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G r O u p ? Contact Betty Ferrell for a core consultation. b e

Roles and Responsibilities of the Caregiver Core:

ANNOUNCEMENTS
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Funding Oppx

NIH Commeon Fund Fund

NIH EXTRAMURAL NEXUS

;s o : X . g o . . An Updated Look at Applications Submitted During the
» Discuss opportunities to include caregivers in palliative care studies involving patients. Pa c

« Explore areas of science needed to advance understanding of caregiving in palliative care. ) v
udy in Review Integrity — The Professiona

Grant

* Assist investigators in the selection of conceptual models, study designs, outcome variables and

meastirement tools for 1ise in careaiver research

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

Discuss
opportunities
for inclusion of
gualitative data
In caregiver
research

Assist
Investigators in
the selection of

conceptual
models, study
designs,
outcome
variables and
measurement
tools for use in
caregiver
research
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5 measurement considerations In
family carer research

1. What instrument(s) best operationalize
concepts in my research guestion/aims?

2. Does the instrument link my study’s larger
theoretical framework?

3. What instruments should | use?

4. What carer demographics should | collect?

5. What are some good resources to find
Instruments?



What
Instrument
best
operationalizes
concepts in my
research
guestion?

Caregiver
Focused
cConstructs

Patient
Focused
cConstructs

Relationship
Focused
Constructs



Health and well- Caregiver health

being outcomes Caregiver skills utilization
Quiality of life Communication Out of pocket costs
) Distress Preparedness Primary care/wellness

Caregiver 2L — | visit
FO cus ed DECISIIRIEXIng Caregiver hospital

?glgg?ession/anxiety) Knowledge (beware of days/ED visits
Outcomes PunDy Sl STEE) Worktime of

Physical health Nursing task (e.g., med

administration, wound Paid help

Grief/bereavement care)



Health and well- Patient healthcare End of life

being outcomes utilization outcomes
Quality of life Hospital/ICU days QOLat EOL
] Physical health - Medical treatment

P at 1en t ED visits intensity (last 30/last 7

Mood . o days)
Focused (depression/anxiety) ACP behaviors/living

Symptoms will completion/DPOAH Place of death
Outcomes designation

Mortality Symptoms at end of life



Relationship

Focused

Outcomes

Patient-family
healthcare
clinician
relationships

Patient-family-
provider quality of
communication

Satisfaction with
care
Patient-family-

healthcare clinician
concordance

Caregiver-patient
relationship

Relationship strain
Marital satisfaction

Intimacy

Serious illness
conversation

Caregiver health
utilization

Out of pocket costs

Primary care/wellness
visits

Use of community and
other professional support
services



Does the instrument link to a
construct within my study’s larger
theoretical framework?



What is a
conceptual
model or
theory?
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Theory

A Guide For Health Promotion Practice

“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)



“A theory presents
a systematic way of
understanding
events or situations.

National Cancer Institute

What is a It is a set of
concepts,
Conceptual St 1 definitions, and
model or ep 1. propositions that
theory? a th or conceptual framework

A Guide For Health Prdmotion Practice th ese events or

situations by
Illustrating the
relationships
between variables.”

(p. 4)
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About

Caregiver Core

ANNOUNCEMENTS

Core Leadership:

Case Western Reserve University's Distance Caregiver Study website

Latino Family Caregiving at End of Life video: A video-soap opera, telenovela entitled Cuidadores

le in English or Spanish

como yo/Caregivers Like Me for the education of family caregivers. Availab

¢ Cruz-Oliver DL, Fernandez ™, Parikh M, Malmstrom TE, Gonzalez I, Sanchez-Railly 5. Education Intervention "Carasprers Like

Me" for Latme Famaly Caresivers Improved Attiudes Toward Profassionzl Assistance at End-of-life Care. Amenican Journal of

Hospice and Palliative Medicine. 2015 hay 27, pui- 10499091155384313. [Epub ahead of print]

& Cruz- Oliver DAL Elliz K. Sanchez-Railey 5. Caregivers Like Ma: An Education Intervention for Family Caregrvers of Latine
Elders at End-of-Life. MedEAPORTAL Publications. 2016;12:10448. http-'dx.dot orz/10.13766/ mey 2374-3365 104458

¢ Cruz-Olrver DL, Parhk A, Wallace C. What did Latino Fanuly Caregrvers expect and leam from Education Interrenfion
“Caragrvers Like MMe™ Am J Hozp Palliat Cara. 2017 Jan 1 104590211770%550.

¢ Cruz-Olrver DL, Malmstrom TE, Reegner M, Gwen Y. Evaluzstion of a videc-based zemunar to raise healtheare professionals’

awareness of culturally sensitive end-of-life (EOL) care. J Pam Svmptom Manage. 2017 Tul 14,

PCRC Caregiver
Core Resources for
Theory/Conceptual
Frameworks

https://palliativecareresearch.org/cor
escenters/caregiver-core



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

Primary Stressors

Objective

Patient ADL needs,
treatment costs

Subjective
Role overload,
relationship strain,
stress appraisal

Secondary Stressors

Role Strains

Family conflict, job-
care conflict, financial
strain

Intrapsychic
Strains

Self-esteem, loss of
self, master

Resources

Coping, resilience,

social support

Outcomes
Caregiver

Wellbeing

Patient Well-
being

Pearlin, et al., 1990



Inventory of ADL/IADL
Financial distress scale

Assistance

MODEL
EX E M P L A R p— Family conflict, job- Caregiver

FEUERL /DL RS, care conflict, financial We”being

Th e Pearl I n treatment costs Sirain

StreSS Subjective Intrapsychic _
Patient Well-

Strai
Process e being

stress appraisal Self-esteem, loss of

M O d .el Of self, master
Family E
Caregliving Resources

Coping, resilience,
social support

Role Strains

Montgomery-Borgatta PROMIS Global Health 10

Caregiver Burden Scale

Pearlin, et al., 1990






CA CANCER ) CLIN 2017;00:00-00

A Review of Family Caregiving Intervention Trials in
Oncology

Betty Ferrell, RN, PhD, MA, FAAN, FPCN, CHPN ({'; Elaine Wittenberg, PhD?

'Director, Division of Nursing Research

and Education, City of Hope National Abstract: This article contains a review of literature published from 2010 to 2016 on
Medical Center, Duarte, CA; *Associate family caregiving in oncology. An analysis of 810 citations resulted in 50 randomized
G e n e r al Professor, Division of Nursing Research trials. These trials describe the need to prepare family caregivers for the complex role
| ] and Ediiratinn Citu Af Hana Natinnal . N . N .

] . - lity of life
W h a t considerations: o 10074117 9557 £ @ sk
_ B What has been

I n St r U m e n tS documented In Family caregiving for persons with heart failure at the intersection

Systematic of heart failure and palliative care: a state-of-the-science review

7 : Department of Veterans Affairs . has " sis O
S h ( ’ u I ( I I u S e 4 reviews? J. Nicholas Dion ne-Odom - Stephanie A. Hooker - David Bekelman® [t A

Gwen MeGhan® - Lisa Kitko* - Anna Strimberg” - Rachel Welk" + M
. . Foelra Gok Metin - Gisella Mancarella® « Salpy V. Pambouldan” -
. What have S|m|lar Lorraine Evangelista” - Harleah G. Buck ™ - Marie A. Bakitas" - On |y UERI
- IMPACT-HF National Workgroup -
studies used?

Effectiveness of Family and Caregiver
Interventions on Patient Outcomes

. U nleSS you ’ re a lE'J'nlkLﬁedmlim 4 Fehmary 2017

o~ Sprnger Scincer Businews Media New Yosk 2017 among Adults with Cancer or
pSyChometr|C|an, Absiract Many of the 23 million individuak with heart fail-  port orig Memory-ReIated Disorders:
ure {HF) worldwide receive daily, unpaid support from a fam-  csed on

A Systematic Review

don,t develop a ily member or friend Alhough HF and pallistive care practice  HF with
new instrument Apil 2013

Prepared for: Investigators:
Department of Veterans Affairs Principal Investigator:
Veterans Health Administration Joan M. Griffin, Ph.D.
Quality Enhancement Research Initiative
Health Services Research & Development Service Co-Investigator:
Washington, DC 20420 Laura Meis, Ph.D.

Prepared by:

Evidence-based Synthesis Program (ESP) Center Research Assodiates:

Minneapolis VA Medical Center Maureen Carlyle, MPH.

Minneapolis, MN Nancy Greer, Ph.D.

Timothy J. Wilt, M.D, M.PH,, Director Agnes Jensen, B.S.
Roderick MacDonald, M.S.
Indulis Rutks, BS.

Defining
Em& EXCELLENCE

RE | in the 21st Century
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Understanding the error of our ways: Mapping the
General concepts of vafidity and reliability
considerations: Nurs Outlook 2006:54:23-29.

Pafricia A. Higgins, RN, PhD 0029-6554/06/$—see front matter

|dent|fy Instruments Andirew J. Straub, ANP, GNP Copyright © 2006 Mosby, Inc. All rights reserved.
doi:10.1016/j.outlook.2004.12.004

—
that are valid and o .
W at Clinicians increasingly desire evidence upon which to straightforward than others; for example, the timeliness,

rellable base their practice decisions. One of the difficulties in research setting. cultural relevance, and/or types of
their decision-making, however, is answering the fun- subjects involved. On the other hand, evaluating the

damental question, “How do | evaluate the relevance

i n St r u m e n tS and applicability of the findings?” There are a humber methodology (design and instruments) that produced
o _[|@ . ) . ’ : . those findings may not be as easily accessible, in part
Val | d Ity . hOW We” :L;?\ﬁt;)r:eg‘;grl:ecirlnexﬁ: dqer;e?rz?r:l;qlt#}enuggfjglnfgs because of the complexity of the terms and relation-
S h ou | d | us e’) specific instruments
n

measure what they are

intended to measure  eyiarnal validity, Generalizability,

and Knowledge Utilization

Linda Ferguson

Reliability:
extent to which a
m e aS u re yi e I d S Purpose: To examine the concepts of external validity and generalizability, and explore strate-

gies to strengthen generalizability of research findings, because of increasing demands for

th e Sam e resu ItS knowledge utilization in an evidence-based practice environment.

Framework: The concepts of external validity and generalizability are examined, considering
On re peated trials theoretical aspects of exrerrmi' validity and mf:ﬂfrﬁng a’e'nmnds for internal uah'dit-y 'fn
research designs. Methodological approaches for controlling threats to external validity
and strategies to enhance external validity and generalizability of findings are discussed.
Conclusions: Generalizability of findings is not assured even if internal validity of a research
study is addressed effectively through design. Strict controls to ensure internal validity can
compromise generalizability. Researchers can and should use a variety of strategies to ad-
dress issues of external validity and enhance generalizability of findings. Enbanced external
validity and assessment of generalizability of findings can facilitate more appropriate use
of research findings.

JournaL oF NursinG ScHoLARsHIP, 2004; 36:1, 16-22. ©2004 Sicma THETA Tau INTERNATIONAL.



What demographics on carers
should | collect?



What demographics
on carers should |
collect?

RESEARCH REPORT MAY 2020

Caregiving
in the U.S.

Age
Gender

Race/Ethnicity

Care recipient
relationship (This
person is my...)

Education
Employment status

Relationship status

Religious preference

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

Care recipient dwelling status



What are some good resources to find
Instruments?



National Alliance for Caregiving PCRC Caregiver Core Instrument library
Assessment Measures

Related Organizations:
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» International Palliative Care Family-Carer Resear:

Caregiver Instruments:

I Selected Caregiver Assessment Measures:
A Resource Inventory for Practitioners
2nd Edition

Instrument
libraries and F&BA

FAMILY CAREGIVER ALLIANCE Sample Proposals:

databases 8 i

The Margaret Blenkner Research Institute

tory for Practitioners

t resources can be accessed on the PCRC Measurement Core page by clicking

PCRC Measurement Core Instrument library:

Measurement Core
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» How to implement Patient Reported Outcomes (PROs) in your research studie
Tan St O ] Antor
s Useful references and resources when designing studies and conducting research that includes
Check out the Team Scien: PROs
t My Subscriptions
A O Evidenre Revie Accocc ment Taolc for B Fim Care
: Rol s AHRQ Evidence Review: Assessment Tools for Palliative Care

& of GEM. NCTs Carly Pe




PROMIS®

HealthMeasures
TRAL RMING HOW HEALTN ® SEARCH & EXPLORE IMPLEMENT
VIEW MEASURES MEASUREMENT SYSTEMS HEALTHMEASURES CENTER

8 —

Instrument
libraries and
databases

M I D S s In assoclation with:
Measurement Instrument Database

for the Social Sciences

|
[or
5"

W

mép h en X Toolkit ‘ [# Register ‘ ) Log in ‘ & Link Your Study £ My Toolkit

HOME ABOUT H CONTACT US

M I D S S . WELCOME TO THE MIDSS HOMEPAGE
. LATEST INSTRUMENTS

Welcome to the Measurement Instrument Database for the Social Sciences (MIDSS).
The site is designed 1o be a repository for instruments that are used to collect data from

M e aS I l r e I I I e n t across the social sciences. Please use the site 1o discover instruments you can use in
you own research [...Read More]

Home Protocols > Search ~ Resources™ News~ Help~ About ¥ CitePhenX Contact ¥ B

Search:  Se:

ols in the Toolkit using keywords (e.g. diabetes) or PhenX ID (e,

Variable Compare Tool, click here.

® o How can the PhenX » .
I n St r u m e n t (@) WatCACE Litelong Leaming Toolkit help me? Research Domains

Measure » Find recommended protocols and
add them to "My Toolkit"

- Become a Toolkit Registered User to

access additional features
@ The negative and positive affect

« Share "My Toolkit" selections with )
t h e S OCI al e scale (NAPAS) B , Browse Protocols Tree

UPLOAD NEW @ Fragiiy of Happiness Scale « Use the "Link Your Study" feature to

.
identify other studies using PhenX
Please consider submitting any protocols
instruments that you have developed. It
is relatively painiess and will only take a

few minutes EDITOR'S SELECTION

UPLOAD

@) £gan ana Carr 8oy Cenirea

Countertransference Scale




In summary:

1. Choose instruments that operationalize specific carer constructs in your
research aims

2. ldentify a theoretical framework containing both the concept you desire
to measure and other concepts of interest named In your research aims

3. Choose validated and reliable instruments that have ideally been used
by others in the area

4. Collect carer demographic information that allows you to make
comparisons to other work

5. Utilize established instrument databases and expert guidance to help
find optimal instruments



Thank you!

J. Nicholas Dionne-Odom, PhD, RN, ACHPN, FAAN
Associate Chair, PCRC Caregiver Core
Email: dionneod@uab.edu
Twitter: @N_DionneOdomPhD
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