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Definitions

e Dementia
e Informal Care
e Formal Care

e Health and Retirement Study (HRS)
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What is the HRS?

e Longitudinal panel study launched by the University of Michigan in 1992.

e Surveys over 20,000 Americans who are age 50 or more every two years.

e Collects information on income, work, assets, pension plans, health
insurance, disability, physical health and functioning, cognitive functioning,

and healthcare expenditures.
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Project Overview

e Examining the effects of informal versus formal care in Alzheimer’s and Related Dementia
Patients (ADRD).

o Aim 1: Provide an expanded profile of the supply of publicly and privately financed
formal care markets in order to look at all the potential avenues of care substitution
between informal and formal care.

o Aim 2: Estimate the effect of informal versus formal care on health outcomes for
persons with ADRD.

o Aim 3: Estimate the effect of informal versus formal care on health care use and costs

for persons with ADRD.
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Significance

e Among community-residing American elderly with long term care (LTC) needs, more than
two thirds rely exclusively on informal care and over 90% rely on some form of informal
care.’

e Dementia costs an estimated $157- $215B per year in the US.2

e In 2021, approximately 6.2 million people age 65 or older in the US are living with
dementia.3

e Very little is known about the implications of receiving informal care over formal care and
vice versa.

e Potential to drastically impact Medicare and Medicaid expenditures and policy.
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Projected Number of People Age 65 and Older (Total and by Age) in the U.S. Population
with Alzheimer’s Dementia, 2020 to 2060
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Created from data from Rajan et al.*>?1®

Source: Alzheimer’s Association. (2021). 2021 Alzheimer’s Disease Facts and Figures.

https://www.alz.org/media/documents/alzheimers-facts-and-figures.pdf




Significance

e Medicare currently does not cover LTC.
e Medicaid covers LTC.

e Expensive self-pay.
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Specific Aims

e Aim 2: Estimate the effect of informal versus formal care on health
outcomes for persons with ADRD.
e Aim 3: Estimate the effect of informal versus formal care on health care

use and costs for persons with ADRD.
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Hypotheses

o H.2.1: Physical health outcomes will be worse due to receiving informal care.

o H.2.2: Emotional and mental health outcomes will be better due to receiving
informal care.

o H.2.3: These effects will vary by disease severity.

o H.3.1: Informal care will lead to more preventable hospitalizations and ED visits.
o H.3.2: Informal care will lead to lower Medicare and Medicaid costs, but higher
individual financial burden.

o H.3.3: These effects will be greater the more severe the disease
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Methods

e Using the HRS (2004-2014) linked with Medicare (2004- 2012) and Medicaid (2005 -
2010) claims to run an instrumental variables estimation.
e Five main data sources:
o HRS
o Medicare claims
o Medicaid claims
o HRS Restricted geographic information
o Market level data on public-pay, formal home care supply, and private-pay, market

rate residential home care supply.
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Methods continued

e Data Collection

o Literature Reviews
m  Mostly utilizing Penn’s Franklin search using MeSH terms and then filtering through

relevant papers.
e Data Management
o Downloading RAND Health and Retirement Study file into R
o Extracted and recategorized variables of interest

o Finalized three code files for future regression analysis
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HRS File code in R
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Preliminary Findings (from Literature)

e People with higher levels of education are less likely to receive informal care.*

e Despite the growth in Medicare managed care enrollment, only 9 studies have reported the
cost of Alzheimer disease and related dementias (ADRD) among private health plans now
providing care to one-third of Medicare beneficiaries.®

e Increased caregiver relationship closeness (CRC) is associated with lower daily costs of
informal dementia care, whereas coresidence of the caregiver with the care-recipient is
associated with higher daily costs.®

e Informal care available at home does not impact the likelihood of hospitalisation but does

significantly reduce length of stay by 1.9 days.”
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Implications

e Medicare policy

e Medicaid policy
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Summary/ Responsibilities

e Literature review on AIM 3

e Literature review for HRS and IRS data used to study dementia
e R Code from RAND HRS file

e Hospice Care Index 10 Indicators

e Weekly end of life care meetings
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