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Talk Overview

Alzheimer’s Disease and related dementias 
(ADRD) in LTC
Barriers to high value care
Policy opportunities for improving care
Research needs
Concluding thoughts



ADRD is frequent
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ADRD care is expensive

Goldfeld et al. 2011 JAMA IMNandi et al. 2024 npj Aging



ADRD patients rely heavily on 
family caregivers

Choi et al. 2021 Health Affairs



ADRD Care Often of Poor Quality
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ADRD can be studied in LTC 
using range of datasets

Medicare FFS claims 
MA encounter data
Medicaid claims
Assessment data: minimum data set (MDS) and 
Outcome and Assessment Information Set (OASIS)
Survey data: HRS, NHATS, etc.
Electronic health records



Policy challenges of caring for long-
term care recipients with ADRD

Individuals with ADRD encounter all the same 
policy challenges as other long-term care 
recipients, only more so.



Barriers to high value care

Inadequate payment
Incomplete information on quality
Fragmentation of long-term care and health 
care services



How does Medicaid reimburse nursing 
homes for residents with dementia?

Historically, Medicare 
& most Medicaid 
systems case-mix 
adjusted payments 
based on resource 
utilization groups (or 
RUGs)



Issues with RUGs Medicaid 
nursing home payment

Low payment rate for ADRD residents
Payment formulae did not adequately account 
for interaction of ADRD and physical 
limitations
Poor incentive to provide high-quality 
Alzheimer’s care



Problem #1: Low payment for 
Dementia patients

Texas Medicaid per diems by RUGs (FY ‘15)
Rehabilitation:  $141-$193/day
Extensive services:  $170-$230/day
Special care:  $156-$166/day
Clinically complex:  $106-$136/day
Impaired cognition:    $91-$113/day
Behavioral problems:   $85-$111/day
Reduced physical function:   $82-$120/day 
 

http://www.hhsc.state.tx.us/rad/long-term-svcs/downloads/2015-nf-rates.pdf



Problem #2: Payment ignores 
dementia in other categories

• Rehabilitation
• Extensive services
• Special care
• Clinically complex

• Impaired cognition (CPS≥3; ADL score<11)

• Behavioral problems
• Reduced physical functioning

No adjustment for 
cognitive impairment

No adjustment 
for mild 

impairment



Problem #3: No reward for providing 
high quality dementia care

Under RUGS payment system, little incentive 
to:

– Develop and invest in best practices
– Provide person-centered care
– Ensure good outcomes



Patient-Driven Payment Model 
(PDPM)

Medicare (Oct 2019) & Medicaid nursing home payment 
systems shifted from RUGs to PDPM, which is based 
on patient characteristics

Rahman et al., 2022, JAMA HF



No change in ADRD admits but 
increased ADRD coding

Geng et al., 2025, Working paper



No change in quality for ADRD patients despite higher 
spending, longer LOS, less therapy

Geng et al., 2025, Working paper



Incomplete Information

Nursing home residents with Alzheimer’s 
Disease may lack resources to ascertain and 
monitor quality of care 
– Cognitive impairment
– Lack of availability of family
– Urgency of care decision

Grabowski and Mitchell (2009 Med Care) 
found a U-shaped relationship between family 
oversight and quality problems for nursing 
home residents with advanced dementia



Patients with ADRD discharged 
to worse SNFs

Kosar et al., 2023, JAMA NO



Fragmentation of nursing home 
care and health care services

Dementia patients require a mix of health and 
LTC services, with each service delivered in its 
own silo

Use
Incident Dementia 

(n=999)
No Dementia 

(n=2,674)
Any hospital stay 86.0% 51.2%
Total avg. hospital days 30.7 9.7
Any nursing home use 49.3% 13.9%
Total avg. NH days 158.1 15.5
Any home health care 65.2% 27.3%
Died 38.4% 21.2%

Callahan et al., JAGS 2012



Fragmentation results from 
payment and delivery failures…

Payment failure: Medicaid pays for nursing 
home care but does not share in any Medicare 
savings associated with reductions in health 
care use for residents with dementia

Delivery failure: Nursing homes do not invest 
in infrastructure and expertize to treat 
residents with dementia safely in the nursing 
home setting



Opportunities for Policy Reform
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Nursing Home Payment

Generosity and method of nursing home 
payment have strong impact on access and 
quality of care

Some states (IA, NY) have had Medicaid 
nursing home rate add-ons for dementia 
residents

Some states also pay higher rates for care in 
dementia SCUs



Effect of dementia SCUs on nursing 
home quality
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Nursing Home Report Cards

Report cards can provide valuable information 
for dementia patients & their families on quality 
of care

Following introduction of Nursing Home 
Compare:
No change in ADRD quality (reported or 
unreported dimensions)
No change in ADRD admissions
Some increased coding of ADRD

Konetzka et al., 2016, MCRR



Example of unintended consequence

Physical restraints and overuse of antipsychotics 
are examples of poor care practices for NH 
residents with dementia
Physical restraints were reported on federal report 
card (NH Compare), while antipsychotics were not
NH Compare led to decrease in physical restraints 
among dementia patients, while antipsychotic use 
increased 
Roughly 36% of the increase in antipsychotic use 
may be attributable to public reporting of physical 
restraints

Konetzka et al., 2014, JAGS



Example of unintended consequence, part 2

Inappropriate antipsychotics were added to NH 
Compare starting in 2015
Schizophrenia, Tourette’s syndrome, Huntington’s 
disease are considered “appropriate” under 
antipsychotic measure (or qualifying conditions)
We compared facility reported MDS-based 
measure against Medicare claims:
Underreporting (87% reporting rate) in facility-reported 

antipsychotic use versus Medicare claims
Only 54.8% of schizophrenia, 46.5% of Tourette’s 

syndrome, and 72.4% of Huntington’s disease diagnoses 
reported in the MDS had a claims diagnosis

Chen & Grabowski, 2023, HA Scholar



Care Coordination

Need to identify models that coordinate LTC 
and health care payment and delivery for 
individuals with Alzheimer’s Disease

Lots of potential models:
– Accountable care organizations (ACOs)
– Integrated care demonstrations
– MA Special Needs Plans



Health Quality and Utilization Outcomes of 
NH Residents With Advanced Dementia, by 
Health Insurance Status

Goldfeld et al., JAMA Intern Med 2013



Lots of NIA contributions to 
ADRD research

• Detecting early ADRD using 
financial data

• Medicare and ADRD care
• Role of specialized long-term care 

for ADRD
• Access to high quality long-term 

care



Lots of work left to be done

• Examine ADRD specific outcomes 
(e.g., burden on family caregivers)

• Examine non-traditional outcomes 
(e.g., isolation, financial security, 
housing)

• Examine root causes of ADRD 
patients’ health and LTC use

• What delivery-level innovations 
work? Why has adoption been so 
limited?



Concluding Thoughts

• Persons with ADRD face challenges in accessing high 
quality long-term care, including inadequate payment, 
limited quality information, and care fragmentation 

• Opportunities for reform include payment changes, 
report cards, and greater care coordination

• More research needed on all these options



Thank You

grabowski@med.harvard.edu

@DavidCGrabowski
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