
You’re not alone: Managing a 

System That Isn’t Set up for FTD
Jalayne J. Arias, JD, MA

Associate Professor 

Next Generation Scholar (Precision Medicine) 

Health Policy & Behavioral Sciences 

AFTD Education Conference– May 5, 2023



Hidden Agenda: You aren’t Alone

Presenter Notes
Presentation Notes
I won’t be able to tell you how to solve all of the hurdles you have, are, or will face when it comes to long-term care services You aren’t alone That someone is working on these issues 



“Non-medical” services 
provided to individuals 
(generally) aimed to assist 
with activities of daily living. 
• Home health care 

• Long-term care residential 
settings

What is Long-Term Care (LTSS)? 



LTSS & FTLD Syndromes 

Presenter Notes
Presentation Notes
While there are some studies on FTLD syndromes and LTSS (access, use, needs) – there is a gap in this area. 



General Research on LTSS or even ADRD Use of LTSS May 
not address key needs for those with FTLD Syndromes 

For example, this 

exceptional review of the 

use of LTSS in 30 states by 

“dual beneficiaries” with 

AD/ADRD. Only applies to 

those who are over 65. 

Missing those with young-

onset dementias under 

the age of 65. 



What can we learn from the broader LTSS 

literature? 

Lesson: We need better financial models to pay for LTSS



https://www.kff.org/medicaid/issue-brief/10-things-about-

long-term-services-and-supports-ltss/



An Aging Population: The Baby Boomers & The Trouble of 
the Middle Class 

Amount needed to 

spend down to qualify 

for Medicaid 

Pearson, et al., The Forgotten Middle, Health Affairs (May 2019) 

Presenter Notes
Presentation Notes
The middle class is expanding and is projected to double between 2014 and 2029, both in raw numbers but also in the percentage of the populationNor is this population prepared to pay for long-term care services that can cost over 90K per year for a private nursing home room, and be up to 225% of the mean income for adults over 65 This population is less likely to have the savings or assets to individually finance long-term care services and will have the highest burden to spend down for Medicaid.  Comparatively, individuals is the upper or lower income have options for long-term care. Nearly 10K baby boomers turn 65 every day, this population is unique because they are more likely to be unmarried, more likely to not have children, but have more siblings Between 2015 and 2050, the number of available informal caregivers for each older adult will decrease from 7 to less than 3 



Long-term care is expensive: How do people 
pay for it? 

(Under Review) Title: Jing Li, 

PhDa*, Hannah Bancroft, MSb, 

Krista L. Harrison, PhDcde, Ana 

M. Tyler, JDf, Jalayne J. Arias, 

JDg, Out-of-pocket Expenses for 

Long-term care by Dementia 

Status and Residential Setting 

among U.S. Older Adults



Private LTCI 

High Premiums

Low Purchase Rates 

Poor benefit structures 

Minimal external benefits

High rates of medical 
denials

If a significant % of people will need LTSS, Why Not 
Private Insurance? 

Presenter Notes
Presentation Notes
Average annual premiums are estimated to be around 2700,  but can be significantly higher for older adults and if the policy includes inflation protection. Only 8% of individuals within the target age groups have long-term care insurance policies. Individuals are deterred from purchasing policies given gaps in coverage and the significant costs (with other financial priorities). Additionally, a significant portion of applicants are denied a policy due to medical underwriting. 



Elimination Periods . . . 

Benefit Triggers . . . 

& Benefit Caps . . . 

Limitation on Benefits

Period of time an individual must wait to access 

coverage after meeting benefit triggers 

Qualification criteria that must be met before an 

individual is eligible for benefits (usually based on needs 

for assistance with ADL’s) 

Daily, lifetime, or aggregate caps on 

coverage amounts (daily: $159)

Presenter Notes
Presentation Notes
A significant challenge to the LTC insurance market is the risk of adverse selection and difficulties in encouraging younger and healthier purchasers. This likely results from poor benefits associated with a policy. Despite these limitations, individuals who have LTC insurance policies are more likely to receive care than those without and save approximately about 3-5k per month compared  to their counter parts Average daily cost 253
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Underwriting: Consistent with Legal Standards 

Arias, J., Tyler, A., Oster, B., & Karlawish, J. (2018). The Proactive Patient: Long-Term Care Insurance Discrimination 

Risks of Alzheimer's Disease Biomarkers. Journal of Law, Medicine & Ethics, 46(2), 485-498. 

doi:10.1177/1073110518782955

Presenter Notes
Presentation Notes
In 2018, working with a team we analyzed the consistency of state laws with The National Association of Insurance Commissioners Model Long-term Care insurance Act. Impressively, 43 states adopt the model acts explicit language that permits the collection and use of medical information in underwriting to deny or set premiums for policy applicants. This has led to a 24% denial rate by one study, and reports of over 40% of denials for individuals over 60 years old. In addition to the use of medical information, the model act and a majority of states also have legislation or regulatory language that requires insurers to have applications that capture information that could affect risk. 



Redacted

Underwriting Practice Limits Access to LTCI 

Caregiver of Patient 

Arias et al, analysis in progress 

Presenter Notes
Presentation Notes




So, if not Private Insurance, Then what? 

Proposed: Limitations: 

The CLASS Act A voluntary public insurance option. Not sustainable as a voluntary model due to 

adverse selection. 

Commission On 

Long-term Care 

Provided two potential solutions Lack of consensus and reliance on public options 

did not sufficiently support addressing issues 

plaguing the private LTC insurance market.

Partnership 

Programs

• Incentivizing private insurance purchases  

• Individuals who purchase private LTC 

insurance have different qualifying criteria 

for Medicaid

Did not impact purchase rates in the middle 

class.

Hybrid Products Long-term care benefits that are included with life 

insurance policies (or similar).

High initial premiums limit access to products for 

the middle class. 

Arias, Jalayne J. "The last hope: how starting over could save private long-

term care insurance." Health Matrix 29 (2019): 127.



The Role for Private Insurance in the Context of State 
Program Initiatives 

https://wacaresfund.wa.gov/about-the-wa-cares-fund/

Presenter Notes
Presentation Notes
Hawaii has provided a public cash benefit for family caregivers of frail older adults, though it is not really an insurance program. California is considering a ballot initiative on a public long-term care financing program, Michigan and Illinois are studying public programs for those not on Medicaid, and Minnesota has proposed two alternative private financing options for long-term care.The bill works like this: Workers will pay a modest monthly payroll tax, 58 cents for every $100 they earn in income. The per capita average income in Washington is about $37,000, meaning that the average monthly contribution would be about $18. Those who pay into the program for three years, or for a total of 10 years including five consecutive years, will be able to access the benefit, which, at present, maxes out at $36,500. In 30 years, as it’s indexed for inflation, the benefit will be more than $88,000.$253 for a private room Contributions begin July of 2023, and Benefits will become available in 2026. 



State and Federal Policies are Emerging



State and Federal Policies are Emerging

Future work is needed to understand whether 

and how these policy changes would affect 

individuals and families needing services due 

to FTLD related syndromes 



• Semi-structured interviews with caregivers of patients with FTD 

• Interviews conducted within 30 days of a research-confirmed 
diagnosis of FTD
o A second interview conducted 6-9 months after the confirmed diagnosis

• Interview domains include: 
o Diagnostic path/disclosure process 

o Financial decision-making 

o Employment 

o Social and family relationships 

o Criminal behaviors 

o Planning for long-term care needs  

• Adjusted grounded theory to identify themes and trends  

A Starting Point: Qualitative Study on Social and Legal 
Consequences of FTLD Syndromes  



Results: Demographics

Caregiver Demographics n=13

Age 65.1

Sex (M/F) 4/9

Education 15.8

Race

White 13

Ethnicity

Not Hispanic or Latino 13

Study Partner Relationship

Spouse/Partner 9/1

Sibling 1

Nephew   1

Parent 1

Employed at time of interview (Y/N) 6/7

Reason for unemployment

Left early due to family member's diagnosis 2

Retired 4

Never employed 1

Patient Demographics n=13

Age 66.5

Sex (M/F) 9/4

Education 15.5

Race

White 12

Asian 1

Ethnicity

Not Hispanic or Latino 13

Employed at time of interview (Y/N)
0/13

Reason for unemployment

Disability due to FTD 3

Disability unrelated to FTD 2

Terminated 2

Retired 5

Other 1



• Diagnostic Experience 

• Employment 
• End of employment 

• Interference with job performance 

• Caregiver Burden 

• Safety/Vulnerability 

• “Abusive” behaviors

• Financial Decision-making 
• Mistakes/Poor judgment  

• Long-term Care Planning 

Results: Themes 



• Diagnostic Experience 

• Employment 
• End of employment 

• Interference with job performance 

• Caregiver Burden 

• Safety/Vulnerability 

• “Abusive” behaviors

• Financial Decision-making 
• Mistakes/Poor judgment  

• Long-term Care Planning 

Results: Themes 



Redacted

Safety/Vulnerability 

Redacted

Financial Decision Making

Presenter Notes
Presentation Notes
Driving Stove/Cooking 



redacted

Presenter Notes
Presentation Notes




Redacted

But we also heard . . . 

Presenter Notes
Presentation Notes
Multiple situations of patients interrupting Challenges with keeping the patient busy during the day 



Redacted

“Abusive” behaviors 



Redacted

Lack of Insight & Barriers 



Redacted

Impact of Caregiver Burden 

Schulz, Richard, and Scott R. Beach. "Caregiving as a risk factor for mortality: the Caregiver Health Effects 

Study." Jama 282.23 (1999): 2215-2219.



Redacted

Liability/Increased Legal Risk



Redacted

Criminal Behavior 

Perception of criminality

• 8/13 interviewees described potentially criminal behavior (4 of 

the 8 described that behavior as criminal when asked directly)

• Caregivers were mostly concerned about actions that 

inconvenience/bother people outside of their social group like 

yelling at strangers, shoplifting, or driving violations. 

• No one who reported violence, stalking, or aggression against 

caregivers or romantic partners characterized that behavior as 

criminal





https://bjs.ojp.gov/sites/g/files/xyckuh236/files/imag

es/2021-06/flowchart.jpg



Proof of Disease 

Dr. Pollock also determined that appellant 

suffered from a neurological disease of the brain 

and central nervous system and that he suffered 

from dementia as well. Dr. Pollock testified that 

appellant's disorders were aggravated by stress 

and that exposure to severe stress could cause 

him to develop psychotic behavior. Dr. Pollock 

acknowledged that his opinion that appellant 

suffered from a vascular neurocognitive disorder 

[. . .]. McAfeeAdmissible 

Evidence 

Standard for Guilty 

By Reason of 

Insanity

Olivia Li, et al, in process 

Legal Standards 



Screening

Pre-trial release 

Competency 

Placement (housing) 

Criminal liability 

Sentencing 

Post-Conviction 

Identifying Gaps within the System

Redacted



Dementia Detection

Pre-trial release 

Competency

Criminal liability 

Sentencing 

Placement (housing) 

Post-Conviction

Experience and Training 

Recommendations

Threshold Issues 

Redacted

Forthcoming, Arias et al, American Journal of 

Law and Medicine (Summer 2023)



REDACTED

Long-term Care Planning 

Presenter Notes
Presentation Notes
Multiple situations of patients interrupting 



One Recommendation: Advance Directive? 

Living Will

• States wishes about the medical 

treatment you want to receive

• Generally, applies only if you are unable 

to make decisions for yourself 

Power of Attorney

• Power of attorney documents identify who 

will serve as your decision-maker if you can 

not make your own decisions

• Power of attorneys come in two types: (1) 

health care; and (2) durable 

Presenter Notes
Presentation Notes
Advance directives are a tools to document instructions and wishes that you would like others to make on your behalf if you are unable to make these choices yourself. 



How are decisions made: 

Identify the 

Decision-maker Make the decision

• Patient

• Court Appointed 

Guardian 

• Health Care Power of 

Attorney

• Next of Kin: California 

does not have a 

default surrogate 

statute. 

Surrogates use one of two standards to make 

decisions: 

(1) Substituted decision-maker. This is making the 

decision based on the patient’s values, interests, 

and wishes. 

(2) Best interest standard. This standard is used 

when the patient’s values are unknown. This 

standard asks the surrogate to make the decision 

in the patient’s “best interest” objectively. 

Surrogates should not make decisions based on 

their own values. 
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