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Question 1	
How much do you agree or disagree that the following statement sets out an overall vision that is right for Wales?  
Wales will be a nation where people living with dementia are respected, supported, and empowered to live independently and with dignity in their communities. We envision a society where stigma is not accepted and an increased awareness of dementia, supports people living with dementia and their families to live and socialise in inclusive and compassionate communities, that will empower people to live independently and with dignity in their communities through diagnosis, care, and treatment. Achieving this vision requires a united, cross-government and multi-agency effort, grounded in the voices and experiences of those living with dementia. Together, we will build a future where rights are upheld, support is person-centred, and no one faces dementia alone.

	Strongly disagree
	Disagree
	Neither agree
or disagree
	Agree
	Strongly
agree 

	☐	☐	☐	☒	☐


Question 1.a
Please explain your reasons for your answer to Q1.

We agree with the above vision statement. However, members wanted us to share the very real workforce challenges facing speech and language therapists (SLTs) working in dementia care at present and how aspirational this vision appears given this context if there is no proposed additional funding attached to the strategy. 

The role of speech and language therapists in supporting people with dementia

People living with dementia are likely to experience speech, language and communication difficulties and / or eating, drinking and swallowing difficulties at some point in their disease journey. For example, more than 85% of people living with dementia experience eating, drinking and swallowing difficulties (Espinosa et al., 2020). Speech and language therapists (SLTs) are uniquely trained to provide expert support to people living with dementia who experience these difficulties, as well as the caregivers (paid, unpaid and family caregivers) who support them.
We welcomed references to the ‘team around the family’ and support for communication and eating, drinking and swallowing in the previous Dementia Action Plan and associated. This led to improvements in the availability of speech and language therapy for people with dementia. However, nearly a decade on from this plan, despite improvements, access to speech and language therapy throughout the dementia pathway remains extremely patchy with only two memory assessment services employing SLTs and limited access to post-diagnostic support for people living with dementia and their families.  
There are significant individual and organisational risks if access to specialist speech and language therapy services are not provided for people living with dementia and those who support them. 

Without speech and language therapy support, people living with dementia, with speech, language and communication or eating, drinking and swallowing difficulties, or both, are at an increased risk of: 
· experiencing a delay in receiving an accurate and timely diagnosis  
· experiencing a reduction in quality of life, well-being and quality of relationships
· experiencing increased difficulties in accessing other health and social care services and support  
· becoming lonely and socially isolated, which increases the risk of cognitive decline and mortality  
· being excluded from decision making and service planning  
· avoidable death due to malnutrition and choking  
· becoming dependent on others at an earlier stage  
· experiencing unnecessary admissions and readmissions to hospital  
· not having their physical, social and psychological needs met.  

These, in turn, have an impact on the caregivers of the person with dementia. Social isolation, loneliness and negative mental and physical health outcomes have been identified as significant health risks in supporters of people living with dementia.   





Question 2

2a) What is the single most important change you want to see for people living with dementia in the next 10 years?

The RCSLT calls for all people living with dementia and their families to have access to speech and language therapy throughout their dementia journey from the memory assessment service through to end of life. 

More broadly, the next Dementia Strategy should normalise rehabilitation as a core part of the dementia pathway and should outline a community approach rather than services existing only in secondary care. 
Rehabilitation is a cornerstone of care for many long-term health conditions, yet in dementia, rehabilitation remains strikingly missing from policy and healthcare practices. 
Rehabilitation has the potential to help people with dementia maintain independence, remain in work, live at home, stay active in the community, and delay hospital and residential care admissions for as long as possible. Healthcare innovations are enabling diagnosis at earlier stages of the condition therefore the role of rehabilitation services is only likely to grow. Alzheimer’s Disease International has recently published a landmark report on the power of rehabilitation which includes this key quote: 
“We often think and talk about dementia in terms of decline, impairment, and loss, but what if we focused instead on what people with dementia can still do? People with dementia can still learn new information and skills and adapt their activities if they have the right support as part of their rehabilitation plan.” 
The report concludes that rehabilitation should be a right for people living with dementia and embedded within future dementia strategies.  
The report also argues that rehabilitation should be embraced as part of ‘precision or personalised care.’ Recent scientific innovations, such as blood-based biomarkers, have enabled the dementia community to focus more on precision ‘precision treatment,’ and ‘precision risk reduction.’ We need to ensure that rehabilitation is more consistently included as part of ‘precision care’ - personalised and focused on the needs of the individual. 




2b) How much do you agree or disagree that the strategy is looking to achieve that change?
It is welcome that the draft strategy discusses the importance of early rehabilitation in enabling people to live as well as possible with the condition and reducing hospital admissions. We recognise that there are several mentions of rehabilitation in the strategy. We would like for the focus on rehabilitation to be further enhanced by explicit recognition within the strategy that rehabilitation should be a right for people living with dementia and for there to be a specific section in the plan on rehabilitation to highlight its importance. 

In addition, we believe significant work is required on dementia workforce planning to ensure the rehabilitation workforce is in place to meet the needs of people living with dementia now and in the future. This workforce must include speech and language therapists for the reasons outlined above. 



Question 3
We have set out principles that we think are the building blocks of the new Dementia Strategy. These are:
· Person-centred.
· Rights-based approach.
· Co-production.
· Equity of access, experience and outcomes without stigma and discrimination.
· Recognising intersectionality.
· Timely and accurate diagnosis. 
· Taking a preventative approach by focusing on brain health.
· Integrated and coordinated services. 
· Providing support for unpaid carers and families. 
· Developing our workforce. 
· Supporting research and innovation.
How much do you agree or disagree these principles are the right ones? 
	Strongly disagree
	Disagree
	Neither agree
or disagree
	Agree
	Strongly
agree 

	☐	☐	☐	☒	☐

Question 3.a
Please explain your reasons for your answer to Q3. If you think any principles are missing, include them here.

We agree with the broad principles underpinning the strategy.


In questions 4 to 10, we’ve listed these key areas and provided space for you to share your views on each one. 

[bookmark: _Hlk211071015]Question 4
Section A outlines the areas that we will consider under ‘Risk Reduction and Prevention in Dementia’.
 How much do you agree or disagree that this section identifies the appropriate areas to consider for this key theme?

	Strongly disagree
	Disagree
	Neither agree
or disagree
	Agree
	Strongly
agree 

	☐	☐	☐	☒	☐

Question 4a
Please explain your reasons for your answer to Q4.
We agree that the appropriate areas are considered under this key theme. 
We call for assurances that brain health clinics will be multiprofessional and include Allied Health Professionals (AHPs) to support personalised risk reduction plans and where appropriate person-centred preventative rehabilitation.



Question 4b
Is there anything else you think should be included in this section?





Question 5
Section B outlines the areas that we will consider under ‘raise awareness and understanding of dementia.’.
How much do you agree or disagree that this section outlines the areas that we should consider for this key area?
	Strongly disagree
	Disagree
	Neither agree
or disagree
	Agree
	Strongly
agree 

	☐	☐	☐	☒	☐

Question 5a
Please explain your reasons for your answer to Q5.
AHPs play a key role in educating the public around brain health. Resources are required for AHPs to share widely as part of a Making Every Contact Count (MECC) offer. Given the high numbers of people living with dementia with communication needs, it is essential that public health messaging is communication accessible. SLTs have much to contribute in this space. 


[bookmark: _Hlk211071936]Question 5b
If there are other population groups that you feel are at greater risk of dementia and should be drawn out here, please include these below.
Members have highlighted that special consideration should be given to neurodivergent populations with regards public health messaging. Studies indicate autistic adults are significantly more likely to develop dementia after age 64. ADHD in older adults is also associated with a higher likelihood of later dementia. Certain public health messages with regards social interaction may need to be rethought for this population. 

Question 5c
Is there anything else you think should be included in this section?


[bookmark: _Hlk211072180]Question 6
Section C outlines the areas that we will consider under ‘dementia diagnosis, treatment, care and support’.
How much do you agree or disagree that this section outlines the areas that we should consider for this key area?
	Strongly disagree
	Disagree
	Neither agree
or disagree
	Agree
	Strongly
agree 

	☐	☐	☐	☒	☐


Question 6a
Please explain your reasons for your answer to Q6.
We welcome the focus within this section on a multi-disciplinary approach to pre-and post-diagnostic support. Members have particularly highlighted the importance of embedding trauma-informed care principles within diagnostic services. 

Some dementia types may present as language-led dementias, known as Primary Progressive Aphasia (PPA), and are associated with Alzheimer’s disease and Frontotemporal dementia (Marshall et al., 2018.) There is a developing literature that highlights the significant language difficulties observed across dementia types (Suarez-Gonzalez et al., 2021). This reinforces the importance of the inclusion of speech and language therapists within memory assessment services – a clear gap in many services across Wales. We would welcome explicit references to PPA in the strategy. 

We wou



[bookmark: _Hlk213767453]Question 6b. Below is a list of the key topics in this area. Please let us know if you think more information is needed for any of these

	Supporting dementia diagnosis. 
	Please see comments above. 

	Tackling Inequalities in Dementia Care
	This section should explicitly reference the fact that all types of dementia have a significant impact on speech, language and communication and thus the embedding of communication accessible principles is essential in dementia care.

With regards support for Welsh speakers, we are conscious that there are no formal Welsh language assessments for people living with dementia. We are calling for a commitment in the strategy to look at validated Welsh language assessments with prioritisation for CAT and word finding tests. 

	Assessment and Support for Mild Cognitive Impairment (MCI)
	Brain Health Clinics should be multiprofessional and include Allied Health Professionals (AHPs) to support personalised risk reduction plans and where appropriate person-centred preventative rehabilitation.

Members have referenced good practice in relation to brain health clinics being led by universities involving student cohorts e.g. Swansea University psychology department. 

	Young Onset Dementia (Under 65s)
	There is insufficient emphasis on young onset dementia (YOD) in this draft strategy. This cohort is growing and requires increased time and resource from service. This will be a challenge to accommodate without additional support. Additional specialist provision for YOD is the ideal model with the whole MDT developing services to better suit this younger demographic and their carers.  There should be a specific care pathway for this population due to its complexities – social, physical, mental health.


	Post-Diagnostic Support
	We call for a commitment to equitable access to post diagnostic services and AHPs across Wales within the strategy, underpinned by robust workforce planning. 

	Person-Centred Care and Support
	We welcome the references to accessible communication. It is essential that services are established in such a way as to meet the needs of people with communication difficulties offering a range of reasonable adjustments e.g. telephone calls may be particularly challenging for people living with dementia who may have difficulties following conversations and recalling information. 

	Dementia Treatment and Disease-Modifying Therapies (DMTs)
	We would welcome specific references to primary progressive aphasia in this section. 

	Planning for the Future: Advance Care Planning, Palliative and End-of-Life Care
	We would welcome specific references to the importance of AHPs in terms of supporting advanced care planning and holistic palliative care. 



Question 6c
Is there anything else you think should be included in this section?
We believe it would be helpful for a definition of treatment, care and support to be included in the glossary and for this to reflect the range of support provided by AHPs eg. pharmacological (medication) and non pharmacological interventions that include rehabilitation for cognitive and physical symptoms, psychological treatments that help with wellbeing, social prescribing, promoting healthy lifestyles. These should be available for the person with dementia and their families/carers
We would like to see a specific section on rehabilitation for the reasons noted in section 2. 




Question 7
Section D outlines the areas that we will consider under ‘support for unpaid carers of people living with dementia’.
How much do you agree or disagree that this section outlines the areas that we should consider for this key area?
	Strongly disagree
	Disagree
	Neither agree
or disagree
	Agree
	Strongly
agree 

	☐	☐	☐	☒	☐

Question 7a
Please explain your reasons for your answer to Q7
Across research, case studies, and policy guidance, there is strong evidence that unpaid carers are essential in recognising early dementia symptoms, identifying deterioration, and supporting accurate diagnosis. Their long‑term, day‑to‑day understanding of the person offers a depth of insight that brief clinical assessments cannot replicate, making their involvement essential to timely and accurate diagnosis.
After a timely diagnosis, improving the quality of life for people with dementia relies upon them being well supported at home. Evidence suggests that whilst caring, the main caregiver’s own quality of life often deteriorates, particularly if they are an older person with their own health issues. 
A preventative approach in the next Dementia Strategy therefore must also focus on the needs of paid and unpaid carers, both in recognition of the vital role they play in ensuring the wellbeing of people living with dementia, and to safeguard against rising rates of ill-health and the associated pressure on health and care systems. 


Question 7b
Is there anything else you think should be included in this section?
[bookmark: _Toc225179158]Carer support in Rehabilitation
Carers play a vital role in supporting people living with dementia, and their involvement in rehabilitation is essential. Rehabilitation benefits are not limited to the person with dementia, they also improve carers’ wellbeing and confidence, making the caregiving experience more sustainable and positive. Carers should be fully informed about the importance of rehabilitation, understand the role they can play, and receive the support they need to participate as equal partners in the process. 



[bookmark: _Hlk211072348]Question 8
Section E outlines the areas that we will consider under ‘supporting the workforce.’
How much do you agree or disagree that this section outlines the areas that we should consider for this key area?
	Strongly disagree
	Disagree
	Neither agree
or disagree
	Agree
	Strongly
agree 

	☐	☐	☒	☐	☐

Question 8a
Please explain your reasons for your answer to Q8
It is important to note the wider role of the Multi-Disciplinary Team (MDT) in relation to the dementia workforce. The previous evaluation of the Dementia Action Plan highlighted the progress already made in MDT working. There is now an opportunity to build on this foundation. To do so, we need a clearer understanding of what the dementia workforce should look like across Wales, how it aligns with third sector provision, and how it can better meet the needs of unpaid carers who play a crucial part in supporting people living with dementia. Regional and international examples of best practice should be considered including adopting or adapting existing workforce plans for a more coordinated and sustainable model.



Question 8b
Is there anything else you think should be included in this section?
The Supporting the workforce’ section should also include training on dementia care and brain health/risk reduction. Awareness and skills needs to be part of the education and training that students within health and social care experience to build the future workforce.

Given the prevalence of communication and eating, drinking and swallowing difficulties amongst people living with dementia, communication and dysphagia should be a core component of training programmes. There would be particular value in offering communication partner training more widely across Wales. 







[bookmark: _Hlk211072403]Question 9
Section F outlines the areas that we will consider under ‘dementia research and innovation’.
How much do you agree or disagree that this section outlines the areas that we should consider for this key area?
	Strongly disagree
	Disagree
	Neither agree
or disagree
	Agree
	Strongly
agree 

	☐	☐	☐	☒	☐

Question 9a
[bookmark: _Hlk214545543]Please explain your reasons for your answer to Q9.
Specific research should be funded around dementia rehabilitation as recommended by Alzheimer’s Disease International. 

Question 9b
[bookmark: _Hlk214545560]Is there anything else you think should be included in this section?
Innovation should also include opportunities around artificial intelligence and collaborative working with higher education institutions. Members have highlighted particular opportunities around predictive speech for people experiencing word finding difficulties.








[bookmark: _Hlk211072444]Question 10
Section G outlines the areas that we will consider under ‘governance and accountability arrangements that will monitor the impact of the strategy’.
[bookmark: _Hlk214545521]How much do you agree or disagree that this section outlines the areas that we should consider for this key area?
	Strongly disagree
	Disagree
	Neither agree
or disagree
	Agree
	Strongly
agree 

	☐	☐	☐	☒	☐

Question 10a
Please explain your reasons for your answer to Q10
[bookmark: _ftnref1]In addition to improved national governance arrangements, the next strategy should provide further detail on regional governance arrangements to support delivery and prevent postcode lotteries of support. The next strategy should specifically provide detail on the composition of dementia programme boards to ensure they are fit for purpose and include a range of voices. The AHP Dementia Framework[1] recommends that all dementia programme boards should include an AHP representative.

Consideration should also be given to the Evidence Pie - Introducing the ‘Evidence Pie’ with Health Determinants Research Collaboration (HDRC) Rhondda Cynon Taf - Public Health Network Cymru




Question 10b When reporting on progress against the strategy, what methods of communication do you think would be helpful so that you can keep track of progress? Choose the three most helpful resources: 
	Annual written update
	x

	6 monthly newsletter
	x

	Easy read summaries of updates
	

	Video updates
	

	Ministerial written statement
	

	Ministerial Oral statement
	x

	Other (please specify)
	


Question 10c
Is there anything else you think should be included in this section?


The Strategy Overall
Question 11
In this consultation document we are setting out what we want to achieve. The full strategy and supporting delivery plans will set out more detail on how. Are there key areas that you want to see included in how we will achieve these changes?
	Section A: Risk reduction and prevention in dementia. 
	

	Section B: Raise awareness and understanding of dementia. 
	

	Section C: Improving dementia diagnosis, treatment, care and support. 
	

	Section D: Supporting unpaid carers of people living with dementia. 
	

	Section E: Supporting the Workforce. 
	

	Section F: Supporting dementia research and innovation. 
	

	Section G: Suitable governance and accountability arrangements to ensure the strategy is delivered. 
	

	Other areas not covered elsewhere. 
	


 
Question 12
The new strategy will have a number of measurable targets that will show how much progress has been made. What areas would you focus on developing these targets for?
We believe KPIs should include access to a range of treatments, support and care post diagnosis, & promotion of brain health/ dementia risk reduction.






Question 13
We have prepared impact assessments to show how the strategy may affect Wales and its people, considering both positive and negative impacts. Are there any impacts or considerations you think are missing from these assessments? Is there anything specifically you would draw out into an integrated impact assessment?

· We would welcome the inclusion of childhood dementia within the strategy – see Childhood-Dementia-Report_web.pdf




Question 14	
[bookmark: _Hlk214545652]We would like your views on how the strategy could affect the Welsh language. How could the strategy give people greater opportunities to use Welsh? How could it ensure that Welsh is treated fairly and equally alongside English?



Question 15
Please use this section to share any other comments or suggestions you think we should consider when finalising the dementia strategy 
Members have recommended that the strategy should include an initial section highlighting what has been achieved since the previous dementia plan to provide context for the new iteration. 

