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The Significance of Deprescribing in Older Adults Living with AD/ADRD

People living with Alzheimer’s disease and related dementias (AD/ADRD) are particularly 

burdened by the potential hazards of taking medications with diminished value as they 

progress to severe stage disease and near end of life. More than half of NH residents 

with severe AD/ADRD receive at least one medication with questionable benefit1 with 

nearly 40% of these occurring in the last year of life.2 Given the high rates of dysphagia,3 
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polypharmacy,4,5 increased vulnerability to adverse effects,6 and potential inability to 

comply with directions for appropriate use, it is likely that overly complex medication 

regimens that favor prevention over comfort will cause more harm than benefit.7,8

As AD/ADRD progresses and goals of care change near the end of life, the potential 

benefits of medications begin to be outweighed by the risk for adverse effects, 

burdens of administration, and prioritized health outcomes. Common examples include 

cholinesterase inhibitors in individuals with severe AD/ADRD, or use of statins, aspirin, or 

bisphosphonates for long-term prevention in adults with advanced age or life expectancy <1 

year.9 In addition to assessing the clinical benefits and risks of medications, attention should 

also be given to the behavioral and functional symptoms of AD/ADRD that make it difficult 

and potentially unsafe to administer medications. Deprescribing is a patient-centered 

approach to reduce or stop medications that are no longer appropriate when considering time 

until benefit (i.e., the time from initiating treatment to when it begins to provide meaningful 

benefit), life expectancy, and goals of care.10 Optimizing medications through deprescribing 

is a pillar of goal-concordant care, defined as the alignment of treatment decisions with 

patients’ known goals and values, for people with serious or advanced illness, including 

AD/ADRD.

Imagine an 88-year-old patient with multiple chronic conditions with early-stage dementia 

who presents to clinic for a Medicare annual wellness visit. They have very few functional 

limitations, and after a discussion with the patient and their adult child, you agree on 

a set of treatment goals focused on preserving life expectancy. Over the next year, 

this patient has progressed to symptoms of moderate cognitive impairment, including 

difficulty remembering to take their medications, but continues to maintain their functional 

independence. At this stage, thinking in the long-term is less a priority and attention may 

be better spent focusing on preserving functional capacity so that they can continue to live 

as independently as possible. A year later, the patient’s cognition has significantly worsened 

to the point where they are no longer able to live alone, but still maintain much of their 

mobility. However, their adult child is very distressed by frequent outbursts, challenging 

behaviors, and difficulty swallowing medications. At what point in this patient’s trajectory is 

a lengthy medication list no longer tenable and at what point is deprescribing warranted?

To date, there has been little integration of medication preferences and deprescribing into 

research focused on evaluating goal concordant care for older adults living with AD/ADRD. 

Here, we highlight the need to address deprescribing as an integral component of care for 

older adults living with AD/ADRD as they progress to severe-stage disease and near end 

of life. We also highlight the need for future research to develop and validate measures 

of goal-concordant deprescribing to be used in intervention studies that aim to improve 

medication management for this population.

Deprescribing is Essential for Achieving Goal-Concordant Care in AD/

ADRD

Goal-concordant care is an important outcome for high-quality AD/ADRD care and serious 

illness care research, allowing patients to receive care that supports their goals(e.g., prolong 
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life, support function, improve comfort) and avoid treatments that do not (Figure 1).11 

For example, comfort-oriented orders (e.g., do-not-hospitalize, hospice referral) aim to 

reduce treatment use that would not improve comfort for people with serious illness.12 

Deprescribing provides an additional approach for improving comfort-focused care that has 

been under-studied.

Frameworks operationalize goal-concordant carevia patient-specific and population-specific 

measures, including12 assessment from previously completed advance care planning and 

family reports of patient goals matched against healthcare utilization (e.g., cardiopulmonary 

resuscitation (CPR), intubation, hospitalization, hospice) and location of death.12 

Deprescribing of medications whose risk-benefit profile is not consistent with goals of care 

at a particular stage of AD/ADRD is a logical additional component of utilization-based 

assessment of goal-concordant care. Of note, the progression of AD/ADRD from early to 

late-stage disease often coincides with a shift away from life-prolonging medications (e.g., 

statins) and those that help to maintain function (e.g., bisphosphonates) to those that focus 

on comfort only (e.g., analgesics and anxiolytics). Figure 1 illustrates this continuum and 

how evolving goals and priorities coincide with such shifts.

Challenges to Integrating Deprescribing into Goal-Concordant Care for AD/

ADRD

Clinicians may face difficulty when reconciling medication use with goals of care due 

to a lack of clear and consistent documentation of goals-of-care. As part of these 

discussions, preferences for specific medications are typically absent, so goals-of-care must 

be extrapolated to specific treatments. Although there are sometimes clear indications for 

deprescribing due to risks and lack of continued effectiveness, goals of care are particularly 

relevant when there are clear pros and cons of continuing treatment, when patient and 

caregiver preferences should play a prominent role. For example, studies demonstrate 

high rates of use of cholinesterase inhibitors in nursing home residents with severe AD/

ADRD13 and overly stringent diabetes management among nursing home residents at end 

of life,14 populations that tend to prioritize comfort.8,11 In the absence of standardized data 

elements to contextualize patients’ and caregivers’ specific preferences for medication use 

and potential reasons for discontinuation or continuation, many studies are limited in their 

ability to evaluate whether prescribing (and deprescribing) is appropriate and consistent with 

a patient or caregiver goals and preferences. Although there has been an increased interest 

in deprescribing research, there is currently no validated outcome measure for evaluating 

goal-concordant deprescribing, which limits researchers’ ability to contextualize findings 

from studies of medication discontinuation.

Although research could inform how and when to deprescribe, evidence on the benefits 

and potential harms of deprescribing is lacking. Randomized studies evaluating the benefits 

of medications seldom include older adults with AD/ADRD that impairs their ability to 

consent. Thus, there is a lack of empiric data to inform clinical decision-making regarding 

continued medication use in this population. Challenges in participant recruitment combined 

with ethical issues of consent in the presence of late-stage AD/ADRD and evaluation of 
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medication withdrawal are barriers to generating evidence. Additionally, AD/ADRD care 

suffers from fragmentation across multiple specialists (i.e., neurology, cardiology) and lack 

of specialists (e.g., geriatricians, palliative care) to assist with deprescribing.15,16

Emerging Opportunities to Integrate Deprescribing into Goal-Concordant 

Care for AD/ADRD

To address the above challenges, studies utilizing routinely collected clinical data (e.g., 

from electronic health records [EHRs], Minimum Data Set [MDS] for nursing homes) are 

uniquely poised to inform strategies to align prescribing with patient goals and preferences. 

However, a necessary first step is to evaluate the ability of these data sources to characterize 

goals of care and determine whether they can be aligned with specific drugs. Accurate 

measures that distinguish intentional deprescribing from nonadherence or discontinuation 

due to other reasons in detailed clinical data have yet to be developed. Similarly, limited 

research has explored characterization of medication preferences in routinely collected 

clinical data. One of the few standardized data elements being integrated into research 

datasets is the recent addition of the patient attitudes toward deprescribing (PATD) 

questionnaire in the 2016 wave of the NHATS data. However, the validity and feasibility 

of even this type of assessment for people living with AD/ADRD or their family caregivers 

requires further exploration.17

Challenges notwithstanding, opportunities remain to measure deprescribing in the context 

of goal-concordant care. Data technologies are improving to evaluate deprescribing patterns 

across providers, health systems, and nursing homes. The IMPACT Collaboratory, funded by 

the National Institute of Aging, is developing a data repository to consolidate nursing home 

EHR data for research purposes.18 Other common data models, such as PCORNET, may 

have similar utility for exploring such research questions.19 Natural language processing 

technologies are increasingly being applied to free-text EHR notes, including to discern 

goals of care.20 Leveraging the strengths of these advances, future research should seek 

to address gaps in knowledge regarding characterizing deprescribing as a measure of goal-

concordant care, including: 1) exploring the utility of data elements already available in 

routinely collected data sources; 2) exploring the utility of natural language processing 

techniques to characterize patient and caregiver goals and preferences; and 3) evaluating 

the feasibility of incorporating standardized assessments such as the PATD into routinely 

collected data.

An enhanced ability to compare deprescribing practices with documented goals of care 

would enable researchers and clinicians to evaluate the quality of medication use with 

greater certainty. This is particularly salient in situations where the use of seemingly 

low-value or inappropriate medications may be warranted based on patient or caregiver 

preferences, for example, the use of antipsychotic medications to manage refractory 

behavioral symptoms of AD/ADRD. The development of a measure for goal-concordant 

medication use would be instrumental for identifying deprescribing for interventional 

studies. Finally, measures for goal-concordant deprescribing that rely on existing data 

elements could be feasibly incorporated as benchmarks or quality indicators to evaluate 
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the impact of system-wide interventions or policies that seek to improve outcomes through 

deprescribing.

Conclusion

Deprescribing is a logical component of quality hospice and palliative AD/ADRD care, 

yet it is infrequently addressed in literature evaluating goal-concordant care. Research to 

improve the measurement of medication goals and preferences through advancements in 

data linkage and natural language processing presents a tremendous opportunity to advance 

the fields of research for deprescribing and hospice and palliative AD/ADRD care.
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Figure 1. 
Goal-Concordant Dementia Care Continuum and Treatments
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