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Plenary 1: International and national policy
Date: Friday, 27 July 2018

PLENARY

PL1-001
LIVING WITH THE PLAN

Mr. Jerry L Wylie', Dementia Alliance International, Philomath, OR

Abstract:

Jerry is an advocate living with dementia. Jerry will share his personal perspective on his involvement in
contributing towards the development of the National Plan to Address Alzheimer’s disease through his work with
lan Kremer (LEAD). This session will address the following key points: momentum achieved in development and
implementation of plan; inclusion of individuals impacted by dementia; importance of funding to achieve plan
goals.
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ALZHEIMER’S DISEASE RESEARCH YEAR IN REVIEW: SELECTED
HIGHLIGHTS AND IMPLICATIONS FOR THE FUTURE

Alireza Atri’, Research, Banner Sun Health Research Institute, Phoenix, AZ
Abstract:

This brief plenary lecture will use selected highlights to provide an up-to-date review of AD research in the last

year and suggest implications for future research, therapeutics, and care. Topics reviewed will include research

findings in: 1.) AD biomarkers and diagnostics, such as learnings regarding the spatiotemporal dynamics and 2
hierarchical progression of AD biomarkers (Gordon BA, et al. Spatial patterns of neuroimaging biomarker change

in individuals from families with autosomal dominant Alzheimer’s disease: a longitudinal study. Lancet Neurology,

March 2018), preliminary evidence to support the utility of amyloid PET imaging in clinical practice (Rabinovici G,

AAIC 2017; de Wilde A, et al.

Association of Amyloid Positron Emission Tomography With Changes in Diagnosis and Patient Treatment in
an Unselected Memory Clinic Cohort: The ABIDE Project. JAMA Neurol. 2018 Jun 11), and advances in tau
PET imaging; 2.) AD pathogenesis, such as evidence to support that Herpes Virus (HHV-6; HSV1 and HSV2)
viral load is linked to activation of gene networks in preclinical AD that may drive production of Al (Readhead B,
et al.

Multiscale Analysis of Independent Alzheimer’s Cohorts Finds Disruption of Molecular, Genetic, and Clinical
Networks by Human Herpesvirus. Neuron 99, 1-19 July 11, 2018); 3.) New AD definition as a biological
construct for use in interventional and observational research, as put forth in the NIA-AA New Research
Framework via the ATN classification schema (Jack CR Jr, et al. NIA-AA Research Framework: Toward a
biological definition of Alzheimer’s disease. Alzheimers Dement. 2018 Apr;14(4):535-562.); 4.) Therapeutic AD
clinical trials, such failures of several large programs (e.g. BACE-inhibitors; 5-HT, antagonists; RAGE-inhibitor),
advances for promising programs (e.g. anti-tau passive antibodies; GENERATION program), and encouraging
preliminary reports and trends (e.g. aducanamab removes brain amyloid; higher doses of passive amyloid-beta
antibodies being tested in clinical trials); 5.) Dementia prevention, such as support from The Lancet Commission
Report that ~35% of dementia may be preventable through treatment of modifiable risk factors (Livingston G et
al.

Dementia prevention, intervention, and care. Lancet. 2017 Jul 19); and 6.) New evidence-based Clinical
Practice Guidelines for the MCI, AD and dementia clinical spectrums (e.g. UK NICE June 2018 Dementia
Guidelines; AAN MCI Practice Guidelines, Petersen RC et al. Neurology Dec 2017 epub ahead of print; First
National Alzheimer’s Association Best Clinical Practice Guidelines (AADx-CPG) for the Evaluation of Cognitive
Behavioral Syndromes, Alzheimer’s Disease and Related Dementias in the United States, Atri et al. AAIC 2018).
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PL2-002

MULTI-DOMAIN INTERVENTIONS TO PREVENT DEMENTIA: FROM
CLINICAL TRIALS TO IMPLEMENTATION

Alina Soloman Dr’, University of Eastern Finland, Finland, Finland

Abstract:

Dementia and Alzheimer’s disease are complex multifactorial conditions with many modifiable risk factors, e.g.
lifestyle-related, cardiovascular, or metabolic. Prevention strategies targeting multiple risk factors and disease
mechanisms simultaneously may be most effective. Such strategies are needed for different populations, and
geographical, cultural and economic contexts.

The Finnish Geriatric Intervention study to prevent cognitive impairment and disability (FINGER) included 1260
older people with increased risk of dementia, but without substantial cognitive impairment. This was the first
large, longer-term randomised controlled trial to show cognitive benefits for a 2-year multi-domain lifestyle
intervention (nutrition, exercise, cognitive training and social activities, and cardiovascular risk monitoring) versus
regular health advice. The intervention also had benefits on health-related quality of life, everyday functioning,
and multimorbidity in this at-risk general population.

Following the success of the FINGER intervention model, the World-Wide FINGERS initiative was launched in
July 2017. This is a worldwide collaborative network of clinical trials and experienced investigators to facilitate
harmonization of research methods, and sharing of experiences and data for maximum global scientific impact.
Several clinical trials in e.g. Europe, USA, China, Singapore will adapt and test the FINGER model in different
populations and settings, from community level to patients with early stage (prodromal) AD.

Implementation of dementia prevention activities from a clinical trial setting into real life is also needed. The
MUISTIKKO project in Finland is currently taking the first steps in this direction, by focusing on the development
of an operational model for dementia prevention. Some of the key issues include identifying target groups for
prevention programs, identifying facilitators and barriers to achieve and maintain healthy lifestyle changes, and
close collaboration with the key stakeholders responsible for implementation activities.
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ALZHEIMER’S DISEASE RESEARCH UPDATE

Jeffrey Cummings MD’, Lou Ruvo Center for Brain Health, Cleveland Clinic, Las Vegas, NV
Abstract:

There are three major topics to be covered in this research update: (1) The advances in the staging of
Alzheimer’s disease (AD); (2) the use of the amyloid (A), tau (T), and neurodegeneration (N) biomarker approach
to AD; and (3) emerging agents in clinical trials for AD.

Biomarkers have allowed the identification of preclinical and prodromal phases of AD. The preclinical phase 4
lasts for 10-15 years during which there is minimal impact on cognition, aggregated A in the brain, and there is

variable T and N. In a recent description of the preclinical through dementia phases of AD led by the FDA, six

stages are recognized. Stage 1 has amyloid accumulation and no cognitive abnormalities; Stage 2 has minimal

cognitive and no functional abnormalities; Stage 3 has mild cognitive abnormalities and minimally apparent

impairment of Activities of Daily Living; Stages 4, 5, and 6 correspond to mild, moderate, and severe AD. Stage

2 can be conceptualized as early mild cognitive impairment (MCI) and Stage 3 as late MCI. Stages 2 and 3

correspond to the International Work Group (IWG) stage of prodromal AD.

The ATN Framework for AD allows a biomarker-based definition of AD independent of a clinical phenotype.

“A” is characterized by a positive amyloid positron emission tomography (PET) or low A-beta 42 (AZ42) in the
cerebrospinal fluid (CSF). “T” is identified by a positive tau PET or elevated phospho-tau in the CSF. “N” is
identified by elevated total tau in the CSF; hypometabolism on fluorodeoxyglucose (FDG) PET scan; or atrophy
on magnetic resonance imaging (MRI). This framework will allow the identification of patient groups based on the
underlying pathophysiology and may assist in accelerating clinical trials of disease-modifying agents.

There are approximately 112 drugs in clinical trials for AD. Three-quarters of these are disease-modifying agents
and one-quarter of them are cognitive enhancers or psychotropic agents aimed at neuropsychiatric symptoms
in AD. Disease-modifying agents include monoclonal antibodies, beta site amyloid precursor protein cleveage
enzyme (BACE) inhibitors, and metabolic agents with a variety of mechanisms of action. Cognitive enhancing
agents are exploring transmitter-based and ion channel interventions. Novel approaches to treatments of
neuropsychiatric symptoms are evident in the AD drug development pipeline. Overall, there are too few agents in
the AD pipeline and too few agents entering Phase | from laboratories; Phase | compounds comprise the future
of AD therapies. Encouraging results from trials of emerging agents suggest that new treatments for AD are
likely to emerge from the current pipeline.
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PL3-001
FUNDING INNOVATION IN DEMENTIA DISCOVERY

Tetsuyuki Maruyama’, Dementia Discovery Fund, London, United Kingdom
Abstract:

Treating, caring for, and ultimately curing dementia must be one of the world’s most important and urgent
priorities. Yet sadly, progress in the discovery of new medicines has been disappointing. After many years of
testing a relatively narrow set of hypotheses, it is time for the field to try a different set of approaches.

Innovation can be dramatically affected by the nature of funding for new ideas. Public funding bodies rely on
peer review, which tends to reinforce existing ideas and can serve as a barrier to the entry of new entrants to an
entrenched field. Funding through venture capital typically uses different criteria and different methods to identify
and track projects and companies in which they invest, and so provides an opportunity to catalyse different
thinking.

The Dementia Discovery Fund, established in 2015, seeks to fulfil this catalyst function by investing in new
scientific ideas focused entirely on bringing about, as rapidly as possible, new and effective treatments for
people with dementia. Like other venture funds, DDF’s investors have high expectations for a return on their
investment; unlike most other venture funds, the return they seek is more in clinical benefit than financial,

and this gives DDF an opportunity to invest in longer-term, riskier ideas. Our focus is on the discovery of
treatments that can bring durable symptomatic relief to dementia sufferers and their families, and our portfolio of
investments ranges from very early and very risky projects to established early companies that are about to enter
the clinic with truly novel approaches. Our short-term vision is an invigorated discovery environment in which
venture backed biotech and large pharmaceutical companies are vigorously pursuing treatments for dementia.
Our long-term vision is a world in which all patients with dementia can find the treatment they need.
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AMONG ENGINEERS: NOTHING ABOUT US WITHOUT US

Mr. Michael Robert Belleville', Dementia Alliance International, Bellingham, MA;Carole Mulliken M.Ed,
Dementia Alliance International, Saint Charles, MO and Kate Swaffer Ms, Dementia Alliance International,
Adelaide, SA, Australia

Abstract:

Although people with dementia are those most directly affected by the decisions policy makers and service
providers make about dementia care, people with dementia are rarely involved in decision-making. ADI has led 6
involvement efforts by including individuals with dementia on its own board of directors.

However, on many fronts, people with dementia have not yet been included. The Dementia Alliance International
(DAI) was set up to ensure a more representative involvement of people with dementia. DAI asserts that
development of new technologies for people with dementia will be significantly improved by including people
with dementia in needs assessment, product planning, development, and field testing.

An exploration of the current development of technology devices and companies demonstrates that people with
dementia are rarely, if ever, included in development of technology, or if they are, it is a very small cohort. DAI
proposes an entirely new approach to technology development, which we will outline in the presentation.

People with dementia can help developers understand how the roles neuropsychological profiles, various
memory types, sensory challenges, and differing types of dementia can play in technology development. We
propose the development of collaborative teams of specialists who might increase the success of technologies
under development.

Participants at this session will learn about three types of assistive technologies of interest to people with
dementia and will hear a summary of the problems people with dementia confront with existing technologies.
They will learn the way that we, the ‘dementia experts’ propose to be involved in novel collaborative teams for
technology development.

Finally, reviews of a sampling of interesting technologies for people with dementia are offered for various devices,
for the environments in which they live, and for therapies enhancing their function.
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PL3-004
VIRTUAL REALITY CHANGING DEMENTIA CARE IN AUSTRALIA

Maree McCabe Ms’, Dementia Australia, Canberra, ACT, Australia
Abstract:

Traditional dementia awareness
and care education methods
have not had the desired impact
on dementia care. Dementia
Australia’s team felt that more
experiential education using
virtual reality (VR) as a tool would
give dementia care workers and
family carers a more empathic
understanding of dementia. This
presentation will share learnings
from concept development,
consumer consultation, with video
footage of the technology through
to education outcomes.

With an estimated 50 million
people living with dementia
globally, in Australia 425,000 and
with an estimated 1.2 million Australians involved in the care of people with dementia, the need for change is
essential. Coupled with an ageing population and escalating demand in services, improvement in the care,
health and lifestyle outcomes for all people impacted by dementia is vital.

With these objectives the world’s first application of serious game technology in dementia care, the Virtual
Dementia Experience™ (VDE), was developed to create an immersive, interactive virtual reality experience that
invades the senses and takes people into the world of a person living with dementia - simulating thoughts, fears
and challenges.

Launched in October 2013, the VDE™ has been experienced by more than 4,000 people including professional
and family carers, healthcare professionals, high profile business and community leaders, architects, interior
designers and Australian politicians; generated an extensive and ongoing media and social media conversation;
has been presented and discussed at international conferences and has been recognised by national and
international awards.

In 2016, EDIE- Experiential Dementia Immersive Experience was released that builds on the VR experience of
VDE™, a mobile solution which can now be delivered nationally and internationally. Using the Samsung Gear VR
platform, EDIE, is a unique learning experience that has been designed with a focus on teaching reablement to
dementia care workers and increasing understanding and empathy in family carers.

Since the launch of EDIE in 2016 there has been enormous media interest nationally and internationally,
including an interview on BBC World Service Click. Ongoing independent evaluation by Swinburne University
ensures the approach is strongly evidence based, and forms part of a process of continuous improvement;
delivering quality dementia education to improve the lives of those living with dementia.
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To date this research has found that in the VDE™ dementia care workers, when compared to participants in a
non-virtual reality workshop, gained threefold more empathy for the person living with dementia, and were able
to identify more dementia-friendly elements.

PLENARY

Family carer participant feedback indicates that family carers have gained a greater understanding of dementia,
the impacts it can have and are reflecting on their caring role from the perspective of their family member living
with dementia.

Now, our team combine the use of VR technology across a comprehensive suite of learning programs which
are improving the quality of care provided to people living with dementia. Dementia Australia has become
internationally recognised for its use of technology to aide learning. The team is driven by a strong desire to
create unique learning experiences which touch, move and inspire participants to change the way they think,
communicate and behave while also considering the care environment and thereby improving the lives of all
those living with dementia.
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PLENARY

PL4-001
#SEEME

Susan Ryan’, The Green House Project, Linthicum, ME
Abstract:

Imagine if you were labelled by only one word, and that word alone determined how the world treated you. The
sum of your life experiences -- relationships, skills, unique perspectives -- would not matter. The complexity of

what makes you unique as an individual would all be washed away by the one-dimensional perspective of that

label. This is the reality for 5.7 million people in the USA alone, who are defined by their diagnosis of dementia,

and that number is expected to rise to 14 million by 2050 (alz.org). This label focuses on what people can’t do.
On what’s been lost.

According to the Population Reference Bureau, the aging of the baby boom generation could fuel a 75 percent
increase in the number of Americans ages 65 and older requiring nursing home care to about 2.3 million in
2030, up from 1.3 million in 2010 (PRB, January 2016). Correlated with the increasing number of elders, is the
prevalence of Alzheimer’s disease, and the need for high-quality models that focus on the whole person, rather
than the traditional biomedical model that focuses primarily on decline and disease. Costs of care for individuals
living with Alzheimer’s or other dementias are significantly higher than their counterparts without cognitive
impairment. (Alzheimer’s Association, 2017).

In response to data, and research demonstrating that 85% of people in Green House homes are living with
dementia (Sharkey, 2011), the initiative developed an approach called, ‘Best Life’. This approach is more than
a check the box education, it is a process to transform the system and defy the stigma of dementia. Best Life
is built on Green House core values of Meaningful Life, Empowered staff and Real Home. These values have
shifted the paradigm of elder care to deinstitutionalize our thoughts. They serve as the strong foundation that is
necessary to provide optimal and life-affirming memory care.

This keynote presentation will ‘power-wash’ your thinking through challenging and new ideas. We must
destigmatize and humanize those living with dementia, in order to see the whole person first. Behavioral and
Psychological Symptoms of Dementia (BPSD) is a term used to describe the following “symptoms” that occur
in people with dementia: agitation, aberrant motor behavior, anxiety, elation, irritability, depression, apathy,
disinhibition, delusions, hallucinations, and sleep or appetite changes. A 2012 study found that 90% of people
with dementia have BPSD (Frontiers of Neurology, 2012). What if instead, we said that 90% of people living
with dementia will find themselves in a situation where their well-being is not adequately supported? How does
that change the way we #SeeMe? Think about how any person might react in a similar situation, for example,
a stranger coming to bathe them, and it becomes easier to view that reaction as an appropriate response to a
broken system rather than a symptom of the disease.

We must answer the call to #SeeMe. Currently, there is no cure for dementia, all we have is culture, but that can
be a powerful tool. When a person is deeply known and valued, it is possible to create a rich, meaningful life, full
of purpose, growth and joy for every elder.

Now is the time to lead the way, address the stigma surrounding dementia, and support caregivers with the
skills to see each elder as a unique individual, and to connect them to a meaningful life.

¥ @ADIConference @AlzDisInt  #ADI2018



33" International Conference of
Alzheimer’s Disease International

A
-V 26 — 29 July 2018, Chicago, USA

PLENARY ABSTRACTS

Plenary 4: Care in dementia
Date: Saturday, 28 July 2018

PLENARY

PL4-002

DEMENTIA FRIENDLY CITIES; AN EXPERIENCE OF CIVIL SOCIETY IN
COSTA RICA AS A ROUTE OF THE FUTURE

Norbel Roman’, Costa Rica Alzheimer Association, COSTA RICA, Costa Rica
Abstract:
The Friendly City. Costa Rica.

Our Friendly City, is the city of Curridabat, located in the county with the same name, in Costa Rica.This county 10
is divided into four districts. The city was declared “Friendly City” by the Local Government Council in May

2015, after the idea was implemented by the Alzheimer’s Association of Costa Rica. The city of Curridabat has a
population of seventy-six thousand. 12% of the population is over 60 years old.

The concept of Friendly City is one objective of the Alzheimer Plan of Costa Rica, and it is our commitment to
launch this project. The Alzheimer Plan of Costa Rica was the first launched in a middle-income country, and
the first one in Latin America. We believe that the ingredients needed to implement a Friendly City is work with
impulse, to offer help, and then to keep working together.

Currently, there are nine main actions on which we are working in the city of Curridabat.

1. The Screening Program consists of a door-to-door survey, implemented by the Alzheimer Association
with volunteers. Through this survey we were able to identify elderly people in risk of cognitive
deterioration, and also caretakers in need of help. The results of the survey were shared with a Care
Network of Public Health, for more assessment and for support. We also used Global Positioning tools.

2. 100% of the general doctors in the city of Curridabat were trained with updating clinics on dementia,
and also with workshops about detecting early cognitive deterioration, and we also trained caretakers
and considered their needs.

3. Risk reduction is a fundamental issue, and we had the idea of having two races with the subject of Risk
Reduction, the races were called “Run For Your Memories”.

4. There are various universities located in the Curridabat area. One of those is the “Santa Paula”
University. This university is fully integrated with the idea of Friendly City, and they have helped with
curriculum changes, with the organization of congresses, and even creating new careers: two classes
of professionals have already graduated in Management of Dementia. Many of those professionals are
already working in the field.

5. The said university is a leader in the field, at the Latin American level. Their help was fundamental when
we developed and implemented the 9™ Ibero-American Congress, with the participation of 90 speakers,
22 countries represented, and 13 regional ministry representatives.

6. We established the headquarters of the 10/66 Study of Costa Rica, in the city of Curridabat, with
support from the university. We also created a Research Center to provide more support.

7. The local government of Curridabat is working with a community project called the House of
Caretakers, which, when implemented, will provide support to all the caretakers of this country and
neighboring counties.

8. There is a Project and a design for the first Transit Shelter for the Abandoned Elderly. This project is
supported by the local government of Curridabat.
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9. We are working with a project of the Rest Center, which is a project to help and support the caretakers
of the county, but still promoting the idea that the home is the ideal place for the elderly to live.

All these projects and actions are the objectives of the Alzheimer Association of Costa Rica. Our motto is “To
Share Efforts”. Therefore, we would like to share our efforts with other “Friendly Cities” anywhere in the world.
Costa Rica wishes to have many more “Friendly Cities” in the future.

PLENARY
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INTERGENERATIONAL HOME VISIT MUSIC PROGRAM IN INDONESIA

Amalia Fonk-Utomo’, Communication, Alzheimer’s Indonesia, Groningen, Netherlands

Abstract:

The Background: In 2020 Indonesia will be ranked number 4 with people with dementia and in 2030 Indonesia
will have one of the largest productive age generation in the world so caregiving is a thread for them. It covers
both social and economic issues.

So the effect of dementia is beyond generations and we have started to engage them with several stimulations 12
(meaningful engagement activities)

Home visits have been implemented in ALZI Jakarta’s Chapter Program since 2016 and they have recently
added music therapy as an intervention and collaboration between Alzheimer Indonesia, Atma Jaya University,
Survey Meter, AdhiSvara Choir and several Youth Music-Dance Group with the support of Alzheimer Nederland
through the ADI Twinning Program.

Music is known as one of the expressive therapies, consisting of a process in which includes all facets: physical,
emotional, mental, social, aesthetic, and spiritual to help clients improve their physical and mental health.

The Method: Sadly, dementia is still a social stigma. Music intervention has been chosen to encourage youth
participation to:

¢ Raise the awareness of dementia in young generation.
e Use music supported by young generation which stimulates PWD to be happier.
e Advocate the ‘10 signs of dementia’

e Start pursuing an active going out youth engagement initiatives in Indonesia and aim the biggest youth
movement in Dementia Friendly Communities in Asia Pacific and real experience with PWD.

The pilot project duration was done in March until June 2018 in Jakarta with activities:

e Once a week Home visit to PWD and their Caregiver which is already being interview in advance (their
favorite songs, caregiver challenge and consent)

e Once a month visit to Government Nursery Home and Private Nursery Home.
o Evaluate the happiness of PWD after being ‘entertained’ with qualitative method with survey meter.
The Result:

e Music shows the real character of PWD with their spontaneous reactions that leads more information to
caregiver.

e Music is therapy for both PWD and Caregivers.

e For a country with massive musical diversity such as Indonesia this project shows opportunity to create
more social, physical, emotional engagement through generations.
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PLENARY

PL4-004
ESTABLISHING AND FUNDING LONG TERM CARE INFRASTRUCTURE

Anders Wimo', Karolinska Institutet, Stockholm, Sweden
Abstract:

Given the enormous socioeconomic impact of dementia and the current and expected future numbers of people
with dementia worldwide, any country needs a strategy to cope with this challenge. The WHO has also stated
that dementia is a major public health issue.

Today almost 50 million people live with dementia. By ADI it is estimated that about of 84% of people with
dementia live at home and 16% in various types of care homes. However, there is a great variability globally.

In Low and middle income countries, about 5% are estimated to live in care homes while 31% do that in high
income countries. The costs of living in care homes is also a major cost component in the societal costs of
dementia. The out of pocket payment for the families for care varies a lot worldwide, but for many families it is a
great economic burden. In ADI's World Alzheimer Report 2013 the patterns of long term care in dementia were
highlighted and OECD has also presented several reports on this issue. Long term care does not necessarily
take place in large institutional settings; it can also be organized at home or in small scale care facilities. To
simplify, the great challenge for high income countries is the funding of long term care, while the challenge in
low and middle income countries is to establish an infrastructure for long term care and also to find ways in its
funding. Since traditional care in institutional setting is very expensive and also has negative effects on those
who live there, we challenge a great need to find new ways both for organising and funding long term care for
people with dementia. In this presentation and the following presentations during this session all these aspects
will be highlighted.

¥ @ADIConference @AlzDisInt  #ADI2018



33" International Conference of
Alzheimer’s Disease International

A
-V 26 — 29 July 2018, Chicago, USA

PLENARY ABSTRACTS

Plenary 5: Psychosocial interventions
Date: Sunday, 29 July 2018

>
o
<
Z
w
|
o

PL5-001

LIVING WELL WITH DEMENTIA: FINDINGS FROM THE IMPROVING THE
EXPERIENCE OF DEMENTIA AND ENHANCING ACTIVE LIFE (IDEAL)
STUDY

Linda Clare’, University of Exeter, Exeter, United Kingdom and Keith Oliver’, 3 Nations Dementia Working
Group, Alzheimer’s Society, London, United Kingdom

Abstract:

‘Living well’ means experiencing a good quality of life, feeling satisfied with one’s life, and having a positive sense
of well-being. The Improving the experience of Dementia and Enhancing Active Life (IDEAL) programme was
established to investigate how individual characteristics, social circumstances and psychological and material
resources affect the possibility of living well with dementia and to help identify what can be done by individuals,
communities, health and social care practitioners, care providers and policy makers to improve the likelihood of
living well with dementia.

IDEAL is following the experiences of over 1500 people with dementia and their family carers throughout Great
Britain over a six-year period. IDEAL is supported by a patient and public involvement network, Action on Living
Well: Asking You (the ALWAYs group), which advises on various aspects of the programme.

This talk is jointly presented by Professor Linda Clare, who leads the IDEAL programme, and Keith Oliver,
representing the ALWAYs group. Keith is active in advocacy work and in national and international discussions
around dementia.

Linda will describe some of the main findings from the first stages of this ongoing programme. The IDEAL
researchers began by exploring existing evidence about the aspects of people’s experience that support or
hinder the possibility of living well with dementia. The resulting systematic review included information from
198 studies and nearly 38,000 people with dementia. With input from the ALWAYs group, the researchers
then developed a framework for examining influences on living well for people with dementia. They used this
framework to analyse data from the first round of IDEAL interviews, conducted with 1547 people living with
dementia, and find out which aspects of the participants’ experience had the most influence on living well.
The statistical information was enriched by individual narratives gathered in a smaller number of in-depth
conversations.

Keith will reflect on his involvement and contributions to the IDEAL programme, and how the model of ‘living
well’ resonates with his own experience.
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LIVING WELL WITH DEMENTIA: FINDINGS FROM THE IMPROVING THE
EXPERIENCE OF DEMENTIA AND ENHANCING ACTIVE LIFE (IDEAL)
STUDY

Linda Clare’, University of Exeter, Exeter, United Kingdom and Keith Oliver’, 3 Nations Dementia Working
Group, Alzheimer’s Society, London, United Kingdom

Abstract:

‘Living well’ means experiencing a good quality of life, feeling satisfied with one’s life, and having a positive sense
of well-being. The Improving the experience of Dementia and Enhancing Active Life (IDEAL) programme was
established to investigate how individual characteristics, social circumstances and psychological and material
resources affect the possibility of living well with dementia and to help identify what can be done by individuals,
communities, health and social care practitioners, care providers and policy makers to improve the likelihood of
living well with dementia.

IDEAL is following the experiences of over 1500 people with dementia and their family carers throughout Great
Britain over a six-year period. IDEAL is supported by a patient and public involvement network, Action on Living
Well: Asking You (the ALWAYs group), which advises on various aspects of the programme.

This talk is jointly presented by Professor Linda Clare, who leads the IDEAL programme, and Keith Oliver,
representing the ALWAYs group. Keith is active in advocacy work and in national and international discussions
around dementia.

Linda will describe some of the main findings from the first stages of this ongoing programme. The IDEAL
researchers began by exploring existing evidence about the aspects of people’s experience that support or
hinder the possibility of living well with dementia. The resulting systematic review included information from
198 studies and nearly 38,000 people with dementia. With input from the ALWAYs group, the researchers
then developed a framework for examining influences on living well for people with dementia. They used this
framework to analyse data from the first round of IDEAL interviews, conducted with 1547 people living with
dementia, and find out which aspects of the participants’ experience had the most influence on living well.
The statistical information was enriched by individual narratives gathered in a smaller number of in-depth
conversations.

Keith will reflect on his involvement and contributions to the IDEAL programme, and how the model of ‘living
well’ resonates with his own experience.
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PSYCHOSOCIAL INTERVENTIONS FOR PEOPLE WITH DEMENTIA IN
THE LOW AND MIDDLE INCOME COUNTRIES

Dr. Amit Dias’, preventive Medicine, Goa Medical College, Goa, India
Abstract:

There are more than 4 million people living with dementia in India and it is a major public health problem. The
10/66 dementia research group has conducted several epidemiological studied to highlight the extent of the
problem in the Low and Middle Income Countries and also highlight the care arrangements,the needs and
packages for care in these regions. Service development for people with dementia in India needs to take
account of the fact that dementia tends to be poorly recognised, generally perceived to be part of normal ageing
and families rarely present to health services due to stigma. The assessment and treatment that they receive is
orientated towards acute rather than chronic conditions. Psychosocial interventions rarely reach the majority of
people who need it and the treatment gap was estimated to be more than 90%.

We developed a unique programme to bridge the treatment gap for dementia and provide psychosocial
intervention using lay health workers (non-specialist health care workers) under supervision. This was a task-
shifting model which followed the principles of stepped care and high risk approach. We also had to ensure
that the intervention was acceptable to those with low education and is culture sensitive. Involving locally
available manpower to deliver the intervention at the door step of people with dementia also ensured the
acceptability and scalability of the intervention. The psychosocial intervention addressed common behavioural
problems, activities of daily living, balancing the family care, environment safety, and also involved components
of management of chronic ailments such as diabetes, hypertension, nutrition and sleep. We conducted a
Randomised Controlled Trail in 181 participants comparing the psychosocial intervention with enhanced usual
care. The intervention proved to be very effective in reducing the stress in caregivers, their perception of burden
and improved the quality of life in the people with dementia.

Psychosocial interventions are known to be as effective as the currently available pharmacological interventions.
[t can be made cost effective by task shifting and using non specialist health care workers under supervision.
We propose to integrate the dementia home care intervention with the existing primary health care network
using multipurpose health care workers for improving its outreach as mentioned in the Dementia India Report.
This presentation will also cover the adaptation of Problem Solving Therapy and brief behavioural therapy for
Insomnia for the prevention depression in Late Life using creative flipcharts to improve engagement of the
participants in the psychosocial intervention. Our future work involves the use of Technology to improve the
delivery of evidence based psychosocial intervention.
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SOCIAL HEALTH AND ITS POTENTIAL FOR DEMENTIA RESEARCH AND
PRACTICE

Myrra Vernooij-Dassen’, Radboud University Medical Center, Nijmegen, Netherlands
Abstract:

A number of psychosocial interventions in dementia have been found to be effective in regaining “lost functions”
in persons with dementia and in enhancing sense of competence in their family caregivers. However, answers to
why these interventions are effective in relation to dementia remain unclear.

New avenues are needed to answer this question. Combining psychosocial and biomedical knowledge by
studying the relation between social health and cognitive reserve offers a promising opportunity.

Social health has been conceptualized as the influence of social and environmental resources (including culture)
in finding a balance between capacities and limitations. Cognitive reserve relates to the discrepancy between
neuropathology and symptoms. Nearly 50% of people with dementia did not have sufficient neuropathology in
their brain to explain their cognitive symptoms. High levels of AD pathology were present in one third of very old
people without dementia. Cognitive reserve refers to the ability of the brain to actively withstand brain pathology
by using pre-existing cognitive processes or by activating compensatory approaches.

We hypothesize that social health is a driver to use cognitive reserve through active facilitation and utilisation of
social and environmental resources individuals possess and can have access to. This also implies the reverse:
prohibiting utilization leads to underuse of cognitive reserve. Using and intervening in people’s social health will
influence the dementia disease course.

Examples will be presented of active facilitation and utilization of social resources including engagement in joint
activities such as making music and visiting a museum, supporting shared decision making and enhancing
physical and cognitive functioning. Prohibiting the utilization of resources is called “prescribed disengagement”.
Cultural variations can be observed around the world in the way of accepting people not being fully competent
and allowing people to use their existing competencies. Cultures can learn from each other on how to promote
social inclusion within ageing and dementia.

Exploring the potential of social health in dementia can contribute to better understanding the discrepancy
between neuropathology and symptoms and advance our understanding as to why and how some people with
dementia appear to regain ‘lost function’ following supportive psychosocial interventions. Social health might
be a major resource for a breakthrough in the current paucity in dementia research when integrated in bio-
psychosocial models. It might have a significant influence on both prevention of dementia and on the course of
dementia.
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THE IMPORTANCE OF ENGAGEMENT OF PEOPLE WITH DEMENTIA

John R Sandblom’, Dementia Alliance International, Ankeny, IA
Abstract:

This will be a presentation that explores the many ways of keeping people with dementia involved in many
different types of things and reasons that diagnosed people should be included and utilized in many different
ways. Out experience at DAl suggests that for many it can be a major boost in the quality of life to have a focus
and purpose again after often believing that was impossible.

Some of the different areas explored will cover the use of support groups, being involved in volunteer work with
a number of different options, participating in research studies, assisting in development and testing of new
technology intended for PWD. Advocating in a number of different ways is also an option that will be covered. In
the same thread as the motto we use “nothing about us without us” it should be stressed that it is also a basic
human rights issue to be included in things that concern us. PWD being involved at many levels helps with the
coping of the disease, improves quality of life and in many cases has benefits for both the carer and the public
at large and these will be discussed.
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STIGMAS - A MARK OF DISGRACE

Christine E Thelker Ms.’, Dementia Alliance International, Vernon, BC, Canada
Abstract:

In my perfect world | would like everyone to start seeing me the person, not Dementia the lllness. My perfect
world can’t exisit in a world filled with stigmas. | want to speak to the stigmas that keep this from happening.

When you have Dementia, most friends and family don’t want to know, they don’t want to ask, they don’t want
to see. They fall by the way side because of their own lack of knowledge and willingness to sit down and ask
what a day is like for me. Example: Family who want to hide Diagnosis.

I think it is, in part, the responsibility of the person diagnosed to advocate for themselves, educate and teach
about their iliness. It is equally the responisibility of family and friends to learn all they can to ensure the person
lives the best life possible.

We desperately need more education on all levels to help the health care commmunity realize: Dementia is not
the Person. Example Immediate loss of job, no longer included in planning.

The medical profession must listen to those who have Dementia because they are their most effective teachers.
They should have an active voice in all curriculum used and how it is taught throughout the medical profession.
Example: New Nursing Aid thinks patients won’t know if she makes a mistake.

Many organizations are seeking funds, without any imput from clients. This perpetuates the view of the people
making the decisions and not the actual people living with Dementia. Example: Alzheimer’s Society reaction to
my CBC radio interview.

| pledge to keep using my voice and | implore you to help bring this Stigma to an end.
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MOTHER AND SON

Maria Louise Turner and Rhys S Dalton Mr’, Dementia Alliance International, Simpsonville, SC
Abstract:

In this presentation, we will present on the roles of a young woman with younger onset dementia and her young
carer, facing dementia together. Rhys will discuss and explore the role and impact of being a young man, in the
early stages of his career and life, whilst taking on the responsibility of caring for his mother. Maria, his mother
who was diagnhosed with younger onset dementia aged 48 will then discuss the feelings and challenges this
presents as a parent, alongside the challenges of living with dementia. The changes that dementia brings with it,
mean that the roles are often talked about as if they have been reversed, using phrases such as ‘my mum has
become my child’ or ‘| have had to become the parent’. In our experience, whilst as the one sibling who is also
a carer (with my fiancé) | have had to take on many of the physical responsibilities my mother once was able

to do, but we have fought to keep our roles of parent and adult child separate from dementia, so that we can
focus on our love and relationships, rather having them defined only be dementia. We have defined ourselves as
we always have, that is, meaning she is still my mother and | am still her son. We will close our presentation with
a shared statement of love and respect for each other, and how dementia has made us much closer.
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Maria Louise Turner and Rhys S Dalton Mr’, Dementia Alliance International, Simpsonville, SC

Abstract:

In this presentation, we will present on the roles of a young woman with younger onset dementia and her young
carer, facing dementia together. Rhys will discuss and explore the role and impact of being a young man, in the
early stages of his career and life, whilst taking on the responsibility of caring for his mother. Maria, his mother
who was diagnhosed with younger onset dementia aged 48 will then discuss the feelings and challenges this
presents as a parent, alongside the challenges of living with dementia. The changes that dementia brings with it,
mean that the roles are often talked about as if they have been reversed, using phrases such as ‘my mum has
become my child’ or ‘| have had to become the parent’. In our experience, whilst as the one sibling who is also
a carer (with my fiancé) | have had to take on many of the physical responsibilities my mother once was able

to do, but we have fought to keep our roles of parent and adult child separate from dementia, so that we can
focus on our love and relationships, rather having them defined only be dementia. We have defined ourselves as
we always have, that is, meaning she is still my mother and | am still her son. We will close our presentation with
a shared statement of love and respect for each other, and how dementia has made us much closer.
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WALK AROUND THE WORLD TO HELP END ALZHEIMER’S DISEASE
(AND OTHER DEMENTIA): A FUNDRAISING PROJECT

Dina Newsom';Hollie Fowler' and Mr. David Troxel 2, (1)Prestige Senior Living, Vancouver, WA, (2)Best Friends
Approach, Sacramento, CA

Abstract:

This presentation describes how one senior living company, and its Celebrations program for elders, raised more
than $80,000 for the US Alzheimer’s Association. The presentation will describe the fundraising project and 22
recommend ways to replicate the program to benefit dementia programs anywhere.

The fundraising campaign, Step Up to End Alzheimer’s, challenged residents and staff across all Prestige

Care communities and corporate headquarters to walk (over the course of one month) 65 million total steps

— the approximate distance around the globe — while also raising funds to benefit the Alzheimer’s Association.
Residents and staff collected donations from family, friends, and local businesses by pledging to reach personal
step goals and participating in events and activities throughout the month of September, with every penny of the
$80,000 raised donated directly to the Alzheimer’s Association.

As part of the Step Up to End Alzheimer’s campaign, residents and staff at nearly every community across the
company’s eight-state footprint kept track of their steps to reach weekly goals, which were measured out to
various locations across the world — including Greenland’s llulissat Icefjord, Mt. Kilimanjaro in Tanzania, Sydney
Harbor in Australia, and ending at the Golden Gate Bridge in San Francisco, California.

Residents and staff participated in a variety of fun events including “walkathons” and community-based exercise
classes to get moving and achieve their goals. Staff joined in the fun, too, and participated in activities while
keeping track of their residents’ steps and charting their progress around the world.

The presentation will materials and timetables from the project and suggest ways to produce a local program
with superior results. The program can be easily adapted to a variety of settings and had only minimal start-up
costs.

Results: The program raised significant funds for Alzheimer’s services and research while encouraging wellness
and exercise as part of the company’s Celebrations program for independent and assisted living residents.
Goals are meaningful for all of us, including elders and persons living with dementia. The Step Up to End
Alzheimer’s Campaign allowed residents to create and meet fitness goals, experience purpose and civic
engagement, enjoy socialization with others, fostered inter-generational efforts and helped our company’s
residents be healthy and happy.
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WHAT WOULD | WANT? DEMENTIA PERSPECTIVES AND PRIORITIES
AMONGST PEOPLE WITH DEMENTIA, FAMILY CARERS AND SERVICE
PROFESSIONALS AND THEIR IMPLICATIONS FOR PUBLIC HEALTH
CAMPAIGNING

Irja Haapala™'2;Simon Biggs'® and Ashley Carr*, (1)School of Social and Political Sciences, The University

of Melbourne, Melbourne, VIC, Australia, (2)The University of Eastern Finland, Savonlinna, Finland, (3)The

Brotherhood of Saint Laurence, Melbourne, Australia, (4)School of Social and Political Sciences, The University 23
of Melbourne, Melbourne, Australia

PARALLBIOSHGHIORS

Abstract:

Objectives: To examine whether there are distinctive priorities and attitudes, based on closeness to dementia,
between people with dementia, carers, health and welfare plus commercial service professionals. To identify
priorities for effective public campaigning in relation to dementia based on these perspectives. To elucidate the
importance of familial proximity in relation to counteracting stigma and for perceptions of dementia in the public
sphere.

Methods: \We conducted semi-structured interviews with people with dementia (n=19), carers/support persons
(n=28), health care professionals (n=21), social workers (n=23) and people who worked in service professions
(e.g., hairdressing, hospitality and other customer service staff and entrepreneurs) (n=20), in five Australian
states, in 2017; plus with campaign originators (n=20) in Australia and abroad, in 2018. Participants were asked
about: first impressions of dementia, what they would want for themselves, what a good campaign should cover
and how the general public perceived dementia. Interview recordings were transcribed into Microsoft Word,
imported into NVivo 11 and coded by the two interviewers with high inter-coder reliability. NVivo Query Matrices
were run to identify clustering of campaign priorities followed by in-depth narrative analysis of content using
triangulation between three researchers. SPSS non-parametric and parametric tests were used for comparisons
between groups, and Excel was used to illustrate the findings. For the analysis, participants were grouped
based upon 1) perspective: a first (people with dementia), second (carers) and third person (professionals)
perspective, and 2) closeness based on personal or family connection (proximity) to dementia. Research

was undertaken with ongoing advice from the Dementia Consumer Network based at Dementia Australia

and ethically approved by the University of Melbourne Humanities and Applied Sciences Human Ethics Sub
Committee (HESC 1647136).

Results: Contrasts were found between the priorities of the different perspectives, plus a common feeling

that dementia should become a normal part of social life. People living with dementia were distinctive in their
concern for dignity and social inclusion, with carers focussing on support and understanding. A key factor
emerges as being whether service and care professionals had a family connection with dementia. However,
rather than reflecting stigmatising behaviour, all professional groups expressed a need for knowledge on how
to communicate and interact with people with dementia. In contrast to current campaigns, information on
prevention and priorities based on health systems were a low priority. Campaign originators’ views lent support
to those of the consumer groups.

Conclusions: Results indicate the need for more precise targeting of priorities in public campaigning and an
emphasis on day-to-day interaction and social inclusion. Family proximity emerged as an important factor for
professional and public empathy in future campaigning and interventions.
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NORTHWESTERN UNIVERSITY BUDDY PROGRAM INCREASES
MEDICAL STUDENT KNOWLEDGE, EMPATHY, AND ATTITUDES
TOWARDS PERSONS LIVING WITH DEMENTIA

Dr. Darby Morhardt’, Cognitive Neurology and Alzheimer’s Disease Center, Northwestern University, Chicago,
IL

Abstract:

Objective: Approximately 13.3% of the current US population is aged 65 and older and projected to double
by 2060. Age is the greatest risk factor for dementia. It is important that medical students are equipped with
appropriate knowledge, skills, and attitudes to meet the medical needs of this aging population, including
exposure to and understanding of dementia. The Buddy Program is an experiential learning program that

pairs first-year medical students with persons with dementia for a year of activities and relationship-building.
Objectives are to educate students about dementia by a) enhancing dementia knowledge, b) introducing the
spectrum of capabilities of persons with dementia, c¢) providing opportunities to observe how persons with
dementia adapt throughout the disease progression, d) familiarizing students with care and support for persons
with dementia.
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Method: Pre- and post-test data from 202 first-year medical students who participated in the Buddy Program
were collected and analyzed for responses to: 1) NU Dementia Knowledge Test (n=149 pre-intervention, n=129
post-intervention), measuring familiarity with dementia, 2) Jefferson Empathy Scale (n=44 pre-intervention,
n=40 post-intervention), measuring empathy, 3) Dementia Attitudes Scale (n=44 pre-intervention, n=37
post-intervention), measuring attitudes towards those with dementia, and 4) Stigma in AD Scale (n=16 pre-
intervention, n=18 post-intervention), measuring stigma associated with AD. Statistical comparisons were
conducted via paired t-test.

Result: There were significant increases in medical students’ knowledge of dementia (6.5% increase in NU
BP Dementia Knowledge test, p<0.0001), empathy towards those with dementia (12.2% increase in Jefferson
Empathy Scale, p<0.0001), positive attitudes towards those with dementia (13.5% increase in Dementia
Attitudes Scale, p<0.0001). There was also a statistically significant decrease in stigma towards those with AD
(12.5% decrease in the Stigma in AD Scale, p=0.023).

Conclusion: This study demonstrates that experiential learning programs such as the Buddy Program can
significantly improve knowledge and attitudes towards those with dementia while also reducing stigma. Results
suggest this program may serve as a model for improving knowledge of similarly stigmatized conditions while
enhancing understanding of what it means to live with chronic disease.

Ei Alzheimer’s Disease International



www.adi2018.org

PARALLEL SESSION ABSTRACTS

Awareness and stigma
Date: Friday, 27 July 2018

1-004

AWARENESS OF THE IMPACT OF A PRISON REGIME FOR OFFENDERS
WITH DEMENTIA: SUPPORTIVE OR DESTRUCTIVE?

Joanne Mary Brooke Dr’ and Debra Jackson Prof, OXIMNAHR, Oxford Brookes University, Oxford, United
Kingdom

PARALLEL SESSIONS

Abstract:

Objectives: The prison population is aging, and the prevalence of dementia of prisoners has increased.
Tentative figures from the United States suggest 40% of prisoners over the age of 55 have some degree of
cognitive impairment (Williams et al. 2010). However, research studying dementia in prison populations is limited.
The aim of this study was to explore the current knowledge and skills of staff, prisoners and volunteers involved
in the care and support of prisoners with dementia.

Methods: A qualitative phenomenological design was applied. Interviews and focus groups were conducted

in the prison setting with both staff and prisoners. Staff included: healthcare professionals from mental health
and primary care services, social workers, probation officers, educationalists, and prison service staff, including
disciplinary officers, instructional officers, and members of the chaplaincy. Prisoners included those with special
roles such as buddies, listeners or those that attend groups developed for older prisoners (social inclusion

and diversity). Interview schedules were developed to ensure consistency of data collection. The interviews
and focus groups explored experiences of supporting prisoners with dementia, and were audio recorded and
transcribed verbatim. Thematic analysis as described by Braun and Clarke (2006) was completed.

Results: Setting: a category C male prison in the South of England, UK. Data were collected during September
— December 2017, via focus groups (n=10) and interviews (n=5) with a total of 38 participants, including: prison
officers (n=8), probation officers (n=3), educational staff (n=3), mental health nurses (n=2), social workers (n=3),
primary care staff (n=5), and prisoners including: buddies (n=4), listener (n=1), and members of social inclusion
(n=5) and diversity (n=4). Three themes emerged from the data: Development of health and social care in

prison: are we just playing at it? Assessing and understanding behaviours: we are not trained in that type of
stuff? Impact of dementia on prisoners and the prison service: all we can do is keep them safe, keep the regime
running. The main discrepancy between the views and beliefs of staff and prisoners was the impact of the prison
regime for prisoners with dementia, staff expressed supportive views, whilst and prisoners expressed the prison
regime could be destructive.

Conclusion: Staff believed it was easier to care for people with dementia in the prison setting, due to well-
established regimes, and held the belief that prison was a supportive environment for people with dementia as
there was less risk for accidental self-harm. Whereas prisoners who had had completed a training programme
to support fellow prisoners with dementia (buddies) had a greater insight into the needs of this population.
Buddies discussed a disrupted prison regime, which had a destructive impact on prisoners with dementia, and
they felt they were left “firefighting’ to try and bring their fellow prisoners back on an even keel. Further education
and training is required to develop a united understanding on how to better support prisoners with dementia.
An integrated workshop, including prison staff, health and social care professionals and prisoners with specialist
roles needs to be developed to enable consistent and appropriate support for prisoners with dementia. There

is a further need for a structured process to communicate the concerns and changing needs of this population
amongst this multi-disciplinary team.
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CHALLENGING THE STIGMA OF DEMENTIA: BUILDING A MOVEMENT

Ms. Maria Howard', Alzheimer Society of B.C. , Vancouver, BC, Canada
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Abstract:

The Alzheimer Society of B.C. is committed to building a world where people living with dementia, their
caregivers and families are included, acknowledged and supported — a truly dementia-friendly society. In
order to build that world, we need to move away from fear and denial of the iliness, towards awareness and
understanding. When we reduce stigma, people affected by dementia can live better.

Negative attitudes held by friends, family and professionals can often discourage people from getting a
diagnosis, seeking treatment and support or disclosing their illness. According to a Leger-led online survey
conducted by the Alzheimer Society of Canada, 46 per cent of respondents said that they would feel ashamed
or embarrassed if they had dementia and 61 per cent felt they would face discrimination of some kind. Recently,
the Canadian Dementia Priority Setting Partnership identified the impact of stigma as the number one priority for
Canadians affected by dementia.

Only by challenging stignma about dementia can we build a caring and inclusive community for individuals and
families affected by dementia. During this presentation, the presenter will touch on the ways that the Alzheimer
Society of B.C. is addressing stigma to build a community of care, including:

¢ Informing the public how they can play a role in building a dementia-friendly province.

e Engaging with and amplifying the voices of people affected by dementia as spokespeople, advocates and
advisors, bringing their lived experience and leadership to the forefront of the Society’s work.

e Establishing successful partnerships with municipalities who are working towards building dementia-friendly
communities across British Columbia.

¢ Challenging stigma by implementing innovative, culturally specific strategies in under-served communities.

e Promoting and supporting research with the ultimate goal of improving the lives of people affected by
dementia.
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“THE BRAIN STRENGTHENING LOHAS BUS” - A MOBILE CLINIC TO
STRENGTHENING PEOPLE’S BRAIN, SCREENING FOR AD AND MCI
AND EDUCATING PEOPLE IN REMOTE COUNTRY SIDE IN TAIWAN

Cheng Hsiu Chuang’;Meng Hsiu Chung;Yu Xiang Lin;Keith H. Chen;Yin Fu Chen;Cheng Kai Wen;Di Ya Hsieh
and Wei Chiao Ke, ADLers Occupational Therapy Clinic, Taipei, Taiwan

PARALLEL SESSIONS

Abstract:

As one of the fastest aging society in Asia, Taiwan will turn to aged society from aging society in 2018. The
population of people who suffer from Alzheimer’s Disease(AD) is dramatic increasing. According to the Ministry
of Health and Welfare in Taiwan, about 8% of people are suffering from AD at the age above 65. There are about
260,000 people who has AD in 2016, and estimate there will be more than 850,000 people would have AD and
MCI in the next 40 years.

The government of Taiwan has planned a lot of therapeutic groups for MCI or dementia patients in the city
center. However, those who live in the country side and remote area were not that lucky.

The New Taipei City, which is located around the Taiwan’s Capital-Taipei City, is one of the biggest city in Taiwan,
which has lots of remote country area. The unbalance medical resource between the city center and the remote
country also cause big problem with people who suffer from the AD. Since lots of young people move into the
city center for study and work, most of the elderly people still live in the country side. The condition is getting
worse from time to time. It would be a huge burden both the medical resource and financial of Taiwan.

The Department of health B Al Tk RS M B
of the New Taipei City BTAL M B RERLEE o -
Government (NTCG) has Bagt s o

came out with a new idea.
They cooperated with a
innovative occupational
therapy clinic (ADLers
Occupational Therapy
Clinic), that has both

OT and PT with lots of
experience and familiar
with AD patients and has
lots of innovative way of
treating patients. After
months of planning and
preparing, they has built up
a very interesting bus with
specially design to carry
tons of therapeutic aid, board games ,cognitive assessment tools and the most of all — 2 therapists on board.

¥ @ADIConference @AlzDisInt  #ADI2018



33" International Conference of
Alzheimer’s Disease International

A
-V 26 — 29 July 2018, Chicago, USA

PARALLEL SESSION ABSTRACTS

People call it “The Brain Strengthener Lohas’s Bus. The Lohas Bus started its journey on the November 2017,

it travels to 2 remote country sides per day 3 times a week. And host a Brain strengthening fair twice a year.
They cooperate with local health center and community care centers. The therapists design a complete process
of therapeutic activities, including screening (finding potential MCI or AD patients), cognicising (cognition and
exercise) and therapeutic activities such as board games, video interactive game, Tai Chi, handicraft and singing
to strengthen people’s brain. In just 3 months, The Lohas Bus had traveled to more than 10 remote country
side and served thousands of people. It was a great impact for those elderly people who has never came
across of those brain strengthening game and activities. Since the Lohas Bus came to their village, because the
interesting program and the birilliant skill of the therapist, Lohas Bus really catch their eyes and make them willing
to come out the door to join the activities. The Lohas Bus activated people’s life wherever they go. Meanwhile,
those therapists not only brought energy to the village, but also screened and educated people about the
knowledge of health and AD.
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Each time, therapist led the activity about 2 hours. After class, people could even rent the board games, books
about the health and AD home. It has become a trend and a big event in lots of people in remote village in
Taiwan. The Lohas Bus change people’s life in Taiwan and help government to find out lots of MCI and AD
patient and started their treatment in the early phase. Which make people to have the right treatment and lower
the cost of government on AD’s medical care.

The Bus will keep hitting the road in Taiwan and helping more and more people.
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WHICH COMES FIRST--THE CHICKEN OR THE EGG?: DEMENTIA-
FRIENDLY AND AGE-FRIENDLY COMMUNITIES CROSS-POLLINATE
Sarah Lock’, Policy, Research & International, AARP, Washington, DC, DC;Mrs. Stephanie K Firestone’,

International, AARP, Washington, DC, DC and Fei Sun’, School of Social Work, Michigan State University, East
Lansing, Ml

PARALLEL SESSIONS

Abstract:

Over 550 communities are current members in the WHO Global Network of Age-friendly Cities and Communities
(over 200 in the U.S. alone), with potentially thousands more communities that use age-friendly guidelines and
tools created by WHO and AARP to structure similar local initiatives outside this framework.

Along similar lines, at the 70th Session of the World Health Assembly in May 2017, WHO adopted the Global
Dementia plan, which outlined seven areas for actions including promotion of dementia friendly initiatives in
different countries. According to the report of Alzheimer’s Disease International, 35 countries have a dementia-
friendly initiative in place. In the U.S., about 28 states have a dementia friendly community initiative.

Age-friendly and dementia-friendly initiatives both aim to help older adults remain independent within the
community as long as possible, by creating a supportive enabling environment. Additionally, they engage with
broad coalitions of stakeholders from civil society, business and government as well as elders, to strengthen
community supports and increase inclusion for the benefit of people of all ages. However, age-friendly strategies
benefit older adults or people with disabilities more generally, while dementia-friendly actions and design features
tend to focus on a specific set of needs of individuals and family caregivers affected by dementia.

The parallel emergence and evolution of both types of initiatives has created some confusion around whether
it is most appropriate and how best to integrate the two, or how to reap the greatest benefit from separate

but coordinated initiatives. It also raises questions around the ideal order for engaging in these efforts, i.e.,
which comes first—the chicken or the egg”? Varying approaches to integration have included: age-friendly and
dementia-friendly are aligned and incorporated into broader city plans; a dementia-friendly plan is incorporated
into an age-friendly plan, and both initiatives enjoy high level city support; or regional guidance connects age-
and dementia-friendly efforts. This session’s authors find that the most constructive conversation to be had is
around how these approaches can complement rather than compete with one another.

This session will present brief overviews of dementia-friendly and age-friendly initiatives and tools available for
executing each, including the process of creating a WHO dementia-friendly initiatives toolkit. Next, the authors
will present recommendations developed by AARP around how these two types of initiatives can complement
one another. Finally, the presentation will highlight some updated case studies in different parts of the world
illustrating the different models that communities are using to undertake both, and share lessons learned thus far
through these disparate approaches.
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Abstract:

Over 550 communities are current members in the WHO Global Network of Age-friendly Cities and Communities
(over 200 in the U.S. alone), with potentially thousands more communities that use age-friendly guidelines and
tools created by WHO and AARP to structure similar local initiatives outside this framework.

Along similar lines, at the 70th Session of the World Health Assembly in May 2017, WHO adopted the Global
Dementia plan, which outlined seven areas for actions including promotion of dementia friendly initiatives in
different countries. According to the report of Alzheimer’s Disease International, 35 countries have a dementia-
friendly initiative in place. In the U.S., about 28 states have a dementia friendly community initiative.

Age-friendly and dementia-friendly initiatives both aim to help older adults remain independent within the
community as long as possible, by creating a supportive enabling environment. Additionally, they engage with
broad coalitions of stakeholders from civil society, business and government as well as elders, to strengthen
community supports and increase inclusion for the benefit of people of all ages. However, age-friendly strategies
benefit older adults or people with disabilities more generally, while dementia-friendly actions and design features
tend to focus on a specific set of needs of individuals and family caregivers affected by dementia.

The parallel emergence and evolution of both types of initiatives has created some confusion around whether
it is most appropriate and how best to integrate the two, or how to reap the greatest benefit from separate

but coordinated initiatives. It also raises questions around the ideal order for engaging in these efforts, i.e.,
which comes first—the chicken or the egg”? Varying approaches to integration have included: age-friendly and
dementia-friendly are aligned and incorporated into broader city plans; a dementia-friendly plan is incorporated
into an age-friendly plan, and both initiatives enjoy high level city support; or regional guidance connects age-
and dementia-friendly efforts. This session’s authors find that the most constructive conversation to be had is
around how these approaches can complement rather than compete with one another.

This session will present brief overviews of dementia-friendly and age-friendly initiatives and tools available for
executing each, including the process of creating a WHO dementia-friendly initiatives toolkit. Next, the authors
will present recommendations developed by AARP around how these two types of initiatives can complement
one another. Finally, the presentation will highlight some updated case studies in different parts of the world
illustrating the different models that communities are using to undertake both, and share lessons learned thus far
through these disparate approaches.
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Abstract:

Over 550 communities are current members in the WHO Global Network of Age-friendly Cities and Communities
(over 200 in the U.S. alone), with potentially thousands more communities that use age-friendly guidelines and
tools created by WHO and AARP to structure similar local initiatives outside this framework.

Along similar lines, at the 70th Session of the World Health Assembly in May 2017, WHO adopted the Global
Dementia plan, which outlined seven areas for actions including promotion of dementia friendly initiatives in
different countries. According to the report of Alzheimer’s Disease International, 35 countries have a dementia-
friendly initiative in place. In the U.S., about 28 states have a dementia friendly community initiative.

Age-friendly and dementia-friendly initiatives both aim to help older adults remain independent within the
community as long as possible, by creating a supportive enabling environment. Additionally, they engage with
broad coalitions of stakeholders from civil society, business and government as well as elders, to strengthen
community supports and increase inclusion for the benefit of people of all ages. However, age-friendly strategies
benefit older adults or people with disabilities more generally, while dementia-friendly actions and design features
tend to focus on a specific set of needs of individuals and family caregivers affected by dementia.

The parallel emergence and evolution of both types of initiatives has created some confusion around whether
it is most appropriate and how best to integrate the two, or how to reap the greatest benefit from separate

but coordinated initiatives. It also raises questions around the ideal order for engaging in these efforts, i.e.,
which comes first—the chicken or the egg”? Varying approaches to integration have included: age-friendly and
dementia-friendly are aligned and incorporated into broader city plans; a dementia-friendly plan is incorporated
into an age-friendly plan, and both initiatives enjoy high level city support; or regional guidance connects age-
and dementia-friendly efforts. This session’s authors find that the most constructive conversation to be had is
around how these approaches can complement rather than compete with one another.

This session will present brief overviews of dementia-friendly and age-friendly initiatives and tools available for
executing each, including the process of creating a WHO dementia-friendly initiatives toolkit. Next, the authors
will present recommendations developed by AARP around how these two types of initiatives can complement
one another. Finally, the presentation will highlight some updated case studies in different parts of the world
illustrating the different models that communities are using to undertake both, and share lessons learned thus far
through these disparate approaches.
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Abstract:

A novel method which proved very successful in creating dementia awareness and friendliness was adopted

in the state of Kerala by staging plays on dementia. Sponsored by the State Department of Social Justice, the
national office of Alzheimer’s and Related Disorders Society of India (ARDSI)conducted a week long programme
traversing a distance of 560 kms.

The programme started in the northern most part of Kerala and culminated in the state capital, Trivandrum,
covering 2 districts per day. The title of the project was ‘Ormakkootam’, which means memory gatherings. The
2 hour long events, at all the fourteen places, included awareness talks by doctors and ARDSI staff, followed by
the play and closed with an interactive session with the audience.

The play named “Achan” which means father was about an elderly person with dementia being taken care of

by a paid carer. Though this carer was not professionally trained, with his compassion and common sense he
provides loving care to Achan. The father’s role was enacted by a renowned stage actor Sivaji Guruvayur, whose
mother has Alzheimer’s disease and being a carer, he wrote the script based on his own real life experiences.
The play highlighted many of the symptoms of dementia and the audience was not only enlightened about
dementia, they were also moved to tears about this condition which has so much stigma and discrimination.

The valedictory function in Trivandrum was graced by the Minister of Health and Social Welfare and she
promised her whole hearted support to the Kerala State Initiative on Dementia which is the first public private
partnership for comprehensive awareness, training and providing care services.
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LEVERAGING EXISTING STRENGTHS TO BUILD DEMENTIA FRIENDLY
COMMUNITIES: THE NEED FOR IMPROVED DEMENTIA LITERACY

Kathleen V Doherty’;Claire Eccleston;Susanne Becker and Helen Courtney-Pratt, Wicking Dementia Research
and Education Centre, University of Tasmania, Hobart, Australia

Abstract:

Objective: Community action is essential to assure people living with dementia remain connected, included
and enjoy quality of life. Tasmania, Australia’s island state, has the oldest population in Australia with almost
20% of residents over 65 years of age. Coupled with its regional status, projected dementia figures suggest
that Tasmanian communities will need to prepare for increasing numbers of residents with dementia. Here we
explore how a range of demographically diverse communities envisage moving toward a future which includes
and supports those living with dementia.

PARALLEL SESSIONS

Method: Twenty workshops were held in rural, regional and urban communities across Tasmania. These
facilitated workshops explored participant perceptions of their communities, the existing strengths and
resources of the communities and the ways in which these could be mobilised with a view to becoming more
dementia friendly. Data collected at the workshops was explored qualitatively to expose themes common to
these groups and identify priority needs.

Result: Over 300 community representatives attended the workshops. These included people with dementia,
carers, care-workers, aged care providers, health professionals, local government, volunteers, community
services and interested members of the public. Participants framed dementia friendly communities as, safe,
inclusive, connected and enabling choice. Existing strengths were informed in part by a history of resilience,
that included a “just do something” attitude, a willingness to act, a capacity to circumvent red tape and
intergenerational connections. Accessible information about dementia, and effective ways to build community
knowledge in the context of an intergenerational framework were seen as important enablers of inclusion and
support for people living with the impact of dementia. Together this suggests that even in the presence of willing
people, suitable environments, and collaborative relationships there remains a need for improved dementia
literacy, as a foundation for change.

Conclusion: Communities have a wealth of skills, resources and relationships, often honed through the need to
meet other community challenges, which can be leveraged when building dementia initiatives. Improving cross
generational dementia literacy was universally seen as an essential step toward building on these strengths.
Importantly any action was viewed not only to benefit those living with the impact of dementia, but also to
benefit the wider community.
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Abstract:

Dementia is one of New Zealand’s most significant healthcare challenges. Our response is to strive for a society
where people living with dementia are included, valued, empowered to contribute and participate, where they
have access to the services and support they need, and where they feel safe. This paper describes Alzheimers
NZ’s dementia friendly programme suite designed to generate change by engaging with individuals, businesses,
organisations and communities. We have taken a ‘learning by doing’ approach to this work seeking to transform
our broader community. The voices of people living with dementia are strongly represented in these initiatives,
ensuring their right to determine their future is well and truly heard. Supporting them with a range of practical
services also remains at the core of what we do, including through our network of local Alzheimers organisations
throughout the country. This paper describes our development journey to date of four related programmes
aimed at generating transformational change.

Our Dementia Friendly Recognition programme for businesses and organisations launched in 2017. Seven
dementia-friendly standards; person-centred, leadership, workforce, physical environments, workplace,
collateral and websites and planned review, need to be met to earn formal recognition as a dementia friendly
organisation. Businesses and organisations enrol, complete an action plan, provide a self-assessment and
supporting evidence and undergo an audit. Six businesses have been awarded Dementia Friendly Status, eleven
are enrolled with some about to go undergo audit. A further seven are considering joining.

The Dementia Friends programme engages individuals to learn about dementia and how they can help. To
become a dementia friend, they complete a short education programme and make a commitment to take a
dementia friendly action. No action is too small. No action is too big. We plan to recruit 5000 Dementia Friends
in 2018 and double that in 2019.

Through the Dementia Friendly Communities programme, we work with communities to find ways to better
support their residents living with dementia. Rotorua is committed to and actively working on their dementia
friendly action plan. We support and contribute to this work. Rotorua Library and Customer Centre have enrolled
in our Dementia Friendly Recognition Programme. Two further councils are interested in joining.

We have developed new Services and Standards which specify a set of core services that Alzheimers NZ
organisations should be offering, and a set of standards against which these services are measured. This model
is based on the rights of people living with dementia to high quality support and services, no matter where they
live, or who provides those services. The views of people living with dementia are integrated with research and
emerging evidence about what makes a difference to their health and wellbeing. In 2018 we expect to have 15
services enrolled.

Our programmes are part of the growing social movement helping to increase awareness and create positive
change. Our strategy is to generate the impetus for change at individual, business, organisation and community
levels. We have made a promising start and expect to build transformational change at community and society
levels. We are taking an active learning by doing approach. Our journey is important. The voices of people with
dementia and what we learn along the way are informing and teaching us as we go.
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Abstract:

Dementia is one of New Zealand’s most significant healthcare challenges. Our response is to strive for a society
where people living with dementia are included, valued, empowered to contribute and participate, where they
have access to the services and support they need, and where they feel safe. This paper describes Alzheimers
NZ’s dementia friendly programme suite designed to generate change by engaging with individuals, businesses,
organisations and communities. We have taken a ‘learning by doing’ approach to this work seeking to transform
our broader community. The voices of people living with dementia are strongly represented in these initiatives,
ensuring their right to determine their future is well and truly heard. Supporting them with a range of practical
services also remains at the core of what we do, including through our network of local Alzheimers organisations
throughout the country. This paper describes our development journey to date of four related programmes
aimed at generating transformational change.

Our Dementia Friendly Recognition programme for businesses and organisations launched in 2017. Seven
dementia-friendly standards; person-centred, leadership, workforce, physical environments, workplace,
collateral and websites and planned review, need to be met to earn formal recognition as a dementia friendly
organisation. Businesses and organisations enrol, complete an action plan, provide a self-assessment and
supporting evidence and undergo an audit. Six businesses have been awarded Dementia Friendly Status, eleven
are enrolled with some about to go undergo audit. A further seven are considering joining.

The Dementia Friends programme engages individuals to learn about dementia and how they can help. To
become a dementia friend, they complete a short education programme and make a commitment to take a
dementia friendly action. No action is too small. No action is too big. We plan to recruit 5000 Dementia Friends
in 2018 and double that in 2019.

Through the Dementia Friendly Communities programme, we work with communities to find ways to better
support their residents living with dementia. Rotorua is committed to and actively working on their dementia
friendly action plan. We support and contribute to this work. Rotorua Library and Customer Centre have enrolled
in our Dementia Friendly Recognition Programme. Two further councils are interested in joining.

We have developed new Services and Standards which specify a set of core services that Alzheimers NZ
organisations should be offering, and a set of standards against which these services are measured. This model
is based on the rights of people living with dementia to high quality support and services, no matter where they
live, or who provides those services. The views of people living with dementia are integrated with research and
emerging evidence about what makes a difference to their health and wellbeing. In 2018 we expect to have 15
services enrolled.

Our programmes are part of the growing social movement helping to increase awareness and create positive
change. Our strategy is to generate the impetus for change at individual, business, organisation and community
levels. We have made a promising start and expect to build transformational change at community and society
levels. We are taking an active learning by doing approach. Our journey is important. The voices of people with
dementia and what we learn along the way are informing and teaching us as we go.
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ENHANCING THE RESPONSE TO THE BURDEN AND IMPACT OF
DEMENTIA THROUGH POLICY AND INNOVATION

M. Walid Qoronfleh Dr.";Maha El Akoum;Sanaa Alharahsheh and Feras Al Meer, Research & Policy, Qatar
Foundation, Doha, Qatar

Abstract:

Dementia is not one disease, but a term that describes a range of symptoms. It is associated with an overall
decline in memory or other cognitive impairments, such as judgment, orientation, calculation, and language,

all of which inhibit an individual’s ability to perform everyday activities (1). Most dementia are progressive, and
symptoms often get worse gradually. The disease is caused by damage to the brain cells that then interferes
with the ability of brain cells to communicate. While there is no one single test to determine if someone has
dementia, doctors often diagnose based on medical history, physical examination, laboratory tests and changes
in thinking, daily function and the expression of different behaviors that are associated with each type (2).
Alzheimer’s disease accounts for 60-90% of all dementia cases. There is no cure for dementia and no treatment
that slows or stops its progression. There are, however, drug treatments and medications that can be used to
temporarily improve symptoms (1).
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Dementia has recently been declared a public health priority by the WHO as the population of the world and
more specifically the developing countries is ageing rapidly now more than any time in history (2). Worldwide, the
number of people living with dementia is estimated at 44 million, a number that is expected to double by 2030
and triple by 2050 (1,2). In the MENA region, the prevalence of dementia is expected to increase from 1.15
million in 2010 to 6.19 million by 2030 (2). In addition, the cost of care is extremely high and expected to exceed
$1 trillion annually in the US alone by 2050. Dementia is deeply devastating to families and caregivers that are
affected by it, not to mention the tremendous financial strain that it inflicts on healthcare systems worldwide
(1,2). Dementia is a growing concern in the Middle East, especially the Gulf Region including Qatar. WISH
published its Dementia report in 2015. Since, dementia is one of the national health priorities in Qatar. Qatar is
the focal country for the Global Dementia Observatory (GDO-WHO). In addition, a National Dementia
Plan is to be launched soon led by Dr. Hanadi Alhamad, Chair of the Geriatrics Department at HMC, and the
local focal point for the dementia and the GDO.

To address dementia in a comprehensive way, the WISH Dementia Forum Framework presents three pillars that
leads to improved outcomes for economies, society and individuals living with dementia. The WISH 2015 report
entitled: “A Call to Action: The Global Response to Dementia Through Policy Innovation”, introduces key issues
in understanding the burden of dementia and policy recommendations that aim to tackle the burden globally
and regionally. This research uses literature review and case study methods to identify and address different
challenges associated with the increasing disease burden. Three main themes are explored, namely: prevention
and risk reduction; diagnosis and care; and cure (1). It looks at solutions that are currently available and makes
recommendations to policymakers to accelerate prevention, improve care and treatments, and potentially cure
the disease. Finally, we highlight the role of public outreach and awareness to lay the groundwork for enlightened
policy for intervention and resource allocation to care for dementia individuals.

References:

1. WISH Dementia Forum 2015, A Call to Action: The Global Response to Dementia through Policy
Innovation, and WISH Meeting Report, 2016, Doha, Qatar

2. WHO Report 2012, Dementia, A Public Health Priority
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FINDING YOUR WAY: BUILDING SAFE COMMUNITIES FOR PEOPLE
LIVING WITH DEMENTIA

Ms. Cathy Conway’, Alzheimer Society of Ontario, Toronto, ON, Canada
Abstract:

Sixty percent of people living with dementia-related memory problems become lost at some point. For many
people, getting lost often happens without warning, as familiar surroundings may suddenly become strange
to them, causing them to become disoriented and unable to find their way home. Becoming lost isn’t just
distressing; it can be dangerous. Fifty percent of people living with dementia who go missing for twenty-four
hours or more risk injury or death from exposure, hypothermia or drowning. Would you know what to do if you
came across someone who was lost or confused?
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(Finding Your Way®) is a province-wide program developed in partnership with the Alzheimer Society of Ontario
and the Ministry of Seniors Affairs. The program helps people living with dementia, their families and caregivers,
and communities to recognize the risk of going missing, be prepared for incidents of going missing, and ensure
that people living with dementia can live safely in the community. Since its launch in 2013, the program has
become widely recognized for its role in addressing some of the toughest challenges facing people living with
dementia, their families and communities. In addition to addressing the risks of going missing, the program has
also recently expanded to encompass other safety-related concerns for people living with dementia.

Everyone has a responsibility to ensure that people living with dementia can live safely in the community, and
while everyone faces some degree of risk, people living with dementia in the community face greater risks.
Knowing the risks of living with dementia, reducing the risks, and having a plan are inherent to Finding Your
Way’s approach to ensuring people living with dementia can lead active, safe and engaged lifestyles, and taken
together, can help foster communities that are dementia friendly.

This presentation offers an in-depth exploration of the safety challenges people living with dementia are facing
today, including the risks of going missing and other critical safety issues. Practical strategies will be highlighted
as a way of managing these risks. The importance of creating a safety plan and the resources Finding Your
Way offers for inclusion in the creation of a safety plan will also be explored, such as an Identification Kit and
a recently developed “Living Safely with Dementia Resource Guide” aimed at addressing critical safety issues
for people living with dementia in the community and created in collaboration with one hundred and thirty-two
people living with dementia and care partners, as well as other key stakeholders. In addition, this presentation
will discuss the important role communities play, providing opportunities for reflection on what communities
can do to ensure the safety of people living with dementia by: 1) knowing the signs; 2) knowing what to say;
and 3) knowing what to do if they come across someone living with dementia in the community who is lost or
confused.

Through the Finding Your Way program and other efforts, it is possible for people living with dementia to live
safely in the community. By helping people living with dementia to live safely within the community, they are not
only protected from adverse events — but their families have a greater sense of confidence, independence and
dignity. Through a collaborative community effort and a primary focus on prevention, safe communities can be
built for people living with dementia.
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Abstract:

This presentation will talk about how the home furnishing company IKEA is working with Inclusive Design to
approach the future living solutions for the ageing population. IKEA have developed a range of products called
OMTANKSAM - which means caring in Swedish.
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SIMULATOR: INTEGRATING NON-PHARMACOLOGICAL WITH
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Konstantinos Petsanis Dr';Agnes Leotsakos™ and Efthymios Papatzikis Dr?, (1)H6pitaux Universitaire de
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Abstract:

An assisted simulation approach to using non-pharmacological and ambient therapies integrated with optimal
medication prescribing practices can hugely benefit people living with dementia. Recent observations have
shown the value of combining a balanced use of medications with assisted simulation using a virtual trip
approach. This includes a simulated environment of a ‘closed-space’ that resembles a train cabin with a view
to an interactive window which is, in reality, a computer monitor. A trip itinerary is presented in the monitor.
The interactive environment simulates a train cabin using imaging, as the train passes through landscapes and
cityscapes tailored to peoples’ life experiences and needs. Beside visual inputs, the virtual trip is also designed
to include sound, smell and touch inputs.

The people participating in this trip simulation , can be persons living with dementia alone, as well as healthcare
providers, family members and caregivers. The experience is supervised by a team of healthcare experts who
are in the position to monitor the care scenario.

Such integrated care approaches combining pharmacological and a non-pharmacological interventions are
novel, cost-effective and attractive. Unfortunately, they are applied only in a handful of facilities despite the
obvious benefits to the people living with dementia, the caregivers, and healthcare providers. The reason is that
they are not widely known, nor health professionals or leadership have been educated as to their application and
benefits. Preliminary outcomes observed in some train cabin simulators installed in nursing homes in France,
[taly, and Switzerland have demonstrated that their use substantially improves sleeping disorders, agitation

and wondering behaviors of those living with dementia. In addition, improved use of medication can contribute
to reducing potential medication errors. In contrast to established and costly pharmacological treatments for
the care of people living with dementia, the application of assisted simulation using the train cabin simulator
are effective and of low costs. The simulated environment of a virtual trip can also be used to support ‘clinical
practicums’ serving the educational and training needs of healthcare professionals specializing in the care of
ageing with behavioural, emotional or cognitive challenges.
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Abstract:

An assisted simulation approach to using non-pharmacological and ambient therapies integrated with optimal
medication prescribing practices can hugely benefit people living with dementia. Recent observations have
shown the value of combining a balanced use of medications with assisted simulation using a virtual trip
approach. This includes a simulated environment of a ‘closed-space’ that resembles a train cabin with a view
to an interactive window which is, in reality, a computer monitor. A trip itinerary is presented in the monitor.
The interactive environment simulates a train cabin using imaging, as the train passes through landscapes and
cityscapes tailored to peoples’ life experiences and needs. Beside visual inputs, the virtual trip is also designed
to include sound, smell and touch inputs.

The people participating in this trip simulation , can be persons living with dementia alone, as well as healthcare
providers, family members and caregivers. The experience is supervised by a team of healthcare experts who
are in the position to monitor the care scenario.

Such integrated care approaches combining pharmacological and a non-pharmacological interventions are
novel, cost-effective and attractive. Unfortunately, they are applied only in a handful of facilities despite the
obvious benefits to the people living with dementia, the caregivers, and healthcare providers. The reason is that
they are not widely known, nor health professionals or leadership have been educated as to their application and
benefits. Preliminary outcomes observed in some train cabin simulators installed in nursing homes in France,
[taly, and Switzerland have demonstrated that their use substantially improves sleeping disorders, agitation

and wondering behaviors of those living with dementia. In addition, improved use of medication can contribute
to reducing potential medication errors. In contrast to established and costly pharmacological treatments for
the care of people living with dementia, the application of assisted simulation using the train cabin simulator
are effective and of low costs. The simulated environment of a virtual trip can also be used to support ‘clinical
practicums’ serving the educational and training needs of healthcare professionals specializing in the care of
ageing with behavioural, emotional or cognitive challenges.
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THE SOLUTION TO ALZHEIMER’S DISEASE COULD BE A PILLOW
RATHER THAN A PILL: RHYTHMIC DEEP BRAIN REACHABLE LOW
FIELD MAGNETIC STIMULATION (DMS) IS EXPECTED TO SOLVE THE
PROBLEM

Mr. Yunfeng Zheng'';Yan Zheng? and Xiaomin Wang?, (1)Beijing Aldans Biotech Company Ltd, Beijing, China,
(2)Key Laboratory for Neurodegenerative Disorders of the Ministry of Education, Capital Medical University,
Beijing, China

Abstract:

Introduction:

PARALLEL SESSIONS

Synaptic and neural plasticity damage are
important mechanisms of Alzheimer’s Disease
(AD) development and risk factors. A large body
of evidence has shown that stress facilitates
hippocampal LTD, impairs LTP, and that
chronic stress decreases BDNF levels, impairs :
hippocampal neurogenesis and causes insomnia 4 = /
and major depressive disorder. These stress- e ‘= —
associated diseases increase the incidence of .
AD. We hypothesised that effective anti-stress
intervention would prevent and treat AD and should reverse all these pathological changes through anti-stress.
In light of recent failed clinical trials, we focused on the development of non-drug interventions. Specifically, we
reviewed the progress of rhythmic deep brain reachable low field magnetic stimulation (DMS).

Results: DMS significantly promotes adult hippocampal neurogenesis and facilitates thedevelopment of adult
new-born neurons. Remarkably, DMS exerts anti-depressive effects in the learned helplessness mouse model
and rescues hippocampal long-term plasticity impaired by restraint stress in rats’.

1. Clinical research has shown that DMS is effective for MDD. Baseline BDNF in responders was lower than in
non-responders, and the change in BDNF at week 2 was the most strongly predicted response?.

2 DMS enhances cognitive performances, attenuates AR load, upregulates postsynaptic density protein 95
level, promotes hippocampal long-term potentiation, and partly mitigates neuroinflammatory process in
the 5XFAD mouse brain. Intriguingly, the gamma burst magnetic stimulation reverses the aberrant gamma
oscillations in the transgenic hippocampal network?,

3 Furthermore, neurogenesis in the hippocampal DG of DMS-treated 5XFAD mice was clearly
enhanced. In addition, DMS significantly raised the level of acetylcholine and prevented the increase in
acetylcholinesterase activity as well as the decrease in acetyltransferase activity in the hippocampus of
5XFAD mice*.

4. A clinical study of 116 cases demonstrated that DMS was effective and safe for the treatment of AD. DMS
improves both cognitive and non-cognitive symptoms?.

Conclusion: Since DMS outputs a weak strength time varying magnetic field, it can be designed like a pillow for
long term home use. We propose Phase Il clinical trials for medical device registration.
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INTEGRATED COGNITIVE ASSESSMENT
(ICA): EMPLOYING ARTIFICIAL INTELLIGENCE FOR EARLIEST
DIAGNOSIS OF DEMENTIA

Chris Kalafatis’, Medical Director, Cognetivity, London, United Kingdom

PARALLEL SESSIONS

Abstract:

There is currently no available cognitive screening tool that can detect early phenotypical changes prior to

the emergence of memory problems and other symptoms of dementia. The vast majority of cognitive tests

rely on the patients’ capacity to read and write while more educated individuals can often “second-guess”
them. The traditional primarily memory-based tests, have been around and widely used for more than 30

years, yet they have failed to offer sensitive early diagnosis tools. Given the decade-long lag between the
underlying pathological onset of the disease and memory symptoms in dementia, a memory-based test, even if
computerized, will NOT succeed in detecting earliest signs of the disease, ideally at a pre-symptomatic stage.

On the other hand, ICA aims at early detection of cognitive dysfunction by targeting brain functionalities that are
affected in the initial stages of the disease, specifically before the onset of memory symptoms. ICA examines
the visuo-motor pathway, equipped with an Al engine, it looks for milliseconds of delay detectable in individual’s
patterns of reaction times due to subtle deteriorations in their neuron-to-neuron signaling.

Studies in the past 20 years reveal that all parts of the visual system may be affected in Alzheimer’s Disease,
including the optic nerve, retina, lateral geniculate nucleus (LGN) and the visual cortex . Particularly, in early
stages of the disease, brain areas associated with the visuo-motor pathway are affected, beginning with the
retina, the visual cortex and the motor cortex, so together these represent more effective areas to look for the
impact of early stage neurodegeneration as opposed to solely focusing on memory.
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IT’S NEVER 2 LATE (IN2L) PRESENT THEIR UNIQUE COMBINATION OF
ADAPTIVE HARDWARE AND SOFTWARE WHICH DELIVERS A PERSON-
CENTERED EXPERIENCE

Debbie Ciesielczyk’, Sales, It's Never 2 Late, Greenwood Village, CO
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Abstract:
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MUSICAL MEMORIES: AN INNOVATIVE TEACHING TOOL FOR
GRANDCHILDREN AND THEIR FAMILIES ABOUT THE USE OF
INDIVIDUALIZED MUSIC IN PERSONS WITH ALZHEIMER’S DISEASE
AND RELATED DEMENTIAS

Linda A. Gerdner PhD,’, Self Employed, Burlington, 1A
Abstract:

PARALLEL SESSIONS

Persons with Alzheimer’s disease and related dementias (ADRD) are often cared for within a multigenerational
family. An estimated 26% of family caregivers have children younger than 18 living with them. There is growing
recognition that persons with ADRD must be treated within the context of the family, but often the needs of
grandchildren are overlooked. Research shows adolescent grandchildren who had a close relationship with a
grandparent prior to the onset of ADRD often identify a decline in this relationship following its onset (Celdran et
al. 2010). Behavioral disturbances were identified as a primary reason for this decline. Investigators recommend
including grandchildren in informational programs on ADRD and the issues most distressing to them.

Musical Memories is an innovative model for translation of an evidence-based intervention (5" edition) on
individualized music into an engaging, realistic picture book to serve as a teaching tool for children and their
families. The story introduces the reader to ADRD and the profound effects music can have on those suffering
from this debilitating disease. Musical Memories reflects the current understanding of ADRD, going beyond the
issue of short-term memory loss to address behavioral and psychological symptoms of dementia (BPSD), such
as anxiety and agitation with author notes to explain these behaviors.

The story focuses on the relationship between Gabrielle and her grandmother. Gabrielle loves ballet, when

her grandmother presents her with tickets to Cinderella, she can hardly wait. But outside the theater after the
performance, Gabrielle is frightened and confused by Grandmother’s behavior. Gabrielle’s mother explains

that Grandmother has ADRD. The disease sometimes makes Grandmother forgetful, anxious, and agitated,

but Gabrielle soon discovers that through music, she and Grandmother can share memories. One night,
Grandmother wakes the family in fear of an intruder, and cannot be calmed. Gabrielle remembers a way to break
through Grandmother’s fear to help her relax. Musical Memories uses a problem solving approach to empower
Gabrielle in maintaining a relationship with her grandmother.

This book is designed to empower older children and their families in the use of individualized music by
modeling ways it can be used to unveil personhood, promote communication, elicit positive memories, and
reduce anxiety. The presentation expands content by explaining common causes of BPSD and basic principles
in the use of individualized music, developed by the author, tested by researchers and used by clinicians since
the early 1990s. Musical Memories is also intended to serve as a valuable resource for health care professionals
and educators. A website has been created that includes free downloadable resources for Health Care
Professionals, Family Caregivers / Teachers, and Children (https://gerdnerlinda.wixsite.com/musicalmemories).
Participants will learn the basics of using individualized music for persons with ADRD and may expand their
knowledge through the use of free resources.
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THE MUSIC THAT | LOVE AND REMEMBER: PERSONALIZED MUSIC
WITH INTERGENERATION INITIATIVE AND THE AFFECTIVE IMPACT ON
ELDERLY WITH DEMENTIA

Jia Yun Chng’;Zhenzhong Hu;Rachael Ho and Melison Phek Leong See, Psychosocial, Apex Harmony Lodge,
Singapore, Singapore

Abstract:

(2]
Z
o
o
(72}
L
n
=
w
|
|
<
o
<
o

Music, as a therapeutic medium, has been used in non-
pharmacological approach to enhance the quality of life of people
living with dementia, through engendering of positive emotions,
reduction of negative emotions and reminiscence. Intergenerational
interactions between the elderly and the younger generation have
been shown to enhance the quality of life, through enhancement of
social and emotional well-being for people living with dementia.

Apex Harmony Lodge, a Dementia Residential Care Home, has
embarked on an initiative, Music with Reminiscence, integrating both
therapeutic benefits of music and social benefits of intergenerational
bonding for its residents. This initiative is part of our Intergenerational
Bonding Strand which aims to improve psychosocial well-being

of residents, leading to the appreciation of each generation as

gifts to one another. Planned as a 3-year collaboration with United
World College South East Asia [UWCSEA], Singapore, the main
objectives are to enhance quality of life through enhancement of
positive emotions and ameliorate negative emotions in residents with
moderate stage of dementia, and to facilitate and enhance students’
understanding of people living with dementia.

From January 2016 to February 2018, 33 students from UWCSEA
and 46 residents were engaged in the weekly program over 38
sessions. Each weekly session typically paired 1-2 students with a
resident. Students will interact and accompany residents to listen
to their personalised music playlist curated based on the residents’
demographical background such as race and age. Students will also aid the reminiscence process by singing
with residents, playing percussion instruments or providing a listening ear for residents to share their emotions
and thoughts during the session. Observed Emotion Rating Scale is used to assess the affect elicited during the
sessions based on observable expressions. Student feedback is gathered to understand their perceptions of
elderly with dementia, attitudes on relating to elderly and their key learning.

Findings revealed that elderlies in the program showed positive emotions such as pleasure, general alertness
and amelioration of negative emotions such as anger, sadness and anxiety, compared with baseline when

the residents are not engaged in the program. Feedback from the students showed that they had gained an
enhanced understanding of dementia, and better communication skills with people with dementia. Overall, the
results highlight the significant benefits to both generations; well-being of residents which can be enhanced
through therapeutic effects of personalized music and intergenerational socialization as well as positive
perceptions and deeper understanding of elderly living with dementia by the students.
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THE CREATIVE USE OF IMAGINATION IN MEMORY: PERSPECTIVES
OF A LOST IDENTITY, REDEFINING QUALITY OF LIFE AND THE
IMPORTANCE OF NEUROSCIENCES RESEARCH AND CREATIVITY IN
ALZHEIMER’S AND RELATED DEMENTIAS

Angel C. Duncan’, Research, Neuropsychiatric Research Center of Southwest Florida, Fort Myers, FL

PARALLEL SESSIONS

Abstract:

This session identifies common misconceptions about identity and thought processes in memory for persons
living with Alzheimer’s disease and related dementias. Going beyond a PET scan and neurocognitive testing
scales, case studies and research from around the country of persons with dementia are highlighted by the
utilization of expressive arts therapy techniques as a way to examine diagnosis, assessment and treatment
interventions from a wellness perspective for persons with Prodromal Mild Cognitive Impairment to late stage
Alzheimer’s disease. In addition, this session aims to alter the perceptions of how persons living with dementia
are perceived by the medical community, with a reliance in lessening psychotropic drug usage. From Alzheimer’s
clinical research trials to expressive art therapies, the importance of why both pharma and creativity are needed
to better enhance quality of life and well-being for those living with neurocognitive impairments, and ways in
which to combine both into a best medical model practice.
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A.L.M.A. ASSOCIATION FIGHT AGAINST ALZHEIMER’S DISEASE OF
THE R. ARGENTINA INCLUDES MUSIC IN SEVERAL OF ITS ACTIVITIES
FOR PEOPLE WHO LIVE WITH DEMENTIA, CAREGIVERS AND IN A
WORKSHOP DESIGNED FOR PRIMARY PREVENTION

Noemi Medina Prof', Board, A.L.M.A. Asociacion Lucha contra el mal de Alzheimer y alteraciones semejantes,

Ciudad Auténoma de Buenos Aires, Argentina and Marta Jenko Mrs.’, Board, A.L.M.A. Asociacion Lucha
contra el mal de Alzheimer y alteraciones similares, Ciudad Auténoma de Buenos Aires, Argentina
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Abstract:

1. “Cognitive Stimulation and Music Therapy
Workshops” for people who live diagnosed
with some type of dementia. There are in
A.L.M.A. 5 annual workshops coordinated
by a team integrated of: Psychologists, | Vs 3 T
Music Therapists and Volunteers for a group - A Prevencian
of no more than 12 participants, persons it
living with dementia, in each group they
enjoy hearing , singing, re-write songs or ~ - Soien,
dance .It is a non-medical and enjoyable N coeniy
way to improve the quality of life for persons -
through their consistent exposure to music
and, whenever appropriate, to dance.

2. “Coffee with A.L.M.A.”, is an activity based
on the Alzheimer’s Café of Dr. Miesen
and Dr. Bloom, in which persons living
with dementia , caregivers and interested public participate together as guests. Health professionals give
information and different musicians close the activity that takes place in a bar in the city once a month.
Sing and dance is a very appreciated musical moment in the “Café con A.L.M.A.”. It helps to increase
confidence, social and communication skills as well as improve self-esteem and over all attentiveness in
individuals.

3. The “Primary Prevention Workshop” has been programmed for people interested in adapting their lifestyle
and to avoid risk factors and it include Music, Memory and Movement .The 50% of the time in the program
is dedicated to harmonizing dance adopted of the national school of Danza Noverazco.

Various aspects of a dance session, such as the music, exercise, and social components of dancing, achieve
positive effect in comprehension of benefits to change or modified their lifestyle and promote protective factors.

It is known that Primary Prevention measures are aimed at individuals in the susceptibility stage. It refers to
activities or measures, both individual and communal, that are directed at reducing the risk of exposure to a risk
factor or health determinant in an individual or the population.

When listening to music, our brain performs auditory motor interactions..

Both language and music have a close relationship with movement, so it is considered that music establishes
relationships between different brain functions, relationships that are also considered characteristics of our
species. Music would facilitate this type of relationship between different functions, such as emotions, prosody
(the tone or melod) of our language, as well as the motor skills associated with the periodicity of movements.
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Undoubtedly, music and movement have gone hand in hand since time immemorial. Music is a multisensory
experience, since it involves not only the sense of hearing, but also that of our own movement (proprioception)
and that of balance (vestibular system).

Finally, the physical activity involved in dancing and / or taking regular walks, it is highly related to reducing
impairment in adult life. (*)

(*) Dr. Cecilia Serrano, Neurologist, Member of the Scientific Committee of A.L.M.A

PARALLEL SESSIONS
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A.L.M.A. ASSOCIATION FIGHT AGAINST ALZHEIMER’S DISEASE OF
THE R. ARGENTINA INCLUDES MUSIC IN SEVERAL OF ITS ACTIVITIES
FOR PEOPLE WHO LIVE WITH DEMENTIA, CAREGIVERS AND IN A
WORKSHOP DESIGNED FOR PRIMARY PREVENTION

Noemi Medina Prof', Board, A.L.M.A. Asociacion Lucha contra el mal de Alzheimer y alteraciones semejantes,
Ciudad Auténoma de Buenos Aires, Argentina and Marta Jenko Mrs.’, Board, A.L.M.A. Asociacion Lucha
contra el mal de Alzheimer y alteraciones similares, Ciudad Auténoma de Buenos Aires, Argentina

Abstract:

1. “Cognitive Stimulation and Music Therapy
Workshops” for people who live diagnosed
with some type of dementia. There are in
A.L.M.A. 5 annual workshops coordinated
by a team integrated of: Psychologists, | Vs 3 T
Music Therapists and Volunteers for a group - A Prevencian
of no more than 12 participants, persons it
living with dementia, in each group they
enjoy hearing , singing, re-write songs or ~ - Soien,
dance .It is a non-medical and enjoyable N coeniy
way to improve the quality of life for persons -
through their consistent exposure to music
and, whenever appropriate, to dance.

2 “Coffee with A.L.M.A.”, is an activity based
on the Alzheimer’s Café of Dr. Miesen
and Dr. Bloom, in which persons living
with dementia , caregivers and interested public participate together as guests. Health professionals give
information and different musicians close the activity that takes place in a bar in the city once a month.
Sing and dance is a very appreciated musical moment in the “Café con A.L.M.A.”. It helps to increase
confidence, social and communication skills as well as improve self-esteem and over all attentiveness in
individuals.
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lIl. The “Primary Prevention Workshop” has been programmed for people interested in adapting their lifestyle
and to avoid risk factors and it include Music, Memory and Movement .The 50% of the time in the program is
dedicated to harmonizing dance adopted of the national school of Danza Noverazco.

Various aspects of a dance session, such as the music, exercise, and social components of dancing, achieve
positive effect in comprehension of benefits to change or modified their lifestyle and promote protective factors.

It is known that Primary Prevention measures are aimed at individuals in the susceptibility stage. It refers to
activities or measures, both individual and commmunal, that are directed at reducing the risk of exposure to a risk
factor or health determinant in an individual or the population.

When listening to music, our brain performs auditory motor interactions..

Both language and music have a close relationship with movement, so it is considered that music establishes
relationships between different brain functions, relationships that are also considered characteristics of our
species. Music would facilitate this type of relationship between different functions, such as emotions, prosody
(the tone or melod) of our language, as well as the motor skills associated with the periodicity of movements.
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Undoubtedly, music and movement have gone hand in hand since time immemorial. Music is a multisensory
experience, since it involves not only the sense of hearing, but also that of our own movement (proprioception)
and that of balance (vestibular system).

Finally, the physical activity involved in dancing and / or taking regular walks, it is highly related to reducing
impairment in adult life. (*)

(*) Dr. Cecilia Serrano, Neurologist, Member of the Scientific Committee of A.L.M.A
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MUSICAL REMINISCENCE THERAPY: GLOBAL SOLUTION FOR
IMPROVED DEMENTIA CARE

Mr. Nils Pieter de Mol van Otterloo’, USC Suzanne Dworak-Peck School of Social Work, 2051 La Fremontia
St., South Pasadena, CA

Abstract:

In 2016-2017 the author traveled to Cochin, Kerala, India to do research on Musical Reminiscence Therapy for
Dementia Care with the Alzheimer’s and Related Diseases Society of India (ARDSI) and the Amrita Institute for

Medical Sciences. This work proved fruitful developing a social work-based intervention to improve the lives of
patients and their families and caregivers.
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At the end of 2018 ARDSI will be holding its Diamond Jubilee. The author will share plans to improve awareness
of dementia care in India through the development of a fellowship to support the work of ARDSI. The
possibilities for improved systems of care through the ARDSI model will be discussed.
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SWARA (SOUND) FOR CHANGE: A MUSICAL PROGRAM AT A
DEMENTIA DAYCARE CENTER TO CHANGE HOW FAMILY MEMBERS
VIEW THEIR LOVED ONES WITH DEMENTIA

Nilanjana Maulik’, Alzheimer’s and Related Disorders Society of India, Calcutta Chapter, Kolkata, India

PARALLEL SESSIONS

Abstract:

According to the Dementia India Report,

2010 the State of West Bengal is expected

to experience 100% (or more) change in total
number of dementia cases over the next 26 year
period. ARDSI (Alzheimer’s And Related Disorders
Society of India) Calcutta, a non- governmental
organization registered in the State since 1999
supports people living with dementia and their
family members with a range of services. The
daycare center opened in 2008 and runs 6 days
a week extending meaningful programs to people
living with all types of dementia diagnosed at an
outside hospital by their primary care physician

or a neurologist and are in their mild to moderate
stages. Additionally, support is provided to the
family members of those attending the center with monthly meets to share their journey of caregiving.

The viewpoints of family members reported at these meets mostly reflect an experience of complete life change
by losing the person they once knew. One particular viewpoint that went like this; “If my father was who he was
before this disease, you would see him happily singing all day long with a smile on his face” laid the foundation
to experiment with “Swara (Sound) for Change”, a musical program. The aim was to minimize the loss
experienced by family members.

We choose music among all arts because it is intrinsic to every Indian and also because of its strong ability to
unearth a range of emotions.

The program runs for 2 hours a day by daycare center staff and involves playing music ranging from Indian
classical to folk or instrumental that speaks about love, happiness, fear or loss. The setting is either at one to
one or a group level.

During the sessions, people living with dementia react, respond and engage with the music. These sessions are
a sparkling example of their true spirit which is in sheer contrast to the hopelessness of the everyday reality in
which they are believed to be living.

Every session is video recorded and then shared with family members in the monthly meets with the goal

of empowering them to the fact that their loved ones are still who they knew. A total of 6 meets have been
conducted since the start of the program to collect any changed viewpoints. The feedback has indicated to
have met the goal of the program. Family members have reported profound connection to the person they once
knew.

Keywords: Dementia, Music, Persons living with dementia, Family Members, Daycare center
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EFFECTS OF THE DEMENTIA SUPPORTER PROGRAMME - CHANGES
IN ATTITUDE AND BEHAVIOUR OF THE WORKERS FOR FINANCIAL
SERVICES

Ms. Yumi Shindo’, National Center for Geriatrics and Gerontology, Obu-city, Aichi, Japan and Kentaro Horibe,
National Center for Geriatrics and Gerontology, Obu city, Aichi, Japan

Abstract:

Objective: Dementia Supporter Program (DS Program), aiming to understand dementia better and transform
the way of thinking, acts, and talks about the dementia, was started in Japan in 2005. Since then, the number
of Dementia Supporters has been dramatically increasing and now it reached to 9.8 million in December 2017.
Recently, private companies such as banks, life-insurance companies, supermarkets, delivery companies are
interested in DS Program in order to meet their corporate social responsibility as well as to deal with their senior
customers who are suspected dementia. In this study, we aimed to see effectiveness of DS Program to the
private company workers, particularly for workers at financial institutes.
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Method: We developed the questionnaire with 15 questions asking what kind of changes in awareness and
behavior happened after receiving DS Program. Subjects were selected from the financial institutes of Oita
Orange Company, which is the company that more than 50% of its employees received DS Program, in Oita
prefecture. The questionnaire was sent to their work place, and the subjects received and answered it, then
returned it in the enclosed envelope on an individual base.

Result: 384 employees (male 175, female 208) working for financial institutes answered to the questionnaire.
More than 90% of the subjects answered that they learned what dementia was and how to help and deal with
the persons with dementia through DS Program. About the changes in awareness and behavior, many subjects
answered that they “became to consider my later life strongly agree: 29.3%, agree: 54.2%”, and “became to
pay close attention to my old parents, relatives and friends (strongly agree: 27.3%, agree: 64.6%).” Also, many
of them answered “realized the importance of work with local governments and related agencies working with
dementia (strongly agree: 25.8%, agree: 59.1%),” “became to pay attention to my old customers (strongly
agree: 22.1%, agree: 70.3%),” and so on. Also, in free answers, many subjects requested to hold DS Program
repeatedly.

Conclusion: The result suggested that DS Program is effective to help the financial institute workers to
understand dementia better. Also, this result suggests that DS Program helps the workers of financial institutes
to change their awareness and behavior to themselves and their loved ones. It is very important to prepare for
the later life and DS program is effective to help this. In addition, many of them requested to hold DS Program
repeatedly. This might be because they have limited opportunities to learn about dementia.

The main goal of DS Program is to understand dementia better and transform the way of thinking, acts, and
talks about the dementia, and this goal is successfully achieved. To see the details of effectiveness, further
studies are required.
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THE NATIONAL RESPONSIBILITY DECLARATION ON DEMENTIA OF
KOREA

Ki Woong Kim'';Seonjeong Byun' and Kiwon Kim?, (1)Department of Neuropsychiatry, Seoul National University
Bundang Hospital, Seongnam, Korea, Republic of (South), (2)National Institute of Dementia, Seongnam, Korea,
Republic of (South)

Abstract:

PARALLEL SESSIONS

In 2008, Korean government officially placed dementia as a national health priority, announced a war against
dementia, and prepared the National Dementia Plan (NDP). The first NDP was prepared in 2008, the second in
2012, and the third in 2016. The Dementia Management Act (DeMA), which was passed the National Assembly
in 2011 and enacted in 2012, provides the grounds for carrying out the National Dementia Plans on a stabilized
and organized basis. Based on the DeMA and NDPs, the National Dementia Service Delivery System that
consists of the National Institute of Dementia in the country, 17 Provincial or Metropolitan Dementia Centers

in every province or metropolitan city, and 256 Local Dementia Centers in every district across the country.

The Nationwide Dementia Early Detection (NDeED) Service launched in 2008 improved the physical and
financial accessibility to early diagnosis of dementia and doubled the diagnostic rate of dementia from about
40% in 2008 to about 80% in 2017. Post-diagnostic services for dementia patients have been continuously
strengthened in the same period. As of 2017, over 50% of dementia patients are covered by the National
Longterm Care Insurance and Public Elderly Care Service. Since dementia epidemiology in Korea is rapidly
transiting from ‘low incidence — high mortality’ stage to ‘high incidence — low mortality’ stage, we started putting
more emphasis on prevention strategies from the second NDP. Korean citizens are also stepping up together to
fight against dementia by joining Dementia Partners. As of 2017, about 0.5 million people competed training as
Dementia Partners.

Last year, the president Moon called for the state to take the full responsibility of dementia management.

Based on this National Responsibility Declaration on Dementia, the government raised the coverage ratio of

the National Health Insurance to cut the out-of-pocket cost for diagnosing and treating dementia patients by
half, and will expand the grade of National Longterm Care Insurance so that very mild dementia patients can be
covered. The government will spend 160 billion won to build the 200 Local Dementia Centers and 60 billion won
to set up the public hospitals specialized for dementia management. The government also established a national
committee for preparing the 10-year National Dementia R&D with allocated funding of 1 trillion KRW. Through
this new leadership, Korea is preparing for the next decade to make a country more dementia friendly.

Key words: Dementia, Policy, National, Korea

We would like to present the below as part of a parallel session on Dementia policies and public
policy initiatives. If this isn’t possible the abstract may be considered as a poster presentation.
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HOW NON-PROFIT ORGANIZATION CONTRIBUTE TO CHANGE:
DEVELOPING NEW TAIWAN DEMENTIA PLAN IN RESPONSE TO THE
WORLD HEALTH ORGANIZATION GLOBAL ACTION PLAN

Ms. Li-Yu Tang';Te-Jen Lai?;Huey-Jane Lee';Tzu-Fen Huang';Ee-Ning Chan' and Ms. Ya-Chuan Chou', (1)
Taiwan Alzheimer’s Disease Association, Taipei, Taiwan, (2)Chung Shan Medical University, Taichung, Taiwan
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Abstract:

To improve the quality of lives of people with dementia,
their carers, and families, the Taiwan government
issued the national dementia plan in August 2013.
Taiwan became the thirteenth country who has a
national dementia policy in the world. Furthermore, the
Taiwan government announced the 2014-2016 action
plan on dementia in September 2014. In response to
population ageing and dementia epidemic, the Taiwan
government adopted the World Health Organization
global action plan on dementia, the opinions of people
living with dementia and their families into the draft of
the second edition of the Taiwan Dementia Plan by the end of 2017.

The second edition of the Taiwan Dementia Plan covers the period 2018-2025. The policy identifies seven
strategies, with action plans, targets, indicators set for each. The strategies are as the following: 1. Recognizing
of dementia as a public health priority; 2. Raising dementia awareness and friendliness; 3. Reducing the risk of
dementia; 4. Providing timely diagnosis, treatment, care, and support; 5. Providing support services for family
carers; 6. Building information system ; and 7. Promoting dementia research and innovation.

Taiwan Alzheimer’s Disease Association (TADA) was officially founded in 2002. It is a national non-profit
organization. In 2005, TADA became a full member of the Alzheimer’s Disease International (ADI). We
embarked on a new strategic effort to influence national dementia policy. The three aspects of policy advocacy:
partnerships with government, joint efforts of the civil society and connection with the international organization.
In the aspect of partnerships with government, Ministry of Health and Welfare (MOHW) commissioned TADA

to develop the second edition of the Taiwan Dementia Policy, the establishment of a national-level information
system, the system for training general and specialized staff in the health workforce and so on. In the aspect of
joint efforts of the civil society, we held four sessions of consensus meetings and civic forums in different area
of Taiwan, held a workshop on the dementia policy, conducted the online survey, to collect the suggestions and
expectation for the Taiwan dementia policy. About the aspect of connection with the international organization,
TADA invited the chair of ADI, Glenn Rees and the chair of Dementia Alliance International, Kate Swaffer to
Taiwan. They are very helpful to us in promoting our national dementia policy. On 25 August 2017, the President
of Taiwan, Tsai Ing-Wen has an interview with Glenn and representatives from the TADA. The president
committed to issue a new Taiwan dementia plan. Kate help us to raise the awareness of the human rights of
people living with dementia in Taiwan. This became the task of the Control Yuan that will continue to track the
government’s effort to protect the rights of people with dementia.

In the future, Taiwan Ministry of Health and Welfare will hold the supervision and evaluation meetings on
dementia plan regularly. TADA will do our best to advocate for people living with dementia and their carers, and
work with the Taiwan government, the civil society and ADI.

Keywords: national dementia plan, dementia policy, non-profit organization
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NEW TAIPEI CITY MODEL

Chi-Hung Lin’, Department of Health New Taipei City, New Taipei City Government, New Taipei City, Taiwan
and Shih Naichia, New Taipei City Government, $idt, Taiwan

Abstract:

Dementia is a complicated disease requires continuous, holistic and integrated care. It is necessary to construct
a complete care network between governments with connected community and healthcare facilities.

PARALLEL SESSIONS

New Taipei City dementia support model provides community empowerment for finding early cases of dementia,
linking the medical institutions to confirm and delay the degradation of cognitive function.

The model also provides appropriate assistance and support by hospital with the telephone follow-up or
interview. Hospitals offer the referral of resources such as care tips, resource links and caring services to
maintain the independence of cases and reduce the pressure on family care. This is the found of NTPC
dementia caring network.
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Abstract:

The Korean Dementia Registry (KoDeR) was established in December 2017 by the National Institute of Dementia
(NID) to provide Korean people with optimal services for preventing, diagnosing and managing dementia, to
support the effective operation of local and regional dementia centers across the nation, and to monitor the
outputs and outcomes of the national dementia strategies.

The KoDeR is an internet based quality registry that includes information about the prevention activities,
diagnostic work-up, medical treatment and care data for dementia. Either non-demented individuals who need
prevention programs or early diagnosis or dementia patients and their caregivers who need postdiagnostic
services can be registered to the KoDeR. The KoDeR is in sync with the systems of the NID and the National
Police Agency to provide integrated services for caregivers and missing dementia patients, and will be
synchronized with the National Health Insurance Service system and the National Social Security Information
system in the future.

The KoDeR has three main user groups; the employees of the local dementia centers for providing services,
those of the provincial or metropolitan dementia centers for supporting and monitoring local dementia centers
in each region, and those of the NID for supporting dementia centers, monitoring the progress, outputs and
outcomes of the national dementia strategies, and maintaining the system.

In the near future, the KoDeR will become a key herb to establish the Korean Dementia Observatory, and a
platform to improve the national guidelines for dementia prevention, diagnosis and management.

Key words: Dementia, Dementia Registry, Dementia Care Centers
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COHORT STUDY ON FACTORS ASSOCIATED WITH THE (NON)-
UTILISATION OF FORMAL CARE SERVICES IN EUROPE: FINDINGS OF
THE EUROPEAN ACTIFCARE STUDY

Liselot Kerpershoek’, Department of Neuropsychology and Psychiatry, Maastricht University, Maastricht,
Netherlands

Abstract:

Objective: The Actifcare cohort study investigated service use, needs and quality of life of community-dwelling
people with mild to moderate dementia and their informal carers. Actifcare aims to increase our understanding
why people with dementia and their carers use, or fail to use formal care services. In addition, the potential
inequity of access to and delivery of services was investigated.

Method: A prospective one-year cohort study was conducted with 451 dyads (person with dementia and their
informal carer) in eight European countries (The Netherlands, Germany, United Kingdom, Sweden, Norway,
Ireland, Portugal and ltaly). Follow-up measurements took place at 6 and 12 months after baseline. Logistic
regressions were carried out to investigate baseline predictors of formal care use at follow-up, and to assess
potential inequity in access. In-depth interviews were conducted after 12 months to explore barriers, facilitators
and experiences regarding access to care

Result: Predictors for formal care use were a lower score on instrumental- and daily activities of life
questionnaires, the person with dementia living alone, having a higher educated informal carer, and the informal
carer visiting a support group. Older and higher educated people with dementia and younger carers found
access to home personal care easier, and lower educated carers were more likely to be admitted sooner. These
findings indicate inequity in access to care. Qualitative results showed among others that there is a lack of
information about available services, and that having a key contact person is crucial. Furthermore needs should
be taken into account when finding the right type of care, and attitudes towards care usually shift as disease
severity increases.

Conclusion: These results help to define best-practice strategies for access to formal care in dementia across
Europe, enabling people with dementia and their carers to receive the right amount and intensity of formal care
when and where needed, and to increase their quality of life.
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A LOCAL MODEL FOR BRAIN HEALTH EDUCATION, ENGAGEMENT
AND SUPPORT FOR COMMUNITY-DWELLING ADULTS
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Abstract:

Engagement in cognitive based interactions and meaningful activities may help offset the symptom progression
among individuals with mild cognitive impairment (MCI), different types of dementia and Alzheimer’s disease.
Epidemiological evidence continues to support the theory that mentally active lifestyles are associated with lower
incidence of cognitive decline and dementia. As part of the charitable outreach of our non-profit organization,
Menorah Park created the first non-pharmacological, non-hospital based center for brain health located on a
senior living campus in the United States. Created upon four pillars of brain health — Cognitive Fitness, Emotional
Wellness, Social Well Being, and Personal Health — this community-based “model” for brain health provides

a comprehensive, integrated approach to helping community members, professionals and campus residents
understand, implement and improve brain health throughout Northeast Ohio and nationally.

An informal community needs assessment demonstrated a need to serve individuals who are waiting to
receive a memory related diagnosis and/or are part of the worried well population in Northeast Ohio. The
center completes a continuum of care to allow individuals with dementia, as well as, aging adults with brain
health concerns to be supported in the community. The center emphasizes a psychosocial “model” of brain
health through extensive low-cost programming that includes: education, engagement and support for those
concerned about memory and thinking skills, including those diagnosed and not diagnosed with brain health
issues.

To date, the center has had impact over 5,000 adults aged 32-104 and serves over 1,500 adults annually.
Nearly 82% of participants are active aging adults, 15% of participants report some type of dementia diagnosis
and/or brain health concern (Alzheimer’s disease, vascular dementia, MCI, post-chemotherapy brain, and post-
stroke rehabilitation) and about 3% of participants report other mental health concerns (depression, anxiety and
the psychiatric symptoms). Mixed-methods have been utilized to evaluate the program on an ongoing basis. In
this presentation, participant engagement data and program evaluation surveys from the first two operational
years will be reviewed. Qualitative outcomes indicated that participants felt engagement in the program was
beneficial to their personal health and reported the brain-based educational classes were pertinent to brain
health. Next steps for program evaluation will also be explored.

The center aims to lead the way to translate the latest evidence-based brain health research into everyday
practices for adults and serve as a national and international “model” for non-pharmacological, non-hospital
based brain health centers. The array of complimentary programs and services offered at the center aligns
with the goals of national and worldwide brain health initiatives; thus, creating a community-based model for
brain health programs and services. Current efforts of the center focus on raising awareness about brain health
and wellness, providing educational information, and helping aging adults, including individuals with dementia,
translate current scientific research in order to enhance their daily lives and ultimately strengthen their brain
health and wellness.
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OPTIMISING INDEPENDENCE OF OLDER PERSONS WITH COGNITIVE
AND FUNCTIONAL DECLINE - INTERDISCIPLINARY HOME-BASED
REABLEMENT PROGRAM (I-HARP): A PARALLEL-GROUP PILOT RCT

Yun-Hee Jeon'';Luisa Krein,Judy Simpson?;Lee-Fay Low?;Lindy Clemson?;Sharon Naismith®;Sarah
Szanton*;Peter Gonski®;Richard Norman®;Laura Gitlin”;Loren Mowszowski® and Henry Brodaty?, (1)Sydney
Nursing School, University of Sydney, Sydney, NSW, Australia, (2)Sydney Nursing School, University of Sydney,
Sydney, Australia, (3)University of Sydney, Sydney, Australia, (4)Johns Hopkins University, Baltimore, MD, (5)
Sutherland Hospital, Sutherland, Australia, (6)Curtin University, Perth, Australia, (7)Johns Hopkins University,
Baltimore, (8)Centre for Healthy Brain Ageing, University of New South Wales, Sydney, Australia
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Abstract:

Objective: A major gap exists in providing care to support and maintain functional and social independence
of older people with dementia at home. Our interdisciplinary Home-bAsed Reablement Program (I-HARP)
integrates evidence-based strategies and cognitive rehabilitation into a dementia-specific person-centred,
time limited, home-based, interdisciplinary rehabilitation package. We conducted a parallel-group pilot RCT of
[-HARP with community-dwelling people with amnestic mild cognitive impairment (MCI) and mild to moderate
stages of dementia to test feasibility and potential effects of -HARP in Sydney, Australia.

Method: |-HARP involved up to 10 home visits by Occupational Therapist, Registered Nurse, plus additional
options of other allied-health support, tailored to the individual client’s needs; up to A$1000 home modification/
assistive devices; and individual carer support, all provided over 4 months. Assessments of the client’s daily
activities, mobility and health-related quality of life, as well as caregiver burden and quality of life were conducted
at baseline, 4 months (post-intervention) and 12 months from baseline.

Result: Eighteen dyads were randomized equally into the two groups using a computer program. Clients
were: aged 64-91 years, with MMSE ranging between 16-30, ten were female, nine had Alzheimer’s disease,
seven with other types of dementia, and two had amnestic MCI. At 4 months, the intervention group showed a
1.83-point improvement in functional independence (ADL/IADL) using the Disability Assessment for Dementia
(DAD) while the control group (usual care) declined by 4.22 points. The difference of 6.06 (SD 9.95) displayed
a clinically meaningful effect size of 0.61. At 12 months, the intervention group showed a decline in functional
independence of 6.63 while the control group had a decline of 12.06, a difference of 5.43 (SD 16.90), giving an
effect size of 0.32. Three of the control group clients were placed into care homes while all of the intervention
clients were still living at home at 12 months. Interviews with carers and field notes suggested a strong
endorsement of I-HARP, and carers’ observation of the person becoming more independent and socially
engaged as a result of -HARP.

Conclusion: The results point to the benefit of an interdisciplinary team as having the maximum impact. Our
pilot trial demonstrated that I-HARP enhances the functioning of older people with dementia, and their improved
mobility, independence, and both self-perceived and observed wellbeing and confidence that enables their
ability to live at home for significantly longer. An improved larger scale trial of -HARP is currently underway.
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Abstract:

When people are newly diagnosed with dementia, they struggle to understand the next steps after a drawn-

out journey of pursuing an “official” diagnosis of dementia. It can take months, often years, for a physician to
finally identify a specific dementia type. However, once the diagnosis is given, doctors usually either recommend
“prescribed disengagement” (Swaffer, 2014), or a “wait-and-see until there is a change” approach. “Moving
from a ‘person’ to the ‘label of a person with dementia’ overnight and not having support. No one to talk to
about having dementia. All the support is directed towards carers. There was no one to talk to about my future.”
(Bryden, 2016). This is a common problem, with no one to walk alongside and explain the path they are now on,
navigate the bumps and turns, and encourage them if they falter.

To address this problem, we propose an emerging model of dementia care that involves a “dementia interpreter”
whose role is to ensure that the lived experiences of the PwD, their personal history, along with their defined
current hopes and goals, are accurately and clearly represented at the time of diagnosis, and that any
information transmitted to them is also understood.

The value of the PwD interpreter, who is neither a care partner nor a medical professional, is also to encourage
the PwD to use their own voice. | have been a certified Dementia Consultant and certified Personal Historian for
over ten years, using mediation as a means to facilitate communication between the person with dementia and
caregivers or doctors, especially when there are transitions in care, or a change of condition I’'m able to interpret
the doctor’s words for the newly-diagnosed PwD, and | use various techniques | will demonstrate to get the
PwD perspective communicated back to the doctor or caregiver.

The interpreter also facilitates communication of perceived expectations and helps PwD articulate new goals
throughout the decision-making process, such as how and where they choose to live today and in the future.

This model is built on the foundation that, as people age, they utilize their past and resulting resilience to achieve
well-being. My experience as a mediator is that when PwD initially hear the words, “You have dementia,” they
don’t hear or comprehend much after that, even when they suspected the diagnosis. They generally don’t ask
additional questions and need time to vent and/or process the news, as well as talk about their past, present
and future, with all the emotions attached. This is easier with an interested third party. They tend to open up

to someone who has some knowledge of their type of dementia and won't judge them or become emotional.
They come to understand that | am on their side and | can summarize their needs or concerns. This information
ensures that PwD, carers, and doctors all understand what’s important to the person with dementia, so that
care can revolve around those wishes and needs, and not what’s most convenient for the caregiver. In turn, it
re-enforces to the PwD that they are still in control and have a voice in their care.

This session presents examples of the model by an experienced mediator, a PwD, and a volunteer from the
audience to compare and demonstrate the effectiveness of different approaches in communication and the
participation of a dementia interpreter. There will be an opportunity to discuss cases and scenarios proposed by
PwD. Support materials will also be provided.
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ALZHEIMER’S ASSOCIATION DEMENTIA CARE PRACTICE
RECOMMENDATIONS FOR LONG-TERM CARE AND COMMUNITY
BASED PROFESSIONALS

Sam Fazio', Care & Suppport, Alzheimer’s Association, Chicago, IL and Mr. Doug Pace’, Care & Support,
Alzheimer’s Association, Washington, DC
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Abstract:

In order to ensure that people living with
Alzheimer’s or related dementia are receiving high
quality care that is based on the most up to date y
evidence, the Alzheimer’s Association has updated Wit
our quality care guidelines. The updated peer-

reviewed evidence based Dementia Care Practice
Recommendations were released in a special
supplement of the February 2018 edition of The
Gerontologist. The topic areas are person-centered
care, detection and diagnosis, assessment and
care planning, medical management, information, i
education and support, ongoing care, staffing, ' et
therapeutic environment and safety, and transitions ) Eﬂ“;:;::'ﬂ
and coordination of care. g

This session will provide an overview of the
recommendations and discuss how they can be
used to increase the quality of care and quality
of life for people with Alzheimer’s and related
dementias.

Discussion questions -
Why is person-centered care important for people with Alzheimer’s and related dementias?
What are some promising practices around good dementia care?

Why is detection and diagnosis of Alzheimer’s disease important for people experiencing memory loss and their
families?

By the end of this presentation attendees will understand the importance of evidence-based recommendations
for health care professionals across the continuum of long-term services and supports for people with
Alzheimer’s and related dementias.

By the end of this presentation attendees will gain an understanding of the each of the topic areas of the
updated dementia care practice recommendations and how they can be applied in all settings in long-term
services and supports for use by health care professionals

By the end of the presentation attendees will increase their knowledge about the latest facts, figures, current
research initiatives and programs of Alzheimer’s disease and related dementias.
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Abstract:

In order to ensure that people living with
Alzheimer’s or related dementia are receiving high
quality care that is based on the most up to date

evidence, the Alzheimer’s Association has updated Wittt
our quality care guidelines. The updated peer- Saryires

reviewed evidence based Dementia Care Practice
Recommendations were released in a special
supplement of the February 2018 edition of The ' Fetson

Centered

Gerontologist. The topic areas are person-centered
care, detection and diagnosis, assessment and
care planning, medical management, information,
education and support, ongoing care, staffing,
therapeutic environment and safety, and transitions ) E“;:;;:;“
and coordination of care. :

This session will provide an overview of the
recommendations and discuss how they can be
used to increase the quality of care and quality
of life for people with Alzheimer’s and related
dementias.

Discussion questions -
Why is person-centered care important for people with Alizheimer’s and related dementias?
What are some promising practices around good dementia care?

Why is detection and diagnosis of Alzheimer’s disease important for people experiencing memory loss and their
families?

By the end of this presentation attendees will understand the importance of evidence-based recommendations
for health care professionals across the continuum of long-term services and supports for people with
Alzheimer’s and related dementias.

By the end of this presentation attendees will gain an understanding of the each of the topic areas of the
updated dementia care practice recommendations and how they can be applied in all settings in long-term
services and supports for use by health care professionals

By the end of the presentation attendees will increase their knowledge about the latest facts, figures, current
research initiatives and programs of Alzheimer’s disease and related dementias.
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CLUSTERED ‘HOMELIKE’ MODELS OF RESIDENTIAL AGED CARE ARE
ASSOCIATED WITH FEWER HOSPITALISATIONS, BETTER QUALITY
OF LIFE AND SIMILAR COSTS: AN AUSTRALIAN CROSS-SECTIONAL
STUDY

Suzanne Marie Dyer’, Rehabilitation, Aged and Extended Care, Flinders University; NHMRC Cognitive

Decline Partnership Centre, Bedford Park, SA, Australia;Enwu Liu, Australian Catholic University, Melbourne,
Australia;Emmanuel Gnanamanickam, Rehabilitation, Aged and Extended Care, Flinders University, NHMRC
Cognitive Decline Partnership Centre, Bedford Park, Australia;Julie Ratcliffe Prof, Institute for Choice,

University of South Australia, Adelaide, Australia;Rachel Milte Dr, Rehabilitation, Aged and Extended Care,
Flinders University, NHMRC Cognitive Decline Partnership Centre, University of South Australia, Adelaide,
Australia; Tiffany Easton, Rebabilitation, Aged and Extended Care, Flinders University, NHMRC Cognitive Decline
Partnership Centre, Bedford Park, Australia and Maria Crotty, Flinders University, NHMRC Cognitive Decline
Partnership Centre, Adelaide, Australia
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Abstract:

Objective: To examine the consequences in terms of resident centred outcomes and costs of living in a
‘homelike’ clustered model of residential aged care in comparison to a standard Australian model.

Method: A cross-sectional study with 12-month retrospective linked health service usage data. 17 residential
care facilities in 4 Australian states providing either ‘homelike’ cluster or standard model of care. Inclusion
criteria were those residing in care for 12 months or longer, not in immediate palliative care, including those with
cognitive impairment, having a family member willing to participate on their behalf if necessary. 901 residents
were eligible and 541 consented (24% self-consent, 76% proxy). Main outcomes were quality of life, quality of
care and hospitalisations.

Result: All residents in a clustered ‘homelike’ model of care had either a dementia diagnosis or a PAS-Cog

of five or more indicative of cognitive impairment in comparison to 79% of those in standard care facilities.
After adjustments, individuals residing in clustered ‘homelike’ models of care had better quality of life (EQ5D5L
difference 0.107, 95%CI 0.028 - 0.186), better consumer-rated quality of care (Consumer Choice Index - 6
Dimension (CCI-6D) difference 0.138, 95%CI 0.073 - 0.203), lower hospitalisation rates (rate ratio [RaR]
difference = 0.318, 95% CI 0.128 - 0.786) and lower ED presentation rates (RaR difference = 0.273, 95%Cl
0.142 - 0.526), in comparison to those residing in a standard care facility. The rate of general practitioner
consultations did not differ (RaR difference = 1.31, 95%CI 0.752- 2.28). There was a predicted total (health and
residential care) annual cost saving of approximately AU$14,000 (2016, 16% of total) per person associated
with the clustered model of care, after adjustments, which was statistically significant considering costs to
government.

Conclusion: Clustered domestic models of residential care are associated with better quality of life and fewer
hospitalisations with no increment in whole of system costs. Provision of care in clustered domestic models may
be a financially beneficial approach for government and society and these models should be further explored.
More information is needed on financial, attitudinal and regulatory barriers to expansion of clustered housing
approaches in residential aged care.
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Abstract:

Objective: Diet may play a i Wk

major role in the Alzheimer’s Nt e = o e T e R T
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and offer great potential
for non-pharmacological
prevention. Epidemiological i
evidence reveals an
association between diet
and AD incidence and
prevalence, yet few studies
have investigated this
relationship with respect

to the hallmark protein
implicated in AD; beta o
amyloid (AB). The objective
of this study was to
investigate dietary patterns
using an a priori approach
and their associations with
AB deposition in healthy
ageing Australian women
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Method: Participants were Cos s e L i

sought from the 2012

follow-up of the Women’s

Health Ageing Project

(WHAP), an epidemiologically sourced prospective study of healthy ageing Australian women. Participants
completed a validated food frequency questionnaire reflecting intakes over the past 12 months and daily intakes
of foods and nutrients were estimated by the Cancer Council of Victoria. All food items were reported in grams
per day and placed into 33 food groups defined a priori. Dietary patterns were extrapolated from food groupings
using iterated principal factor analysis with oblique varimax rotation. AB deposition was measured via in vivo
F-18 Florbetaben positron emission tomography (PET) scanning and standard uptake value ratios (SUVR) were
generated by normalizing regional SUVs. PET SUVR displayed a positive skew that was rectified using 1/square
transformation therefore results should be interpreted as inverse coefficient derivatives. Complete data was
available for 115 participants. Generalized linear models (GLM) were used to assess associations between AB
deposition and dietary patterns scores, adjusted for age and education in years, body mass index (BMI), energy
intake (kJ/day), cognition (The Consortium to Establish a Registry for Alzheimer’s Disease [CERAD] Savings) and
binary presence of the apolipoprotein epsilon-4 allele (APOE €4) allele). All analyses were performed in STATA

v14.
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Result: In this study WHAP participants were, on average; aged 70 years (= 2.63 SD), had 13 years of
education (= 3.57 SD), a BMI of 28kg/m? (+ 5.46 SD) and an energy intake of 5161 kJ/day (+ 1679.03 SD).
Four dietary patterns were identified: High-Fat, Mediterranean, Junk Food and Low-Fat. Factor loadings (Figure
1) indicated the unhealthy Junk-Food pattern was characterized by high consumption of takeaway foods,
confectionery and cakes, biscuits and sweet pastries. The Mediterranean type diet was characterized by a high
consumption of fruits, vegetables, nuts and fish. High-Fat loaded heavily on meats and fried foods, whilst Low-
Fat loaded heavily on low-fat dairy products and vegetables. Adherence to the Junk-Food diet was a significant
predictor of AR deposition (B = .10, p<.05) as was binary presence of the APOE €4 allele (B = .11, p<.05). The
three other dietary patterns were not associated with AR deposition. Age, education, BMI, energy intake and
cognition (CERAD Savings) were also not significantly associated with AR deposition.

Conclusion: Only adherence to the unhealthy Junk-Food dietary pattern was a significant predictor of AR
deposition in the fully adjusted model. This study highlights the potential of diet to influence neurodegenerative
disease and is the first, to our knowledge, to demonstrate that an unhealthy diet confers similar effect size on AR
deposition as presence of the APOE €4 allele.
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BOTH EXECUTIVE DYSFUNCTION AND PHYSICAL INACTIVITY
INFLUENCE PHYSICAL DECLINE IN OLDER ADULTS ACROSS THE
COGNITIVE SPECTRUM

Morag E Taylor'23;Sirinun Boripuntakul*;Barbara Toson®;Jacqueline CT Close?%;Stephen R Lord®;Nicole A
Kochan®7;Perminder S Sachdev®"#;Henry Brodaty®® and Kim Delbaere®, (1)Falls, Balance and Injury Research
Centre, Neuroscience Research Australia, Sydney, NSW, Australia, (2)Prince of Wales Clinical School, Medicine,
University of New South Wales, Sydney, Australia, (3)Cognitive Decline Partnership Centre, Sydney Medical
School, The University of Sydney, Sydney, Australia, (4)Department of Physical Therapy, Chiang Mai University,
Chiang Mai, Thailand, (5)Falls, Balance and Injury Research Centre, Neuroscience Research Australia, Sydney,
Australia, (6)Centre for Healthy Brain Ageing, School of Psychiatry, Medicine, University of New South Wales,
Sydney, Australia, (7)Neuropsychiatric Institute, Prince of Wales Hospital, Randwick, Australia, (8)Dementia
Centre for Research Collaboration, School of Psychiatry, Medicine, University of New South Wales, Sydney,
Australia, (9)Centre for Healthy Brain Ageing (CHeBA) and Dementia Centre for Research Collaboration (DCRC),
School of Psychiatry, Medicine, UNSW Sydney, Sydney, Australia
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Abstract:

Objectives: Individuals with mild cognitive impairment (MCI) and dementia have physical impairments and
increased fall risk when compared to their cognitively intact peers. However, there is limited literature examining
physical decline in samples that include individuals across the cognitive spectrum and how cognitive function,
physical activity and falls influence decline in this population. We investigated physical decline over 1-year in

a cohort of older people across the cognitive spectrum and examined which factors (i.e., neuropsychological
domains and/or physical activity) were associated with physical decline and how falls during follow-up affected
this relationship. We also investigated the relationship between falls and physical decline over 1-year.

Methods: Physical function was assessed using the Physiological Profile Assessment (PPA) in 593 participants
(cognitively normal [CN]: =342, mild cognitive impairment [MCI]: n=77, dementia: n=174) at baseline and in 490
participants available for reassessment 1-year later. Neuropsychological performance and physical activity (PA)
were assessed at baseline. Falls were recorded prospectively for 1-year using monthly calendars and telephone
calls, as well as carer assistance for participants with dementia.

Results: Median baseline PPA scores for CN, MCI and dementia groups were 0.41 ({QR=-0.09-1.02), 0.66
(IQR=-0.06-1.15) and 2.37 (IQR=0.93-3.78) respectively. All baseline neuropsychological domains and PA were
significantly associated with baseline PPA. There were significant interaction terms (Time x Cognitive Group,
Global Cognition, Processing Speed, Executive Function and PA) in the models investigating PPA decline. In
multivariate analysis the Time x Executive Function and PA interaction terms were significant, indicating that
participants with poorer baseline executive function and reduced PA demonstrated greater physical decline
when compared to individuals with better executive function and PA respectively while controlling for age,
education, medication use and falls. With falls during follow-up categorized as zero falls, one fall and 2+
falls, each unit increase in PPA score over 1-year was associated with a 29%, OR 1.29, 95%CI [1.12, 1.48],
increased odds of being in the next faller status category compared to the previous faller status category or
categories.

Conclusions: Having MCI or dementia is associated with greater physical decline over 1-year compared to
cognitively normal older people. Physical inactivity and executive dysfunction were independently associated
with physical decline in this population, which included older adults with MCI and dementia. Both factors are
potentially amenable to interventions e.g. exercise. Physical decline was associated with an increased risk of
falling during follow-up. However, both decline and falls were occurring over the same timeframe and each could
influence the other.
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DIETARY PATTERN, HYPERTENSION AND COGNITIVE FUNCTION IN AN
OLDER POPULATION: RESULTS FROM A TEN-YEAR LONGITUDINAL
SURVEY

Xiaoyue Xu Dr'';Deborah Parker Prof?;Zumin Shi Prof®;Julie Byles Prof*;John Hall Prof® and Louise Hickman
Prof?, (1)University of Technology Sydney, Sydney, Australia, (2)Faculty of Health, University of Technology
Sydney, Sydney, NSW, Australia, (3)The University of Adelaide, Adelaide, Australia, (4)University of Newcastle,
Newcastle, Australia, (5)University of New South Wales, Sydney, Australia
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Abstract:

Objective: Research into the association between diet and cognitive function among older Chinese is extremely
scarce. The aims of this study were: 1) to examine the association between dietary pattern and cognitive
function; and 2) to test whether there is an interaction between dietary pattern and hypertension in relation to
cognitive function for older Chinese people.

Method: We analysed data from the China Health and Nutrition (CHNS) survey, which is an ongoing open
cohort of nine waves (1989-2011). The survey used a multistage random-cluster sampling process to select
samples from nine provinces in China. Dietary data has been collected since 1991, and cognitive function
interview data were collected between 1997 and 2006. Dietary assessment is based on each participant’s 24
hour-recall, with information collected over three consecutive days. The CHNS adopted the cognitive screening
items from part of the Telephone Interview for Cognitive Status-modified, which has been used in the Chinese
population. We analysed ten years of data for 7,769 older persons (aged =55 years). Exploratory factor analysis
was used to identify dietary patterns using the standard principal component analysis method. Cognitive
function measures include global cognitive scores and verbal memory scores. Linear mixed models were used
to investigate the longitudinal association between dietary patterns, hypertension and cognitive function after
adjusted for socio-demographic and health behaviour factors.

Result: There were total 7,769 participants involved in the analysis: with N=1,402 in 1997, N=1,608 in 2000,
N=2,198 in 2004 and N=2,559 in 2006. Over time, there was significant decrease for verbal memory scores.
Two dietary patterns were identified from factor analysis, named ‘Rice-based’ and ‘Protein-rich’ dietary pattern.
‘Rice-based’ dietary pattern was loaded heavily on rice, pork and fish, and inversely on wheat and whole grain.
Protein-rich dietary pattern was characterised by high intake of milk, soy milk and eggs, and inversely on rice
and salted vegetables. Protein-rich dietary pattern was significantly associated with higher global scores and
verbal memory scores. However, the association was only found among older people with a higher education
level. In the adjusted model, compared with participants in lowest quartile of protein-rich dietary pattern,
participants in the highest quartile had 0.95 significantly higher global scores (p=0.02), and 1.63 verbal memory
scores (p<0.001). No association was found between Rice-based dietary pattern and cognitive function.

There is no interaction was found between hypertension and dietary pattern impacting on cognitive health, but
we found hypertension to be an independent factor which is significantly associated with cognitive function.
Participants with hypertension had 0.21 (95% Cl: -0.39; -0.02) lower verbal memory scores than those with no
hypertension.

Conclusion: We found a significant role of a protein-rich dietary pattern in slowing the process of the cognitive
decline among a Chinese older population, particularly for people with high education levels. In addition,
hypertension to be an independent risk factor for cognitive decline. Identification of older populations with low
education level who had hypertension should be targeted in intervention studies to maintain their cognitive
health.
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MOTIVATION AND WILLINGNESS TO CHANGE LIFESTYLE FOR
DEMENTIA RISK REDUCTION: PRELIMINARY RESULTS FROM A
NATIONAL UK SURVEY WITH PEOPLE AGED 50+

Deborah Oliveira';Aimee Aubeeluck?;Lauren Yates Dr';Eef Hogervorst?;Sarang Kim™ and Martin Orrell Prof',
(1)Division of Psychiatry and Applied Psychology, University of Nottingham, Nottingham, United Kingdom, (2)
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Abstract:

Objective: There is increasing evidence of the association between lifestyle factors and dementia risk and it
is important to know about peoples’ levels of motivation and willingness to change their lifestyle to potentially
reduce their dementia risk. This presentation will show preliminary findings of an ongoing study aimed at
investigating motivation and willingness to change lifestyle for potential dementia risk reduction in people aged
50+ in the UK.

Method: A national online survey was carried out with a non-probabilistic sample of 1,988 people aged 50+
without dementia (2017-2018). The variables of interest were: demographics; current lifestyle/health status;
motivation to change lifestyle (MCLHB-DRR scale); and willingness to change lifestyle (1-5 Likert questions
based on the current lifestyle, e.g. if smoker, it was asked how much he/she would be willing to stop smoking).
Descriptive and associative statistics for gender and age (chi-square) were used.

Result: Participants were mostly females (72%), mean age 61 (SD=9; range=50-91), white British (96%), with
excellent or very good self-rated health (61%). Approximately 4% smoked and of these 43% said they were
willing to stop; 74% drank alcohol at least 2x/month and 74% were willing to reduce; 77% were physically
active and 73% were willing to improve; 90% reported healthy diets and 84% were willing to improve; 81% were
willing to lose weight. Women were more willing to lose weight, stop smoking, reduce alcohol intake and have a
healthier diet. Older people were less willing to reduce alcohol intake or adopt a healthier diet than middle-aged
adults. Overall, positive maotivation levels were found in the total sample. Women had better cues to action,
perceived severity and perceived susceptibility. Perceived benefits and cues to action decreased with age.
Perceived barriers increased with age.

Conclusion: Males and older adults were less motivated and less willing to change lifestyle to potentially reduce
dementia risk. This survey investigated generally healthy people who are mostly willing and motivated to reduce
their potential dementia risk. We are currently completing the recruitment of participants and carrying out further
analyses. Implications to research and clinical practice will be discussed in relation to current policies and
literature on dementia risk reduction.
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MAINTAIN YOUR BRAIN - AN INTERNET-BASED RANDOMISED
CONTROLLED TRIAL TO PREVENT COGNITIVE DECLINE

Henry Brodaty';Gavin Andrews?;Kaarin J Anstey®;Maria Fiatarone Singh*;Louisa Jorm®;Nicola
Lautenschlager®;Anthony Maeder’;John McNeil®;Perminder S Sachdev®;Megan Heffernan' and Michael
Valenzuela'®, (1)Centre for Healthy Brain Ageing, University of New South Wales, Sydney, Australia, (2)St
Vincent’s Psychiatry, University of New South Wales, Sydney, Australia, (3)Neuroscience Research Australia,
University of New South Wales, Sydney, Australia, (4)Faculty of Health Sciences and Sydney Medical School,
The University of Sydney, Sydney NSW, Australia, (5)Centre for Big Data, UNSW, Sydney, Australia, (6)Academic
Unit for Psychiatry of Old Age, University of Melbourne, Melbourne, Australia, (7)Digital Health Systems, Flinders
University, Adelaide, Australia, (8)School of Public Health & Preventive Medicine, Monash University, Melbourne,
Australia, (9)Neuropsychiatric Institute, Prince of Wales Hospital, Randwick, Australia, (10)Brain and Mind
Centre, University of Sydney, Camperdown, Australia
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Abstract:

Objective: To devise and evaluate an internet based intervention targeting risk factors for dementia designed to
prevent or delay cognitive decline and dementia.

Method: A sample of 16,000 persons aged 55-75 years will be drawn from the 45 and Up Study, a population
based study of 1-in-10 persons who were aged 45 or more in 2006-09 and living in New South Wales, Australia.
Persons will be invited to participate if they have at least two identified risk factors amenable to intervention,

a computer and internet access and willingness to be involved. Intervention participants are allocated to

receive online coaching in up to four 10-week modules in the first year tailored to their risk profile — cognitive
training, physical activity, nutrition and peace of mind (targeting depression, mindfulness, stress management

or insomnia) — followed by quarterly boosters over the three years of follow-up. All assessments (baseline and
annual) are conducted online. The control group receive information without online coaching from up to four of
the intervention modules based on their risk profile.

Results: The IT platform has been constructed and a pilot completed. From 2000 invitations, 425 persons
consented to participate, and 245 completed screening questionnaires. Of the 245, 103 were aged 55-64 and
142 were 65-75. Overall mean age was 65.9 (SD 5.1) and 54% were female. Risk factor rates varied from 24%
related to mood, to 78% for cognitive activity, 90% for physical activity and 94% for nutrition. Many participants
reported lack of strength training (70%), low adherence to a Mediterranean Diet (88%) and low levels of cognitive
activity in late life (59%). All participants were eligible for at least one intervention module and 90% were eligible
for two. Recruitment for the main trial starts in April 2018.

Conclusion: There is a vast potential for intervention in the general population. Participants were prepared to
engage with an online health intervention broadly aimed at these risk factors.
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CONNECTING THE DOTS PART 2 - THE DEMENTIA WELLNESS
PROJECT: A CULTURALLY APPROPRIATE LIFESTYLE INTERVENTION
FOR AFRICAN AMERICAN ELDERS AT RISK FOR DEMENTIA

Gina Green-Harris MBA'';Michelle Corbett MPH?;Carrie Stehman MA2?;Stephanie Houston MBAS; Teresa Skora
NP4 Carla Wright MD#Nia Norris MA' and Dorothy Edwards PhD®, (1)Wisconsin Alzheimer’s Institute, Milwaukee,
WI, (2)Center for Urban Population Health University of Wisconsin School of Medicine & Public Health,
Milwaukee, WI, (3)UW Madison, Wisconsin Alzheimer’s Institute, Milwaukee, WI, (4)Milwaukee Health Services,
Inc., Milwaukee, WI, (5)Wisconsin Alzheimer’s Disease Research Center, Madison, WI
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Abstract:

The prevalence of Alzheimer’s disease and other dementias among older African Americans is roughly

double than that among non-Hispanic whites and is significantly higher than that among Hispanics. African
Americans are also at greater risk for vascular and chronic conditions such as hypertension and diabetes

which a growing body of evidence suggests increases risk for cognitive impairment. Research also indicates
that many African American cultural norms do not support healthy eating and physical activity, placing African
Americans at increased risk for poor vascular health and consequently, poor cognitive health. The Dementia
Wellness Project, a community-academic partnership between Milwaukee Health Services, Inc., the Wisconsin
Alzheimer’s Institute, and the Center for Urban Population Health, aimed to address these disparities through the
development of a culturally appropriate lifestyle intervention that would 1) increase awareness and knowledge
of brain health and the relationship between diet and physical activity, vascular risks, and brain health, and 2)
increase knowledge of and capacity to engage in health protective behaviors. The 5-session group intervention,
Healthy Body/Healthy Mind Connection (HBHMC), combined lecture, discussion, demonstration and practice,
games, movement, role playing, reflection, and goal setting. Co-facilitated by a community-based nurse
practitioner and an outreach specialist, HBHMC was delivered in 7 senior housing buildings and 1 senior
center in Milwaukee, WI between July 2015 and October 2017 to a total of 86 participants of whom three-
quarters were African-American age 55+. Qualitative and quantitative process and outcome evaluation data
was collected at baseline, post-session, immediate post-intervention, one-month, and three-months post
intervention. These data indicate that HBHMC is acceptable to members of the project’s priority population

as evidenced by the overall high satisfaction ratings across intervention sites. Behavioral changes between
baseline and three-month follow-up include an increase in mean fruit and vegetable consumption. Biometric
changes at three-month follow-up include decreases in mean Body Mass Index, systolic blood pressure, total
cholesterol, and A1c hemoglobin. The mean score for self-reported quality of life improved significantly between
baseline and three-month follow-up. This presentation will 1) describe the development and implementation

of HBHMG; 2) describe the process and outcome evaluation; 3) share results and key findings; and 4) offer
recommendations for the replication of this promising intervention.
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Abstract:

Objective: The aim of this proyect is to review the state of the art of technologies for persons with dementia
regarding issues on development, usability, effectiveness and cost-effectiveness, deployment, and ethics in 3
fields of application of technologies:

(1) support with managing everyday life,

(2) support with participating in pleasurable and meaningful activities, and

(8) support with dementia health and social care provision.

This project also attempts to identify gaps in the evidence and challenges for future research.

Method: We review the literature available.

Literature searches were conducted on usability, effectiveness and cost-effectiveness, and ethics using
PubMed, specific dementia databases with no time limit.

We also used searching engines such as Google and Yahoo.
As well, we inquired Amazon and eBay estores.

Selection criteria in our selected technology fields were reviews in English and Spanish for community-dwelling
persons with dementia.

Regarding deployment issues, searches were done in Health Technology Assessment databases.

Result: According to our results, persons with dementia want to be included in the development of
technologies; there is little research on the usability of assistive technologies; various benefits are reported but
are mainly based on low-quality studies; barriers to deployment of technologies in dementia care were identified,
and ethical issues were raised by researchers but often not studied.

Many challenges remain such as including the target group more often in development, performing more
high-quality studies on usability and effectiveness and cost-effectiveness, creating and having access to high-
quality datasets on existing technologies to enable adequate deployment of technologies in dementia care, and
ensuring that ethical issues are considered an important topic for researchers to include in their evaluation of
assistive technologies.

Conclusion: Based on these findings, various actions are recommended for development, usability,
effectiveness and cost-effectiveness, deployment, and ethics of assistive and health technologies worldwide.

These include avoiding replication of technology development that is unhelpful or ineffective and focusing on
how technologies succeed in addressing individual needs of persons with dementia.

Furthermore, it is suggested to include these recommendations in national and international calls for funding and
assistive technology research programs.

Finally, practitioners, policy makers, care insurers, and care providers should work together with technology
enterprises and researchers to prepare strategies for the implementation of assistive technologies in different
care settings.

This may help future generations of persons with dementia to utilize available and affordable technologies and,
ultimately, to benefit from them.

¥ @ADIConference @AlzDisInt  #ADI2018



33" International Conference of
Alzheimer’s Disease International

A
-V 26 — 29 July 2018, Chicago, USA

PARALLEL SESSION ABSTRACTS

Technology, innovation and entrepreneurship
Date: Saturday, 28 July 2018

16-002
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TO SUPPORT THE CAREGIVER SOCIAL NETWORK OF PEOPLE WITH
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Abstract:

Objective: During the caregiving trajectory of persons with dementia (PwDs), informal caregivers are at risk

of facing social isolation, burden and of experiencing a high threshold to either seek or provide support [1].
Therefore, an online social support intervention entitled ‘Inlife’ was developed and launched in the Netherlands.
Inlife is a personalized online social platform offering a range of functionalities to facilitate positive interaction and
support within caregiver networks of PwDs.

Method: A mixed method, single blind, randomized controlled study with 96 primary caregivers of PwDs was
conducted [2]. Caregivers were randomly assigned to either the Inlife intervention or a waiting-list control
group, receiving care as usual. After the 16-week study-period the control group obtained access to Inlife.
Ten caregivers from the intervention group were interviewed to evaluate the process characteristics (i.e.
implementation and intervention quality). Primary qualitative outcome measures included feelings of caregiver
competence and perceived social support. Secondary outcome measures included received support,
loneliness, psychological complaints and quality of life.

Result: The qualitative results showed that Inlife facilitated empowerment, openness, involvement, and efficient
care-organisation. Adherence was not optimal for all users. Determinants of Inlife use were identified on the level
of the Inlife innovation, the users, and the socio-political context. Based on preliminary qualitative analysis no
significant differences were found on the primary and secondary outcome measures.

Conclusion: Inlife was qualitatively evaluated as a promising instrument for efficient central care coordination
and mutual involvement. On a quantitative level no significant effects were demonstrated. However, the
qualitative results suggest that online support tools might be promising to improve openness and awareness of
support needs in caregiver networks of PwDs. Furthermore, qualitative research methods next to conventional
quantitative research methods might have an added value in the evaluation of dynamic caregiver interventions
using e-health.

References

1. Dam AE, Boots LM, van Boxtel MP, Verhey FR, de Vugt ME. A mismatch between supply and demand
of social support in dementia care: a qualitative study on the perspectives of spousal caregivers and their
social network members. International Psychogeriatrics. 2017:1-12.

2. Dam AE, de Vugt ME, van Boxtel MP, Verhey FR. Effectiveness of an online social support intervention
for caregivers of people with dementia: the study protocol of a randomised controlled trial. Trials.
2017;18(1):395.
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PREDICTION OF ALZHEIMER’S DISEASE DEMENTIA WITH DEEP
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Abstract:
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The transformative impact of machine learning and Artificial Intelligence has not been fully realized in medicine
and especially personalized medicine. Every day we see examples of the impact of machine learning and
artificial intelligence in transportation, information technology, finance, and other sectors. However, the
transformative impact has not been fully realized in medicine and especially personalized medicine. Computing
has become very powerful and analytics algorithms have become smart enough to spot patterns in patient
characteristics and treatments to provide discovery. By introducing more data-driven investigation we can
take into account individual variability in medicine intake, lifestyle, and genetic factors for each person and use
the power of big data and artificial intelligence to treat challenging diseases. Our study is focused on a deep
learning model developed on 70,000 records from Alzheimer’s disease patients that helps to identify patients at
high risk of dementia, using medication regimens, historical diagnosis, risk factors, and care programs. We will
also highlight the ways we have used cloud platforms to develop more intensive algorithms, manipulate data
in faster ways, and the ability to visualize actionable data for Alzheimer’s disease researchers. Results obtained
demonstrate a successful proof-of-principle demonstration of the use of deep learning to predict Alzheimer’s
disease dementia earlier. Current efforts are underway to increase the sensitivity of the current deep learning
model and incorporate other relevant clinical variables to increase this window of prediction.
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In Korea, the number of people with dementia (PWD) is double every 17 years. At the moment, one out of four
Koreans have a chance to get dementia before they die. In other words, all Koreans who get married have a
chance to care a dementia patient among their parents or parents-in-law. Although the services for supporting
Koreans to cope with dementia are rapidly expanding, many Koreans still have difficulties in finding and using
them. Delivering the dementia-related services is as important as developing them.

The Check Dementia, an mobile application working on both 10S and Android, was developed in 2013 by the
Korean National Institute of Dementia to assist Korean people with active prevention, early diagnosis and smart
care of dementia and efficient track of the appropriate services. It provides three key services; self-screening

for dementia, searching for public services for dementia, and care-supporting tools for caregivers. The self-
screening tool can relay the users to the National Dementia Early Detection (NDeED) Program provided by Public
Health Centers across the nation. The dementia service navigation tool provides a list of public services that

are eligible and optimized to each user. The care-supporting tools include a location-based service to prevent
PWD from missing and to help lost PWD get back home early and safely. In addition, the care-supporting tools
provide a care diary and a medication alarm.

Since its release in 2013, Check Dementia has been downloaded about 200,000 times, and won the Smart
App Award Korea in 2014. Now Check Dementia is used by the staffs of all Dementia Counselling Centers in
South Korea, being recognized nationally for its practicality.

Key words: Dementia, Check Dementia, National Institute of Dementia, Dementia Counselling
Centers
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Abstract:

This presentation aims to give an overview of the Dementia Circle protocols and methodologies. These have
coalesced over the course of the past six years to become a system that we apply to environments and
products, and now to technology and digital services.

We will demonstrate Dementia Circle’s pioneering approach to evidencing the potential of digital as a person
centred, cost effective solution for people living with dementia (PLWD).

dementiacircle.org provides an online platform for the exchange of ideas and feedback on products and
services tried and tested by PLWD. This forum gives unbiased, peer authored reviews and an insight into what
PLWD and their carers are using and finding useful in the real world.

Today Dementia Circle is a way of looking through the lens of the user and a means of testing change. The
testing protocols and methodologies have been applied to products, services, environments and digital
technologies to drive improvements, innovation, new learning and knowledge, and most importantly positive
outcomes for PLWD.

Health and Social Care leadership in Scotland and the imminent publication of a new Digital Health and Social
Care Strategy 2017-22 point to technology being integrated into all aspects of health and social care, resulting
in significant challenges and also opportunities for PLWD.

We are seeing a growth in the use of everyday consumer technology e.g. Alexa Voice Assistant and an interest
in Virtual Reality experiences. We have written the FIRST EVER dementia specific “Skill” for Alexa and are
looking at ways to partner developers like Waracle* in Voice first technology innovations for PLWD.

To support the workforce with this cultural shift we facilitated learning days with over 500 practitioners from
health and social care, housing, voluntary sector and partner organizations across Scotland. Our 2017 cohort
are now helping families to consider technology as part of their care bundle.

Alzheimer Scotland is investing in service users and rethinking what it means to be a smart patient when
everyone is a consumer of digital health and care. Through Dementia Circle we are amplifying the voices of
those living with dementia to design what the dementia care of today and tomorrow will look like.

Digital Health and Social Care Strategy 2017-22 ScotGov (Draft)

Technology has the potential to reshape Scotland’s health and social care, providing better services and a better
working environment for professionals.

As a citizen of Scotland: “I have access to the digital information, tools and services | need to help maintain and
improve my health and wellbeing.”

Scotland’s National Dementia Strategy (2017 — 2020)
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COMMITMENT 11: We willimplement the Technology Charter for People in Scotland with Dementia, ensuring
that everyone with a diagnosis of dementia and those who care for them are aware of, and have access to,

a range of proven technologies to enable people living with dementia to live safely and independently. We

will continue to explore innovative ways in which technology can be used and adapted for people living with
dementia.

*waracle.com

“The increasing use of mobile devices, improved distribution of diagnostic health services and the drive for cost
effective services are just some of the reasons digital health and care, is becoming a big deal.”
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Waracle is a Scottish Company and one of the UK’s leading mobile app development, loT and digital consulting

companies, with partners globally.
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INNOVATIVE SOFTWARE PLATFORM FOR TARGETING
DYSREGULATED EPIGENETIC PATHWAYS AND IDENTIFYING
NOVEL THERAPEUTIC APPROACHES IN ALZHEIMER’S DISEASE: A
COMPREHENSIVE APPROACH

Loretta R Anderson’, Mental Health, Johns
Hopkins Bloomberg School of Public Health,
Reisterstown, MD and Andrew A Pollack,

Epigenetic Data Sciences, Reisterstown, MD

Abstract:

The Alzheimer’s disease (AD) drug development

market has a 99.6% failure rate (Cummings,

J., et al, 2014). Additionally, in 2017, the cost

to American society to care for those with

Alzheimer’s was estimated to be $259 billion

(2017 Alzheimer’s Association Fact Sheet).

This lack of progress in both disease-modifying

and symptomatic treatments for AD coupled

with the unsustainable growing costs of the

disease dictates the necessity for creating

innovative approaches to drug discovery.

Technological advances have been made over

the last decade, particularly with respect to data

science tools owing to the exponential increase

of data to be processed and analyzed. These

tools allow for new insights to be leveraged

that were hitherto not visible. This paper discusses a hew technological advancement in the search for novel
therapeutic approaches using data science and epigenetics to bring new hope to Alzheimer’s.

PARALLEL SESSIONS

We developed a software suite to aid in the full-cycle process of ingesting raw data, providing research tools for
identification of epigenetically dysregulated genes and pathways and analysis of all known chemical interactions
affecting these pathways in Alizheimer’s disease. Using graph theory, natural language processing, artificial
intelligence, and machine learning, we applied these tools to identify chemical and supplement interactions to
counteract dysregulated pathways in AD. The knowledge that is constructed allows us to optimize our output
based on factors including gene-gene, gene-chemical, and chemical-protein interactions.

We constructed a proprietary data science platform which generates optimal treatment plans for Alzheimer’s
disease based on dysregulated epigenetic pathways and individualized genetic risk factors. The output
generated is optimized against an entire pathway, allowing for higher levels of downstream success in the
targeted gene.

With the continued failure of clinical trials to bring an effective drug to market, a novel interdisciplinary approach
grounded in data science will enhance the discovery phase of clinical trials. In addition to drug targets, the
software suite can identify scientifically proven over the counter products, offering those living with Alzheimer’s
and their caregivers’ additional options, and decreasing the time needed for patients to access effective
therapies.
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17-001

A VISUAL JOURNEY THROUGH THE AUSTRALIAN HEALTHCARE
SYSTEM AS EXPERIENCED BY PEOPLE LIVING WITH DEMENTIA AND
THEIR CARERS

Janna Anneke Fitzgerald';Joanne M
Curry?;Angelique Olde Meierink® and
Ashley Cully®, (1)Griffith University, e,
Gold Coast, QLD, Australia, (2)DXC

Technology, Melbourne, Australia, (3)

Griffith University, Gold Coast, Australia
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Abstract:

URTTE

Objective: To better understand the
individual journeys of people with
dementia and their carers through the
Australian healthcare system. Whilst
care pathways for people living with
dementia have been in existence for
some time, little research has focussed
on the impact of these interventions
on the real-life experiences of the
consumer. Further, we sought to
discover opportunities for improvement of the care pathway as suggested by people with dementia and their
carers.

Method: Stories were collected from 25 people with dementia and carers, resulting in the creation of 18 visual
storyboards. Opportunities for improvements were elicited and synthesised into an additional visualisation — an
“ideal” journey model. Data was collected through five face-to-face workshops, each lasting two days, across 3
states of Australia.

Result: Several issues were identified in the “current state”, including an extensive delay between recognition
of symptoms and diagnosis. Once diagnosed, experiences of treatment and support were diverse with little
coordination of care or thought for the impact on the consumer. Knowledge and clarity of available services was
difficult to obtain, and clinical pathways were largely unknown. Much of the carer support received was reactive
rather than proactive. An “ideal” journey model showed opportunities for improvement.

Conclusion: With the expected increase in dementia-related illnesses, a better understanding of the impact
and healthcare pathway of dementia is essential to the design and delivery of future public and private health
services. The consumer voice is vital in driving future research and allocation of effort.
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HAVING A SAY - PEOPLE WITH MEMORY RELATED DISEASES AS
CUSTOMERS IN FINNISH SOCIAL- AND HEALTHCARE SERVICES

Kirsti Kuustera' and Mari Luonsinen, Alzheimer Society of Finland, Helsinki, Finland

PARALLEL SESSIONS

Abstract:

Objective: The social- and healthcare services in Finland, one of the Nordic welfare countries, are being
remodelled towards a more efficient, egalitarian and person-centred care. As the population is aging, the elderly
are seen as a group that needs lots of services and can be potentially impactful customer segment. However, in
the public discourse, the diagnosis of dementia seems often to be a reason to move a person to the outer edge
of his/her care. This exploratory, small scale qualitative study aims to look at the experiences of people with
memory related diseases and their family-members as customers in social- and healthcare services.

Method: The data was collected from 6 people with diagnosis and 7 family members in two phases. 1) Group
discussion about experiences as customer in social- and healthcare services 2) Structured interviews on

themes raising from the group interview were conducted with four people with memory related diseases. The
interviewees were actively involved with the work of the Alzheimer Society of Finland and had mainly experiences
from the services needed at the early stages of dementia. In the analysis, we looked at the experiences and
discourses deriving from the data.

Result: Being a customer. The social- and healthcare services played a small part in the lives of the
interviewees. They seemed to be happy to follow the guidance of professionals and did not require unique
services. The family members with a longer experience of living alongised someone having a memory related
disease, highlighted the importance of peer support in order to find out more about available service options.
The people with memory related disease were mentally prepared for a future where they might not have much
influence over their care and support.

Coordinated services. The most rewarding experiences were when the person with memory related disease or
family members did not need to actively seek for help but the support was offered by a familiar professional,
such as a memory/dementia coordinator. The interviewees emphasized the need for tailored services and wide
array of options to choose from.

Role of family-members. The interviewees saw inclusion of family members in the care planning as positive and
supporting, especially when the social- and healthcare services are often relatively fragmented and complex. In
the daily life the family-members were crucial enablers of a “normal” life. However, the interviewees valued their
own independence and demanded to be heard in their case.

Conclusion: It is estimated that in Finland 40 % of the patients receiving medical care at home and 75 %

of elderly care home inhabitants have a diagnosis of dementia. According to prior studies the possibilities to
participate to the planning of your own care diminishes as the disease progresses. Thus people with memory
related disease should be actively involved in choosing their services and new practical tools to enhance
customer/patient involvement should be developed in cooperation with the people with memory related
diseases.

¥ @ADIConference @AlzDisInt  #ADI2018



33" International Conference of
Alzheimer’s Disease International

A
-V 26 — 29 July 2018, Chicago, USA

PARALLEL SESSION ABSTRACTS

Consumer experience, lifestyle and nutrition
Date: Saturday, 28 July 2018

17-003

THE NHMRC PARTNERSHIP CENTRE FOR DEALING WITH COGNITIVE
AND RELATED FUNCTIONAL DECLINE IN OLDER PEOPLE: AN
AUSTRALIAN MODEL FOR PUBLIC INVOLVEMENT IN DEMENTIA
RESEARCH

Jane F Thompson'';Joan Jackman?;Shannon McDermott?;,Alexandra Kitching? and Sue Kurrle?, (1)Member of

the Public, Canberra, Australia, (2)NHMRC CDPC, Sydney, Australia
Abstract:
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Increasingly, the benefits of actively involving the people who will be directly affected by research (also referred
to, among other terms, as consumers, patients and the public or, simply, the public) in that research are being
recognised. In Australia, its peak funding body for medical research, the National Health and Medical Research
Council (NHMRQC), provides guidance in its 2016 Statement on Consumer and Community Involvement in Health
and Medical Research. However, we are in a relatively embryonic, but developing, state in terms of the practical
application of the principles of public involvement in research compared with for example, our UK counterparts
where the organisation INVOLVE provides leadership and guidance. Public involvement in research is not yet as
embedded in Australia’s research culture. And, nationally, dementia research lags behind in comparison with, for
example, cancer research.

Nonetheless, there are pockets of excellence in practice. This presentation will describe one such model, the
NHMRC Partnership Centre Dealing with Cognitive and Related Functional Decline in Older People (CDPC)
established in 2013. A first of its kind in Australia, the CDPC has thoughtfully integrated people with dementia,
carers and former carers into almost all aspects of its research and knowledge translation activities. This is
relatively rare in the Australian research context. The majority of these so-called “consumers” are volunteers.

The vision of the CDPC is to improve the lives of people living with cognitive decline or dementia through the
co-creation and dissemination of knowledge that changes policy, systems and practice. The Centre involves
industry, researchers, and “consumers” working together in partnership. People affected by dementia are
involved in every CDPC research activity, in its Executive Committeg, its Scientific Sub-Committee, and they
participate actively in all CDPC events. They are involved in a variety of functions when working with research
projects. For example, they provide feedback on research questions, research instruments and outputs, and
also assist in translating research findings. These activities are coordinated by a “Consumer Enabling Subunit”
led by a part time paid “Consumer Investigator” funded by Dementia Australia.

Importantly, “consumers” have been invited to contribute to the development of proposed projects from the
conceptual stage through to final approval. They have brought a varied mix of personal and professional
backgrounds to the CDPC, and, above all they have brought a passion and determination to be actively
involved, with other research team members, to make a difference to the lives of people with dementia and the
people who share their lives.

An internal evaluation conducted in 2014 identified six essential elements to working successfully in partnership
with “consumers”: Commitment — to shared goals; Research cultures — defining expectations and roles; Problem
solving — through communication, compromise and support; Resourcing - volunteers, support and inclusivity;
Communication — targeted, frequent, respectful; and, Trust — through respect and generosity.

These six key elements will help to build a culture that is inclusive and welcoming of public involvement in
research and may be a model for other organisations to follow.
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BARRIERS TO OPTIMISING NUTRITIONAL STATUS IN RESIDENTS
LIVING WITH DEMENTIA: RATIONALE FOR DEVELOPMENT OF THE
MEANINGFUL ENGAGEMENT IN NUTRITIONAL UNDERSTANDING
(MENU) PROJECT

Emma J Lea';Lyn Goldberg?;Andrea Price?;Fran Mclnerney?;Kathleen V Doherty?;Elizabeth Beattie® and Liz
Isenring?, (1)Wicking Dementia Research and Education Centre, University of Tasmania, Hobart, TAS, Australia,
(2)Wicking Dementia Research and Education Centre, University of Tasmania, Hobart, Australia, (3)School of
Nursing, Queensland University of Technology, Brisbane, Australia, (4)Faculty of Health Sciences and Medicine,
Bond University, Robina, Australia
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Abstract:

Objective: Dementia increases the risk of malnutrition. International studies show malnutrition rates among
people living with dementia in nursing homes are high. Australia is no exception, with half of all nursing home
residents malnourished. This presentation will outline findings from an Australian pilot study which led to the
design of a new intervention to facilitate Meaningful Engagement in Nutritional Understanding (MENU) and
improve care for nursing home residents living with dementia.

Method: A pilot ethnographic case study was conducted to examine food and nutrition care practices in one
nursing home. Data were collected via a document audit, review of residents’ files, observations of 7 residents
living with dementia, and interviews with 7 family and 11 staff members. Interview data were subjected to
thematic analysis and triangulated with other data sources.

Result: Five major barriers to provision of best evidence resident-centred nutrition care were identified - 1. Body
Mass Index not measured, 2. limited staff knowledge about the relationship between nutrition and key clinical
health indicators, 3. attentive but ineffective care practices (e.g. prompts to eat, drink positioning), 4. lack of
meal choice, and 5. eating being viewed as a task rather than an enjoyable social activity. Interviews with staff
showed they have many ideas for nutrition care practice improvements, such as the need for a pleasurable

and non-distracting eating environment, but lack the support required to initiate many of these changes. Staff
education and providing an opportunity for staff from various roles to ‘brainstorm’ ideas were recognised by
interviewed staff as a way forward.

Conclusion: The pilot study identified a range of barriers which decrease the ability of residents living with
dementia to participate in their own care and prevent a best evidence approach to their nutritional care. The
ideas raised by staff for improvements to care suggest the importance of a participatory approach to overcome
such barriers and implement change. These findings, together with what is known from the literature, have
been used to design the MENU multi-component nutrition support intervention. The MENU approach proposes
that nutrition care will be improved by the adoption of a participatory, whole-of-organisation, multi-component
intervention. A unique component is the identification and implementation of best evidence care specifically
suited to each nursing home. The intervention involves residents, family members, management, and staff
across all roles collaboratively selecting, implementing and evaluating best evidence nutrition care strategies
for people living with dementia, tailored to the needs and conditions of each nursing home. Strategies will take
into account that good nutrition is more than nutritional status and the nutritional content of food provided,
encompassing factors that improve quality of life, such as a pleasant eating environment and person-centred
care practices. A quasi-experimental mixed methods approach will be used to trial MENU in two Australian
nursing homes, including impact on staff and family awareness of best nutrition care and support for residents
living with dementia, and malnutrition prevalence. If the trial is successful, implementing MENU may enhance
staff capacity to practice best evidence care, reduce nutrition-related ill health and optimise quality of life for
nursing home residents living with dementia.
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A SYSTEMATIC REVIEW AND META-ANALYSIS OF THE ASSOCIATION
BETWEEN SOCIAL ENGAGEMENT, LONELINESS, AND RISK OF
DEMENTIA

Ross Penninkilampi, Dementia Centre for Research Collaboration (DCRC), School of Psychiatry, Medicine,
UNSW Sydney, Sydney NSW, Australia;Anne-Nicole Casey’, Centre for Healthy Brain Ageing (CHeBA),
School of Psychiatry, Medicine, UNSW Sydney, Sydney NSW, Australia;Maria Fiatarone Singh, Faculty of Health
Sciences and Sydney Medical School, The University of Sydney, Sydney NSW, Australia and Henry Brodaty,
Centre for Healthy Brain Ageing (CHeBA) and Dementia Centre for Research Collaboration (DCRC), School of
Psychiatry, Medicine, UNSW Sydney, Sydney, Australia

Abstract:
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Objective: To investigate associations between social integration and dementia risk by conducting a systematic
review and meta-analysis of the literature.

Method: A search of PubMed, EMBASE, PsycINFO, CINAHL, LILACS, Biomed Central, Scopus and Web of
Science databases was performed to identify articles published between 01 January 2012 and 26 May 2017,
supplemented by extraction of all longitudinal studies to July 2012 from previous reviews. Cohort and case-
control studies examining the association between social engagement or loneliness and dementia risk were
included. We used aggregate-level data in a random effects model to produce pooled risk estimates for the
association with dementia risk for loneliness, as well as good and poor social engagement. Study quality was
assessed with the Newcastle-Ottawa Scale. Registered with PROSPERO (CRD42017067074).

Result: We identified 35 studies comprising 2,370,452 participants for inclusion. Poor social engagement,
operationalized as living alone, poor social network, few social contacts and poor social support were all
associated with increased dementia risk. Overall, good social engagement was protective against dementia, but
was marred by significant publication bias (p<.001). In studies with a long follow-up time of ten or more years,
and thus less prone to reverse causation, good social engagement was modestly protective against dementia.
Loneliness was associated with a non-significant increased risk of dementia.

Conclusion: Elucidation of causative neurobiological mechanisms and investigation of potential reverse
causation bias is necessary to draw firm conclusions. Our findings encourage interventions targeting social
isolation and disengagement for dementia prevention.
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DEMENTIA SUPPORTER TRAINING SESSION FOR YOUTH: CREATING
DEMENTIA FRIENDLY COMMUNITY TODAY AND TOMORROW

Ms. Noriyo Washizu', Alzheimer’s Association Japan, Kyoto, Japan
Abstract:

Japan is the world’s fastest ageing country —more than 27% of our population is over the age of 65 in 2016
and by 2025 we estimate that 1 in 5 people over 65 will have dementia. As our population continues to age
there will be a significant gap between young and old. And what if the younger generation doesn’t know what
dementia is”? How will they react? How will they support their family members with dementia? What will happen
to their relationships?

PARALLEL SESSIONS

Dementia Supporter Caravan has been conducting a national campaign to make everyone a Dementia
Supporter, including children and young people. The campaign is very simple. Everyone who participates in a
90 minutes course can be a Dementia Supporter. The required course is set by the Ministry of Health, Labor
and Welfare but it can be arranged to accommodate the participants.1.8 million out of 10 million Dementia
Supporters in Japan are in their teens and 20s.Many elementary schools and junior high schools have
incorporated dementia supporter training courses in the formal school curriculum and the number is increasing
year by year. Also there are many universities and high schools which offer the course as seminars or volunteer
activities.

Raising awareness and nurturing the mindset of a Dementia Friendly Community concept for youth are very
important from three points of view. Firstly, youth and children are fast learners and have the potential to
understand dementia without any stigma or prejudice. Education during the period of character formation

is effective and it will have an effect on their entire lives. Secondly, they can spread the ideas to their family
members. Actually, we have many cases in which they motivated their parents to learn about dementia and take
training courses. Thirdly, their generation will take a leading role in supporting a society with twice or triple the
number of people with dementia as the number is estimated to reach 131.5 million in the world and 10.1 million
in Japan by 2050. They need to adopt the mindset of living together with people with dementia based on a
correct understanding and a positive attitude to create Dementia Friendly Communities.

This report will include coverage of the actual practices, related interviews and analysis of the outcome. To
look into dementia supporters training sessions for youth and children in the present situation and assess its
outcome is a significant step in creating Dementia Friendly Community Today and Tomorrow.
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ADI GLOBAL YOUTH ABSTRACT: DEMENTIA IN MY FAMILY -
SUPPORTING YOUNG PEOPLE AFFECTED BY DEMENTIA

Carol Vickers' and Nigel McPaul "2, (1)Dementia Australia, Barton, Australia, (2)Client Services, Dementia
Australia, Canberra, ACT, Australia
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Abstract:

Dementia Australia would like to work with Alzheimer’s Society and Iran Alzheimer Association and present the
below as part of a parallel session. If this is not possible we would look to combine abstracts into one global
youth presentation.

Recognising that children are also impacted when someone they love has dementia is an important step in
providing them with the support they need. The Dementia in My Family project was developed in response to a
significant gap in appropriate, meaningful child-focused resources for children of all ages impacted by a family
member’s dementia diagnosis.

The website is divided into age group sections and explains dementia through easy to understand language,
games and videos. It also includes a section for adults with tips on how to support and communicate with
children and teens about dementia.

The project commenced in 2013, with a small grant that funded Dementia Australia to conduct an audit of
available child-focused resources. This was supplemented with anecdotal evidence provided by family clinicians
and support services in Victoria regarding what these children considered would be of most help to them. A
consistent response was the need for a child-focused website.

In developing a child-focused website, Dementia Australia conducted an online survey of children, young people
and adult members of Dementia Australia’s consumer advisory committee. The purpose of the survey was to
identify what survey participants wanted to see in such a website and how a site focusing on children and young
people should look and feel. The subsequent development of the Dementia in My Family website undertaken
with extensive consultation from health professionals, consumer and young people who helped with trialling and
testing of the site. Furthermore, young people contributed stories to the “share your story” web pages and were
also directly involved in the video productions for the two teenaged sections, ‘Impact on you’.

Dementia Australia has continued its work with young people and is currently working with the University of
Wollongong as part of the university’s Festival of STEM which showcases studies and careers in Science,
Technology, Engineering and Mathematics for an audience of high school students. As part of the design based
engineering classes scheduled across the festival, student (aged 13 to 14 years) are tasked with generating
ideas and solutions for developing Dementia Friendly Communities. By participating in these activities the
students learn how Dementia Friendly Communities are designed to support and actively engage people living
with dementia in their communities, while improving general awareness of dementia within their communities.
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DEMENTIA AWARENESS AND EDUCATION PROJECT FOR
ELEMENTARY 5TH GRADERS AND FAMILIES IN IRAN
Faraneh Farin';Manizheh Ahmadi?;Masomeh Salehi® and Mehrdad Khansari®, (1)international, Iran Alzheimer’s

Association, Tehran, Iran (Islamic Republic of), (2)Education, Iran Alzheimer’s Association, Tehran, Iran (Islamic
Republic of), (3)lran Alzheimer Association, Tehran, Iran (Islamic Republic of)

Abstract:

Iran Alzheimer Association would like to work with Alzheimer’s Society and Dementia Australia and present the
below as part of a parallel session. If this is not possible we would look to combine abstracts into one global
youth presentation.
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Dementia affects individuals, families, healthcare systems and has a profound impact on socio-economics of
countries. Raising awareness and educating the public can have a significant effect on controlling risk factors
of the disorder, receiving early diagnosis and start a treatment all of which would lead to reducing cost and
delivering best practice care to people with dementia.

In 2013 we developed the “Dementia Awareness and Education Project for Elementary 5th Graders and
Families”. The aim of this project was to enhance awareness of dementia among elementary school children,
informing them about the risk factors encouraging them to change their attitude towards people with dementia,
reducing stigma and support the family care-givers. The awareness raising was also extended to their respective
families. It is hoped that awareness which is raised at an early age will be retained in the brain for a long period
of time resulting in reduction of prevalence and socio- economic cost of dementia in future.

The information provided in the packages enabled the children to be more aware of what goes on in the family
care-giver’s life and helped to change their attitude towards a person with dementia. Increased understanding
of dementia can help them to avoid emotional crisis which itself can reduce psycho-social costs of dementia.
They will also find it easier to spend more quality time with the person and be by the side of the family with the
ongoing dementia journey.

IAA was able to execute the project for 4500 families with a limited number of manpower and reduced cost. It
is still one of the best dementia awareness raising projects which has been executed in Iran and is applicable to
any age group.

Feedback after the project, from both young people and adults, showed that 91.57% thought the project gave
them a better understanding of dementia and 55% of families with a case of dementia stated that they had seen
behavioral changes in their child.

Since then, in 2017, we tried a different approach by means of entering a school’s environment and raise
awareness directly for 5" and 6" grades. Parents were invited to participate in the following session. Both
sessions were very well attended with great interest.

This experience was totally different from our first. In the recent one, we were in direct contact with both
audiences. Children who had experienced dementia in their families had much concern about their parents
and themselves. They expressed their worries through discussing them with the facilitator. Parents had many
questions about how to deal with their children who were suffering from depression and anxiety. Our former
training missed the valuable opportunity of direct contact.

We have also translated Alzheimer’s Society’s ‘Memories with Grandma’ animation into Farsi, so there is another
resource available to raise awareness and understanding in young people and children.

We hope through educating young people, we will address the stigma that currently exists, and bring about
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early diagnosis. More training on care and dementia friendly communities are planned for the future to serve
better people with dementia and their care partners across the country.

‘It is good to understand why grandma is acting strangely, now that | know the sypmtoms’
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YOUTH EMPOWERMENT PROGRAMS FOR BUILDING DEMENTIA
FRIENDLY KOREA

Soyeon Kim';Seonjeong Byun?Ki Woong Kim? and YunHye Jo’, (1)National Institute of Dementia, Seongnam,
Korea, Republic of (South), (2)Department of Neuropsychiatry, Seoul National University Bundang Hospital,
Seongnam, Korea, Republic of (South), (3)Strategic Business Dept., National Institute of Dementia, Seongnam,
Korea, Republic of (South)
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Abstract:

The number of people with dementia (PWD) was over 0.7 million in 2017 but will reach 2 million in 2039 in
Korea, which is the most rapid increase in the world. However the birth rate is lowest in the world. Therefore the
empowerment of younger generation is crucial for them to expect their burdens of dementia, to understand their
roles in preparing dementia friendly society, and to develop visions to overcome dementia.

The Korean National Institute of Dementia (KNID) is running three programs for empowering Korean youth to

be prepared for dementia epidemic. First, we started the Dementia Friendly School (DFS) Designation
Program in 2015. To be designated as a DFS, all school members including both students and teachers have
to complete the education program for Dementia Partner and to become dementia partners. Until the end of
2017, 147 schools across the country joined this program. Second, we have held the National Dementia
Awareness Student Contest every year since 2013. Not only will this program help the youth develop

their potential as dementia friendly leaders, it will energize and inspire them to discover their own power to

be influential community leaders. Middle or high school students can apply to the contest as a team. In the
contest, they are asked to complete the several missions given by the KNID. Based on the creativity, excellence
and influence, a minister prized from the Ministry of Health and Welfare and director prizes from the KNID are
awarded. Since 2013, 1, 032 students (237 teams) joined this contest, and developed excellent programs for
enhancing dementia awareness in Korea. Third, we launched the Healting Atti School in 2013. Atti means
friends in Korean. This program provides high school students with the education on dementia and the volunteer
program at the KNID during their summer and winter vacations. Since 2013, 284 high students completed this
program.

We believe these youth empowerment programs will raise future leaders who will make the Korean Society more
dementia friendly.

Key words: dementia, youth, school, awareness, leader

We would like to present the below as part of a parallel session on global youth engagement. If this isn’t
possible the abstract may be considered as a poster presentation.
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“YOUNG PEOPLE, THEY JUST GET IT!” WORKING ACROSS
GENERATIONS TO ACT ON DEMENTIA

Sarah More';Sally Copley? and Philippa Tree!, (1)Alzheimer’s Society, London, United Kingdom, (2)Policy,
Campaigns and Partnership, Alzheimers Society, London, United Kingdom
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Abstract:

Almost everyone knows someone affected by dementia. Yet, those with the condition, their family, friends and
carers still face widespread stigma and social exclusion. Young people are no exception. So how do you explain
dementia to a young person? And why is it important to do so?

Explaining dementia to young people can feel overwhelming and many may find changes in loved ones difficult
to understand. However there are lots of resources to help parents and teachers explain these changes and
begin a wider conversation about dementia.

What resources are available?

Alzheimer’s Society (AS) has several resources to promote young people’s understanding and acceptance of the
condition, from school teaching resources, Dementia Friends activities to factsheets.

Partnerships with youth organisations such as The Scouts Association help to spread this awareness further
and encourage action in every community.

The Scout Association’s ‘A Million Hands’ initiative encourages Scouts to take social action on dementia and
work towards their Community Impact badge. Many have become a Dementia Friend and are now working
with their local communities to create dementia-friendly spaces, including delivering activities in local care homes
and creating dementia-friendly signage.

“Young people are so open and willing to learn that it almost doesn’t occur to them to have the prejudices and
negative perceptions that older people tend to have picked up.” - Bruce Moore, Dementia Friends Champion

Memories with Grandma

Our latest resource, ‘Memories with Grandma’ is an animation for 7-11 year olds — www.alzheimers.org.uk/
memorieswithgrandma.

We developed, reviewed and edited the script following feedback from three Service User Review Panels which
consisted of 19 people with dementia. We consulted with members of the Global Dementia Friends network

to ensure the animation could be used in different cultures and countries. We also held youth focus groups
with over 30 children of our target age. Not only did our consultees tell us their preferences but they also made
valuable contributions to the script and style of the animation.

Dianne Campbell, AS ambassador living with dementia, voiced Grandma.

‘It's great to have been involved with a project that is actively raising awareness of dementia with younger
generations. It is so important that they learn about dementia because they are our future doctors, politicians,
teachers... By educating people at a young age we are transforming the landscape for those affected by
dementia today and in years to come’.

There are two versions of the animation, one which can be used by teachers in the UK, and alongside a

lesson plan can be used to create Dementia Friends. There is also a version which has been adapted so other
Alzheimer associations can use it. It is subtitled in Spanish, French, Mandarin and Arabic, and has been adapted
by Alzheimer’s Indonesia and Iran Alzheimer Association.

Ei Alzheimer’s Disease International
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Since its launch in September 2017 the animation has been viewed on YouTube over 4,000 times by people
from over 63 countries!

“Dementia is a global health epidemic. However, if we continue to educate and stand united across all
generations and cultures, we can address the challenge of dementia” - Dianne Campbell

This session will be co-presented with Dianne (person with dementia). We will present a range of youth
resources that can be used & adapted worldwide. We'll discuss our development process, the animation, and
share the impact our youth outreach is having on people living with dementia.

PARALLEL SESSIONS
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19-001

ALZHEIMER’S: A LOVE STORY

Mr. Michael A. Horvich’, ALZHEIMER'S: A Love
Story, Evanston,, IL

Abstract:

After a 30+ year teaching career the presenter,
Michael, has been retired for 20+ years but has been
more than active as an educator, speaker, story teller,
writer, poet, photographer, blogger, artist, jeweler,
lecturer, actor, supernumerary, museum curator, flea
circus ring master, philanthropist, and Dementia/
Alzheimer’s caregiver partner for his life partner
Gregory (RIP 2015.)

Most recently, Michael has been speaking about
Alzheimer’s disease to groups like the NorthShore
University Health Care System Division of Palliative
Care and Hospice, the United Methodist Church
of LaGrange lllinois, University of Chicago Middle
School Students, the Lieberman Center for Health
and Rehabilitation, the Sherman Plaza Book and
Social Club, the Dementia Alliance International out of ) o e v D0 [ﬁt OFFN AN Hﬂ]lﬁ]l,
Australia, Pritzker School of Medicine, Northwestern H 1 S IHMH[
University Kellogg Graduate School of Business,
Great Lakes Alzheimer’s Association, and the Battle
Creek Congregational Church. He has booked several
“one man shows” in a theater setting to take place
during 2018; two in the Chicago area and on is
Athens, Greece.

His life partner, Gregory was diagnosed with
Dementia/Alzheimer’s 15 years ago during the
29" year of their 41 year relationship. A 15-minute
documentary, “ALZHEIMER'’S: A Love Story,” was
made which follows them for a week, approximately 6 months before Gregory died. The documentary so far
has been accepted by more than 90 film festivals in the U.S. and around the world and has won over 35 awards
including two at the American Pavilion at the Cannes Film Festival.

As you hear Michael’s presentation, the fact that it deals with a same-sex couple and Alzheimer’s Disease
begins to disappear. What emerges is a love story about any two people who love each other and what they
face during a catastrophic, long term illness.

Michael will tell his ALZHEIMER’S love story in a way that is raw and honest, balanced between joy and sorrow,
but none the less is uplifting and positive. The story he tells provides hope in what could be a hopeless situation!
Gregory and Michael lived well with the disease, made the most of their time, and recognized the many gifts (as
well as sorrow) that Dementia/ Alzheimer’s can bring. Gregory, as Michael says, was not a victim of Alzheimer’s
.. he was a hero!

A reference sheet and link to the documentary will be provided.
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19-002

EMPOWERMENT IN ACTION: LIVING WITH DEMENTIA AND LEADING
INCLUSIVE PARTNERSHIPS
Stephani L Shivers’, Community Services, LiveWell Alliance, Inc., 1261 South Main Street, CT;Robert

Savage’, Representing self, Plantsville, CT;James Taylor, Representing self, Sherman, CT and Daniel Belonick,
LiveWell Alliance, Plantsville, CT

PARALLEL SESSIONS

Abstract:

People living with dementia (PLWD) possess foundational human rights of respect, equality and inclusion.
Embracing these rights and the philosophy of “Nothing about us, without us” heralded by Dementia Alliance
International, this session showcases initiatives lead by and inclusive of PLWD and highlights ways a dementia
service organization models inclusivity and empowerment in program/service development and implementation.

Session participants are mutually grounded in the beliefs that:

e Stigma, discrimination and myths about dementia are best combatted when people living with dementia are
empowered to publically share their lived experiences

e People living with dementia are to be respected, included and recognized as valued contributors to society

e People living with dementia have the capacity to apply their direct experiences to the development and
implementation of programs, services and resources designed to improve their lives

¢ Organizations and service providers must engage in inclusive partnerships which empower people living
with dementia, their families and carers

The session is led by at least two individuals living with dementia and one spouse who are modeling ways to
lead efforts to turn their experiences into actions driving change in stigma, public awareness, peer support,
advocacy, research, and capacity to live well with dementia. The session also includes leaders from LiveWell
(formerly Alzheimer’s Resource Center) a not for profit dementia services organization in Connecticut who seeks
to fundamentally shift the framework for how PLWD and their family members are being served, engaged and
participate in issues of importance for them.

This session seeks to answer the questions: What does empowerment look like? Why is it necessary for PLWD?
How are PLWD leveraging their experiences to shape society, services and resources? How might dementia
service providers/professionals/advocates create opportunities for PLWD to lead and direct the field which
seeks to serve them? Case examples on ways to include and empower PLWD in public awareness events,
service design and implementation, dementia friendly initiatives, research initiatives, organizational governance,
professional development and education will be highlighted.

Session topics will cover:
1. Key values and human rights which underpin empowerment and inclusion

o Drawing upon resources from Alzheimer’s Disease International, Dementia Alliance International,
Convention on the Rights of Persons with Disabilities, AlzScot Charter of Rights

2. Challenging stigma and changing public perceptions through: art, storytelling, public awareness/education
events, dementia friendly initiatives

3. Peer driven support and education initiatives by people living with dementia and/or spouses
4. Driving research development and implementation

5. Supporting empowerment through inclusive partnerships
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6. Ways to get involved

Learning Objectives: Learn foundational values and principles necessary for the empowerment of PLWD
e Learn how PLWD are leading and directing initiatives to change society, culture, programs and services

e Understand innovative and replicable ways dementia service organizations can partner with and support
the empowerment PLWD in their organizations

¢ Discover how to lead or join local/state/national initiatives promoting inclusive opportunities
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Date: Saturday, 28 July 2018

19-002

EMPOWERMENT IN ACTION: LIVING WITH DEMENTIA AND LEADING
INCLUSIVE PARTNERSHIPS
Stephani L Shivers’, Community Services, LiveWell Alliance, Inc., 1261 South Main Street, CT;Robert

Savage’, Representing self, Plantsville, CT;James Taylor, Representing self, Sherman, CT and Daniel Belonick,
LiveWell Alliance, Plantsville, CT

PARALLEL SESSIONS

Abstract:

People living with dementia (PLWD) possess foundational human rights of respect, equality and inclusion.
Embracing these rights and the philosophy of “Nothing about us, without us” heralded by Dementia Alliance
International, this session showcases initiatives lead by and inclusive of PLWD and highlights ways a dementia
service organization models inclusivity and empowerment in program/service development and implementation.

Session participants are mutually grounded in the beliefs that:

e Stigma, discrimination and myths about dementia are best combatted when people living with dementia are
empowered to publically share their lived experiences

e People living with dementia are to be respected, included and recognized as valued contributors to society

e People living with dementia have the capacity to apply their direct experiences to the development and
implementation of programs, services and resources designed to improve their lives

¢ Organizations and service providers must engage in inclusive partnerships which empower people living
with dementia, their families and carers

The session is led by at least two individuals living with dementia and one spouse who are modeling ways to
lead efforts to turn their experiences into actions driving change in stigma, public awareness, peer support,
advocacy, research, and capacity to live well with dementia. The session also includes leaders from LiveWell
(formerly Alzheimer’s Resource Center) a not for profit dementia services organization in Connecticut who seeks
to fundamentally shift the framework for how PLWD and their family members are being served, engaged and
participate in issues of importance for them.

This session seeks to answer the questions: What does empowerment look like? Why is it necessary for PLWD?
How are PLWD leveraging their experiences to shape society, services and resources? How might dementia
service providers/professionals/advocates create opportunities for PLWD to lead and direct the field which
seeks to serve them? Case examples on ways to include and empower PLWD in public awareness events,
service design and implementation, dementia friendly initiatives, research initiatives, organizational governance,
professional development and education will be highlighted.

Session topics will cover:

1. Key values and human rights which underpin empowerment and inclusion

o Drawing upon resources from Alzheimer’s Disease International, Dementia Alliance International,
Convention on the Rights of Persons with Disabilities, AlzScot Charter of Rights

2. Challenging stigma and changing public perceptions through: art, storytelling, public awareness/
education events, dementia friendly initiatives

3. Peer driven support and education initiatives by people living with dementia and/or spouses

4. Driving research development and implementation
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5. Supporting empowerment through inclusive partnerships

6. Ways to get involved
Learning Objectives: Learn foundational values and principles necessary for the empowerment of PLWD
e [ earn how PLWD are leading and directing initiatives to change society, culture, programs and services

e Understand innovative and replicable ways dementia service organizations can partner with and support
the empowerment PLWD in their organizations
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¢ Discover how to lead or join local/state/national initiatives promoting inclusive opportunities
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THE CARE HOME BAND PROJECT: FINDINGS FROM A NOVEL MUSIC
INITIATIVE IN CARE HOMES WITH RESIDENTS, STAFF AND THE
COMMUNITY

Laura Reynolds’;Anthea Innes and Jane Robertson, Faculty of Social Sciences, University of Stirling, Stirling,
United Kingdom

PARALLEL SESSIONS

Abstract:

This paper will discuss the concept of a care home band. The care home band project seeks to create and
evaluate a music initiative (‘care home band’) bringing together residents, care home staff and the community to
rehearse and perform together in a creative, fun and sociable atmosphere. Based on an established community
model, it encourages care homes to use active music making and performance to engage residents and foster
connections with local communities.

Music has the potential to enhance feelings of well-being, increase positive social interactions, and provide
an increased sense of empowerment and control for people with dementia. Many initiatives forgo the norms
of music making, such as rehearsing and performance cycles. Indeed, most research is done “for’ rather
than ‘with’ people with dementia despite evidence to suggest people with dementia are most engaged

when actively participating in activities. Performances provide constructive meaning to music making and
allow for opportunities to connect with local communities. They may also contribute to feelings of pride and
empowerment for performers and challenge current negative stereotypes of dementia. In addition, music
initiatives often conclude after a fixed intervention period, potentially leading to a sense of loss by participants.
To address this, the project encourages staff to create a music group with residents and the community that
becomes part of the life of the care home.

Two UK care homes participated in this exploratory project (one in England; one in Scotland) with one band
created per care home. Care home staff implemented the music initiative following a workshop with professional
musicians and the project team in each care home. The workshops encouraged participant ownership of

band by enabling staff to cultivate their ideas about the creation of the bands, such as resources, repertoire

and resident needs. Participating staff led a ten-week rehearsal and performance cycle with residents, other
staff members and the community, culminating in a public performance to showcase each care home band’s
achievements. Semi-structured interviews were conducted with participating staff and residents, in addition to
ethnographic field notes and structured observations (Dementia Care Mapping). Staff also completed a log of
activities contributing to the development of the music initiative within the care home. The public were invited to
complete a short questionnaire during the public performances.

Initial findings will be discussed, including resident and staff experiences of participating in the music groups.
Obstacles and facilitators to the creation and development of the bands will be debated. In addition, the care
home bands’ sustainability beyond the life of the project will also be explored alongside public perceptions of
the care home and dementia. These findings will contribute to a practice guide for those wishing to develop their
own music initiatives in care settings for residents, care staff and the community. This paper will demonstrate the
potential of music, via the medium of a care home band, to change the ‘rhythm of care’ in care home settings.
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MY HUMAN RIGHT TO ENJOY LIFE, EVEN WITH DEMENTIA: THE UN
CONVENTION ON THE RIGHTS OF PERSONS WITH DISABILITIES AS A
GUIDE TO A LIFE WORTH LIVING

Dr. Mary L. Radnofsky Ph.D’, Once Human, Forever Human, Alexandria, VA
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Abstract:

Life, dignity, freedom, justice, health, decision-making, education and other basic human rights of people with
dementia are protected under the United Nations 2006 Convention on the Rights of Persons With Disabilities
(CRPD), ratified by 175 countries.

As the first person with dementia to speak at the UN on the rights of people with dementia, | became familiar
with the Convention and now use my experience to identify services, resources, and practices to help create
environments conducive to living well with the disability of dementia, as is our due (CRPD, Article 10). In this
session, we discuss how to create those environments.

This right to enjoy life involves access to “civil, political, economic, social, and cultural spheres with equal
opportunities” (CRPD, Preamble). No cognitive standard is set, so people with degenerative brain diseases
deserve the same chance to enjoy living as others. To do this, we need support, access, legislation, trained
professionals, assistive technology, other resources and services (CRPD, Article 4).

However, based on the biomedical model of care for people with dementia, the traditional focus has been on
ensuring our survival and safety, often to the detriment of a life worth living. While safety is important, of course,
it is not the ultimate goal of living. Instead, as humans, we seek fulfillment and happiness in interpersonal
relationships, love, giving, sharing, building things that matter, connecting with nature, creativity, spirituality,
moving and challenging ourselves to learn or do more, and finding purpose both individually and collectively —
with or without dementia.

Governments, residential facilities, even families must ensure and respect these rights. And given that the
changing needs of people with degenerative conditions are difficult to ascertain and address, carers must make
use of all possible alternative means, modes and formats of communication (CRPD, Article 21) to learn our
preferences.

Unfortunately, even well-meaning institutions and care partners often take control over our lives. Such substitute
decision-making is antithetical to the Convention, which holds we be actively involved in decisions that affect us
(CRPD, Preamble, Article 4). Efforts must be made to allow even people in later stages of dementia to clearly
express their will (e.g. physically, non-verbally).

Certain mechanisms of human rights must also be in place to ensure that once we make a decision, it is not
overridden. For end-of-life care, we know that medical directives already exist. But decisions on how we want
to live now and keep living — not only die — must be made clear, too. These include participating in recreation,
culture, and sports, for example (CRPD, Articles 10, 30), where to live, with whom, and without fear of
segregation, isolation, or having our privacy invaded (CRPD, Articles 19, 22).

We're still human, and we have rights. Once human, forever human.
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A NEW CHALLENGE OF JAPAN DEMENTIA WORKING GROUP - TO
CREATE A SOCIETY WHERE WE CAN DIVE WITH DEMENTIA IN OUR
OWN COMMUNITY BY RIGHTS

Kumiko Magome’;Kazuko Fujita and Kumiko Nagata, Japan Dementia Working Group, Rm.203, 2-9-8 Minami
Ikebukuro, Toshima, Tokyo, Japan

PARALLEL SESSIONS

Abstract:

Japan Dementia Working Group (JDWG) was founded in 2014, by the people living with dementia at its core

of the organization, with support of different professionals and willing friends. It aims at working for creating

a society where the people with dementia can live in our own community “by rights” with dignity and hope,
whichever parts of Japan we may live. In 2017, JDWG became socially incorporated to strengthen its structure
and further extend its activities throughout Japan, while globally developing alliance with other organizations of
people with dementia outside of the country. At ADI Kyoto 2017, JDWG gave a presentation “Relay of Hope,”
representing the collective voices of people with dementia and their carers and supporters. The video of the title
was shown and well accepted.

The presentation for ADI Chicago 2018 will be an overview of the JDWG activities, achievements, and
challenges since 2014. One of the major achievements of JDWG is that we helped the Japanese government to
share the perspective of “Nothing About Us Without Us.” Our voices were heard and implemented in the making
of New Orange Plan (Jan., 2015), the national dementia policy, in which it stated to “prioritize the perspective of
those with dementia,” and to “include people with dementia in the planning, the making, and the evaluation of
national policy.” Now we see different municipalities trying to change their policies and transform their practices
based on the perspective of those with dementia.

Yet, we also see that there are huge gaps among municipalities and the future of those with dementia might
depend on where they live. In order to evolve from this stage, we are currently promoting to (1) hold a local
meeting of people with dementia to share our experiences and make proposal to the local government and
community, (2) initiate an action meeting to involve different parties to take an action together, and (3) promote
our activities to create webs of people and activities. These efforts are also aiming at giving helping hands to
remote communities with very limited resources.

We are beginning to witness that the people with dementia meet each other at an early stage, in their own local
community, with carers and supporters. We talk about our hope, feel secure and relaxed, and enjoy engaging in
our activities. Our presence give hopeful reality to people that “we can live better with dementia.” We also help
reducing the vicious stigma of dementia. JDWG will continue to work so that every person with dementia can
live better in community. We hope to create a “wave” at a national level, making more global friends to hold our
torch of hope together.

This presentation was jointly developed by the JDWG board members with dementia and those without
dementia, and it will be co-presented by JDWG member(s) and supporting partners including a translator. Short
video messages may be added in case we do not have enough member presenters participating at the venue
due to health, financial and other reasons.
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THE FANTASTIC ADVENTURE - HAVING FUN WITH FARMING!

Hui-Ya Lin"';Zhong-Han Lee';Chun-Chun Chen';Dr. Chien-Liang Liu? and Shiou-Sheng Chen?, (1)Zhongzheng
District Health Center, Taipei, Taiwan, (2)Taipei City Hospital Heping Fuyou Branch, Taipei, Taiwan
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Abstract:

Objective: Despite being only
36,000 km? in area, Taiwan is rich
in natural and cultural resources
and thereby earns the name
“Formosa”. Its unique agricultural
environment has attracted many
breeders and farmers. Agriculture
used to have quite successful
development and made a great
contribution to economic growth
of Taiwan. Therefore, agriculture
had been the basis for the
livelihood of the elderly for a long
time. However, with changes in the
economic structure, the juniors are
not willing to engage in farming.
By the end of 1971, agriculture
had “successfully retired”. The glorious achievement of agriculture becomes the long term memory of the people
living with dementia and care partners. Nowadays, the instruments and photos of agriculture are displayed in
the museum. Therefore, we wanted to utilize these cultural heritages to remind the people living with dementia
and care partners of the glorious achievement and enhanced the extent of social engagement of them.

Method: We utilized the instruments and photos of agriculture to design a 12-week course related to farming
in the museums. We also added elements of exercise and brain storming to the courses, further enhancing
physical fitness and delaying the progress of dementia. By sharing experience of the past agricultural times and
ways of making traditional cuisines with crops of farming, we stimulated motivation of social engagement of
people living with dementia and care partners. Moreover, the administer of the museum provided us a land in
the museum to grow and harvest produce. By showing their best skills of farming, people living with dementia
and care partners can enhance self-confidence and are more willing to engage in the community.

With higher extent of social engagement, people living with dementia and care partners can be more positive
and reduce the level of depression. Therefore, we utilized the Geriatric Depression Scale-15 (GDS-15) to
evaluate the efficacy of the intervention.

Result: 20 participants with 5 males and 15 females engaged in the courses. All the participants were
interviewed and did the GDS-15. The average reduction of depression index derived from the GDS-15 is 2.1
(P<0.05). According to the care partners, people living with dementia became calm and less agitated with higher
level of social engagement.

Conclusion: By collaborating with the museums, we utilized the culture background of people living with
dementia and care partners to enhance social engagement. The result showed that our way had a positive
effect on social engagement. Due to the homogeneous culture background of Taiwan, our successful way of
engaging people living with dementia and care partners can implement in other areas of Taiwan.
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Acute and palliative care
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2-001

THE CARE OF PEOPLE LIVING WITH DEMENTIA IN ACUTE HOSPITAL
WARDS: RESULTS FROM AN ETHNOGRAPHIC STUDY

Katie Featherstone Dr’, School of Healthcare Sciences, Cardiff University, Cardiff, United Kingdom and Andy
Northcott Dr, School of Allied Health Sciences, De Montfort University, Leicester, United Kingdom

Abstract:

PARALLEL SESSIONS

Objective: People living with dementia admitted with an unrelated condition are one of the largest populations
cared for within the acute hospital setting, currently using from one quarter (Alzheimer’s Society, 2009) to up

to 40 and 50% (Alzheimer’s Society, 2016) of UK acute hospital beds at any one time. Yet, the care of their
dementia diagnosis is often not recognized by clinical staff as a priority (Tolson et al., 1999) or they are deemed
an ‘inappropriate’ admission (Rockwood & Hubbard, 2004:429). Clinical staff routinely believe that this patient
group do not belong within the acute setting (Tadd et al, 2011) and should be transferred to other services
(Moyle et al, 2008).

Hospitals are failing to respond to the needs of an ageing population in the context of increasing hospital
admissions for this population (RCP, 2012). This means there is an urgent need for ward staff to develop
specific care practices that brings together the care of a person’s dementia diagnosis with their acute admitting
condition (Hart et al, 2002).

Method: In response, this paper draws on empirical findings of an in-depth ethnographic study in 10 wards
within 5 hospitals across England and Wales, purposefully selected to represent a range of hospitals types,
geographies and socio-economic demographics. Across these sites, 155 days of observational fieldwork were
carried out in areas of acute hospitals known to admit large numbers of people living with dementia for an
unrelated acute condition: Trauma & Orthopaedic wards and Medical Assessment Units. Approximately 600,000
words of observational fieldnotes were collected, transcribed, cleaned and anonymised by the authors, 436
ethnographic interviews conducted in the course of the everyday life of the ward, taken from 155 participants
including ward staff, carers and patients themselves. Detailed case studies were also conducted with 10 people
living with dementia, observing their care at the bedside and speaking to the person, their family and carers
throughout their admission.

Result: We identified extremely high levels of resistance to care amongst people living with dementia within
acute hospital wards. It was a common feature of ward life; every person living with dementia we observed
admitted within the acute hospital ward resisted care during our period of observation. Importantly, resistance,
in whatever form it manifested, was always interpreted by staff as a feature of the person’s dementia diagnosis
that signified their lack of capacity, and as such was interpreted as a behaviour to be overcome or managed.
However, our observations identified that resistance was typically a response by people living with dementia to
the organization of their care within the wards (fixed routines and timetabled demands) and the ways in which
ward staff delivered care at the bedside. In response, ward staff used multiple interactional approaches that
focussed on reminding the person of the ‘rules of the ward’ and on containing and restraining the person living
with dementia at the bedside or in the bed.

Conclusion: We show the emotional and somatic impacts of these approaches for people living with dementia
and the ways in which a diagnosis of dementia becomes framed as risk within the ward that must be controlled
and contained at the bedside. We outline our current ward based interventions and training focused on the
organization of the ward and staff interaction at the bedside to support nurses and healthcare assistants to
improve care for people living with dementia.
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THE IMPORTANCE OF PALLIATIVE CARE FOR PEOPLE LIVING WITH
DEMENTIA
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Abstract:

Caring for people with dementia at the end of life poses significant challenges. Hospice and palliative care
services are increasingly being used to support caregivers and to address suffering. The proportion of people
with dementia receiving palliative care is growing and is the third highest hospice diagnosis in the United States
at 16.5% of admissions. In this session participants will explore how palliative care benefits people living with
dementia including common symptom management problems, patient and family education, respite care,
psycho-social and spiritual support, practical assistance, legal and professional assistance, and preservation
of dignity. Also included are guidelines on when to initiate palliative care and how to develop an interdisciplinary
plan of care. Until there are cures for dementia palliative care will continue to be an essential part of the
continuum of care for people living with dementia.
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CARING TILL THE END: EXPERIENCES OF HOME CARE WORKERS OF
PEOPLE WITH ALZHEIMER’S DISEASE UP TO THE END OF LIFE
Kritika Samsi Dr';Jill Manthorpe Prof' and Tushna Vandrevala Dr?, (1)Social Care Workforce Research Unit,

King’s College London, London, United Kingdom, (2)Department of Psychology, Kingston University, London,
United Kingdom
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Abstract:

Objective: Many people with Alzheimer’s disease who are living in their own homes receive care and support
from home care agencies often until life’s end. Yet, their experiences and beliefs about providing care at life’s end
have been largely been ignored in research, including any changes in role and relationship. The impact of client’s
death upon home care workers is also rarely researched.

Method: We undertook qualitative face to face interviews with 28 home care workers and 12 managers of
home care agencies in the U.K. in 2017 following a literature review and consultation with family carers and
older people. The interviews covered details of everyday work, with specific focus on any changes as their
client moved towards the end of life, and how the care workers negotiated such changes. We used overarching
questions to separate transcripts into meaningful fragments and delineate into themes. Any cross-cutting
themes were annotated.

Result: Home care workers described undertaking functional tasks of toileting, feeding and bathing within

a caring relationship of compassion, dignity and patience. However, there were finer nuances to their role as
their client neared end of life and client feedback and responses became increasingly limited. Many described
working on the basis of using their personal intuition, honed by experience. Aimost all home care workers
described a ‘good death’ in terms of it being pain free, in a place of one’s choosing and being surrounded by
loved ones. Beliefs did not markedly differ about how these wishes could be met. However, the difficultly of
maintaining role boundaries was described by many, and for some this extended to conflict between family
carers and home care workers about their remit; and how these tensions were circumvented. As the health

and decision making capacity of a client deteriorated, fulfilling one’s professional duties while respecting clients’
autonomy left some homecare workers feeling helpless and dissatisfied at times. The absence of client feedback
made it difficult for workers to personally determine where the boundaries of ‘good’ care exist. Some homecare
workers felt ill equipped at times to deal with the grief of family members and struggled to provide emotional
support. Many described finding formal contexts, such as supervision, and procedures, such as employers’
policies, beneficial as these provided frameworks within which to operate, and clarified the boundaries of their
work. Being prepared for a client’s death and having the option to attend the client’s funeral were both described
as beneficial by home care workers, who otherwise described the emotional labour of their work in a context of
limited support from managers.

Conclusion: We provide a detailed overview of these findings, and consider the many ways these may be
helpful in developing support resources for home care practice and human resources management.
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Abstract:

Objectives: Discussing advance care plans and completing Advance Care Directives are increasingly
recommended; especially since knowing a person’s preferences for care can reduce decision making burden
and worries among family caregivers. However, little is known about the reasons associated with engaging in
this process, especially among caregivers of persons with dementia. The aim of this study was to examine the
main beliefs associated with family caregivers’ willingness to complete advance directives for themselves.

Method: Semi-structured interviews were conducted with 20 family caregivers of people with dementia. The
majority of the participants were female (75%) and spouses (65%). Mean age was 66. Participants had an
average of 15 years of education and had been involved in caring for the person with dementia for an average of
8 years.

Results: Three main beliefs emerged from the interviews as the basis for the decision: respecting the person’s
autonomy at end of life, not prolonging life unnecessarily, and alleviating the decision making burden of family
members. Participants also mentioned that in the process of undertaking advance directives they would

refer mainly to family members and friends. Internal factors such as previous familiarity and experience with
Alzheimer’s disease or worsening health were described as enabling factors, while technical difficulties and lack
of knowledge or awareness regarding advance directives were voiced as barriers.

Conclusions: The findings of the study indicate that family caregivers’ beliefs are diverse and involve personal,
familiar and technical factors. Understanding the factors that facilitate the process of undertaking advance
directives is crucial in order to improve the quality of care at end of life.
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CARING FOR PATIENTS WITH COGNITIVE IMPAIRMENT IN THE ACUTE
HOSPITAL: CHANGING THE WARD ENVIRONMENT TO IMPROVE CARE

Susan Kurrle', Cognitive Decline Partnership Centre, Sydney, Australia

Abstract:

In Australian acute hospitals, more than
30% of patients aged 65 years and over
present with cognitive impairment, or
develop it during their admission. For
these patients with cognitive impairment
there is an increased risk of falls and

fall related injury, worsening functional
decline, increased length of hospital

stay, increased chance of medical and
surgical complications, increased chance
of institutionalization, and increased
mortality. Managing these patients in a
ward environment that is patient-centred
and older person friendly is likely to lead
to reduction in development of cognitive
impairment, and shorter duration of illness.

The Confused Hospitalised Older Persons
Program (CHOPs) is a model of care to
improve recognition, assessment and
management of delirium and/or dementia

in patients in the acute hospital. It was
initially piloted in five hospitals, and following
refinement was more recently implemented
in a further six hospitals in urban, rural and
remote areas. It is a model of care that
includes staff education and training to
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improve screening, assessment and management of delirium and dementia, and also includes information on
modification of the ward environment to improve the care of older patients. As part of the implementation of
the CHOPs program in each hospital, an environmental audit was conducted by an experienced clinician. This
audit assessed each participating ward against published Principles for Improving Health Care Environments
for People with Dementia. This included reviewing the layout of the ward, access, lighting, signage, availability
of low low beds, availability of single rooms, presence of large face clocks and calendars, colour contrast,
availability of appropriate chairs with arms by each bed, and access to lounge and dining areas, and to outdoor

areas.

This presentation describes the results of the environmental audit in the six hospitals, including the issues
identified, and recommendations for how to address these problems (see attached Table). It uses case studies
to illustrate how the improvements were made and the benefits observed for older patients as a result of these

improvements.
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PEOPLE WITH DEMENTIA TREATED IN ACUTE AND GENERAL
HOSPITALS: THE SIGNIFICANCE OF FAMILY MEMBERS AND FAMILIAR
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Objective: Despite the increase of age-related mental diseases and the knowledge of specific needs of
persons with dementia, acute and general hospitals in Germany are not well prepared. Often, dementia is a
secondary diagnosis that significantly influences the main treatment. Combining the structural conditions of

a hospital, the competences of the medical and nursing staff and the special needs of people with dementia
in a right manner seems to be difficult. The unknown and noisy area, change of daily routines, hectic rush,
incomprehensible nursing actions and therapeutical treatments as well as the lack of familiar caregivers are
making the situation even more challenging for persons with dementia. This frequently leads to a decline of
cognitive skills, further loss of independence and challenging behavior. Due to a lack of alternatives, patients
with dementia are often sedated, fixed or discharged early. In this context the presence and knowledge of
relatives and familiar caregivers is very important, as they stand for trust, confidence and safety. In this manner
they can stabilize the care situation and act as a mediator between the hospital staff and the person with
dementia. Furthermore, relatives are considered to be experts in the care of people with dementia. They know
their life story and personal straits, their preferences and aversions very well and have the possibility to find a
way of communicative access to the person with dementia even in an advanced stage of the disease. Therefore,
it would be very helpful to use this expert knowledge systematically for all people involved.

Method: There is a lack of studies focusing on the significance of relatives and familiar caregivers being or
feeling responsible for a person with dementia in need for hospitalization in an acute care setting. For this
reason, a qualitative research design is used. To get an inside view and the meaning of the topic, the methods of
grounded theory are applied. Semi-structured interviews with open-ended questions have been performed with
people with dementia, family members, nursing staff, practitioners and social workers.

Result: First results show that family members and familiar caregivers have a high impact on the care situation
and well-being, not only for the person with dementia but also for the hospital staff.

Conclusion: The aim of this study is to constitute the opportunities but also the limitations of the systematical
involvement of trusted caregivers and the integration of their knowledge into the care process to improve the
quality of care and well-being of people with dementia treated in acute or general hospitals.
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STRIDE: A SYSTEMATIC REVIEW OF METHODOLOGIES AND
OUTCOMES USED IN PREVALENCE STUDIES IN LOWER AND MIDDLE-
INCOME COUNTRIES

Nicolas Farina';Adelina Comas?,Emily Freeman?;Sumaiyah Docrat®;Emiliano Albanese*;Martin Knapp? and
Sube Bannerjee’, (1)Brighton and Sussex Medical School, Brighton, United Kingdom, (2)London School of
Economics, London, United Kingdom, (3)University of Cape Town, Cape Town, South Africa, (4)University of
Geneva, Geneva, Switzerland

Abstract:

Developing policies to deliver effective care to people with dementia requires data on the current situation.
However, with the exception of the countries that participated in 10/66 study, for most Lower and Middle-
Income Countries (LMICs) there is very little data on dementia prevalence, quality of life, access to health and
care services or impact of (unpaid) family care. The STRIDE project sets out to address some of these gaps, in
part this will be achieved by generating new evidence of the prevalence, costs, and impact of dementia in two of
the seven STRIDE countries (i.e, Kenya, Jamaica, Mexico, Indonesia, Brazil, South Africa, India). Prior to this we
need to review evidence of existing prevalence studies in the STRIDE countries and other LMICs. In particular,
we need to better understand the tools and methodologies used to conduct such a study in a culturally-
sensitive manner. This presentation will highlight instruments and methodologies previously used in prevalence
studies in LMICs, as identified in a systematic review. These findings will be presented within the broader context
of the STRIDE project as well as the implications for the final data collection stage.

PARALLEL SESSIONS
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DESCRIPTIVE EPIDEMIOLOGICAL STUDY OF MENTAL DISABILITY
ATTRIBUTED TO DEMENTIA IN THE PEOPLE AGED 55 YEARS AND
OVER IN CHINA

Yueqin Huang';Zhaorui Liu;Hongguang Chen;Tingting Zhang and Yuanyuan Hu, Institute of Mental Health,
Peking University, Beijing, China
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Abstract:

Objective: To describe the prevalence and characteristics of mental disability attributed to dementia in
the people aged 55 years and over in China, so as to provide scientific evidences for the prevention and
rehabilitation of mental disability.

Methods: It is a secondary data analysis using data from the Second National Sample Survey on Disability.
Prevalence ratios (PR) were estimated from Poisson regression with robust variance for the independent effects
of related factors on the prevalence of mental disability attributed to dementia.

Results: The mental disability attributed to early-onset dementia was 0.89%., and the mental disability
attributed to dementia in the people aged 65 years and over was 4.65%o. The severity of multiple disabilities
was higher than that of single disability, and mental disability attributed to dementia in the people aged 65 years
and over was more severe than that of early-onset dementia. Persons with older age (PR=1.47), high school
education or above (PR=1.66) and unmarried (PR=6.09) had higher prevalence of mental disability attributed

to early-onset dementia, while persons living in western area (PR=0.58) had lower prevalence. In the people
aged 65 years and over, female (PR=1.20), persons with older age (PR=2.71), high school education or above
(PR=1.28) and with non-agriculture household registration (PR=1.26) had higher prevalence of mental disability
attributed to dementia, while persons living in central (PR=0.38) and western areas (PR=0.53) had lower
prevalence.

Conclusion: Attention should be paid to disability prevention and rehabilitation in the people aged 65 years
and over with mental disability attributed to dementia and those with multiple disability causality. Women, elder
persons, people with higher education level, unstable marriage status, non-agriculture household registration,
and living in eastern area should be the key population for the prevention and treatment of mental disability
attributable to dementia.
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TRANSLATION AND VALIDATION OF 10/66 DEMENTIA DIAGNOSTIC
BATTERY IN URDU IN KARACHI, PAKISTAN

Qurat ul ain Khan', Psychiatry, Aga Khan University Hospital, Karachi, Pakistan
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Abstract:

Objective: To translate and validate 10/66 dementia diagnostic battery in Urdu, in Karachi, Pakistan to
determine whether it is suitable for case ascertainment in epidemiological research especially for people with low
education.

Method: The 10/66 dementia diagnostic battery was translated and back translated in Urdu, and pilot tested.
Total number of participants was 257 and included people 60 years of age and older. About half of them were
recruited from the community and the other half from outpatient clinics at the Aga Khan University hospital ,
through advertisements, and nursing homes. DSM IV-TR was used to diagnose dementia and CDR global score
was used to determine severity of dementia. People with mild and moderate dementia were included. AKUADS
was used to screen for depression and DSM IV —TR criteria was used to diagnose depression. People with <

8 years of education were included in low education group. People with more than 8 years of education were
included in high education group. The discriminatory ability of 10/66 battery and its sub components was tested
against the standard clinician diagnosis of dementia to ascertain it’s usability in population based studies.

Result: Average age of participants was 70 years and 121 were females. 128 had dementia and 129 had
no dementia. Among those with no dementia, 40 had depression, 40 had low education, and 49 had high
education. These are preliminary results and ROC analysis of the data is under way.

Conclusion: The results of this study will determine if 10/66 DRG diagnostic assessment can be used for
ascertainment of dementia cases in epidemiological studies among Urdu speaking older population with low or
no education.
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Abstract:

Objective: Over recent decades, epidemiology has significantly contributed to advance our understanding
of dementia, and to influence policy in progressive directions. Our aim was to review the opportunities and
challenges facing dementia epidemiology in the new millennium

Method: Under the explicit assumption that dementia epidemiology should blend techniques and models
from contemporary neuroscience with those of epidemiology and biostatistics to better serve public health

and scientific research, we conducted a non-structured, highly interactive and participative exercise amongst a
diverse group of senior dementia epidemiologists (N=8) to collectively answer the following question: how can
epidemiology contribute to our understanding of dementia over the coming decades?

Result: There was unanimous consensus that dementia epidemiology should be re-framed as “population
neuroscience”, which combines the tools and knowledge of epidemiology and cognitive neuroscience. Final
agreement was reached on the following propositions: 1) On the basis of emerging evidence and newer
paradigms and methods, population neuroscience is indispensable to minimize the bias typical of traditional
clinical research, identify the relatively homogeneous subgroups that comprise the general population, and
investigate broader and denser phenotypes of dementia and cognitive impairment; 2) Long-term follow-up of
sufficiently large study cohorts are (still) required for the identification of cohort effects and critical windows of
exposure; 3) Molecular epidemiology and omics will allow us to unravel the key distinctions within and among
subgroups and better understand individuals’ risk profiles; 4) Interventional epidemiology should be concerned
with the identification of the different subgroups that respond to different treatment/prevention strategies; 5) The
proposed strategies of population neuroscience should inform precision medicine; 6) Better understanding of
the interactions between disease biology, personal and environmental factors, and social determinants of health
will allow us to measure and track disease in communities and improve population health.

Conclusion: We propose re-framing dementia epidemiology as “population neuroscience”, because by placing
neuroscience within a real-world context dementia epidemiology can fulffill its potential to serve both precision
medicine and population health
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ALCOHOL DRINKING STATUS AND COGNITIVE FUNCTION AMONG
COGNITIVELY INTACT ELDERLY JAPANESE MEN

Dr. Ali Tanweer Siddiquee™;Aya Kadota';Akira Fujiyoshi';Naoko Miyagawa?;Harumitsu Suzuki?;Keiko
Kondo?;Hiromi Yamauchi?; Takahiro Ito?;Katsuyuki Miura® and Hirotsugu Ueshima?, (1)Department of Public

Health, Shiga University of Medical Science, Otsu, Shiga, Japan, (2)Shiga University of Medical Science, Otsu,
Shiga, Japan

Abstract:
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Objective: Alcohol drinking has been found to be associated with cognitive decline, dementia and Alzheimer’s
disease. While studies report decline of cognitive function associated with heavy alcohol consumption, there

is still ambiguity with regards to the different drinking status such as light to moderate consumption with this
relationship. In addition, there is paucity of knowledge regarding this association among elderly Japanese men.
We investigated the association of alcohol drinking status and cognitive score among cognitively intact elderly
Japanese men.

Method: On a cross sectional study from Shiga Epidemiological Study of Sub-clinical Atherosclerosis
(SESSA), we measured cognitive score of 585 Japanese cognitively intact elderly (=65 years) men who were
randomly selected in Kusatsu city using Cognitive Abilities Screening Instrument (CASI) on a scale of 0 to

100. We categorized alcohol drinking status as never, past and current drinker and further categorized the
current drinkers according to estimated amount of alcohol consumed as low (<14 g/day), mild (14 — 23 g/day),
moderate (>23 - 46 g/day) and heavy (>46 g/day). The means and adjusted means of CASI score according to
the drinking status were estimated by the fractional logistic regression model.

Result: Age, smoking, systolic blood pressure (SBP) and hypertension were significantly different among the
different drinking groups. Past drinkers’ mean (standard deviation) CASI score was significantly lower compared
to never drinkers in unadjusted (Model 1), minimally adjusted (Model 2: adjusted for age and education) and
fully adjusted (Model 3: adjusted for Model 2+ Body Mass Index, smoking, exercise, hypertension, diabetes and
dyslipidemia) models [Model 1: 87.47(5.25) vs 90.05 (4.90), p=0.0270; Model 2: 88.23 (2.59) vs 90.14 (2.22),
p=0.0376; Model 3: 88.23 (2.59) vs 90.14 (2.22), p=0.0388 respectively]. The CASI scores of any subgroup of
current drinkers were not statistically different from that of never drinkers.

Conclusion: The CASI score was significantly lower among the past drinkers compared to the never drinkers.

Since, current drinkers have the same CASI as never drinkers, our data do not support an association between
alcohol drinking amount and cognitive function. However, lower CASI score among the past drinkers may have
implications on looking into behavioral changes as an early indicator of future cognitive decline.
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HOW RENNES BECAME THE FIRST DEMENTIA FRIENDLY COMMUNITY
IN FRANCE IN JUNE 2017 WITH BISTROT MEMOIRE RENNAIS

Donnio Isabelle’, Bistrot Mémoire Rennais, Rennes, France
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Abstract:

Since 2004, in Rennes, Bistrot Memoire welcomes people living with dementia and carers, every week, in a
café, sharing good times and conversations. “Living well with dementia” is increasingly a reality thanks to such
social innovations. Continuing to change the paradigm of dementia care is the new Bistrot Mémoire’s challenge
with the implementation of the first Dementia Friendly Community in France since 2017.

The preceding years have been marked by an emphasis on the development of services to rehabilitate people
living with dementia. Awareness of the need to re-think the question of Alzheimer with people living with
cognitive impairment, from the beginning until the end of their journey, is recent. French public policies are just
beginning to be involved in the way of giving a real place and a voice to people living with such disabilities.

We have been impressed by experiences discovered in European countries, such as Foton in Bruges, and
EDUCATE and the Stockport dementia strategy. Inspired by meetings and encouraged by EFID, we decided to
start the first dementia friendly community in France.

We began to raise awareness cultural partners such as the museums to welcome people living with dementia
in 2012. Now we convinced the town mayor of the interest of the project and financers to give us some means.
Since the workshop we organized in Rennes in June 2017, new partners such as restaurants, a fitness club,
banks and their employers, schools and high schools joined the project. We also had happenings on Saturday
evenings in January 2018, with actors, in the major central places of the town. After interrupting the walk of
people in the street to ask for a help in order to find their lost bicycle, or find their ways or the place where they
are, or make their lace, both actors and young people living with dementia and volunteers could talk about

the situation with passing people who are mostly helpful and kind. After the set up of the first group who raise
awareness about dementia, called “the ambassadors”, it was the opportunity for people living with dementia
to improve their first action. They are now involved to aware waiters in restaurants, coaches in fitness rooms,
receptionists in banks.

We actually work with all of the local forces (people directly concerned, professionals, volunteers, in cultural and
economics fields ...) to persuade them of the need and the interest to change our image of Alzheimer disease,
the importance of a welcoming community. Since two years, people living with dementia take part of our board
and active participants in the projects such as the conference organized by the Minister in January about
diagnosis and rights.

Thanks to EFID, we had recently the opportunity to share with new European experiences how it's so important
to value the expertise of people living with dementia, and we hope the first French initiative will swarm around all
over France and join the international movement of awareness.

As Helen Rochford-Brennan says, all these voices matters in order “to move from sadness to advocating for the
rights of people living with dementia”, the rights to be recognized as a person, still the same person, and the
possibility to live well in an inclusive community.

Ei Alzheimer’s Disease International



www.adi2018.org

PARALLEL SESSION ABSTRACTS

Dementia friendly communities - B
Date: Sunday, 29 July 2018

22-002
EXPERIENCE OF VILLARICCA NAPLES- ITALY

Patrizia Bruno’, Dementia Center, AMNESIA- Piazza Carlo lll 42 - Napoli, Napoli- Villaricca, Italy and Vincenzo
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Abstract:

OBJECTIVES: The city of Villaricca, a small town in the north of Naples, Italy, is building a DFC with the purpose
of increasing the knowledge of dementia in citizens and create a comfortable environment for Pwd.

METHODS: Our Meeting Center, that is an open house to all Pwd and their relatives, has made it easier

to better understand the process to be followed for a real cultural change. Following the Italian standard,

formal and technical procedures, our Community was formalized by the Municipality of Villaricca in a formal
agreement and a working table was created. All the stakeholders got together several times to better figure

out what needed to be done in order to take citizens and then Pwd on board. After careful consideration of

the anthropological, historical and cultural conditions of people from Villaricca, it was found that dementia
elapsed completely unnoticed in its earliest and intermediate stages and it was called to the attention of medical
professionals only when it was already in its advanced stage and all the therapeutic possibilities were further
reduced. Therefore, it has been decided to raise awareness through events like:

1. A public project launch meeting;
2. Training course for traffic officers first, and for all the other workers who are in contact with the public then;

3. A marathon downtown Villaricca through a delimitated and visible route, with the involvement of local
schools;

4. “Open day” Initiative on 21 September 2018: our house as a community gathering place for all the people,
with theatrical and musical performances and cooking classes.

CONCLUSION: The expecting results are: a better involvement of Pwd in local community’s activities, starting
from a cultural and environmental change; a greater respect for them and for the unavoidable limits connected
to this disease, a fight to overcome the social stigma and promote a right education about the problem.

These conditions associated with the starting points will establish a better knowledge of the disease in order for
us to discover and address the early stages, give a voice to Pwd and organize our public services the proper
way. Furthermore, a supportive and empowering family education will encourage a positive attitude to the
problem, a less critical disease’s course connected to behaviour disorders, greater management skills and an
improvement of the quality of life for Pwd and their families.
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FROM FLASHING LIGHTS TO POETRY: FIRST STEPS TO A DEMENTIA-
FRIENDLY ROTORUA, NEW ZEALAND
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Rotorua, New Zealand;Claire Baker, Bupa New Zealand, Auckland, New Zealand and Lynne Luke, Dementia
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Abstract:

Through raising public awareness, the
Dementia-Friendly Rotorua Steering Group
increased GP referrals to Dementia Lakes, the
local dementia NGO, ten-fold in their first year of
action.

‘No matter how small the change is, if it helps
make life easier for people living with dementia
and their care partners, that is a huge step
forward’, Dementia-Friendly Rotorua Steering
Group member.

Rotorua is a city in the middle of the north

island of New Zealand. It has a population of
approximately 71,700 people. 14.8 percent of
people are aged 65 years and over and by 2033
this figure is projected to rise by 80 percent.

Not everyone who has dementia is over 65; however dementia risk increases with age. An estimated 750 people
are living with dementia in Rotorua today. With an ageing population it made sense for Rotorua to take action.

In 2016 conversations began between Rotorua Lakes Council and health and care company Bupa. Other
interested organisations and individuals, along with a series of public talks indicated clear enthusiasm from the
community to make dementia-friendly changes.

In September 2016 the Dementia-Friendly Rotorua Steering Group formed and met for the first time. Now a
collective of over 13 organisations and individuals, they work as a team for greater impact.

The Group have created an action plan based on questionnaire responses from people living with dementia,
their care partners and the public. The three key focus areas of the action plan are human rights, awareness and
services. Achievements include:

Human Rights

e 65 questionnaire responses collected from September — December 2016. 17 percent of responses from
people living with dementia

Ei Alzheimer’s Disease International
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Awareness

Affinity, an interactive light sculpture that mimics the effect of dementia on the brain on public display from
2-23 April 2017. Seen by over 6,000 people the sculpture shared sound bites of stories from local people
affected by dementia

First Steps to a Dementia-Friendly Rotorua report published sharing learnings.

#TurnRotoruaPurple campaign during World Alzheimer’s Month. Over 28 businesses turned purple and 10
events took place including:

o purple teams taking part in the local Ekiden relay race

o Westpac bank ‘keeping your money safe’ seminar

‘Poetry From The Heart’ by Michelle Mills, Senior Bupa Caregiver and steering group member. Poems to
help people understand dementia shared in newspaper, radio and the library

Regular visits between a care home and a preschool play group established to encourage
intergenerational learning with growing interest

Services

¢ Alzheimer’s New Zealand dementia-friendly awards for four local businesses. Westpac bank, and Bupa

Care Homes and Retirement Villages

¢ Annual dementia-friendly Christmas carol service

Dovetale Press dementia-friendly classic books available in the library to help people living with dementia to
continue the joy of reading

And it’s making an impact. Since the work began, GP referrals to Dementia Lakes, the local dementia
NGO, have increased ten-fold. This means more people are feeling confident to speak to their GP’s
about dementia concerns and are being referred to the services they need.

Success is to the credit of the Group members, their passion and dedication. Two key ‘ways of working’ have
been:

e Go where the energy is — Action where there is a need, energy and resource.

Local and global — Using local knowledge combined with global learnings.

The group have taken their first steps- it’s still early days and there’s much more to come.
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WISCONSIN DEMENTIA RESOURCE NETWORK: BUILDING
A DEMENTIA-FRIENDLY STATE THROUGH INNOVATION AND
COLLABORATION

Kathleen O’Toole Smith BA;Kate M Kowalski MSSW';Sheryl L Coley DrPH and Jane E Mahoney MD,
Wisconsin Alzheimer’s Institute, Madison, WI
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Abstract:

Current estimates indicate that there are approximately 110,000 individuals living with Alzheimer’s disease

in Wisconsin, with the majority living in the community. ' By the year 2025, it is estimated that Wisconsin will
experience a 14-18% increase in the number of people with Alzheimer’s due to increases in the population age
65 and older.2 Currently, there are approximately 193,000 unpaid care partners in Wisconsin providing roughly
219 million hours of care for those living with dementia at a cost of $2.775 billion.® These figures point to the
significant impact Alzheimer’s and related dementias have on Wisconsin communities, and this impact will
continue to increase.

To address the needs of people living with dementia and their care partners, many Wisconsin communities

are working to become dementia-friendly. As the dementia-friendly movement has grown in Wisconsin,

many cities and counties have had success in developing promising practices to enhance their dementia-
friendly commmunities and help build dementia-capable organizations. While the number of dementia-friendly
communities is growing, there are many areas, both urban and rural, where this movement has not yet begun or
is just in its infancy. As a result, discrepancies are evident in the number and quality of dementia best practices,
resources, and information available throughout the state.

In 2017, the Wisconsin Alzheimer’s Institute (WAI) at the University of Wisconsin School of Medicine and
Public Health, building upon its extensive 19-year history of statewide education and outreach, developed

the Wisconsin Dementia Resource Network (WDRN) to address this disparity in resources, programs, and
information across communities. With the WA serving as convener, the WDRN is a collaboration of statewide
partners working to discover and share innovative best practices, resources and information to help support
people with dementia and their families across the 72 counties of Wisconsin. It is the mission of the WDRN to
enhance the ability of Wisconsin communities to create supportive and inclusive environments for all people
living with dementia. The ultimate goal is to increase awareness, reduce stigma, and increase access to
dementia-capable services, leading to earlier diagnosis and better quality of life for people living with dementia
and their care partners.

The purpose of this presentation is to describe the development of the WDRN’s unique approach, including its
programmatic structure, partnerships, product development, and facilitation of community mentorship. Specific
attention will be paid to addressing the unique needs of underserved and under-represented groups, both
urban and rural, the importance of offering multiple and varied approaches to address the specific needs and
resources of each community, funding, and program sustainability.

12017 Alzheimer’s Disease Facts and Figures, Alzheimer’s Association, pg. 21
2 2017 Alzheimer’s Disease Facts and Figures, Alzheimer’s Association, pg. 22

32017 Alzheimer’s Disease Facts and Figures, Alzheimer’s Association, pg. 39
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DAILY LIVING ACTIVITIES WITH RESIDENTS, FAMILIES, AND PEOPLE
WITH DEMENTIA IN OUR FRIENDLY COMMUNITIES

Shu-Chun Lee’;Nai-Yu Deng and Jun-Rui Su, Taipei City Hospital, Taipei, Taiwan
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Abstract:

Our dementia friendly community is one that lives with its neighbors; one that interacts and shares the feeling
of its residents with dementia. It’s a place where people with dementia will live companied with residents and
families. Where they will be safe and comfortable. Where they will engage in daily activities that we all take for
granted. Where the focusing on life in the persons will be understood, and accepted.

Wenshan Community Rehabilitation Center (WsCRC), providing community program for the elderly dementia, is
located on the first floor of the Habitat Building in the metropolitan area. In the same building, in addition to our
center, there are library, residents’ activity center and kindergarten etc. on different floors. Around the building,
there are a medical center, two elementary schools, an elderly service center, a village office, and a park in this
community. The traffic here is convenient; there are MRT stations and buses can reach the WsCRC.

Our elderly dementia program is open from Monday to Friday, four hours a day. Subjects, who are mild dementia
elderly over the age of 50, have a CDR score greater than 0.5. The program mainly provides five services: (1)
cognitive promotion and dementia courses; (2) telephone care or home visits; (3) family support groups; (4)
caregiver training courses; and (5) surroundings. We serve at least 15 elders with dementia every month. We
encourage elders and their families to move out of their houses and enter the community to carry out daily
community activities with their residents.

In the fourth quarter of 2017, a total of 22 elderly persons with dementia (50% male) came to our center for
community daily activities. We conducted eight cognitive promotion courses with a total of 82 person times,
and participants were more than 70% satisfied with the course as a whole. We also provided 19, 16 and

15 telephone interviews in October, November and December respectively to clarify the needs of our clients
and our services. Our environment is warm and friendly, elderly people with dementia and their families have
expressed their willingness to continue our programs, especially for cognitive promotion activities.
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CARER SUPPORT GROUPS AS A STRATEGY IN THE CONSTRUCTION
OF PUBLIC POLICIES FOR ALZHEIMER’S DISEASE IN ARGENTINA

Diego Aguilar Velazquez', Fundacion Leon, Tucuman, Argentina
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Abstract:

Faced with the reality of Alzheimer and dementia in North Argentina, Fundacion Ledn, as a non-profit ALMA
partner, runs support groups, prevention workshops and training for carers in the province of Tucuman since
2009. In 2017, Ledn participated actively in the drafting of Argentina’s first provincial law on Alzheimer’s disease.

For Tucuman — Argentina’s smallest province of over one million inhabitants — Alzheimer’s disease is rapidly
becoming an important health and social issue. Before 2009, there was a notable lack of organizations that
specifically tackled the disease and both patients and carers had very little access to information and support.

The target population of Leon’s programs present at least one indicator of UBN (unsatisfied basic needs). Faced
with economic problems, families not only find in Ledn the support they need, but also access to other services
and opportunities, through

Ledn poses its programs on a system that has two cornerstones: PSYCHOSOCIAL SUPPORT and
ADVOCACQCY.

We define psychosocial support as the strategy that enables us to approach individuals (patients and carers) in
their experience with Alzheimer’s disease. In the support process, a professional staff of trained psychologists
and social workers run weekly individual interviews and group workshops to develop social skills and to

learn more about each personal background. Support implies making a diagnosis of each participant of our
programs, designing a work plan and follow up actions.

It is through the support process that we are able to have a comprehensive approach of each family and get to
know the needs and reality of Alzheimer’s disease in the region. This gives us a special role as a non-profit and
enables us to join the conversation on Alzheimer with new material. In 2016-2017, Tucuman legislature invited
Ledn to variety of forums, with other speakers: University, physicians and executive government offices. The
need of a law was taken into consideration and Ledn participated by contributing with ideas, revising drafts with
carers and holding meetings to discuss the law. Finally, legislation was passed on April 2017. It has yet to be
regulated.

This presentation aims to transmit the importance and uniqueness of ALMA partners in legislation and policy
making in Argentina, and its continuing role in pressuring government to regulate laws in the provincial and
national levels.
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INTERPROFESSIONAL TRAINING AND EDUCATION TO DELIVER
PERSON-CENTERED CARE

Mary Guerriero Austrom'';Dustin Nowaskie?;Carly Carvell®;Mike LaMantia;Sujuan Gao® and Steve Brown?®,
(1)Psychiatry, Indiana Alzheimer Disease Center, Indianapolis, IN, (2)indiana University School of Medicine,
Indianapoailis, IN, (3)Family Medicine, Franciscan Health, Indianapolis, IN, (4)Biostatistics, Indiana Alzheimer
Disease Center, Indianapolis, IN
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Abstract:

Objective: The development of an interprofessional team of health-care workers as part of a CMS Innovation
Award, (Dissemination of the Aging Brain Care Program), has proven to be effective in providing person-
centered care. Care coordinator assistants (CCAs) were trained in interprofessional teams with a goal of
improving health outcomes in community dwelling older adults with dementia and/or depression while providing
person-centered care. The purpose of this study was to analyze job satisfaction scores in the CCA team and
importance of interprofessional team based care.

Method: 16 CCAs completed the Job Descriptive Index (JDI) as a measure of their satisfaction with work.
Additionally, 165 quarterly case reports from CCAs, social workers, and nurses were entered into Nvivo software
and content analyzed for themes related to person-centered care and interprofessional teamwork.

Result: Analyses of the JDI indicated that compared to a normative sample of healthcare aids and social
workers, the CCAs responded most positively about interaction and dealings with people on their present job;
this subscale mean score was higher than the norm. Qualitative analysis of their quarterly case reports indicated
that teamwork was a significant positive aspect in providing person-centered care; with emphasis placed on the
ability to improve health outcomes in older adults with dementia and/or depression and their caregivers when
our interprofessional team worked and trained together.

Conclusion: Interprofessional training with CCAs in a healthcare team to address the needs of community
dwelling older adults with dementia and/or depression and their caregivers may provide an effective model of
delivering person-centered care to meet the growing demands of this population.

¥ @ADIConference @AlzDisInt  #ADI2018



33" International Conference of
Alzheimer’s Disease International

A
-V 26 — 29 July 2018, Chicago, USA

PARALLEL SESSION ABSTRACTS

Education and training of the workforce
Date: Sunday, 29 July 2018

23-002

DEMENTIA CARE - 4 STARS - FROM NATIONAL GUIDELINES TO
IMPLEMENTATION OF PERSON - CENTERED CARE

Dr. Wilhelmina Hoffman’, Swedish Dementia Centre, Stockholm, Sweden
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Abstract:

We describe an education in four step, a model in blended learning, to enhance competence using web-based
free of charge educations combined with reflection sessions towards implementation of person-centered care in
home help service and nursing home care.

Swedish Dementia Centre (SDC) is a non-profit foundation and the government founded national centre for
excellence in dementia care. Our commission is to collect, structure and disseminate knowledge into the society
and facilitate translation of research into practice. The centre has published several web-educations to various
levels in health- and social care, all free of charge and based on the national guidelines.

The SDC was asked to develop a model to enhance competence in dementia care for employees in home help
service and nursing home in the city of Stockholm. Stockholm has approximately 900 000 inhabitants living in
14 districts. A pilot project in one district with 98 000 inhabitants was performed during 2016 — 2017. The model
demanded close collaboration between SDC and the elderly administration, as well as with the managers of the
care units. Step one included the web-education Dementia ABC, approved test and three hours reflection about
the ten chapters. Dementia ABC plus home help service or Dementia ABC plus nursing home was the second
step. The same procedure as in step one then followed. The third step was learning how to use The checklist
for home help or nursing home care. This tool enables to control that the guidelines for each person is followed.
Using the checklists, the managers were encouraged to document in the Swedish dementia quality registry
SveDem. The fourth step was to learn about how avoiding restraints from the web-education Vision Zero, test
and reflection followed. This enabled the managers to introduce a Vision Zero policy at their unit. The results of
the pilot will be presented.

The second step will also be introduced and describes how star instructors are trained to become local
teachers around the country. The stars are provided from SDC if 80% of the working force has succeeded the
education in four step. The stars are valid for one year. The leader of the care unit is responsible to report to
the star instructor who, in turn, report to SDC if the stars should be given for the next year. New employees are
continuously educated by the star instructors.

This model of blended learning in dementia care provides a possibility for a national overview of basic knowledge
in dementia care. The model is also cost effective when performed with free of charge national web-educations
and by local trainers.
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DEMENTIA TRAINING FOR HOMECARE PROVIDERS

Raj Kapoor Mr’, Commercial Intelligence And Qutreach, Alzheimer’s Society UK, London, United Kingdom
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Abstract:

As the number of people living at home with long term, often complex conditions increases, homecare workers
are being asked to take on challenging tasks on a daily basis, in a lone role often under severe time constraints.
The working environment in which they operate is unlike any other, and it is vital that quality training exists to
ensure homecare workers are well equipped to carry out their role. The research also suggests at least 250,000
homecare workers are providing care for someone with some form of dementia.

More than 1/3 people living with dementia receive personal care from homecare workers, with providers
estimating 60% of people using their service have some form of dementia (many of whom have not received a
formal diagnosis).

A recent Unison (Feb, 2016) survey found 27% of homecare workers had no dementia training whatsoever and
52% of those who had did not believe it was good enough for their role.

The training programme would help to deliver key aims of The Prime Minister’s Challenge on Dementia 2020,
which stated:

e ‘There should be greater recognition by commissioners across health and care services of the value of
homecare services, both for those that receive them and in reducing more costly crisis care.’

e ‘By 2020 we would wish to see increased numbers of people with dementia being able to live longer in their
own homes when it is in their interests to do so, with a greater focus on independent living.’

To address the above need Alzheimer’s Society has developed a one day Train the trainer programme for
homecare workers.

The programme is made up of three core components:

¢ One day “train the trainer” workshop —The workshop is designed to equip trainers and managers
of homecare agencies with the information, techniques and support resources to enable them to deliver
effective dementia training to front line care teams within their organisations.

e Resource pack — The resource pack provides the lesson plans, guidance, workbooks and other materials
to support trainers and managers in designing and delivering training within their organisations.

e Onward training of frontline care teams — A modular programme totaling 10 hours of training per
member of front line care staff will be run within provider organisations by the trainers who have attended
the one day workshops, using the guidance and support materials included in the Resource Pack.

The programme content is organised in line with NHS England’s transformation framework “The well pathway for
dementia” and is structured around the following five themes:

e Diagnosing well
e Preventing well
e Living well
e Dying well
e Supporting well
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DEVELOPING LEADERSHIP IN DEMENTIA PRACTICE - THE DEMENTIA
CHANGE CHAMPIONS APPROACH

Jason Burton’, Alzheimer’s WA, Perth, WA, Australia
Abstract:
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A growing recognition of the need to focus dementia training and workforce development on the “adoption”
and “adherence” end of the knowledge translation scale has seen a new and innovative approach to workforce
development developed in West Australia with the aged and heath care sector. In partnership with the WA
Government, and in response to a self identified need by the aged care service sector, Alzheimer's WA

has developed a Dementia Change Champion program to address a disconnect that exists between staff
undertaking training and translating this new knowledge into practice. The program is designed to create
dementia specialist practice leaders and change agents in dementia care who become a learning and practice
development resource for their care environment or organisation. The Dementia Change Champions role is to
be a driver of practice change and the organisation’s “go to” resource for information, education and dementia
development. The program has been successfully implemented in community and hospital organisations in
metropolitan and regional West Australia over the last 4 years and has recently undergone an independent
evaluation.

Over 100 Champions have graduated since the inception of the program in 30 aged care organisations and

10 hospitals making this the largest capacity building program of its type in Australia. Unique features of this
program include the requirement of the organisation to commit to supporting the Champion role, development
of action plans, an intensive training and mentorship program for the Champion, an alumni providing the
Champion with a broad network of support and learning, ongoing support and mentorship form the program,
online network and learning opportunities, an ongoing registration requirement to remain a Champion and a
strong train the trainer model that equips the Champion to fulfill their role as a practice leader in dementia care in
their organisation.

As a capacity building model this program is flexible in its adaptation to different environments and needs and
has been successfully adapted to supporting organisations who provide services to Australian Culturally and
Linguistically Diverse (Cal.D) communities.

This presentation will explain the Champions development pathway, share findings from a recent independent
research study of the programs outcomes and share case studies of how the Champions are changing practice
in their services.
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TRANSFORMING DEMENTIA PRACTICE THROUGH A PARTNERSHIP
APPROACH

Caroline Horlock’, Education & Consultancy, Alzheimer’s WA, Perth, Australia

PARALLEL SESSIONS

Abstract:

It is over 25 years since Tom Kitwood first began sharing with the world his exploration of person centred care
and a new understanding of the lived experience of a person with dementia. 25 years on, and despite a myriad
of training and dementia education programs, there remains a significant gap between philosophy and practice
in many care environments.

Creating sustainable culture change from task and medical dementia paradigms to person centered wellness
models, with a focus on improving the lived experience of dementia remains one of aged care services greatest
challenges

Alzheimer’s WA has developed a new innovative model to bridging this gap that creates sustained culture and
practice change in dementia care services.

In 2013 a partnership between the West Australian Government and Alzheimer’'s WA was formed to develop

a range of new innovative approaches to supporting sector wide development, increase dementia knowledge
and skills of staff, introduce person centered approaches to community services and provide a range of learning
resources and consultation services. Based around the concepts of adult learning, change management and
knowledge translation, this effective suite of dementia specialist training approaches to changing practice has
shown positive outcomes for improving practice.

The Dementia Partnership Project has collaborated with over 50 community organisations in West Australia in
the last 4 years and has shown to have had significant impact in transforming community services approaches
to dementia care. This presentation will share the findings of a recently competed external evaluation of the
program by Professor Wendy Moyle at Queensland University of Technology and explore the learnings from the
last 4 years on supporting adoption and adherence of practice change in community care organisations.
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Abstract:

Objective: The need for an effective and knowledgeable dementia workforce is of international concern.
However, the dementia workforce is diverse and its educational needs are complex, making it difficult to identify
what components of education and training are effective. Previous research has found that dementia education
and training can improve staff knowledge and confidence and thus have a positive impact on the lives of people
living with dementia and their families. The aim of this UK-based national evaluation of dementia education and
training was to identify what constitutes effective dementia education and training for the dementia workforce.

Method: This study used a range of methods including: a systematic review of the dementia education and
training literature (work package one), a national audit of the dementia education and training available, a staff
survey of knowledge, attitudes and self-confidence (work package 2) and ten case studies (work package 3).
The case studies were conducted across mental health trusts, acute care, primary care and care homes and
involved 13 different methods of data collection. The evaluation was underpinned by input from an expert-by-
experience group who contributed to study design, conduct, analysis of data and outputs.

Result: A number of key ingredients for successful dementia education and training emerged across the three
work packages. Training was better received and more impactful when it was relevant to staff roles, covered
fewer subject areas, was underpinned by practice based learning and involved interactive learning through
activities or simulation. Training delivered by an experienced trainer in small face to face groups was the most
successful.

Conclusion: The findings have implications for the design and delivery of dementia education and training and
of relevance to care providers, training providers and commissioners, when considering purchase, development
or review of future dementia training.
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DETERMINANTS OF INTENTION AMONG PRIMARY CARE PHYSICIANS
IN PUERTO RICO TO MAKE AN EARLY DIAGNOSIS OF ALZHEIMER’S
DISEASE: AN APPLICATION OF THE THEORY OF PLANNED BEHAVIOR

Mirna L Arroyo-Miranda DrPH";Jessica Irizarry-Ramos PhD?;Ernesto Rosario-Hernandez PhD? and Ms.
Lilliam J Valcarcel MSW!, (1)Public Health Program, Ponce Health Sciences University, Ponce, Puerto Rico, (2)
Public Health Program, Ponce Health Sciences University, Ponce, PR, Puerto Rico, (3)Psychology and Brain
Sciences, Ponce Health Sciences University, Ponce, PR, Puerto Rico

Abstract:

Objective: Alzheimer’s disease (AD) is the fourth leading cause of death in Puerto Rico (PR), yet it is highly
underdiagnosed and undertreated. It is estimated that about 50% of all cases are diagnosed. From the time
patient arrives with first symptoms of AD, it can take up to 2 years to be diagnosed. Reasons for this delay may
be related to beliefs of physicians about AD. Efforts in PR to educate primary care physicians (PCPs) on AD
have not been guided by scientific studies that identify the causes for the lack of diagnosis. If affective factors

of underdiagnosis are not addressed, efforts to improve early diagnosis of AD will not be effective. There are no
studies in Puerto Rico about the attitudes of PCPs towards AD and, to our best knowledge, there are no studies
that address the problem from the Theory of Planned Behavior (TBD) framework.

PARALLEL SESSIONS

The present study addressed barriers and limitations of PCPs to make an early diagnosis of AD, using the
framework of the Theory of Planned Behavior. TPB is a simple-construct health model often used to explain
behaviors of health professionals. The study aimed to determine: (a) intention of PCPs to perform an early
diagnosis of AD; (b) association between theoretical constructs (attitude, subjective norm and perceived
behavioral control) and intention of PCPs to perform an early diagnosis; and (c) if salient beliefs under each
construct hinder or promote PCPs’ intention to perform an early diagnosis of AD. We defined early diagnosis as
“performing the recommended clinical testing to make an exclusion diagnosis of Alzheimer’s disease within three
months from the patient’s first complaint.”

Method: This study was quantitative and cross-sectional in nature. We designed a questionnaire to measure
each construct directly and indirectly to elicit salient beliefs related to each construct. Final sample size was 103
participants, assessed either online or through paper-based questionnaire. Validity and reliability measures were
assessed and structural equation analysis conducted using PLS-SEM (SmartPLS, 3.0).

Result: Attitudes, Subjective Norm and Perceived Behavioral Control (PBC) constructs in both the direct and
indirect models reached validity and reliability standards (@ = .70, Composite Reliability = .70, AVE = .50). Direct
structural model reached predictive relevance of .268. Combined, the three constructs in our direct model
explained 35.7% of the variance, reflecting a strong intention of PCPs to perform an early diagnosis of AD (R?
=.357, p < .001). PBC was the strongest predictor of intention, which suggests that training, combined with
years of experience are key to having a positive outlook for early diagnosis (b= .378, p < .001). ltems remaining
in the indirect model support findings of the direct model; most salient beliefs in all constructs were significantly
correlated to amount of training hours in AD management and years of experience.

Conclusion: TPB is a good model to examine intention to make an early diagnosis of AD. Our findings could
be of use to design interventions to improve PCPs diagnosis practices and dispel myths about AD. Training by
modeling is key to changing PCPs’ Perceived Behavioral Control and subsequent behavior. Data on attitudes
and practices of PCPs regarding diagnosis and management of AD could also be useful to patient associations
for advocacy purposes.
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Abstract:

The purpose of this presentation is to present autoethnography (AE) as a new and unique psychosocial
intervention for dementia. It will discuss this not only as an approach to more fully understand the lived
experience of dementia, but as a method of therapeutic healing following a diagnosis of dementia. It is an ethical
exploratory research approach and practice, which so far has been found to be an investigative method, which
engages with the theory of AE, with the express purpose of understanding if there is utility and value in this
methodology for the understanding, more deeply, of the lived experience of dementia. An initial examination of
autoethnography as a psychosocial intervention suggests that autoethnographic writing practice is affective,
critical and extremely informative and informative, and holds the possibility of a new way to help create change
in nursing practice. Creating improved quality of life and well being and providing a new use of narrative that
health care professionals can use, as an intervention for dementia is critical to change. Investigating the deeper
understanding of the lived experience of dementia through autoethnography, this presentation also elucidates a
greater ethical understanding of whose story the lived experience of dementia is to share. | will also discuss this
relatively new methodology and its use in not only exploring more genuinely the lived experience of dementia,
and my presence inside that domain most others define as a critical iliness, but how it fits within the spectrum
of disability. Finally, through the lens of autoethnography, | will discuss the value of self-advocacy, self-help and
peer-to-peer support, in terms of a more positive response to a critical illness, and if this methodology is of real
value to people diagnosed with any type of dementia.
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Abstract:

Objective: This study is to evaluate the effect of Cognitive Stimulation Therapy (CST) among mild or moderate
dementia patients in China.

Methods: A single blind randomized clinical trial was carried out in Beijing China from 2014 to 2016 among
dementia patients in early or mild stage. Patients were divided into the intervention group and control group
using a stratified randomized sampling strategy based on the severity of dementia. The intervention group
received CST for seven weeks, while the control group received treatment as usual (TAU). The carers of those
in the intervention group also received the ‘Helping Carers to Care’ intervention for five weeks. Outcome
evaluations were conducted at baseline, three weeks, seven weeks, and three months. In addition to the
quantitative evaluation of the intervention, qualitative interviews were conducted with a sample of patients and
their caregivers to gather feedback on their experience of CST.

Results: Preliminary findings suggest evidence of delayed deterioration of cognitive function during CST.
Caregiver strain also decreased in carers of those receiving CST. However, at the three month follow-up, these
improvements were not detected. In the qualitative study, many carers reported they thought CST could be
used to prevent cognitive impairment, and taking part in similar stimulating activities might be beneficial for

their own memory problems. They learned ways to communicate more effectively with the patients. Carers

also suggested that the research group should carry out CST in the community, rather than in hospitals, which
they felt would be more convenient. Most carers and patients were satisfied with the arrangement of the CST
sessions, and they said they felt very happy after finishing them. Indeed they said they would like to attend more,
if further CST sessions were provided.

Conclusion: The findings of the trial suggest the current Chinese version CST is effective during the treatment
period, and it is feasible and acceptable. However, our findings show the seven-week duration of treatment may
not be enough to maintain cognitive benefits, and as such more sessions may be required.
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Abstract:

Objective: to determine the applicability in the Italian country of community based occupational therapy on
occupational performance and satisfaction of people with dementia (PWD) and the sense of competence of their
care givers (CG).

Method: this is a prospective study that included 27 people with mild to moderate dementia and their
caregivers in the setting of a Memory clinic and day clinic of a geriatrics department and participants’ homes

in the district of Modena and Cremona, both from private and public services. We included in the study 27
patients aged with mild to moderate dementia living in the community and their primary care givers. Mean age
of the population was 80,59 (47 — 91) for people with dementia and 57,78 (22-84) for caregivers. The majority of
caregivers were sons of the people with dementia. The interventions consisted of 10 sessions of occupational
therapy over five weeks, as the original dutch program. Main outcome measures level of performance and
satisfaction during the participation in significant activities perceived by people with dementia assessed

with Canadian Occupational Performance Measure (COPM). Care giver burden assessed with the sense of
competence questionnaire (SCQ). Participants were evaluated at baseline and at the end of the treatment.

Result: gathered data were analyzed. Results showed a significant improvement at SCQ by caregivers (77,19
+/- 13,27 pre) (82,56 +/- 12,57post) t=-3,102 p=.005. People with dementia showed significant improvement
in COPM performance (4,56 +/- 1,44 pre) (6,68 +/- 1.59 post) t=- 6.597 p=.000 and COPM satisfaction (5,08
+/- 1,84 pre) (7,04 +/- 1.71 post) t=-6.180 p=.000. Non significant variations were registered in the cognitive
functioning (MMSE), behavioral and psychological symptoms of dementia (NPI), daily functioning (DAD),
depression (GDS,), perceived quality of life (QOLAD) and global health (SF-12) of people with dementia. Neither
for caregivers were found evidence of significant variations in domains of quality of life (QOLAD), global health
(SF-12, GHQ), depression (CES-D) or burden (Zarit).

Conclusion: COTID program is applicable in Italy and results are promising for it's implementation at a national
level. Further studies ar needed to explore effects on follow-up.
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Monika Rybacka’, Dementia Care, University of the West of London, London, United Kingdom and Joanne
Mary Brooke Dr, OxXIMNAHR, Oxford Brookes University, Oxford, United Kingdom

Abstract:
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Objectives: The negative impact of a hospital stay on a person with dementia includes a decline in pre-
admission physical, mental and cognitive abilities (Dewing and Dijk 2014). In acute hospital settings activity
coordinators and meaningful activities for patients with dementia are being developed and implemented to
support their social relationships, physical activity, and sustain physical and mental health (Jennings 2006).
However, there is currently no overview of the impact of these initiatives on patient outcomes. The aim of this
study was to explore the impact of activities provided by activity co-ordinators during an acute hospital stay,
with the specific objectives of how staff and relatives view the impact on the person with dementia and how the
activity co-ordinators develop activities based on individual needs.

Methods: A sequential mixed methods design within an inductive interpretative phenomenological approach
was applied. Activity co-ordinators, based on general medicine wards within a busy acute hospital routinely
completed a standardised audit following each interaction with a patient with dementia, providing information
on: number of interactions, activities completed and an observed impact on the patient. A survey with open
questions was completed by staff, relatives and visitors regarding their perceptions of the: role of the activity co-
ordinators, interactions and impact on the patient with dementia. Data was collated and a thematic analysis as
described by Braun and Clarke (2006) was completed.

Results: During eight months of data collection the activity co-ordinator provided activities for 189 patients, of
which 80 had a diagnosis of dementia. A total of 27 questionnaires were completed (staff n=22, relative n=4,
visitor n=1) between July-December 2017 within a large NHS Foundation Hospital in England. Two overarching
themes emerged from the analysis: firstly, ‘reduction in boredom through stimulation’, relatives, visitors and staff
agreed the activities engaged patients with dementia reducing their boredom with activities that were fun and
provided warmth and enjoyment. Secondly, ‘a positive impact on patient’s with dementia’, staff reported an
improvement in patient’s sleeping patterns, nutritional intake, and the belief that patients were more engaged
with staff and had less falls.

Conclusions: The data emphasized a positive impact of the employment of activity co-ordinators within

an acute hospital, to provide support for patients with dementia. The activities focused on music and art as
subjects for patients to engage with and the activities were person-centred taking into consideration the needs
and the abilities of the patient. Both staff and relatives/visitors agreed the new focus on increasing stimulation
and reducing boredom was beneficial for the patient. The study only focused on music and art activities within
the acute setting, further exploration is required in regards to the specific activities and whether activities were
meaningful or simply enjoyable.

References:

Dewing, J., Dik, S. (2014). What is the current state of care for older people with dementia in hospital? A literature review. Dementia doi:
10.1177/1471301213520172.
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Abstract:

Objective: Dementia often leads to social exclusion, loss of identity and independence. This is in some cases
due to deterioration in cognition and activities of daily living. The double stigma of age and dementia, and

the resulting reduced capacity for social participation. The aim of the study is to investigate the feasibility of
the Promoting Independence in Dementia (PRIDE) psychosocial intervention delivered by dementia advisors
(DAs) to persons with dementia and their supporters. This study aims to: 1) establish and field test the PRIDE
intervention; 2) assess DAs fidelity in delivering of the intervention and engagement with people with dementia;
3) assess the feasibility and acceptability of outcome measure data and 4) assess the acceptability of the
intervention by stakeholders.

Method: A psychosocial intervention was developed based on the Medical Research Council (MRC) framework
for the development and evaluation of complex interventions. People with mild dementia were recruited

across England. DAs from health, social care, or the voluntary sector working in or alongside memory clinics,
were recruited and trained to deliver the three session intervention, which was delivered as a paper manual.
Quantitative outcome measures were taken at baseline and followed up by up to three months post baseline.
Fifteen questionnaires were administered for persons with dementia, with the Bristol Activities of Daily Living
being the main outcome measure. Supporters completed three questionnaires. Fidelity checklists were utilised
to assess fidelity to the intervention, completed by both dyad taking part and the DAs. Qualitative post-
intervention semi-structured interviews with staff and focus groups with participants were conducted. This
included data to examine participant experiences of and engagement with the intervention, and other aspects of
delivery such as recruitment of DAs, fidelity and experiences receiving and delivering the intervention.

Result: Thirty four participants and their supporters were recruited to take part in the trial. Thirty two percent
(n=23) were women, and the average age was 77.50 (SD 8.69); 71% (n=26) of supporters were women with
an average age of 69.42 (SD 12.03). Ninety seven percent (n=33) of persons with dementia White, and three
percent (n=1) was Asian British. Seventeen (53%) were diagnosed with Alzheimer’s type dementia, three (9%)
with vascular, and 12 with mixed or unknown diagnosis. Initial analysis of the quantitative data indicate that
participants did not have trouble completing the measures and missing data was at a minimum, and the return
rate fidelity checklists was high. Qualitative data indicated that participants valued the intervention, in particular
the interaction with the DAs.

Conclusion: Initial analyses indicate that the intervention was welcomed by the persons with dementia and
their carers, and DAs had positive views of the delivery of the intervention. The study however did find that the
coordination of sites taking part with the availability of DAs was a challenge. The results of this feasibility study
will allow us to plan for a definitive RCT of a three session dementia advisor led intervention for mild dementia
and we look forward to presenting final results.
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Abstract:

Objective: The FamTechcCare study is a clinical trial to assess the effectiveness of a telehealth intervention
for everyday care situations for caregivers of people living with dementia. An AARP study (2016) found that
78% of caregivers report being interested in technology to support their caregiving tasks but only 7% are using
technology that is available to them.

This presentation will discuss caregiver satisfaction with a home monitoring unit and whether factors such as
disease severity or individual caregiver characteristics such as age or family relationship are significantly related
to satisfaction with home monitoring.

Method: Study participants submitted videos using Behavior Connect, a HIPAA-secure application, on an iPAD.
The Satisfaction with Home Monitoring measure is an 11-item instrument with a 5-point scale (1 = strongly
disagree to 5 = strongly agree). Participants in both the intervention and control groups completed this measure
at the end of the study. Intervention participants received feedback each week on videos; control participants
received feedback on videos at the end of the study. Each family, regardless of treatment condition, received a
weekly call to discuss care issues.

Result: Of the 57 caregivers (34 spouses, 13 children/spouses of children, and 10 ‘other”) who completed

this measure, 96% reported having the unit in the home was acceptable, 93% reported the training to use it
was helpful, 77% reported easy to transfer recordings to the internet, 72% reported it was easy to set up and
use, and 75% indicated ideas to change the behaviors were helpful. Only 12% indicated preference for a home
visit. Spouses and those in the “other” category found care suggestions were effective compared with children/
spouses of children (p = 01). There were no significant differences by caregiver age. More severe dementia was
significantly associated with caregivers who reported the care suggestions were effective and helpful (p = .02).
There was no significant relationship between stage of dementia and preference for a home visit, suggesting the
intervention was helpful regardless of disease severity.

Conclusion: Caregivers reported benefit from the telehealth intervention. Fully 97% of the sample, regardless of
caregiver status, would recommend this intervention to others.
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Abstract:

Objective: Technology can be used to deliver treatment and services to dementia patients, assist family
caregivers with monitoring patient safety and behavioral problems, and facilitate social connection and resource
access for both patients and family caregivers. Access to caregiving resources through technology (e.g., tablet,
Internet, social media) can be particularly crucial for rural family caregivers given the lack of resources in local
communities and access difficulties. This project focuses on examining the role of technology in dementia
family care in rural areas of Michigan in the U.S. The specific aims are: 1) to understand the challenges faced
by dementia family caregivers in rural Michigan; 2) to learn about the role of concrete technology means in
addressing needs of rural family caregivers; and 3) to identify strategies to improve resource access through
building technology competency in rural family caregivers.

Method: Data from this study came from two sources: survey and focus groups. Secondary survey data were
drawn from the Michigan Dementia Coalition online survey of 1,506 individuals from 75 out of 83 counties in
Michigan. More than two thirds are rural counties; about 25% are family caregivers who currently provide care
to a relative with dementia. Content analyses were preformed on 791 answers to one open-ended question on
perceived service needs for dementia families in Michigan. Additionally, first hand data were collected through
focus groups. One focus group with four rural family caregivers and the other with four service professionals
were run to solicit their perspectives of the role of technology use in meeting rural caregiver needs. Interviews
were recorded, transcribed and analyzed for themes emerging from focus group discussion.

Result: Survey data suggest that the overarching challenges faced by rural dementia family caregivers centered
on lack of informal and formal support. Specifically, limited financial resources, the unavailability of adult children,
lack of medical specialists, and limited supportive services all exacerbate caregiver stress, which takes a toll

on their health, particularly for senior caregivers. Technology used in family dementia care included assisting
caregiving tasks (e.g., monitoring a wandering care recipient), facilitating treatment (e.g., access treatment
through telemedicine), and providing social connection and support for family caregivers. Themes related to
strategies to facilitate resource access included addressing educational needs of young older and old-older
caregivers, providing step-by-step toolkits, collaborating with various sectors such as public libraries, grocery
stores, and churches in service delivery.

Conclusion: Findings of this project, although preliminary, provide evidence that is potential useful to create

an intervention to improve technology use in dementia family caregiving. Suggestions for rural service providers
are to partner with community sectors (e.g., business, church), and to seek innovative ways to use technology
to deliver their treatment and services. However, the strength of rural communities---the strong sense of
community among residents due to mutual trust and support should not be ignored. Technology provides a way
to connect rural families affected by dementia connected to the larger society.
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Abstract:

Objective: Technology can be used to deliver treatment and services to dementia patients, assist family
caregivers with monitoring patient safety and behavioral problems, and facilitate social connection and resource
access for both patients and family caregivers. Access to caregiving resources through technology (e.g., tablet,
Internet, social media) can be particularly crucial for rural family caregivers given the lack of resources in local
communities and access difficulties. This project focuses on examining the role of technology in dementia
family care in rural areas of Michigan in the U.S. The specific aims are: 1) to understand the challenges faced
by dementia family caregivers in rural Michigan; 2) to learn about the role of concrete technology means in
addressing needs of rural family caregivers; and 3) to identify strategies to improve resource access through
building technology competency in rural family caregivers.

Method: Data from this study came from two sources: survey and focus groups. Secondary survey data were
drawn from the Michigan Dementia Coalition online survey of 1,506 individuals from 75 out of 83 counties in
Michigan. More than two thirds are rural counties; about 25% are family caregivers who currently provide care
to a relative with dementia. Content analyses were preformed on 791 answers to one open-ended question on
perceived service needs for dementia families in Michigan. Additionally, first hand data were collected through
focus groups. One focus group with four rural family caregivers and the other with four service professionals
were run to solicit their perspectives of the role of technology use in meeting rural caregiver needs. Interviews
were recorded, transcribed and analyzed for themes emerging from focus group discussion.

Result: Survey data suggest that the overarching challenges faced by rural dementia family caregivers centered
on lack of informal and formal support. Specifically, limited financial resources, the unavailability of adult children,
lack of medical specialists, and limited supportive services all exacerbate caregiver stress, which takes a toll

on their health, particularly for senior caregivers. Technology used in family dementia care included assisting
caregiving tasks (e.g., monitoring a wandering care recipient), facilitating treatment (e.g., access treatment
through telemedicine), and providing social connection and support for family caregivers. Themes related to
strategies to facilitate resource access included addressing educational needs of young older and old-older
caregivers, providing step-by-step toolkits, collaborating with various sectors such as public libraries, grocery
stores, and churches in service delivery.

Conclusion: Findings of this project, although preliminary, provide evidence that is potential useful to create

an intervention to improve technology use in dementia family caregiving. Suggestions for rural service providers
are to partner with community sectors (e.g., business, church), and to seek innovative ways to use technology
to deliver their treatment and services. However, the strength of rural communities---the strong sense of
community among residents due to mutual trust and support should not be ignored. Technology provides a way
to connect rural families affected by dementia connected to the larger society.
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Objective: Xbox Kinect is a games system utilising
motion-based technology. Such systems can provide
cognitive, physical and social benefits for people with
dementia (Dove & Astell, 2017a). However, there has
been a lack of investigation of how to introduce, teach
and support people with dementia to use this type

of technology (Dove & Astell, 2017b). This study set
out to examine the implementation of motion-based
technology (Xbox Kinect) as a group activity for people
with dementia in day programs.

Method: The study was conducted in a community-based adult day program for people with dementia and
other age-related challenges. Participants with dementia (n=11; mean age=77.73 years; mean Montreal
Cognitive Assessment (MoCA,; /30) =15.36) were invited to play a digital bowling game on an Xbox Kinect
twice a week (1 hour per session) for 12 weeks (i.e. 24 sessions). The sessions were led by a member of the
research team using techniques identified from a review of the literature relating to motion-based technology
use for people with dementia. These techniques included task breakdown, gesture modelling, verbal reminders
and immediate error correction. Data were collected in the form of video recordings of each hour long group
session to capture a comprehensive view of the participants, the trainer, the environment and the activity.

Video recordings were analyzed using behavioral coding software, to isolate and track aspects such as the
amount and type(s) of assistance provided to participants by the trainer, the duration of participants’ turns, and
participants’ ability to complete turns independently versus with support. Video recordings were compared pre-
post and analyzed using a paired t-test. The videos also provide information about the impact on participants of
being in the Kinect bowling group.

Result: The findings revealed that people with dementia can learn to play games presented on Xbox Kinect with
repeated exposure and appropriate training. This was evident through a reduced need for assistance from the
trainer (p<.01), shorter duration of turns (p<0.01) and greater amount of independent play by the end of the 24
sessions (p=.007). The findings demonstrate that people with dementia can learn and continue new behaviour
which challenges negative stereotypes about their abilities. Upon completion of the study, the day program
purchased an Xbox Kinect which they are now using as a regularly-scheduled group activity.

Conclusion: This study highlights the potential benefits and feasibility of implementing motion-based
technologies such as the Xbox Kinect into community-based adult day programs for people with dementia.

References:
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Abstract:

Objective: E-health research has provided many innovative and effective interventions with the potential to meet
the support needs of informal caregivers of people with dementia. However, little is known about which factors
determine their successful implementation. Therefore, the aims of this study were to (1) systematically review the
literature on the implementation of E-health interventions for informal caregivers of people with dementia, and (2)
identify determinants (barriers and facilitators) of implementation.

Method: PubMed, CINAHL, PsycINFO, Cochrane Library and Web of Science were searched for articles
meeting the following criteria: The papers involved (1) an E-health (2) intervention for (3) informal caregivers

of people with dementia and (4) provided information on the implementation of the intervention. The E-health
interventions were online treatments, designed to improve health via the internet. Articles published before 2007
were excluded, as were non-English-language articles. Abstracts and full-texts were independently double
screened and inductively analyzed using qualitative analysis.

Result: 47 articles containing 204 statements on implementation were included. Only one article mentioned
‘implementation’ in the title and four more studies were designed specifically as retrospective evaluations

of barriers and facilitators to the development and implementation of E-health interventions. However, pilot
studies, usability and feasibility studies, and trials also contained useful information on implementation. The 204
statements were grouped into four categories: Determinants associated with the (1) E-health intervention, (2)
informal caregiver, (3) implementing organization or (4) wider context.

Conclusion: Despite prolific effectiveness and efficacy research on E-health interventions for caregivers of
people with dementia, there is a critical dearth of implementation research. So far, the available findings have
focused on characteristics of the intervention and the informal caregiver, with limited emphasis on essential
factors such as organizational determinants and interaction with the wider context. This review also underscores
the importance of future implementation research in bridging the gap between research and practice, and
making these promising interventions available to the caregivers that need them.
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Abstract:

Objective: Dementia is a world health priority. Globally, approximately 50 million people live with dementia and
in the context of Sweden alone the figure of 150,000 people with dementia is predicted to double by 2050.
The majority of people with dementia live in the community with ever-increasing opportunities to participate

in activities both at home and within public space. However expanding opportunities to participate in society
require engagement with an increasingly complex technological environment. Sweden has among the highest
rates of technology use among over 65 year olds and this sample sheds new insight into the potential of
technology to be both an aid but also a barrier to participation. This motivates the aim of the study to explore
how profiles of perceived participation within public space relate to the amount of relevant technologies in the
environment of people living with and without dementia.

Method: People living with mild-stage dementia (n=35) and people with no known cognitive impairment
(n=34) in Sweden were interviewed using structured questionnaires, to explore the relevance of a range of
Everyday Technologies e.g. kettle, mobile phone, self-service check-out, ticket machine, and to map perceived
participation within public space.

Result: Based on the Swedish sample, people with and without dementia participate in a range of places
within public space and there is a positive but small relationship between the perceived participation in the total
number of places and the total number of technologies, perceived as relevant, among both groups.

Conclusion: The findings challenge the assumption that the physical and virtual world of the person with
dementia shrinks. This indicates that a number of places and technologies both at home and within public
space may benefit from being adapted to facilitate a more accessible and dementia friendly society.

Ei Alzheimer’s Disease International



www.adi2018.org

PARALLEL SESSION ABSTRACTS

Carer support and training
Date: Sunday, 29 July 2018

26-001

SAFETY NET — A MENTORSHIP PROGRAM FOR CARERS
Meghan Williams’, Alzheimer Groupe (AGI), Montreal, QC, Canada

PARALLEL SESSIONS

Abstract:

Alzheimer Groupe (AGI), a Montreal-based charitable organization, has developed a unique mentorship program
called Safety Net, which helps family carers support a person living with dementia.

AGl-trained mentors guide carers through the healthcare system, provide information on how to access
community services and plan for the future. Safety Net focuses solely on the family carer and has shown great
benefit in reducing caregiver stress and their sense of isolation.

Design: Volunteer mentors receive training about their role and responsibilities, dementia and resources
available. Mentors are former carers who have firsthand experience in the caregiving role. Once a mentor and
mentee are matched, they decide the frequency of contact and the method by which they will communicate
(e.g. face-to-face, email, phone). AGI’'s Program Coordinator follows up regularly with both the mentor and
mentee to ensure that their needs are being met. Mentors have access to AGl’'s Counselors for any guidance
they need.

Outcome: Safety Net was designed as a 2-year pilot project with continuation possible through clear outcomes.
An evaluation with the mentors and mentees was completed at the end of each year. Throughout the pilot
period, 18 mentees were paired; with a few mentors having more than one mentee. Evaluation results showed
that 90% of mentees felt that Safety Net met their expectations. Benefits reported by mentees included: feeling
supported, listened to and that the mentor referred them to appropriate resources. Overall, mentors felt 80%
satisfied with their experience in the program. Mentors reported a high level of satisfaction in the realization that
their experiences now benefit others travelling a similar road.

Next Phase: Following a successful pilot project, AGI continues to provide meaningful matches to benefit
the carer. With the success of this first stage, Safety Net’s next objective is to recruit mentors from various
demographic backgrounds (including more male mentors and adult children). Moving forward, the Safety
Net program will expand to focus more on the mentee’s family and friends, thus creating a complete circle of
support for the carer.

¥ @ADIConference @AlzDisInt  #ADI2018



33" International Conference of
Alzheimer’s Disease International

A
-V 26 — 29 July 2018, Chicago, USA

PARALLEL SESSION ABSTRACTS

Carer support and training
Date: Sunday, 29 July 2018

26-002
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A 2015 study funded by the Alzheimer’s Association noted that the US has a patchwork of training regulations
related to staff working in residential dementia care. The report suggested training is inadequate in many states
concluding that, "Many [staff] receive little or no training in the special needs of individuals with dementia, leading
to avoidable situations in which people with dementia do not receive the care and treatment that is best for
them.” [Training to Serve People with Dementia: Is our Health Care System Ready? Paper 1: Issue Overview
ISSUE BRIEF ® AUGUST 2015. Burke & Orlowski].

Prestige Senior Living in Vancouver, WA operates memory care residential programs in the Western States and
offers a memory care program called, Expressions. Aware of the challenges staff members face, Prestige rolled
out a new program to enhance staff training and to make the experience more impactful, interesting, and fun.

The program is called the Passport program and its modeled on comparable products one might see at a trade
show, where participants visit various booths, have their passports stamped by vendors, and then enter the
passport into a raffle for prizes.

After initial training in dementia care, staff receive a Passport which invites them to engage in some follow up,
experiential learning. Staff:

o Meet with a family care partner for an hour to discuss his or her experiences.

e Meet with department heads who support memory care to better understand their role, e.g. nurses and the
building chef.

¢ \Write a Life Story on a resident with dementia.

¢ Design and lead an activity in the memory care program.

¢ Participate in a care plan

e Enjoy a scavenger hunt looking for key programming supplies

e Tour the community to personally review safety features such as delayed egress systems on gates.

As they complete their tasks, their supervisor “stamps” that page of the Passport. When it’s completed, the staff
member receives recognition based upon their “graduation” from training that includes a polo shirt, certificate of
commendation and other perks.

Results: To date, over 100 caregivers have finished the Passport training program and staff responses have
been enthusiastic. Staff appreciate the opportunity to move beyond the classroom and apply their ideas in
creative ways. Staff also view graduation from the Passport program as a milestone in their career development.
The Passport program has also contributed to sustainability of the company efforts to build and maintain

an excellent program where staff help create a therapeutic environment rich in friendship and activity. While
evaluation is still underway initial findings support the idea that staff are approaching residents with more
confidence and skill.
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Abstract:

Objective: The provision of lifelong learning for older

people is often promoted as a way of engaging socially and maintaining cognitive function. Lifelong learning can
also be relevant to people with dementia in relation to cognitive improvement and socially engagement, but often
the learning opportunities is limited to short-term programmes. Innovative practice from the school of teaching
and communication (VUK) in Denmark takes this concept further, offering people with early stage dementia the
opportunity to return to school to attend classes in cognitive training, music, art and woodcraft etc..

The aim of this pilot study was to investigate whether people with early-stage dementia who attend VUK are
able to obtain new knowledge, improve on, learn new skills and maintain this knowledge and these skills for a
period of time (Minimum twelve weeks).

Method: The study engaged twelve students with Alzheimer’s disease, with an average age 72 with a MMSE
score of 14-29 (average score 21). Seven different cognitive activities were completed and tested for a period of
12-14 weeks. The activities ran over a 15-month period with regular testing on each activity being undertaken.

The tests measured visual memory, auditory memory, tactile recognition, short-term memory, working memory;,
vocabulary mobilisation and the ability of transforming elements to a whole.

Result: The activity method was based on the use of repetition, and testing showed improvements in the
students’ performance across all seven aptitudes, with a variation of the number of students improving in each
test from 43-100%. For example did 100% of the students show improvement in the test of visual memory,
while 86% of the student showed improvement in the test of tactile memory.

Conclusion: The results offers evidence for the benefits of prolonged educational programmes for people with
dementia in maintaining decision-making, cognitive function and social interactions, with limited evidence of the
impact on memory. Further evidence is required to understand the impact of a person with dementia attending
school as a student and to understand if this concept is transferrable to a different cultural setting.

The intention now is for a UK team, supported by the staff from VUK, to develop, implement, and evaluate a
similar adult education model in the UK, which has been informed by the Danish concept. Given the significance
of lifelong learning in Denmark, the aim would be to explore if the model is transferrable within an alternative
cultural context. In addition, further evidential work is required to understand the potential impact of the VUK
model on supporting retained mental capacity and personal capabilities for people in the early stages of
dementia, and if intensive cognitive training delivered by teachers in an educational environment can slow
cognitive decline, while enhancing self-confidence and esteem.
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CRISP - CARERS’ INFORMATION AND SUPPORT PROGRAMME:
SUPPORTING AND ENABLING CARERS TO LEAD INDEPENDENT LIVES

Zoe Campbell Ms, Commercial Intelligence and Outreach, Alzheimer’s Society, London, United Kingdom and
Jeremy Hughes CBE’, Alzheimer’s Society, London, United Kingdom
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Abstract:

The Carers Information and Support Programme (CrISP) was developed following a review of current research
findings and a series of focus groups for carers and Alzheimer’s Society staff in 2010.

The design of CrISP was informed by Alzheimer’s Society internal report (2010): ‘Information needs of people
with dementia and carers’. This indicated that family carers wanted access to information as soon as possible
after diagnosis and preferred printed information and guidance delivered face to face in an environment with
peer support.

CrISP is delivered throughout England, Northern Ireland and Wales. It aims to improve the knowledge, skills and
understanding of people caring for a person with dementia. The programme consists of two separate parts:
CrISP 1 and CrISP 2. Each programme is delivered to small groups of up to 12 people.

CrISP 1 has been designed specifically for carers, family members and friends of people with a recent diagnosis
of a dementia. It consists of four essential sessions:

¢ Understanding dementia

e Legal and money matters
e Providing support and care
e Coping day-to-day

o Next steps.

CrISP 2 has been designed specifically for people who have been living with dementia for some time. It consists
of three essential sessions:

¢ Understanding how dementia progresses

e Living with change as dementia progresses

e Living well as dementia progresses, including occupation and activities.
Each CrISP course aims to:

¢ Increase knowledge of dementia.

e Improve access help and services

e Improve coping ability

e Help planning for the future

¢ Provide peer support and sharing

CrISP has been evaluated by Brighton University. The evaluation showed that carers valued the information
and increased knowledge they received and the way that information was imparted in a supportive peer group
environment where it could be explored with others.

Carers felt it enabled them to develop skills and confidence in supporting the person they cared for.
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e Experiential knowledge was valued highly by carers.

e The timing of information was critical

e The courses led carers to be more confident

e There was a less obvious impact on carers’ capacities to secure support for themselves.

e The evidence from the evaluation and the experience and learning the Alzheimer’s Society has gained
through delivery of CrISP courses over the last 3 years, would be of benefit to other countries interested in
establishing their own carer support programmes.

PARALLEL SESSIONS

¢ We are willing to discuss our learning and how to establish CrISP approaches with interested parties.
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Abstract:

This presentation will describe the experience and lessons learned of occupational therapists, social workers,
and activity coordinators collaborating on a 3-year-long community-based project funded by the Administration
for Community Living called OC CARES (Orange County Caregiver Awareness Respite Education & Support).
This project began in 2015 and was developed to enhance awareness of dementia, create and expand
services for carers of people with dementia, and build a dementia capable community through the outreach of
a county Department on Aging in North Carolina. Participants will learn about the benefits and challenges of a
community-based and interdisciplinary approach to developing dementia capability of a community, exemplified
in the OC CARES program.

This project was developed through a social ecological lens, and therefore strives to ameliorate any negative
impacts of being a carer for someone with dementia from multiple social and ecological dimensions of the
community. This approach includes support and training for carers including ongoing in-home coaching, respite
programs, and support groups. Memory cafés also acted as an integral method of engaging people living with
dementia and their carers together in the community. The project targeted the local work force by offering
dementia education to direct care workers, public transit employees, county departments, and others. In order
to develop dementia capability at the community level, a dementia-friendly business campaign has successfully
trained over 75 local businesses, including banks, lawyers, pharmacies, markets, and more. Additionally,
Dementia Education classes have been made free and publicly available that cover a range of topics including
basics of dementia, communication strategies, providing activity, and environments and technology.

These various services offered through OC CARES were provided by a collaborative and interdisciplinary team
based in a county Department on Aging. This team will present the lessons they have learned as they continue
to work together through all dimensions of the community to support the rights, well-being, and quality of life
of people with dementia and their carers. The interdisciplinary nature of the project serves to inform the team’s
approach to complex and multi-layered care situations. This strength especially emerged in reaching out to and
serving people with dementia who are living alone. The collaboration and continued conversation among team
members is integral to the wrap-around network of community-based services provided by the Department on
Aging.

Participants of the presentation will develop awareness of the international dementia- capable and dementia-
friendly movements, explore the different roles of healthcare and community entities in providing collaborative
and interdisciplinary support for people with dementia and their carers, and will be encouraged to explore how
this model of support for carers might be beneficial in their local area. They will gain insight into the advantages
and challenges of situating dementia support services in community-based organizations and tailoring support
services to the needs and social situation of each care cohort. This will improve the participants’ knowledge

of comprehensive approaches to supporting continued engagement and quality of life for people living with
dementia and their carers in the community.
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Abstract:

Objectives: Living with a person with a diagnosis of dementia is life changing. The carer would encounter
different challenges in the care period. Supporting a person who had dementia needs the knowledge of care
skills, resource management and emotional or spiritual wellbeing. We also consider how to facilitate these
caregivers participate and generate new care resources from these supporting groups.

Since 2014, we have developed 12 topics for care skill training and we held this activity on a weekly basis. This
group is cyclic and is capable of dynamically modifying the topics to cover the care needs in the whole disease
course, from mild cognitive impairment to terminal dementia, even to hospice care needs. The topics had been
extended from 12 to 24 topics now. We used the social media (LINE) to generate the group and distribute the
information of care.

From year 2017, we added the support groups for emotional and resource management, which had been hold
by psychologist and social worker. We transferred caregivers to different supporting groups according to their
needs which came from the assessment by doctors, care managers or group facilitators. Moreover, we provided
life event party such as birthday party, caregiver meeting and yearly traveling with their family memiers with
dementia to facilitate the intragroup and intergroup connection.

We provided the group size of skill training around 20-30 caregivers, emotional supporting in 8-10 caregivers,
and resource management in 2-4 caregivers. The skill of care can be significant improved after weekly training
course for 4 months. For the high stress, depressed and anxious caregiver, the staff recommended the carer to
participate in emotional supporting groups. If we found some family issue or problem of resource management,
we would refer to resource management group and help the caregiver to reorganize the resources and provided
information of external and informal resources.

Conclusion: We provided a holistic caregiver groups for skill training, emotional support and resource
management. In conclusion, this model of care is good for managing the complex needs of a carer, family
member or friend of a person with dementia.
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UNDERSTANDING THE UNIQUE NEEDS OF SUPPORTING PEOPLE AND
THEIR FAMILY MEMBERS WHO ARE LIVING WITH YOUNGER ONSET
ALZHEIMER’S DISEASE: A REVIEW OF LESSONS LEARNED FROM THE
FOURTEEN YEARS OF THE RUSH ALZHEIMER’S DISEASE CENTER’S
WITHOUT WARNING PROGRAM

Susan M Frick’, Rush Alzheimer’s Disease Center, Chicago, IL
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Abstract:

Since 2004, the Rush Alzheimer’s Disease Center (RADC) has offered a support program for people living with
younger onset Alzheimer’s disease (AD) called Without Warning (WW). Over its 14-year history, this program has
become the largest of its kind in the country, offering ongoing, free support to the entire family living with AD in
mid-life.

WW’s monthly meetings offer groups for the person experiencing AD, their family members, friends and at times
paid caregivers. The group currently averages 60 people per meeting. At the general meeting, two groups are
offered for people with AD, a verbal and a music therapy group, and up to four groups for family members— an
early, middle, late stage groups and a bereavement group. A group for adult children meets bi-monthly and a
group for young children meet when needed.

The WW program is currently creating a framework for replicating a younger onset support program. This
framework includes:

1. Keeping the voice of the people living the experience center to the process

Two WW Advisory Councils meet regularly giving guidance and direction to the program, with one made up of
people with AD and the other of family members. Both councils give guidance to the group meetings, special
projects, and social events. Also, focus groups were offered to gather opinions on the WW program and regular
surveys are utilized with all members to assess the program.

2. Sharing the Story

WW members learn to share their stories, initially in the group sessions and then to the greater community,
which include health care professionals, clergy, students and the public. Group members have been involved in
interviews, film projects and panel presentations, which share life with AD, how this experience changes them,
and how community can be a support. In the group’s 14-year history, members have presented to thousands
of people. To further the reach of the WW program, nine families were filmed for the just released documentary;,
Too Soon to Forget: The Journey of Younger Onset Alzheimer’s Disease. This documentary looks at the
emotional experience of the illness and the important role of community support.

3. Providing a Continuum of Resources to Match the Changes of the Experience

To better understand the unique needs of people with younger onset AD, over 200 groups sessions
were recorded and many transcribed. Quality analysis was utilized to look at common themes discussed.
Understanding the common issues of people living with younger onset AD is vital for group facilitators.

4. Create a Space Where Families Share Without Judgment

Ei Alzheimer’s Disease International
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5. Offer Social Activities

Younger onset AD is a lonely and isolating experience. To help reduce this feeling, WW offers social time at each
meeting along with regular social events.

The RADC’s WW program has a long successful history which can be utilized by others to develop programs for
this underserved group of people living with AD at a young age.

PARALLEL SESSIONS
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Abstract: ; TV

Objective: Down syndrome (DS) is a genetically

determined form of Alzheimer disease (AD).

However, AD diagnosis represents a diagnostic challenge in this population due to the intellectual disability
associated with DS. The main objective of this work is to describe the cognitive trajectories of a cohort of people
with DS.

Method: Adults with Down syndrome participating in the prospective longitudinal project Down Alzheimer
Barcelona Neuroimaging Initiative (DABNI) with at least one year follow-up were included. Participants were
classified as asymptomatic (DS-A), prodromal AD (DS-pAD), AD dementia (DS-dAD) and non-neurodegenerative
cognitive disorder (DS-nDCD) after a comprehensive neurological and neuropsychological evaluation, which
included the CAMCOG-DS and the Cued Recall Test (CRT). We analyzed the progression to prodromal AD

and the conversion to AD dementia. We also analyzed the longitudinal trajectories of the CAMCOG-DS and the
Cued Recall Test (CRT) by diagnostic category through linear mixed effects (LME) models.

Result: From June 2014 to January 2018, 325 subjects were evaluated. 31 (9,5%) had dAD and 34 (10,5%)
had pAD. The prevalence of dAD and pAD increased exponentially with age. The mean follow-up was 15
months (range 3 to 43). At one year follow-up there was a change of diagnostic group in 7% of the DS-A (to DS-
pPAD) and in 19.7% of the DS-pAD (to DS-dAD). The CAMCOG-DS and the CRT trajectories significantly differed
by diagnostic category (figure 1)

Conclusion: Down syndrome (DS) is at ultra-high risk for Alzheimer disease. Population based screening
programs assessments with longitudinal follow-ups performed by specialized personnel are needed for early
detection and management of AD in this population.
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YOUNGER ONSET DEMENTIA: THE IMPACT ON RELATIONSHIPS,
INTIMACY AND SEXUALITY IN MIDLIFE COUPLES

Kristen Yvonne Holdsworth Ms’, Psychology, Swinburne University, Melbourne, Australia

Abstract:
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Objective: The onset of dementia often has a significant impact on the couple relationship. Research
conducted with couples living with later onset dementia suggests changes in several key areas of the
relationship; however, little is known about the experiences of couples living with younger onset dementia. The
purpose of this phenomenological study was to explore the impact of younger onset dementia on relationships,
intimacy and sexuality from the perspective of the partner, the person with dementia and the couple jointly. The
study also investigated the education and information needs of service providers working with individuals and
couples living with younger onset dementia regarding relationships, intimacy and sexuality.

Method: Purposive sampling was used to recruit people with younger onset dementia, partners and service
providers. Participants were interviewed individually and couples jointly using semi-structured open-ended
questions. A total of 24 interviews were conducted. Participants were 5 people with younger onset dementia, 8
partners, 5 couples and 6 service providers. Interviews were audio-recorded, transcribed verbatim and reviewed
to develop a coding scheme. One researcher conducted a line-by-line review of the transcripts to identify
themes and sub-themes. These themes were then reviewed and validated by a second researcher throughout
the coding process.

Result: Analyses of the data identified four key areas: (1) qualities of the partner relationship, (2) level of intimacy
in the relationship, 3) sexual activity and satisfaction, and 4) information, programs and supports. Participants
with younger onset dementia and partners reported considerable changes in the relationship due to younger
onset dementia; despite these changes, individuals and couples worked towards maintaining closeness in the
relationship. Nearly all participants discussed the need for the development of specific resources regarding
younger onset dementia and intimacy and sexuality, and greater opportunities to discuss relationship changes
in peer groups, one-on-one counselling sessions, and with service providers. Many service providers described
the need for additional staff education and training to better enable them to have open discussions with clients
with younger onset dementia and partners regarding potential changes in relationships, intimacy and sexuality.

Conclusion: The results of the study have important implications including the need to develop younger
onset dementia-specific resources regarding relationships, intimacy and sexuality. These resources should

be produced with consumers to ensure the efficacy of the information provided, and the mode of delivery
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