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Outline ey
Aim

Describe models of care for people with young onset
dementia.

Young onset dementia
What is young onset dementia?
Specific care needs

Key findings

Models of care for young onset dementia at systems-
based approaches; integrated and specialised care
models including memory clinics; supportive care
models.

What next and conclusion
Ongoing challenges and gaps in care.
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Young onset dementia

Young onset dementia is any type of dementia, including Alzheimer’s disease,

frontotemporal dementia and vascular dementia, with symptom onset typically before

the age of 65. Cases projected to increase by 41% by

Young Onset Dementia Estimates by State 2054) riSing from 29l000 people in 2024
-, to 41,000 by 2054 (Dementia Australia,
= 2023).

Challenges include awareness among
health professionals and referral for
cognitive assessment.

The first symptoms of
young onset dementia may
not be memory loss - vision,
speech, and behaviour can
also be affected

State

Dementia Australia, 2023 Young Dementia Network, 2023
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Different components
T

Care coordination

Care pathways

Integrated and collaborative care

Palliative care

Specialised clinic and memory clinic

Supportive care

Managing, coordinating a person through
health and care services

Guidelines, protocol or recommendations

Collaborative approach using existing
services, MDT, shared care

Care is focused on managing symptoms and
enhancing quality of life

Comprehensive memory assessment and
follow up. May be restricted to diagnostic
assessment alone. Often within integrated,
collaborative or shared care models.

Care is focused on enhancing quality of life
may address psychosocial, social and
practical aspects of care
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Specific needs of people with young onset dementia

Age-appropriate services

* Post-diagnostic support
* Psychosocial care and
meaningful activity

* Flexible accommodation options

Family

* Roles and dynamics
e Children and young people

* Tailored support for family
members

Employment and finances

* Advocacy and workplace
accommodations

* Planning and guidance

Community

* Accessible and suitable services
* Funding
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Aim
The aim was to identify examples of models of i
care for people with YOD and their family 14 Al Z h G lme respite «
members. E lnlc practice residential care (0

pathways 2V
Rapid Review multidisciplinary §>
Three databases (PubMed, PsycINFO & yO u n g outhmnnl S ”e:t g;
CINAHL) and grey literature searched in April aged care QE
2024- care navigator o
Results S u ppo & tallled heal th™ e home o

19 peer reviewed studies and 11 articles from
grey literature were included.

National Dementia Plans from 14 countries
were also reviewed.



Dementia plans

e  Australia 2015 - 2019 * Netherlands 2021 — 2030
 Canada 2019 * New Zealand 2020
 Denmark 2025 * Norway 2025

*  England 2009 « South Korea 2020

* Germany 2020 « USA 2023

. Ireland 2014
* Japan 2019
. Malta 2024

* Wales 2018 - 2022



System-levels models

Frameworks, funding, referral
pathways and guidelines

Specialised services and
memory clinic models

Providing comprehensive
diagnostic assessment

Deliver care within a MDT — care
coordination and planning

-

Supportive care models

Holistic care in the community

Social, emotional and practical
support for people with YOD and
care-partners
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Systems based approaches

National Plans for Dementia

Recognition of specific needs for people with young onset
dementia within National Dementia Plans, with most noting that
people with young onset dementia may have different needs.

Approaches to care

* Japan
* Centralised approach with call centre and support
coordinators available by telephone.
* Netherlands

* Network of memory clinics, including pathways for people
with YOD.

* National knowledge centre to distribute training and
guidelines.
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Systems based approaches

Referral Pathways
* Young Dementia Network referral pathway.

* Ireland’s Referral Pathway for young onset
dementia.

Guidelines

* UK Young Dementia Network guidelines to
support implementation of NICE Dementia
Guidelines.

Funding and service delivery

» National Disability Insurance Scheme (NDIS)
in Australia.

* Dementia Australia Key Worker Program,
now decommissioned.

Fetora Pamrwary or YOO - 65 yoars and unoer
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Integrated and Specialised Care Models

Specialised Memory Clinics

* Focus on providing comprehensive assessment and
dementia diagnosis.

* May operate as ‘one-stop-shop’.
* Other services or care components may be available.
Integrated and collaborative care

* Integration of services within and across sectors.

* Use of existing services or memory clinics in conjunction
with other services. For example, hub-and-spoke models
may depend on a centralized hub in collaboration with local
services or providers (spokes).

Comprehensive care models

* Dedicated to needs of young onset dementia across care
continuum, from diagnosis onward.




UNIVERSITY OF
CANBERRA

CENTRE FOR AGEING RESEARCH

AND TRANSLATION

Integrated and Specialised Care Models

Australia

England

Melbourne Young Onset
Dementia (MYOD)

==
* Comprehensive assessment
* Dedicated service

* Multidisciplinary team and
access to allied health

* Support and education,
including for care partners

(Loi et al. 2022)

Bridging Gaps in Health using
Telepsychiatry for Young

|
lé Onset Dementia (BRIGHT-

YOD)
* Telehealth

* Integration with local
services

* Access to regional and rural
areas of Victoria

(Brown et al. 2023; Farrand et
al. 2019)

Service co-located with MHS
* Location-specific
* Diagnostic /post-diagnostic

* Wigan Later Life Memory
Service (Giebel et al. 2020)

*  Wokingham Memory
Service (Hussey & Butler
2019)

* Cambridge (Yeung et al.
2021)
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Integrated and Specialised Care Models

United States

Hong Kong

San Francisco

CARE-D

* Alz Disease Centre,
Northwestern University

* Post-diagnostic care plan

* Multidisciplinary team and
access to allied health

* Support and education for
care partners

(Morhardt et al. 2015)

Jockey Club Early Onset
Dementia Support Program

* Diagnostic assessment
* (Case manager
* MDT, family therapy

* Post-diagnostic support
program

* Education, carer support

(Jockey Club for Positive
Ageing 2024)

Care Eco-system
Care navigator
Evidenced-based protocol
Individualised support
Care coordination
Community-based resources

Advanced care planning

(Dulaney 2022)
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Supportive Care Models

Focus on enhancing quality of life and may address a
range of physical, emotional, cognitive and social care
needs.

* Meaningful activity
* Exercise

* Peer support

* Allied health

* Respite

* Legal and financial guidance

* Family inclusiveness



Supportive Care Models

Wales

England
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ACE Club
* Day program
* Relationship approach

* Peer support and
meaningful engagement

(Davies-Quarrell et al. 2010)

Peaceful Place Essex

* (Collaboration with
community program

* Day respite

* Meaningful activity,
physical activity and peer
support

(Tilki et al. 2023)

Birmingham

* Working Age Dementia
Service + Citizens Advice
Bureau

* Healthcare and
individualised financial
advice

(Wheeler et al. 2015)
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Toward enhanced care approaches

Systems based approaches
* Guidelines and recommendations

« Standard referral pathway

* Training and education to build awareness

Development of the National oo
Dementia Action Plan Integrated and specialised care models

Summary of consultation outcomes

« Offer innovative modes of delivery such as Telehealth,
hub and spoke models, and ‘one-stop-shop’ for
assessment.

* Improving suitability and collaboration of existing
services for people in community-based settings to
better meet the needs of young onset dementia.



.l

Young Onset Dementia accommodation

Source: Yooralla, 2024

(www.yooralla.com.au)

UNIVERSITY OF
CANBERRA

CENTRE FOR AGEING RESEARCH
AND TRANSLATION

Toward enhanced care approaches

Holistic care approaches including age-appropriate
meaningful activity, peer support.

Flexible accommodation and long-term care options such as
cottage or group models.

Support advanced care planning and participation in
decision making.

Enhance workplace related support and advocacy.
Incorporate individual financial planning in routine care.

Family focused services that consider the needs of care
partners, children and young people.

Make use of technology such as Apps to improve access to
peer support, deliver education or advice.



UNIVERSITY OF
CANBERRA

CENTRE FOR AGEING RESEARCH
AND TRANSLATION

Limitations
» Sustainability

* Employment, finances
* Family-based services

* End of life care
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Implications

* Location-specific factors — major cities

* Hospital and universities — limit feasibility

* YOD-specific guidelines
* Frameworks — referral pathways
* Education and training

* Broader community initiatives



Conclusion

There is a need for services that address the specific needs of people
with young onset dementia. There have been successful models within

Australia and internationally, including hub and spoke and dedicated
clinics.

There are a number of opportunities to improve and enhance delivery of
care and support for people with young onset dementia. Further
evaluation of care models including outcomes is also necessary.
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