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Dementia: Cognition and Function



Challenges with Discrete Decisions

• Requires information about benefits and harms

• Benefits different in dementia

• Common benefits include: maintaining function
     maintaining cognition
     prolonging life

• But function and cognition decline inexorably

• Life expectancy limited

• Treatment harms also often different



Challenges with Discrete Decisions

• An example: anticoagulation in atrial fibrillation

• Decision aids based on CHADS2VASC, HAS-BLED

• As dementia progresses: less function left to lose,

    less life expectancy left to protect

• When to continue anticoagulation and when to stop it?
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Challenges with Discrete Decisions
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At each stage:

  What is likely benefit?

  What is likely harm? 



Challenges with Discrete Decisions

1.  Use MDS or OASIS data

Ouellet et al., JAMA IM 2021

(GEMSSTAR, 2019)



Challenges with Discrete Decisions

1.  Use MDS or OASIS data

Ouellet et al., JAGS 2023

(GEMSSTAR, 2019)



Challenges with Discrete Decisions

2.  Use survey data with measures of function, cognition

Deardorff et al., JAMA IM 2022

(GEMSSTAR, 2023)



Challenges with Discrete Decisions

2.  Use survey data (e.g., HRS, NHATS)

Deardorff et al., JAMA IM 2022

(GEMSSTAR, 2023)



Challenges with Discrete Decisions

3.  Improve severity ascertainment in claims

(GEMSSTAR, 2022)
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Challenges with Goal-Oriented Care
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Challenges with Goal-Oriented Care

• Surrogate is supposed to exercise substituted judgment

• Unique challenges for substituted judgment in dementia 



Jauhar, NYT 2023
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Challenges with Goal-Oriented Care

• Echoes an older debate:

• In practice, surrogates have to figure this out on their own

• More broadly: surrogates expected to know what to do

Dworkin, Milbank Q 1986

Dresser, Hast Cent Rep 1995



Challenges with Goal-Oriented Care

• Some persons with dementia do not have surrogates

     (1-2%)

  Some do not have desired surrogates

     (7-8%)

No nuclear family, no

other confidantes,

3%

Confidantes, but

no nuclear family,

8%

Nuclear family,

89%

Cohen et al., JAGS 2020



Summary

• Inherent challenges to discrete decisions, goal-oriented care

• Need for:

    -  Data to inform discrete decisions

    -  Preparation for role of surrogate

    -  Improve care in situations where there is no surrogate

• Work already happening by people in this room

• Looking forward to discussion with all of you!
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