
 

 

Cross-Party Group on Dementia  
Minutes of the meeting 

4th December 2019 – 5:45pm-7:45pm 
Committee Room 6, Scottish Parliament Building, Edinburgh EH99 1SP 

 

 

Present: 
 
MSPs 
 
Richard Lyle MSP (Chair) Colin Smyth MSP (Co-convener) 
 
Organisations 
 

Alzheimer Scotland (Jim Pearson, Carleen Smith) Royal College of Speech and Language 

Therapists (Rebecca McKillop, Alison Keir), Scottish Government (Suzanne Kinross, David 

Berry, Linsey Oughton), British Deaf Association Scotland (Avril Hepner), Life Changes Trust 

(Arlene Crockett), Scottish Care (Caroline Deane), Care Inspectorate (Angella Fulton), Town 

Break (Daniel Lafferty, Gail Barton), Bob Cochrane (Dementia UK), VOCAL (Sebastian Fischer) 

 
Individuals 
 
Mary Charleton, Peter Charleton, Hilary Davidson, Brogan Murray, Janice Murdoch, Gill 
Wood 
 
 
1. Welcome and apologies 
 

Meeting opened by Richard Lyle MSP.  
 
The following apologies were received: Miles Briggs MSP, Finlay Carson MSP, David Beyt, 
Anne Bisset, Margaret Ann Beggs, Fiona Kelly, Margaret Brown, Elaine Hunter, Karen Taylor, 
Ron Coleman, Avril McKenzie, Jane Douglas, Archie Noone, Beau Nieuwenhuijs, Elizabeth 
Morrison 
 
 
2. Approval of Minutes 
 
The group approved the minutes without any corrections directed to the secretariat. 
 
3. Life Changes Trust 
 
Arlene Crockett from the Life Changes Trust (LCT) presented on “Creating Better 
Communities, Creating Better Lives”  
 



 

 

Arlene provided an outline of Life Changes Trust’s work until now. LCT will provide £25 
million to fund projects for people with dementia. They are currently five years into the ten-
year project. First applications to LCT came in 2015 and a lot has grown from that since- 
with 145 organisations have been funded already. LCT’s aim is to fund those that are not 
normally engaged, and whose expertise is elsewhere, i.e not necessarily in dementia, but 
that wanted to develop supporting people with dementia and carers.  
 
LCT want to embed learning. They’re currently working on evaluation, how they can support 
organisations to gather data, to seeing what works at grassroots and community level to 
support people with dementia. To this end, LCT will hold a series of regional events across 
Scotland to share experiences collaborative learning. There will be a total of 14 three-day 
events, covering all health board areas between 2018 and 2021. The events are organised 
collaboratively, inviting local stakeholder and partners as a planning group to reflect both 
local priorities and what is happening nationally. The focus is on collaboration over time and 
building relationships in local communities.  
 
These events take place over three days. The first two days include engagement sessions 
aimed at people affected by dementia. A short video was played as an example from one of 
these sessions of how a story telling approach can engage people with dementia.  These 
events allow people from local community to share experiences and express themselves.  
 
Final day is a Conference which is open to everyone including people with dementia, carers, 

families, and anyone with an interest in supporting people with dementia.  

 

Events have already taken place and have seen quick successes. Feedback has been very 

positive. Crucially, events are going to areas out of the central belt to more remote areas 

that are not often engaged with. From the five events so far there has been 800 conference 

attendees, including 155 people with dementia carers. Events are also livestreamed and 

videos from the event are shared online- from which there has been 9,000 views of the five 

events. The final event will take place in June 2022. 

 

Question and Answer Session 

 

• It was asked if subtitles could be added to future videos. LCT are working with an AV 

company and will be looking at this going forward. Action: ask future presenters if 

they could ensure videos have subtitles. 

• Question asked around the long-term success of events. They have already helped 

shape dementia strategies reflecting local priorities. Events have also provided an 

example of how storytelling can help people with dementia engage and become 

more engaged locally.   

 

4. British Deaf Association Scotland 

 

Avril Hepner from the British Deaf Association (BDA) introduced the BDA’s Dementia toolkit. 

It has been funded by LCT as part of a three-year project. The purpose is to bring 



 

 

information about dementia to British Sign Language (BSL) users that may not always have 

access to the same information and resources that the hearing community do and address 

this inequality. The dementia toolkit launched in Sept 2019. It was designed by deaf visual 

artist and includes lots of images and not as text heavy as other resources.  The toolkit is 

bilingual and is available in both BSL and English.  

 

The BDA dementia toolkit can be accessed at: http://www.BDA.org.uk/dementiatoolkit 

 

However, the project more than the toolkit, also provides training on BSL and dementia, 

teaching professionals how to engage with people with dementia that are also deaf. The 

BDA are also engaged with care homes and deaf clubs about dementia to fill knowledge 

gaps within the deaf community about dementia, provide education to challenge stigma and 

promote inclusivity.  

 

The project is far reaching- it aims to cover the whole of Scotland and leave a legacy that will 

exist beyond the funding period. The BDA will to have 40 or 50 videos on their website as a 

BSL resource on dementia. By end of year two of project, lots of HSCPs and councils would 

like access to training. 

 

There are many examples of the BDA being innovative throughout this project. They created 

videos with members of the deaf community that are carers or former carers. It filmed with 

people across the country to gather stories that are educational and providing advice in 

issues such as attending medical appts. Translated from BSL and English subtitles were 

added- which takes 2-3 months.  

 

There are also visual materials on the BDA website, which helps to provide parity with music 

for hearing people that can trigger conversations and memories.  BDA Share is a Deaf Visual 

Archive that allows people to share experiences. This highlights that music is not always the 

way into a conversation.  Across the 14 deaf clubs in Scotland there is desire for training to 

be delivered on this resource and the topic more widely.  

 

Avril highlighted many of the challenges for deaf people that are affected by dementia. One 

included the communication for a deaf person that has a dementia diagnosis that is placed 

in a care home where nobody uses BSL. Therefore, most important place for people with 

dementia who are BSL, it is a deaf care home. This is evidenced by the fact deaf people with 

dementia have shorter lives due to communication issues.  

 

Another challenge is that deaf people have poor access to information. There are few 

resources in BSL, therefore people may not have access to their own first language. There 

can often be differences in communication between deaf people with dementia. People 

may have limited direct interactions with professionals because of communication barriers, 

which can affect the assessment process and receiving an accurate diagnosis. In addition, 

their sign language may change, and they may use more out of date language which 

interpreters of their families may not understand. Family members or other interpreters 



 

 

have experienced challenges of being accused by clinicians of aiding the assessment due to 

their interpretation from English into BSL. A lack of conclusive diagnosis can consequently 

mean a lack of access to support. 

 

Carers also formed part of this project, acknowledging that carer’s mental health can also be 

affected.  A BSL stakeholder group was created who were either carers and former carers. 

This had unexpected output, as some carers had repressed emotions of anger and 

frustration they had not dealt with when they were carer.  

 

Avril referenced work that was ongoing within the Government relating to the issues of 

care, particularly within the BSL National Plan 2017-23, specifically Point 41 (that 

experiences of BSL users will be consulted in any adult social care reform, including at home 

or in a care home) and Point 43 (developing resources for health and social care staff to 

raise awareness on BSL culture)  

 

Question and Answer 

 

• What would happen if someone had dementia and something happened to their 

carer, would there be any way to inform, is there a register available?  

• The ripple effects of the toolkit. Three months since launch, the BDA have been 

contacted worldwide from various organisations. However, the most immediate 

effect is care homes, many of which have been in touch for training.  

• Given the challenges for anyone receiving dementia diagnosis, care plans can also be 

problematic. There are lots of carer support organisation, but mostly with hearing 

carers which would lead to challenges and require the presence of an interpreter. 

However, there are great benefits to technology such as Facetime which makes 

communication easier but it was emphasised that care services not only need to 

train hearing staff in BSL but employ BSL speaking carers.  

• The variations of sign language, and the fact many BSL users do not understand 

written English. People use BSL at different abilities, and with people with dementia 

that are also deaf, their reading ability can get worse.  

• The Scottish Government acknowledged these challenges and have committed to 

look at the scale of the challenge to make changes at national level.  

• There is a lack of direct specialist service in Scotland, to receive a diagnosis of 

dementia in BSL someone has to come up from England.  

 

5. Open Discussion and AOCB- Introduced by Richard Lyle MSP 

 

The discussion was opened up to members to raise any issues of importance to them, 

particularly taking time to hear from people with dementia and carers.  Conversations 

covered a broad range of issues, including: 

 

 



 

 

• Peter Charleton and Mary Charleton provided an update on their campaign to 

change the use of the term “severely mentally impaired” and council tax reduction 

eligibility criteria. Peter and Mary have met with representatives from the Scottish 

Government,  contacted 127 MSPs (with a 20% response rate). In conversations with 

various MPs and MSPs, Peter is confused at the inconsistency of response in that 

some state legislation change would be required, whereas others state “severe 

mental impairment” is not in Scots Law and would therefore not need to be 

changed. Richard Lyle MSP has recommended starting a petition and bring to 

Parliament Petitions committee, which will then be passed to Local Government 

Committee. Jim Pearson from Alzheimer Scotland acknowledges this terminology is 

inappropriate and old fashioned but exists throughout the social security system. JP 

has agreed to speak with Peter to discuss futher action. Colin Smyth MSP felt this 

terminology could lead to some people not getting financial support they are 

entitled to because they do not recognise themselves or their loved one as “severely 

mentally impaired” Sebastian Fischer from VOCAL added that personal issues are 

often political, and Peter’s one experience may be happening to thousands of people 

which makes it a political issue. Sebastian added the potential of the progress of 

social security being devolved to Scotland may lead to a positive change in 

terminology.   

• Following a difficult experience in a shop recently, Peter also suggested the idea of a 

creation of a card that a person with dementia can carry to hand to members of the 

public where necessary. Jim Pearson highlighted that the Scottish Dementia Working 

Group have created these cards already. Jim also highlighted two schemes that 

promote dementia friendly communities: the Dementia Friends initiative, which 

provides public information sessions to raise awareness of dementia; and 

supermarkets across Scotland which now have relaxed checkout lanes. Action: 

Discuss Dementia Cards at next meeting.  

 

6. Date of next meeting 

 

The date of the next Cross Party Group meeting is 19th February 2020. 

 


