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Conference Bursaries Report

The Life Changes Trust was established by the Big Lottery Fund with
a National Lottery grant of £50 million to drive transformational
improvements in the quality of life, well-being, inclusion and
empowerment of people affected by dementia and young people with
experience of being in care.
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Background
The Life Changes Trust is an independent organisation established by the Big Lottery
Fund Scotland in 2013. The Trust has two beneficiary groups: care experienced young
people and people affected by dementia. By ‘people affected by dementia’ the Trust
means people living with dementia and people who are the unpaid carers of those living
with dementia. For more information about the Trust and the work it funds throughout
Scotland see www.lifechangestrust.org.uk
In 2015-16 the Trust provided Life Changes Trust Awards for 30 people living with
dementia, carers and former carers to attend the Alzheimer Scotland Conference on
1 June 2015 in Glasgow (£8,200). The Trust also provided 34 Awards for people living
with dementia, carers and former carers to attend the Alzheimer Europe Conference in
Ljubljana, Slovenia, from 2-4 September 2015 (£37,625). The Awards covered conference
fees, accommodation and travel costs and were kindly administered by Alzheimer
Scotland. The Trust also provided bursaries in 2014, see http://bit.ly/1naPHbC
One of the Trust’s priorities is to empower people affected by dementia so that they can
do the things that are important to them. People living with dementia and carers have
said how important it is that they are at events and meetings which are about the lives
they lead on a daily basis. As one carer, who received a Life Changes Trust Award, put
it, “If we are not there, it is as if a football match has been arranged with all the officials
being present, but no footballers invited to participate”.
The intention behind this report is to share what those who received the Awards said
about being included in the conferences and the benefits that can bring. It is also hoped
that this report will encourage other organisations to think about what they could do
to include more people affected by dementia in the events they organise and how they
might make them more accessible, financially and practically.
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The importance of having people living with
dementia and carers at conferences
“Those living with dementia have the most vital contribution to make to the
debate and developments.” (Carer)
“It matters to me that my words are said by me, not someone who takes my words
to run up the career ladder on the back of me…if people continue to think they
can take our knowledge and speak on our behalf they will de-skill us. Too many
people are running away with our words.” (Person living with dementia)
Nobody knows more about the effect of dementia than those who live with it day by
day. Every person who received a Life Changes Trust Award gave feedback and most
had something to say about why it was so important that they were at the Alzheimer
Scotland and Alzheimer Europe Conferences:
“So that professionals could see real people, with real lives, living in the
community with a diagnosis.”
“To get our voices heard.”
“No matter how much we tell people, no-one knows what it is like to be in our
Heads. (It is) important for the newly diagnosed to know we can still do so much.”
Almost every person who provided feedback commented on the importance of
conferences in enabling networking and peer support. They spoke of relationships
that have continued in person and online after the conferences and the exchange of
information at conferences.
“During breaks I did have lots of conversations with other attendees where
we swapped ideas and thoughts and as I benefited from these, I hope others
benefited from my input.”
“As a result of attending I feel my network is stronger and much more varied
and I am thinking wider than Scotland for future improvements and ways for
countries to work together. Thank you once again. It really is most appreciated
and I very much hope to be able to attend again next year.”
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Some of those who received a Life Changes Trust Award were disappointed that there
was not more direct input at the conferences from people who are living with dementia.
They believed that there could be sessions that were led solely by people with
dementia and/or carers. They believed they would need only a little support to do this.
One gentleman said that he hoped for a day when people affected by dementia were in
the majority at all dementia conferences.
The Trust asked those who were given a Life Changes Trust Award whether they would
have attended without it. With the exception of one or two - who believed that perhaps
another organisation they were affiliated to might have paid - the answer was a
resounding ‘no’.
Some of the comments received about the conference:
“My financial circumstances would make it impossible to have paid for
attendance.”
“Money is tight so the award allowed me financially to be able to attend.”
“Without the help and support of the Life Changes Trust, attending the conference
would have remained a distant dream.”
“Due to giving up work to care for my wife, our only income at present is benefits
and without this award I would not have been able to afford either the travel or
tickets to the conference…Even if I did have income from full time employment I
believe ticket prices for the event would have stopped me attending.”
One person suggested that a certain number of places at all conferences should be free
for people affected by dementia.
“If I go, I need to pay out of my (rather empty) pockets. If a professional person
goes, their company pays for it and also for their wages. Maybe their ticket prices
should be a bit higher so people with dementia can go for free.”
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The benefits of being at conferences
Those who received an Award gave feedback about the lengthy travel time that it took
to get to the Alzheimer Europe conference in Slovenia – three flights were necessary
for most people. Therefore, they arrived exhausted. There were also those who spoke
about travelling long journeys from the Highlands to get to the Alzheimer Scotland
conference in Glasgow. However, these hardships paled into insignificance in light of
the benefits that the conference brought.
“The conference was brilliant. It was good to share knowledge and understanding.
Having different people speak and finding out what they think about dementia
was really useful.” (Carer)
“Attending the conference and listening to the presentations inspired me and
strengthened my resolve to remain positive. I was encouraged by the success
stories of those living with dementia, in particular the coping strategies and the
determination shown by individuals to make the best of what you have.” (Person
with dementia)
“Areas I was previously unaware of came to light, e.g. the realisation of how
much progress had been made since my husband’s diagnosis back in 2003,
better communication between different bodies/disciplines, signposting to
help available, inclusion rather than exclusion of people with dementia and the
acceptance of the family carer being an integral part of the planning/structure
concerning the needs of their loved one.” (Former carer)
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“I was proud to be a small part of a large Scottish contingent present at the
conference. The group were vocal, supportive of our Scottish presenters and
added another octave of cheer to the whole proceedings.” (Carer)
Most people living with dementia who received Awards felt that the Alzheimer Europe
conference was just a bit too busy.
“It was crowded and hot and full of professional people talking very loudly. This
caused some upset for people with Alzheimer’s. Several…left the room as it was
difficult to make ourselves heard. We found a quiet corner until the meeting
started.”
Some people who gave feedback also felt that the language used at the European
Conference needed to be addressed: one or two said they had been referred to as
‘sufferers’ or ‘patients’, which they found unacceptable. Others did not like being
‘segregated’ from the main body of the conference for meals.
There was a Ball at the Slovenia conference and those who went to it described it as
“brilliant”, “a complete laugh”. Others who received an Award decided to use the trip
(from Glasgow to Ljubljana) as a way to raise awareness about dementia by wearing
specially designed t-shirts.
At both conferences, people spoke about conference staff being “excellent”
and “extremely helpful”. The general consensus was that the conferences were
“rewarding, exhausting and emotional”.
“Wearing our…t-shirts from the start of the journey generated discussion. So
many people spoke to us and almost everyone we talked to had an experience of a
family member or friend with a diagnosis of this disease.”
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Making venues more accessible
A large number of people who received a Life Changes Trust Award spoke about
accessibility issues with the Conference venues, although more in relation to the
Slovenia conference venue. Two said that although there was clear signage to the
toilets at the Glasgow venue, there was no signage in the toilets to say how to exit.
One person said that they had raised the issue of the carpet pattern “which looks like
girders and is disorientating” at a previous conference held at the Glasgow venue, but
nothing had been done in response so he was disappointed.
In relation to the conference venue in Slovenia, feedback included the following:
“The first and most glaring issue was the lack of signage; it was guess-a-minute
as to where the toilets were located. As I am partially disabled, the prospect of
going down three flights of stairs (marble) was frightening. Only at the bottom
were we informed that there was a lift.” (Person with dementia)
“When we reached the Kosovel Hall it was evident that there was little
accessibility for disabled and wheelchair users – a very steep staircase with no
right side hand rail, thus making it treacherous.” (Carer)
“Although the venue was very spacious and well-appointed for conferences and
other events, I felt that it was not particularly dementia friendly visually. The
reflective surfaces on ceilings, concealed entrances to lifts and lack of colour,
with different levels looking similar, were not helpful elements, in my view.”
(Dementia Friendly Community Leader)
“Venue should be pre-vetted to ensure it is dementia/disabled friendly. Someone
with dementia should be involved in the selection of the venue.” (Person with
dementia)
“Sign posting is essential. Able-bodied people were confused, so imagine the
impact on a person with dementia in a strange environment trying to work
out where everything is. Signage is not expensive and it should be a major
consideration in venue selection.” (Carer)
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The issues raised have also been raised in relation to a number of events over the years.
This prompted the Dementia Empowerement Engagement Project (DEEP) network to
produce two very useful resources on ‘Involving people with dementia at conferences
and events’ and ‘Choosing a dementia friendly meeting space’. These resources can be
found here:
http://dementiavoices.org.uk/wp-content/uploads/2013/11/DEEP-GuideConferences-and-events.pdf
http://dementiavoices.org.uk/wp-content/uploads/2013/11/DEEP-GuideChoosing-a-meeting-space.pdf
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Learning and future involvement
The feedback received from those who received Life Changes Trust Awards is extremely
valuable. It has been honest and thorough. The Life Changes Trust has considered the
feedback from a funding perspective and has decided that in the future it will fund
further initiatives that:
Empower people living with dementia and carers to have a voice at a wider
variety of conferences relevant to dementia
Provide greater opportunities for people living with dementia to network
across Scotland and the UK more widely
Provide greater opportunities for carers of people living with dementia to
network across Scotland and the UK more widely
Lead to greater peer support networks and resources
The Trust already funds 16 dementia friendly communities across Scotland which
have much to share about making sure that activities, events and venues are dementia
friendly. The Trust also co-funds the DEEP network across the UK with the Joseph
Rowntree Foundation and Comic Relief. This work supports influencing and peer
support networks at local and regional levels.
The Trust invites other organisations to consider the feedback given in this report. It is
time for all organisations that work in the dementia field to consider:
Providing free conference places for people living with dementia and carers
as a matter of course
Making events more accessible and dementia friendly, for example,
involving people with dementia in choosing and vetting venues
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Conclusion
‘Nothing about us without us’ is the phrase used to communicate the idea that
no policy should be decided without the full and direct participation of individuals/
groups affected by it. This is not idealism but democracy at work. The conferences,
seminars and meetings that professionals attend are often places where conversations
and discussions take place that then form the basis of policy papers and legal
documents. It is important that people affected by dementia are fully included in
these discussions. It is equally important that they are financially empowered so that
they can attend. This is a ‘must do’.
Some people living with dementia are unable to be involved because their dementia is
in its later stages. However, there are many people who still have an active part to play.
We have heard from a number of them in this report and we know that they represent
just a small sample of those whose lives are affected by dementia in Scotland. Let’s
make sure we get enough footballers on the pitch to play the game properly, rather
than leaving them on the sidelines on the subs bench pitching in the odd comment
now and again.
Let’s make it about them – not us.
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Getting in touch
If you have any queries or wish to share
your views and ideas, you can contact us
in a number of ways:
Phone: 0141 212 9600
Email: enquiries@lifechangestrust.org.uk
Website: www.lifechangestrust.org.uk
Address: Life Changes Trust, Empire House,
131 West Nile Street, Glasgow, G1 2RX
Twitter
@lifechangestrst
Facebook
www.facebook.com/LifeChangesTrust
Further contact information
http://www.lifechangestrust.org.uk/contact-us
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