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Action on Dementia

At the Alzheimer Scotland Centre for Policy and Practice we believe that
people affected by dementia deserve high quality care and support.

We know that this is possible when:

* Practitioners have enhanced dementia knowledge and practical skills

When enlightened policies are put into practice

* When society respects the rights of people with dementia

When we listen to what people with dementia and family carers are
saying.

* When we work in partnership with people with dementia, their family
and friends to develop care, caring interventions and education.
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Focus on 3 themes within all
three strategies

* Rights

* Education

* Diagnosis and post diaghostic
support
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Obviously this is set with a particular cultural and political context but the concepts and under pinning theory of the policy work might be useful/transferable
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organised
themselves.
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Supported by Alzheimer Scotland the group argued for a rights based approach to dementia care

The voices of these people were central to the commitments in the 1st Strategy
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Campaigning and awareness raising group with over 100 members
Independent voice
Committee
Involved in research, policy and education
Produce publications and support local groups to get their voice heard

Extensive consultation and  around 100 engagement events

http://www.sdwg.org.uk/
mailto:sdwg@alzscot.org
http://@S_D_W_G

Strategy 1 Standards of Care for
2010-13 Dementia In Scotland

Action to support the change programme,

Ri g h ts Scotland’s National Dementia Strategy

June 2011

| have a right to

1. adiagnosis

2. be regarded as a unique individual and to be treated with
dignity and respect

3. access a range of treatment, care and supports

4. be as independent as possible and be included in my
community

5. have carers who are well supported and educated about
dementia

6. end of life care that respects my wishes
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SG made dementia a national priority in 2007

Recognition  that the rights of people with dementia were being infringed and there was an inequity of care, discrimination and negative attitudes widespread amongst general public and health care professionals

The commitments in the first strategy underlined the importance of respecting and upholding peoples rights

The standards of care were for all organisations caring for people with dementia, not mandatory but regulatory and statutory bodies too them into account when inspecting services

The commitments in the first strategy centred on these rights, particularly the first 2


=
Strategy 2 -
201 3 -1 6 @Alzheimer %TEWE

Scotland

Ri g h ts Action on Dementia

People with dementia & i
family caregivers report back e Supporting

decision-making ‘ community
connections

‘Moral imperative’ to improve
Standards of Care - acute
hospital settings the tiness an

managing Peer support
symptoms

Big lottery funding — Life
Changes Trust to support Planning for

future care

grassroots community
initiatives
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Dialogue events reported that Standards of care still not great, pockets of improvement but reports continuing to highlight the rights and dignity of people who were in acute and long term NHS care were not adequately respected

Standards of care for acute hospitals and a renewed focus on specialist and continuing care settings and the need to support the workforce to provide specialist dementia care – 

The 2nd strategy again had commitments that aligned to the  6 rights in the standards of care particularly diagnosis, dignity and respect, access to support, included in community and supported carers

5 pillar model of care developed to support aspirations
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Ri g h ts Action on Dementia

Dementia and equalities

Dementia Practice
Coordinator

Post diagnostic support et

interventions Support

to tackle for carers
symptoms
of the illness

CO m m U n It I es General health Personalised
care and support
treatment X

. g ,r-“"""fh‘llental health % Community
Fa Ir Ca re A careand Connections

~ treatment

https://www.alzscot.org/assets/0001/9484/ADPM
_Summary.pdf
https://www.alzscot.org/fairdementiacare
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More commitments, most building on those outlined in strategy 1 and 2

Recognition  marginalised groups may be further stigmatised - incarcerated, LGBT, BAME 

Focus on post diagnostic support and advanced dementia care

8 pillar model was designed to help practitioners think about the needs of people as they live at home with moderate or advanced dementia,  again it reflects the rights laid out in the standards of care

Increasing recognition that people with advanced dementia have health care needs but do not have equity of access. They are  subject to social care charges for what are primarily nursing and health care needs. 

Fair care commission launched 2019

Turn attention to education
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Educational response to change care practices —PE
framework for all staff working in health and social care
Not mandatory

Evidence based

Underpinned by Charter of rights

Supports delivery of Standards of Care

http://www.knowledge.scot.nhs.uk/home/portals-and-topics/dementia-promoting-excellence.aspx
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To fulfil many of the rights and supported the delivery of the strategy there needed to be a large scale awareness raising exercise amongst the public and professional workforce.

Needed to be an educational response to change care practices

Dementia was not on the curricula of the first professional training of nurse, medics, AHPs. The medical model held sway.

Very little care focussed on working with retained functions, emotions, creating enabling environments and relationships.

An educational framework and accompanying resources and programme were designed to counter this and equip staff with the knowledge and understanding they needed – Promoting Excellence 2011
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Education

Acute care - National
Dementia champions
Programme

Jack-Waugh A., MacRae R & Ritchie
L. (2018) Assessing the educational
impact of the dementia champions
programme in Scotland: implications
for evaluating professional dementia
education. Nurse Education Today.
Vol 71, Pp 205-210
https://doi.org/10.1016/j.nedt.2018.
09.019
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There had been a number of documented  cases of poor care in acute hospital settings

In effect  practitioners were asked to provide support and care for people with dementia with little or no education
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Dementia education incorporated in to nursing curricula (UWS 2012, others since 2013)
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Education -

Champions

Continue Promoting Excellence programme of work
Advanced Dementia care education — masters & Palliare

Palliative & end of life care education - DSILs

https://www.uws.ac.uk/research/research-areas/health/alzheimer-scotland-centre-for-policy-and-

practice/

https://www.uws.ac.uk/study/postgraduate/postgraduate-course-search/gerontology-with-dementia-

care/

http://www.knowledge.scot.nhs.uk/dementia.aspx
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Although dementia education is becoming more common, there is little education on advanced dementia.

The Dementia Palliare project, Erasmus+ funded, 7 countries, developed evidence based educational resources on advanced dementia (project references on slide).

We found that advanced dementia was ill-defined and synonymous with end of life. This has implications for caring for those who are living with advanced dementia for many months or years. 

Need to educate practitioners to be able to support people to live well,  understand the biopsychosocial , spiritual and environmental needs

How to optimise comfort, well-being, sustain and support family caring, anticipate, prevent and alleviate health problems associate with advanced dementia?

4 modules, 3 integrated into MSc in Gerontology with dementia care

DSILs – education on complex advanced dementia care 

But this education is for a select few, most reliant on the fantastic suite of educational resources

https://www.uws.ac.uk/research/research-areas/health/alzheimer-scotland-centre-for-policy-and-practice/
https://www.uws.ac.uk/research/research-areas/health/alzheimer-scotland-centre-for-policy-and-practice/
https://www.uws.ac.uk/study/postgraduate/postgraduate-course-search/gerontology-with-dementia-care/
https://www.uws.ac.uk/study/postgraduate/postgraduate-course-search/gerontology-with-dementia-care/
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Diagnosis

2008 Target to increase
diagnosis rates

2012 Target to increase
diagnosis rates

2013 Target to provide PDS ,
By 2013 estimated

The need for PDS higher 64% of people were
than estimated and growing  getting diagnosed
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Despite target in 2008 the opinion was diagnosis rates were low , stats not reliable

A key commitment of the first strategy was to increase the diagnosis rates and the post diagnostic support offered to those newly diagnosed

The PDS HEAT target aimed to ensure that all people diagnosed will have a minimum of one years PDS from a link worker, the support includes the building of a person centred support plan.

In 2012/13 an investigation into the initial calculations of estimates found that the rates of diagnosis had been under estimated significantly.

This has a significant impact as the number people  eligible for PDS was much higher than anticipated.
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Diagnosis & PDS Action o Dament

Emphasis on timely & accurate

diagnosis

* PDS Target not being
Models of support developed met

* Not enough Link
PDS needs very diverse workers

* CPNs being co-opted in

Recognition many getting
diagnosed later
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By 2014 estimates of people with dementia being diagnosed  was more accurate. And the emphasis was on timely and accurate rather than early diagnosis.

Alzheimer Scotland developed models of support but it became clear that demand for PDS was not being met, in part to underestimations of numbers, lack of link workers and the diversity  and personalised  nature of support needs


Dementia Estimated
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Year | Total

16 712 268 343 878 1742 3198 4336 3699 2246
2015 17,097 268 344 899 1766 3228 4430 3812 2349
17,496 268 348 911 1818 3223 4516 3945 2466
A 17,994 268 356 875 1972 3254 4590 4106 2572
18,489 268 364 861 2058 3322 4708 4232 2675
18,989 268 372 857 2117 3403 4807 4356 2809

19,493 267 381 861 2170 4360 4876 4503 2954

Twitter @AlzScotCPP | www.uws.ac.uk/ascpp
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Illustrates diverse needs

Nearly 12,000 of the 19,000 diagnosed this year will be over 80

People with dementia over 65 have more comorbidities than over 65s without dementia

The support needs of these older people who may have 3 or 4 other health conditions will be different to younger people

Not all will be getting diagnosed early , some only when there is a breakdown or crisis in home life or another health condition is exacerbated and they or their spouse is admitted to hospital.

Also illustrates the need to support people living with moderate or advanced dementia in the community and care settings
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PDS needs to be more flexible, personalised.
2016/17 - PDS to 47% newly diagnosed
HEAT target for PDS removed

Campaign to improve PDS

https://www.alzscot.org/news_and_community/news/4002_alzheimer_scotland_post-diagnostic_support_campaign
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Dedicated PDS service under strain needs to be more flexible and person centred

These 47% were getting the dedicated PDS service in 2016/17

8,178 referred, % based on the estimates that 17,496 will be newly diagnosed, so the % is an estimate.

Variable across the country from 11% (Orkney) 18%  (Grampian) to 62% (D&G) and 72% (Shetland)

Waiting lists undermine how effective this support can be

PDS link workers on short term contracts

Recognition that PDS may coming from informal community supports instead of or in combination with dedicated PDS
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Current Landscape: r’)mmm UWS

Integration of Health and Social Care — 31
Integrated Joint boards

Responsible for adult social, primary &
community care and some hospital services —
A&E, general, geriatric, rehab medicine, palliative
and mental health.

Dementia strategies and plans will be locally
developed & implemented, not nationally driven
and coordinated
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Alzheimer Scotland calling for the IJBs to 
develop a local implementation plan informed by people with dementia and their carers
Greater investment in PDS
Introduce Dementia practice coordinators
Increase use of self directed support budgets
Personal and creative approach to commissioning services





Where are we now?
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 World leading policies
 World leading educational

resources
* Rights shifts thinking : tland
. . .. . De tia Award
* Stigma & discrimination e ssDA17

* Voice of people with dementia

e Skilled and educated
workforce

 (Care remains inequitable

* Poorer health outcomes

* Grassroots community work
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We do have world leading policies and educational resources
Rights based approach has shifted thinking  - example is that  Henry a person living with dementia receives a lifetime achievement award and Henry and Anne are honoured for  their outstanding contribution on the way we respond to people with dementia. 
Another is the recent social attitudes survey and our evaluation of attitudes through lifespan of dementia champions suggests that, but stigma and discrimination still present
The voice of people with dementia and their family carers strong in many places but not in every corner

Skilled and educated workforce - More than before, but still not in the first professional training of all, many of our workforce who provide the hands on care not adequately prepare

We live in uncertain times, the move to IJBs local development plans will have pros and cons, some will flourish

We still have to have to achieve many of the aspirations set out in the strategies, there is a gap between the policy and the practice on the ground, closing the gap will require ongoing commitment and resource
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