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PAIR CENTER

Director: Dr. Scott Halpern MD, PhD

Mission:

We generate high-quality evidence to advance
healthcare policies and practices with the goals of
improving the lives of all people affected by serious
illness and removing the barriers to health equity that
seriously ill patients commonly face.




. BACKGROUND




* Interview Persons living with Dementia
(PWD) and their family Caregivers to
understand how Aging in Place (AIP)
aligns with values and decision making

* "Aging in place" refers to the concept
I = M EAS U RE D of PWD living in a residence as they

STU DY age, rather than other care facilities.

* Main focus is to to highlight family &
PWD’s voices as it relates to patient
outcomes
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Semi-Structured Interviews Discrete Choice Experiment Structured Interviews
* Potential definitions * Quantify utilities of * Member checking
°‘ Identify key attributes measurement attributes * Time horizons

1
CONTENT VALIDITY, DOMAIN IDENTIFICATION, AND REFINEMENT




Aim 1 - Explore stakeholders’ priorities for living with dementia
and factors influencing decisions around care setting

70 Patient/Care Partner
Dyads Screened

25 Clinicians
Screened

« Semi-structured interviews: 36 Care Partners 14 Patients
e Patients Interviewed Interviewed

24 Clinicians
Interviewed
*Care Partners
*Clinicians Analytic Methods:
* Qualitative content analysis and constant comparison techniques
* Emergence of themes and codebook development
 |dentification of attributes for DCE




Tradeoff
between
Caregiver
Burden and

Guilt

*| feel so badly for her, like this is just terrible and | wish |
could bring her home, | wish she could live with me, but
that’s really not realistic. And, you know, it just a
never-ending cycle.

- Caregiver of patient with moderate dementia

*Not being a burden...| don’t require a lot of attention
during the day, and as long as it remains
non-burdensome, that’s great.

- Patient with mild dementia



Good Day Bad Day
- Safe environment - Unsafe environment
- Socialization with others - Little or no interaction with others
- Engaged in appropriate activities - Little or no engagement in mental or
- Management of neuropsychiatric physical activities
distress - Unmanaged neuropsychiatric distress

Considerations for Constructing
a Survival-Residence Composite

Definitely Home Outcome Measure for Studies P LEiLTEALB GG

- Personal private of Dementia - Hospital
residence - Emergency

- Family residence Depends on Individual and department

- Continuing care Quality of Days - Rehabilitation
residential - Assisted living facility facility
community or - Memory center - Skilled nursing
senior community facility

Long-term nursing home

Type of Residence




* Discrete Choice Experiment:

1.

O

e Patients

e Care Partners

Quantify utilities for

attributes from Aim 1

Looking Ahead... Aim 2 — Quantify stakeholders’ utilities for

attributes of a survival-residence composite outcome measure

Figure 4. Sample discrete choice experiment task
Which of the two days described below would you prefer?

Day1 Day 2
Care setting Home Long-term Nursing
Facility

Physical function

Slight problems with
physical activities

Slight problems with
physical activities

Cognitive function Moderate memory Severe memory
impairment impairment
Symptom Control (pain, Some uncontrolled No uncontrolled
shortness of breath) symptoms symptoms
Care Support Informal (family) Professional
caregivers caregivers
Please select one:
Day1 Day 2




DCE Table

With Treatment A

With Treatment B

Brain function: /_j Memory @
Measured by your i S Language
score on a test Thmklng

Your loved one’s test scores get
worse more slowly.

There’s no change in how fast your
loved one’s test scores get worse.

\'\ 4

$
Distressin, L
sVmp‘tomsglike- % Agitation p .#Combativeness

Your loved one has less days with
agitation and combativeness.

There’s no change in the number
of days your loved one has
agitation and combativeness.

Taking a
Bath

@ XEN
Physical Function: Your Getting €,
ability to do daily tasks A Dressed

Your loved one can do daily tasks by
themself for longer.

There’s no change in how long
your loved one can do daily tasks
by themself.

Home Time: Days
v EE ) 4
e— )

spent outside a care
[ ]

Your loved one can live at home
longer.

There’s no change in how long
your loved one can live at home.

Family Caregiver Stress:
Impact on family due to
the act or cost of
caregiving

facility
Physi?al & ° Financial

A Emotional Stress
Stress .

Your family feels less caregiving
stress.

There’sno change in the
caregiving stress your family feels.

Socialization & Engagement: Games Phvsical
Time spent with others or q’ P with AC‘{.SI.Cta
involved in activities H A Others ity

Your loved one can spend more time
socializing with others and doing
activities.

There’s no change in how much
time your loved one spends
socializing with others and doing
activities.




Factors influencing choice
and ability to “age in place”

S u m m a ry Attributes for quality of
days
of Results :

Numerous factors influence

the AIP




* Maintaining patient-centered, accessible language for participants
with a range of cognitive impairments

* Achieving economic and education level diversity within our study
sample




Future Goals

Finish completing DCE tables

DCE piloting with patients and care partners

Structured interviews in AIM 3

Create change in current & future policy




My Role

* Calculate cognitive function scores in excel

* Working through DCE: AIMS 2(piloting)
* Redcap



Lessons Learned

Dry lab

The ebbs and flows of research

Research/medicine

Excel, Recap & Word proficiency
* Qualitative methods
e Shadowing

* Networking
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