn’t continue without the backing and support of our members, staff, trustees, patron, 

funders, our partners, volunteers and guardian angels.  We heartily thank everyone for their continued 

support as we look forward to our 14th year.       

                         Judith Argles 

Chair, YoungDementia UK 

 

 

 

Larry’s story 

It’s been a mixed year for Larry Gardiner.   
As an undergraduate, his studies in Writing for   

Performance are one of the things helping to 

keep his brain active.   

 

The challenges of vascular dementia mean there 

are days when being a student is extremely tiring 

and confusion and fatigue take over.  But Larry is 

‘on a mission to preserve his capacity’.    

 

He is 60 and has had symptoms of dementia for 

almost ten years.   

 

‘I'd like people to take the trouble to get to know 

the real me.  I'm not simply the sum of my       

symptoms, I'm the product of my experiences.    

‘I have had a life of my own and I want to go on having one for a very long time.’ 

 

YoungDementia UK’s support is enabling Larry to live the life he wants to live.  His One to One support 

worker, Sandy, helps him both with the practical and the fun aspects of life. 

 

’I can’t say enough good words about Sandy, she is wonderful,’ says Larry.  ‘Before I was being 

supported by YDUK the chaos in my life was overwhelming.  I was feeling very depressed and I was 

often very agitated.  Sandy has helped me to feel much calmer and in control of my situation.   I can 

also share the things I enjoy with her, the things that matter to me.’ 

Larry enjoying family photos with Sandy 



 

One to One Service 

In the last 12 months we have provided more 

than 6,200 hours of tailored, individual support, 
helping people with YOD to live the life they want to live.   

 

We have recruited three new One to One support workers 

taking our team to 15, and increasing our capacity to 

meet the needs of people affected by YOD in Oxfordshire 

and adjoining areas.   

 

We are also providing signposting to people who contact 

us from outside the region.  

Family Service 

Elaine’s husband Steve has Pick’s Disease, one of 

the rarer forms of dementia, which affects the front of the 

brain.   

 

The symptoms of this condition include, amongst other 

things, a progressive change in personality and behaviour. 

One of the most significant differences in Steve (right) is his 

obsessive behaviour. 

 

Elaine has faced many challenges in coping with the 

changes in her husband.  His compulsive gambling has 

caused them severe financial problems and phases of 

obsessive eating and continuous talking, even at night, 

have been exhausting for Elaine at times.   

 

Our Family Service has been vital in giving Elaine time and 

space for herself.  The personal support she receives from 

team member, Emeline, (lower right) has helped with the 

practical aspects of life and both Elaine and Steve have 

benefited greatly from the shared support they find at the 

YDUK Café each month. 

 

‘Emeline is my guidance,’ says Elaine.  ‘When I am 

exhausted she is there and then I can pick myself back up 

and carry on.  I really don’t think I could have got this far 

so easily without the knowledge that she and YDUK are 

there.   I think Emeline and I just hit it off, she listens to my 

crying and she’s sort of coaching me to cope.’ 

 

Understanding our value to Larry and all of our members  

In 2011/12 we carried out an evaluation of our direct support services in Oxfordshire for people living 

with young onset dementia (YOD).  Everything we do is shaped by the people we support and it is 

important for us to know how well we are meeting their needs. 

 

 

 89% of people said the One to   

One Service was ‘excellent’ 

 6% said it was ‘good’ 

 

People felt the key benefits of the  

service were: 

 

 improving their self-esteem  

 helping them to maintain skills  

 building their self-confidence  

YDUK’s Family Service this year provided more than 1,200 hours of support to 85 families.  

 In our evaluation, YoungDementia UK’s Family Service was rated as ‘excellent’  

      by 75% of respondents and as ‘good’ by 25% 

 81% said it made a positive difference to their lives   



 

The Café and social events 

Each month around 35 younger people with dementia and family members attend  

our Café.   
 

 
 

New relationships to improve access to our 

services 

We have now established a direct link with 

the regional Cognitive Disorders Clinic at the 

John Radcliffe Hospital in Oxford.   
 

The clinic specialises in providing diagnosis and 

assessment for people with young onset dementia.  It 

accepts all referrals from GPs in the county and will 

enable people to access our services much quicker.  

This is a major step forward in creating a clear 

pathway of support. 

 

We continue to strengthen our relationships with both 

statutory health and social care services, and third 

sector organisations to provide the best support 

possible to younger people with dementia.   

 

YDUK’s Family Service Manager, Sue Smith, is also the 

Central representative for the National 

Frontotemporal Dementia Support Group, extending 

our reach to those with rarer dementias. 

 

It is a great night out with entertainment and good 

food and it is becoming increasingly popular.  As 

Elaine and Larry have found, it is also a welcoming 

place for individuals and families to connect with 

each other, share their experiences and to meet up 

with the team.    

 

’I was reluctant to go to begin with as I didn’t know 

anyone,’ says Larry, ’but someone took the time to 

introduce me to a few people.  I really enjoy it now.’ 

 

The Café couldn’t operate without our dedicated 

volunteers.  There is a growing level of interest in      

volunteering with YDUK and we are looking at         

developing opportunities elsewhere in the charity to 

make the most of offers of help. 

Linda enjoys her life story book with 

One to One support worker, Yvonne 

Our social events provide a network of support for people at every stage of their journey.   

 

Coffee ‘n’ Chat and Walk ‘n’ Talk sessions give families a chance to chat and relax with each other, 

while our At One lunches are growing in popularity for those people who have been bereaved or 

whose partners have moved into a care home.  We also have special events in the calendar including 

the annual garden party and Christmas get-together.  Our regular newsletter keeps everyone in touch. 

Dogs are welcome on our Walk ‘n’ Talks 

 

 Our research found more than 90% of people thought the Café was ‘good’ or ‘excellent’ 

 Two thirds of respondents travel more than 11 miles to get there, with a quarter travelling more than 

21 miles 

 100% of those who attended a Coffee ‘n’ Chat felt it was helpful to them 



Growing for the future 

Almost all of the support services in the 

community are for older people with 

dementia.   
 

People like Larry with YOD have very different 

needs and this is why our work is so important.  They 

are more physically active, are often still working 

with a mortgage to pay and children and/ or 

parents to care for.  There is also a far greater 

emotional impact. 

 

‘Feelings of powerlessness, hopelessness and 

helplessness are probably more pronounced for 

those of us with young onset dementia,’ says Larry. 

 

‘We will, most probably, have longer to live with 

these disorders than individuals who notice 

cognitive decline and memory problems much 

later in life.  I want a life worth living not a slow 

goodbye.’ 

 

It is important that, alongside providing high quality 

services, YoungDementia UK helps to make sure 

young onset dementia is included in both the local 

and national debate about service provision and 

best practice.   

 

We are developing our links with dementia services 

regionally to play our part in creating a network of 

high quality support for people with YOD.   

 

We have this year taken part in the Department of 

Health’s National Dementia Priorities forum and we 

continue to be involved in the national Dementia 

Action Alliance.  

 

 

’I am benefiting enormously from the 

services and support offered by YDUK and I 

am passionate about being an ambassador 

for something I believe in because I have a 

direct experience of it.’   

      Larry Gardiner 

 

We have recruited a communications  

co-ordinator to strengthen our voice and our  

position in Oxfordshire, and to develop ways of 

sharing our model of specialist support beyond 

the county.   

 

With around a third of the estimated number of 

people with YOD in Oxfordshire currently         

receiving our support, there is clearly a job to do 

in raising our profile in the county and in          

adjoining areas where there are many more 

people unaware we are here to help.   

 

Our new community fundraiser will support and 

develop fundraising locally.  Building new        

income streams will help to secure and expand 

our services to meet the needs of our members.   

 

Our evaluation revealed people would like us to 

be able to offer support over the weekend and 

more flexible breaks.  Our ability to do this will 

depend on our income.     

 

YDUK members like Larry are an important part 

of raising awareness about our services, giving 

talks, taking part in media interviews and  

advocating on behalf of others. 

International recognition 

This year YoungDementia UK’s work has been internationally recognised.   
 

We were the proud winners of the European Federations’ Initiative on Dementia Award ‘Living Well in 

the Community’ for our contribution to a better quality of life for younger people with dementia and 

their families.  This award gives us the opportunity to share our knowledge and practice internationally 

at events such as the Alzheimer’s European Conference in Vienna. 



  

Statement of financial activities for the year ended 31 March 2012 
          

  Unrestricted 

Funds 

£ 

Restricted 

Funds 

£ 

2012 

Total 

£ 

2011 

Total 

£ 

Incoming resources         

          

Incoming resources from generated funds         

Voluntary income         

General donations and events 45,644 - 45,644 16,695 

          

Investment income 216 - 216 1,256 

          

Incoming resources from charitable activities         

One to One Service 45,756 145,475 191,231 142,324 

Family Service 46,017 17,900 63,917 48,022 

Development and other services - 61,588 61,588 37,272 

  _______ _______ _______ _______ 

Total incoming resources 137,633 224,963 362,596 245,569 

  _______ _______ _______ _______ 

Resources used         

          

Cost of generating funds 29,531 - 29,531 22,507 

          

Charitable activities         

One to One Service 65,108 92,056 157,164 182,062 

Family Service 20,354 46,831 67,185 79,134 

Development and other services - 31,734 31,734 41,591 

          

Governance costs 9,069 - 9,069 6,662 

  _______ _______ _______ _______ 

Total resources expended 124,062 170,621 294,683 334,956 

  _______ _______ _______ _______ 

          

Net movement in funds 13,571 54,342 67,913 (89,387) 

          

Total funds at 1 April 2011 48,719 46,337 95,056 184,443 

  _______ _______ _______ _______ 

Total funds at 31 March 2012 62,290 100,679 162,969 95,056 

  _______ _______ _______ _______ 

This summary is taken from our Annual Accounts for the year ending 31 March 2012.   

For the full accounts visit www.youngdementiauk.org 

 

YoungDementia UK has had a financial year of mixed fortunes.  We began 2011/12 in a less 

secure position than the charity had experienced previously due in part to the economic situation and 

fewer successful funding applications.  This meant we had to reduce our level of service for a short  

period.  However, hard work and loyal donors turned that situation around and we improved our       

financial position for 2012/13.  Our aim for the coming year is to increase our unrestricted funds.  Building 

up our reserves will give us greater stability and will help to safeguard services for our members.   



 

Balance sheet as at 31 March 2012 

    

£ 

2012 

£ 

  

£ 

2011 

£ 

          
Fixed assets         
          
Tangible assets   1   1 
          
Current assets         
          
Debtors 12,118   19,192   
Cash at bank and in hand 153,138 - 77,051   
  _______   _______   
  162,256   96,243   
          
Creditors: amounts falling due within one year (2,288)   (1,188)   

  _______   _______   

Net current assets   162,968   95,055 
    _______   _______ 
Net assets   162,969   95,056 
    _______   _______ 
          
Funds         
          
Restricted funds   100,679   46,337 
          
Unrestricted funds   62,290   48,719 
    _______   _______ 
Total funds   162,969   95,056 

    _______   _______ 

Reporting Accountants  Wenn Townsend  30 St. Giles’  Oxford  OX1 3LE 

Bank  CAF Bank Limited  25 Kings Hill Avenue  Kings Hill  West Malling  Kent  ME19 4JQ 

Thank you to all our friends, donors and funders 

YoungDementia UK members and team would like to thank everyone who has supported us this year. 

 Albert Hunt 
 Ammco Trust 
 Comic Relief - Oxfordshire Community Fund 
 Co-op Community Fund Award 
 Coutts Charitable Trust 
 Doris Field Trust 
 The D’Oyly Carte Charitable Trust 
 Gerald Palmer Eling Trust 
 HDH Wills 1965 
 Helianthus Charitable Trust 
 Henry Smith Charity 
 European Foundation Initiative 
 The Marketing Practice 

 J A Pye Settlement 
 Lloyds TSB Foundation 
 Marchday Charitable Trust 
 Oxfordshire Community Foundation 
 Oxfordshire County Council 
 Oxford Health NHS Trust 
 Park Family Charitable Trust 
 St. Michael & All Saints Charities 
 Steel Charitable Trust 
 Tesco 
 Tudor Trust 
 Esmée Fairburn Foundation 

We would like to make special mention of The Marketing Practice who chose us as their first charity 

partners.  We thank them for sharing their time and skills, and for being committed fundraisers.            

Our appreciation also goes to our Café volunteers and entertainers, and companies such as CD Alive 

and Jon Bowen, Personal Computer  Services, who give their time and expertise to help                 

YoungDementia UK to enable younger people with dementia and their families live life to the full.   



 

 

  

Dementia is ‘young onset’ when it affects people before the age of 65. 

 

People experience a progressive decline in their ability to think, reason, communicate 

and remember.  Their personality, behaviour and mood can change and they face 

the emotional challenges of dealing with an incurable, terminal condition in their 

prime of life. 

 

They are often more physically fit and the majority of social care and support 

available does not meet their needs. 
  
The World Health Organisation estimates there are between 45,000 and 67,500 people 

in the UK with young onset dementia. 
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Our mission 

YoungDementia UK is dedicated to ensuring people affected by young onset dementia have the best 

opportunity to live well.  We provide a range of high quality, person-centred, enabling services for 

younger people with dementia and their families in Oxfordshire and adjoining areas, from diagnosis to 

beyond bereavement.    

 

We offer signposting and telephone support to those who live outside our region and we promote a 

better understanding of young onset dementia amongst other professionals and the public. 

 

We work with organisations both in the region and beyond to share expertise in order to give younger 

people the best level of support for the life they want to lead. 

YoungDementia UK Homes 

YoungDementia UK initiated the setting up of 

YDUK Homes in 2009, a separate charity to       

develop and provide the next level of support 

that younger people with dementia and their 

families say they need. 

 

YDUK Homes’ plan is for specialist short break and 

longer term accommodation to be purpose-built 

in Oxfordshire, to enable people to continue   

living as fully as they can.  There will be strong 

links between the home and our community   

support services to give families a reassuring         

transition.   

 

Progress has been slower than hoped this year 

but has seen the building of the Homes team 

and further development of the business case.  

http://www.thecliveproject.org.uk/

