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What is the 

Caregiver Core 

of the Palliative 

Care Research 

Cooperative 

Group?

PCRC website: https://palliativecareresearch.org/

PCRC Core page: https://palliativecareresearch.org/corescenters/caregiver-core



What does the PCRC Caregiver Core do?

Discuss 
opportunities to 

include 
caregivers in 
palliative care 

studies 
involving 
patients

Explore areas of 
science needed 

to advance 
understanding 
of caregiving in 
palliative care

Assist 
investigators in 
the selection of 

conceptual 
models, study 

designs, 
outcome 

variables and 
measurement 

tools for use in 
caregiver 
research

Discuss 
opportunities 

for inclusion of 
qualitative data 

in caregiver 
research



“You can’t 
improve what 

you can’t 
measure.”
-Michael 

Hyatt

“One accurate 
measurement is 

worth a thousand 
expert opinions.”

-Grace Murray 
Hopper

“Everything that 
can be counted 

does not 
necessarily count; 

everything that 
counts cannot 
necessarily be 

counted.”
-Albert Einstein



3. What instruments should I use? 

2. Does the instrument link my study’s  larger 

theoretical framework?

5. What are some good resources to find 

instruments?

1. What instrument(s) best operationalize 

concepts in my research question/aims? 

4. What carer demographics should I collect?

5 measurement considerations in 
family carer research  



What 

instrument 

best 

operationalizes 

concepts in my 

research 

question? 

Caregiver 
Focused 
Constructs

Patient 
Focused 
Constructs

Relationship 
Focused 
Constructs



Caregiver 
Focused 
Outcomes

Distress

Communication

Caregiver skills

Preparedness

Caregiver health 
utilization

Out of pocket costs

Primary care/wellness 

visits

Health and well-
being outcomes

Caregiver hospital 

days/ED visits

Quality of life

Mood 

(depression/anxiety)

Burden/strain

Physical health

Grief/bereavement

Decision-making

Knowledge (beware of 

Dunning-Kruger effect)

Nursing task (e.g., med 

administration, wound 

care)

Work time off

Paid help



Patient 
Focused 
Outcomes

Hospital/ICU days

Patient healthcare 
utilization

ED visits

End of life 
outcomes

QOL at EOL

Medical treatment 

intensity (last 30/last 7 

days)

Health and well-
being outcomes

Quality of life

Physical health

Mood 

(depression/anxiety)

Place of deathSymptoms

Mortality Symptoms at end of life

ACP behaviors/living 

will completion/DPOAH 

designation



Relationship 
Focused 
Outcomes

Patient-family-

provider quality of 

communication

Relationship strain

Caregiver-patient 
relationship

Marital satisfaction

Caregiver health 
utilization

Out of pocket costs

Primary care/wellness 

visits

Patient-family 
healthcare 
clinician 
relationships

Satisfaction with 

care

Intimacy
Use of community and 

other professional support 

services
Patient-family-

healthcare clinician 

concordance

Serious illness 

conversation



Does the instrument link to a 

construct within my study’s  larger 

theoretical framework?



What is a 
conceptual 
model or 
theory? 

“A theory presents 
a systematic way of 
understanding 
events or situations. 
It is a set of 
concepts, 
definitions, and 
propositions that 
explain or predict 
these events or 
situations by 
illustrating the 
relationships 
between variables.” 
(p. 4)
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Step 1:

Identify a theory or conceptual framework



PCRC Caregiver 
Core Resources for 
Theory/Conceptual 
Frameworks 
https://palliativecareresearch.org/cor
escenters/caregiver-core
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Step 2:

Link constructs in your theoretical model to instruments



MODEL 
EXEMPLAR:
The Pearlin 
Stress 
Process 
Model of 
Family 
Caregiving

Background and Context

Sociodemographics, history of care

Objective

Subjective

Resources

Primary Stressors Secondary Stressors

Intrapsychic 

Strains

Role Strains

Outcomes

Patient Well-

being

Caregiver 

WellbeingPatient ADL needs, 

treatment costs

Role overload, 

relationship strain, 

stress appraisal

Coping, resilience, 

social support 

Family conflict, job-

care conflict, financial 

strain

Self-esteem, loss of 

self, master

Pearlin, et al., 1990
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Inventory of ADL/IADL 
Assistance

Montgomery-Borgatta
Caregiver Burden Scale

Financial distress scale

PROMIS Global Health 10



What instruments should I use? 



What 
instruments 
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General 
considerations:

What has been 
documented in 
systematic 
reviews?

What have similar 
studies used?

Unless you’re a 
psychometrician, 
don’t develop a 
new instrument
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What 
instruments 
should I use? 

General 
considerations:

Identify instruments 
that are valid and 
reliable

Validity: how well 
specific instruments 
measure what they are 
intended to measure 

Reliability: 
extent to which a 
measure yields 
the same results 
on repeated trials 



What demographics on carers

should I collect?



What demographics 
on carers should I 
collect?

Age

Gender

Race/Ethnicity

Care recipient 
relationship (This 
person is my…)

Religious preference

Education

Employment status

Relationship status

Care recipient dwelling status

Household status (Who 
lives with you? Who lives 
with care recipient?)

Caregiver socioeconomic 
status

Month/year started 
caregiving

Days/week providing 
support

Hours/day providing support

Medical insurance status



What are some good resources to find 

instruments?



Instrument 
libraries and 
databases

PCRC Caregiver Core Instrument libraryNational Alliance for Caregiving 
Assessment Measures

GEM: Grid-
Enabled 
Measures 
Database

PCRC Measurement Core Instrument library:



Instrument 
libraries and 
databases

PhenX Toolkit

PROMIS® 

MIDSS: 
Measurement 
Instrument 
Database for 
the Social 
Sciences



In summary: 

3. Choose validated and reliable instruments that have ideally been used 

by others in the area

2. Identify a theoretical framework containing both the concept you desire 

to measure and other concepts of interest named in your research aims

5. Utilize established instrument databases and expert guidance to help 

find optimal instruments

1. Choose instruments that operationalize specific carer constructs in your 

research aims

4. Collect carer demographic information that allows you to make 

comparisons to other work 



Thank you! 

J. Nicholas Dionne-Odom, PhD, RN, ACHPN, FAAN
Associate Chair, PCRC Caregiver Core

Email: dionneod@uab.edu
Twitter: @N_DionneOdomPhD

mailto:dionneod@uab.edu

