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Alzheimer’s
Disease
•Early - Young Onset
•Late Onset (LOAD)

Vascular
Dementias
(Multi-infarct)

Lewy Body  
Dementia

DEMENTIA
(Neurocognitive 

Disorders)

Other Dementias
•Genetic syndromes
•Metabolic  abnormalities
•ETOH related
•Drugs/toxin exposure
•White matter diseases
•CTE
•Depression(?) or Other 
Mental conditions
•Infections – BBB cross
•Multiple Sclerosis
•NPH

Fronto-
Temporal 
Lobe 
Dementias

Parkinson’s 
Dementia
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https://www.actc-ds.org/
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https://www.actc-ds.org/



Alzheimer’s Disease Biomarkers
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https://www.reuters.com/business/healthcare-
pharmaceuticals/down-syndrome-families-fight-access-alzheimers-
trials-treatments-2023-10-10/

https://helenjournal.org/september-2023/equitable-
access-to-alzheimers-disease-therapeutics-for-adults-
with-down-syndrome



States and other payers adopt the 
proposed: 

• DS-focused equivalency criteria as soon as 
possible; and Phase 4 clinical trials in adults 
with DS be undertaken with similar urgency so 
that clinicians gain information on the safety of 
this class of drugs for adults with DS. 

• The working group recommends a series of 
wording changes to reflect equivalencies in 
the prescribing criteria, offers substantiation 
for such changes, and calls upon relevant 
organizations to  provide education to 
prescribers, and for professional associations 
to issue protocols for guiding prescribers in 
the use of this class of AD drugs
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https://www.the-ntg.org/lumind-drug-equivalency



Alzheimer's Biomarkers Consortium of Down Syndrome 
(ABC-DS)

https://www.nia.nih.gov/research/abc-ds

Recruitment
The NiAD sites will recruit 180 adults 
with DS (10% with dementia) and 40 
sibling controls, age 25 years and older. 
The ADDS sites will recruit 225-300 
adults with DS, 40 years and older.



https://www.cms.gov/priorities/innovation/innovation-models/guide

Guiding an Improved Dementia Experience 
(GUIDE) Model

CMS Alternative Payment Model Model 
Beneficiary Eligibility

Traditional Medicare Patients/Beneficiaries (Parts 
A & B)

Not enrolled in Advantage Plans, Special Needs Plans & 
PACE 

Beneficiary has a diagnosis of dementia, as 
confirmed by clinician attestation
Community Dwelling (Not residing in long-
term nursing home)
Excludes Hospice Patients 

8 Year Program (July 2024 – July 2032)

To reduce disparities in access to dementia care 
services, the GUIDE Model incorporates policies to 
enhance health equity by ensuring that underserved 
communities have equal access to the model 
intervention

CMS will actively seek out the participation 
of eligible organizations that provide care to 
underserved communities for participation 
in the GUIDE Model. 



The BOLD Infrastructure for 
Alzheimer’s Act directs CDC to:

• Establish Alzheimer’s and Related 
Dementias Public Health Centers of 
Excellence

• Provide Funds to Support Public 
Health Departments

• Increase Data Analysis and Timely 
Reporting

• Passed into law on December 31, 
2018 

1 2 https://www.cdc.gov/aging/healthybrain/roadmap.ht
m#anchor_04845

BOLD Infrastructure for Alzheimer’s Act

https://www.cdc.gov/aging/bold/index.html

The Healthy Brain Initiative improves understanding of 
brain health as a central part of public health practice. The 
initiative creates and supports partnerships, collects and 
reports data, increases awareness of brain health, supports 
populations with a high burden of Alzheimer’s disease and 
related dementias, and promotes the use of its Road Map 
series: State and Local Public Health Partnerships to 
Address Dementia



• The UIC HBI Project activities aim to 1) 
educate and empower people with IDD 
(with and without dementia) and their 
supports (paid and unpaid caregivers and 
stakeholders) about brain health; 2) 
mobilize partnerships to implement the 
Road Map and increase number of people 
reached; and, 3) embed evaluation into 
training and support programs to 
determine program accessibility, 
affordability, effectiveness, and impact.
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Obstacles to equitable and timely access to new 
Alzheimer disease diagnostics and treatments

• Lack of research for safety and 
efficacy

• Lack of awareness, education 
and training

• Lack of assessments 

• Difficult conversations about the 
risks and how to best prepare
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https://gsaenrich.geron.org/brain-health



Thank You!!

sethkeller@aol.com Intellectual Disabilities and Dementia (the-ntg.org)

https://www.the-ntg.org/family-caregivers

https://www.the-ntg.org/training

mailto:sethkeller@aol.com
https://www.the-ntg.org/
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