Evidence-Based Programs for Caregivers:
Vision and Strategy of RCI and the National
Quality Caregiving Network
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A Working Definition

e Evidence-based Programs (EBPS)...
- have undergone scientific evaluation,

- have demonstrated their ability to achieve
outcomes of importance to family
caregivers,

- and have been thoroughly described,
Including the intervention, in a peer-
reviewed scientific journal



Why Implement EBPs?

 Accountability: Management
accountability Is the expectation that
managers are responsible for the
guality and timeliness of program
performance, increasing productivity,
controlling costs and mitigating
adverse aspects of agency

operations...
« US Office of Management and Budget




Why Implement EBPs?

o Stewardship : Stewardship is defined as
the careful and responsible management
of scarce resources entrusted to one’s
care, especially money, time, and talents.

e Political Mandate : A national imperative
to implement EBPs exists in that more and
more funders, legislators, and regulatory
agencies require or endorse their use.




Why Implement EBPs?

e Quality of Care : Patients and their *
families deserve access to the most

effective, proven programs available.

e |OM Definition of Quality:

“The degree to which health services for individuals
and populations increase the likelihood of desired
health outcomes and are consistent with current
professional knowledge.”



Two Examples

 NYUCI: Mittelman
« REACH II: multiple investigators



The NYU intervention

* 406 Spouse caregivers randomly assigned to
usual care or an intensive intervention

e Within 6 months
— One individual counseling session
— 4 family sessions
— A second individual counseling session

* During entire course of illness
— Continuous participation in support group

— Ad hoc counseling by phone for caregiver or
any family member without limit



Findings from NYU Study

 Intervention led to significant
Improvement in depressive symptoms
at one year follow-up

o Greater satisfaction with support from
family network (and more support)

o Caregiver intervention substantially
delayed nursing home placement (18
months on average).

Mittelman, M.S., Ferris, S.H., Shulman, E., Stengh&., Ambinder, A., Mackell, J., & Cohen, J.
(1995). A comprehensive support program: Effectiepression in spouse-caregivers of AD patients.
The Gerontoloqist, 3%,92-802.

Mittelman, M.S., Ferris, S.H., Shulman, E., Stengh&., & Levin, B. (1996). A family intervention
to delay nursing home placement of patients with&lmer disease: A randomized controlled trial.
Journal of the American Medical Association, 2¥625-1731.
















Resources for Enhancing Alzheimer's
Caregivers Health: REACH I

Multi-component 6 month, randomized
clinical trial, 6/02 to 12/04

Funded by NIA and NINR, additional
support from VA

Five sites and Coordinating Center
 Recruited 642 caregiver dyads
— African Americans/Blacks

— Hispanics/Latinos
— Caucasians/Whites



REACH Il Intervention

 Twelve individual sessions over six months in
home and via telephone

* Five telephone support group sessions
* Intervention addressed:
— Education
— Safety
— Emotional well being
— Self-care
— Social support
— Patient problem behaviors/caregiver skills



OUTCOMES

Primary outcome - multivariate quality
of life

— Depressive symptoms

— Burden

— Self-care

— Social support

— Patient problem behaviors/caregiver skills

Secondary outcomes

— Caregiver clinical depression
— Patient institutional placement
— Vigilance



FINDINGS

 Improvement in quality of life for
Intervention, compared to control:
— Hispanic/Latino caregivers (p < .001)

— White/Caucasian caregivers (p =
.037)

— Black/African American spouse
caregivers (p = .003)
* Lower prevalence of clinical
depression (p = .001) for
Intervention caregivers




Intervention

Control

Change in Hours Over 6 Months

/



“If these Interventions were

drugs, it is hard to believe they
would not be on the fast track to
approval.”

Lenfant C. NEJM, 2003;349(9):868-874
Covinsky & Johnston, Ann Int Med, 2006, 145, 70-78 1



A Public Health Approach to
Serving Caregivers

1. Focuses on the health of the population; tracks
trends in population health through surveillance

2. Recognizes caregiving as a complex life event
that has negative health consequences for some
without intervention

3. ldentifies populations at elevated risk based on
research

4. Targets interventions and resources to address
different levels of risk

5. Focuses on prevention



http://www.sprc.org/library/phasp.pdf



A Public Health Approach to
Serving Caregivers

Indicated Carggivers with Symptoms
Selective Crgegivers w/ Particular Risk Factors

Universal | All Caregivers

Universal All Caregivers
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Indicated

Selective

Universal

Universal

A Public Health Approach to
Serving Caregivers: Example

Extended or Enhanced
W Selective?
p S o
Powerful Tools COPE

Assessment and Case Management
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*Qur focus now is on the “Selective” tier of interve ntions.

*These programs are more intensive, more tailored an  d of longer
duration than curriculum-based programs, and are i kely to be
more effective with caregivers at greatest risk.

*They are also likely to be more expensive and chall  enging to
implement . RCI/ J&J

. —————.-  FocCUs

Powerful Tools Savvy Caregiver COPE

Assessment and Case Management
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Two Gaps to Bridge In EBP
Implementation:

e Science to service gap : scientifically
proven effective practices are not
widely used in the community,

« Efficacy to Effectiveness gap or...
“Fidelity Gap”. positive outcomes
achieved by research may not be
replicated in field.

 Both effective interventions AND
successful implementation are
necessary for positive outcomes.



Science- Service Gap

* Interventions with known efficacy have not
been widely translated/integrated into:

— Aging network of services
— National Family Caregiver Programs

— Existing health services (e.g., home
care, hospital discharge planning)

— Payment systems (Medicaid, HMO,
Insurance, etc. )

 Family caregivers continue to be
underserved and do not receive proven
Interventions; this is a quality of care

ISsue .




Why are EBP’s for Caregivers
Not Being Implemented?

Lack of knowledge/ awareness both
generally and of specific programs

Lack of Funding/ Third party reimbursement
Cost — to providers, system, patients
Competing Demands

Infrastructure and support for
Implementation is not available

Perceived and real difficulty of
Implementation



Efficacy to Effectiveness: “The Fidelity Gap”

Standard Approaches to Program Startup and
Implementation DO NOT WORK

Research: Well-documented experimental evidence for
what implementation strategies do NOT work

— “Dissemination of information” about proven programs
as a stand-alone strategy

— Training alone, no matter how well done

Take Away: Providing guidelines and
educational materials and conducting
conventional training sessions are not
sufficient to achieve substantial or lasting
Implementation of evidence-based practices



Implementation

Excellent evidence for what
does not work

B m

B m

D

D

ementation

ementation

oy edict __does not work

oy “ following the

money ” does not work

B Implementation without changing
supporting roles and functions does not

work

Paul Nutt (2002). Why Decisions Fail



Why? Implementation Challenges

Implementation of evidence-based programs:

1. Existing EBPs must be adapted to work in
settings that differ in some fundamental ways
from the ones in which they were developed

and tested.

2. Is a process that occurs over several years
and requires the adopting system to establish
an EBP Infrastructure designed to prevent
“drift” and assure fidelity.

3. Requires Organizational and Systems change
and development




Implementation Challenge ONE

Implementation of evidence-based programs:

Existing EBPs must be adapted _to
work within settings that differ in
some fundamental ways from the

ones in which they were developed
and tested.




ranslation...

Questions arise

How Much “change” is Allowable?

How much change is Necessary?

Change the Intervention... OR Change the
system?

Who Decides? And How?

How do we adapt AND maintain the “core” of
an intervention... those characteristics that
make it work in the first place?

What are the limits of “disaggregation”?

When do changes become so significant that
an intervention must now be considered a
brand new program?




ranslation Best Practices...

e |s collaborative

e Has the aim of replicating the essential
Ingredients (and outcomes) of an
Intervention.

* |Involves active dialogue, problem
solving and cooperation between
developer/ researcher and practice
setting.



Implementation Challenge TWO

Implementation of evidence-based programs:

Is a process that occurs over
several years and requires the
adopting system to establish an
EBP Infrastructure designed to
prevent “drift” and assure fidelity.




Stages of Implementation

Implementation occurs in stages:

Exploration

Installation 52
Initial Implementation Years
Full Implementation

Innovation

Sustainability

Fixsen, Naoom, Blase, Friedman, & Wallace, 2005



Definition of Fidelity

« Fidelity is adherence to the key elements
of an evidence based practice, as
described in the controlled experimental
design, and that are shown to be critical to
achieving the positive results found in a

controlled trial. (American Academy of MH
Administration)

« SO THAT it is more likely that comparable
outcomes will be consistently achieved



Fidelity Matters

Fixen and Colleagues at NIRN and
many others have found higher fidelity
IS correlated with better outcomes
across a wide range of programs and
practices

— Adult Mental Health — ACT, IPS, IDDT
— Medicine — DOTS, Texas Algorithm, OMAP

— Children’s Services — FFT, MST, Wraparound,
TFM

— Education — HiPlaces, SWPBS, STEP
— School-Based MH Prevention Programs - PATHS



How Do We Assure Fidelity and
Prevent “Drift”?

* Requires creation of an
organizational Infrastructure to
oversee:

— Staffing

— Training/Coaching

— Systems Interventions
— Program evaluation

— Administrative support



Implementation Drivers: from NIRN
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Staff and Practitioner Drivers
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Organizational Drivers
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Staff and Practitioner Drivers
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Why So Much Focus on
Practitioners’ Behavior?

 In human services, the Practitioner Is
The Intervention.

e Wide ranging inputs (individuals with
diverse histories, levels and types of
training, and experience)

 Behavior Change and Adoption of the
Required Behaviors are NOT
guaranteed!



Staff and Practitioner Drivers
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Recruitment and Selection

Purposes:

e Select for the “unteachables”
e Screen for pre-requisites

e Set expectations

 Allow for mutual selection

 Improve likelihood that training,
coaching and supervision will
result in implementation



Recruitment and Selection

Implementation Best Practices:

 Job descriptions are clear about accountability
and expectations: (e.g. must achieve
certification within x period of time; must deliver
the intervention with fidelity)

 Pre-Requisites are related to “new practices”
and expectations (e.g. ability to coach vs.
“manage” caregiver; ability to stick to a script)



Recruitment and Selection

Implementation Best Practices:
 Interview Process involves interaction and role
play:
— Behavioral vignettes and Role Playing
— Assessment of “natural inclinations”
— Assessment of ability to accept feedback

— Assessment of ability to change own
behavior



Implementation Drivers
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OUTCOMES

% of Participants who Demonstrate Knowledge,
Demonstrate New Skills in a Training Setting,

and Use new Skills in the Classroom

TRAINING Knowledge Skill Use in the
COMPONENTS Demonstration Classroom
Theory and 10% 5% 0%
Discussion
..+Demonstration 0 0 0
in Training 30% 20% 0%
...+ Practice & 0 0 0
Feedback in 60% 60% 5%
Training
...+ Coaching in 0594 0594 0594
Classroom

Joyce and Showers, 2002




Supervision and Coaching

Implementation Best Practices:

Design a Supervision Service Delivery Plan

Develop accountability structures for Supervision —
Supervise the Supervisor

— Regular satisfaction feedback from employees and
volunteers

— Regular review of adherence to Supervision Service
Delivery Plan

Require supervisors to conduct in-the-field
observations, or review audio tape sessions

Have Supervisors Certified!




Organizational Drivers
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Decision Support Data Systems

Focus On:

1. Program fidelity

2. Process

3. Intermediate Outcomes




Data Systems

Fidelity Data:

— Fidelity Checklists - self report,
observation or supervisory

— Focus : Adherence to intervention
structure, # in-home visits, amt of face
to face time, topics covered, schedules
adhered to, sequence of actions, etc.

— In addition to self report checklists,
Important to review audio/ video tapes
and conduct in-the- field observations.



Data Systems

Process Data:
— How Is the program operating?

— Create and monitor a program “Dashboard” of
program indicators that is regularly updated. For
example:

e Source and numbers of referrals,
 time to enrollment,

e caseloads,

 number of sessions completed,
number of drop outs,

e etc



Data Systems

Intermediate OQutcomes:

May have little intermediate client outcome
data to begin, so consider using intake and
participation data until you do.

For example, look carefully at outreach,
enrollment & drop out data compared to RE-
AIM original assumptions.

Are you seeing the enrollment demographics
you predicted? (by age, race, scores on
Intake instruments, etc.)

Are you delivering the correct intervention
dose?




Data Systems

 Measure Fidelity AND Measure
Outcomes BECAUSE you need to

know:

— Are we having an implementation
problem?

o Low fidelity & Poor outcome =
Implementation problem.

— Are we having an effectiveness problem?

 High fidelity & Poor outcome =
effectiveness problem.



Organizational Drivers
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Implementation Best Practices

* An Implementation Team Is formed and
functional

a) represents key staff / decision makers at
multiple “levels” of the organization/ system

b) Meetings are regular,
C) purposeful,

d) and organized around the Total Quality
Management process (Plan, Do, Study, Act)

* Installs and uses organizational feedback loops
to make changes in Implementation Drivers



Implementation TEAMS, cont.

Analyzes and revises policies and procedures to
support the new way of work

Solicits feedback is solicited from staff, partners
and clients

Takes steps to reduce internal administrative
barriers

Makes or recommends program changes as
needed



Organizational Drivers
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Systems Intervention

Purposes:

ldentify Environmental Barriers and
facilitators for the new way of work

Create a “hospitable” environment for the
new way of work

Assuring community and stakeholder

buy -in
Contribute to cumulative learning in multi-site
projects.



Systems Interventions, examples

— Cultivating Leadership & Champions
— Educating the Public
— Persuading “gatekeepers”

— Establishing an Implementation Task
Force or Steering Committee

— Allocating Resources (time, money and
people)

— Aligning organizations

— Securing commitment of ongoing
support



Implementation Challenge THREE

Implementation of evidence-based programs:

Requires Organizational and
Systems change at multiple
levels



Systems Change Required to
Support EBPs

Change at one level will be undermined
or nullified by resistance to change or
failure to change at other levels.

*Experience suggests that managing and
coordinating multilevel change is
facilitated by a third party

«“Organizational Alignment” requires
continuous, real-time communication up
and down the different levels with
capacity for rapid change possible




Coordinated change is required at all
levels

Simultaneous, Multi-Level Change:

<«» * Federal and State Context

<« ° Local and System of Care
Context

<« * Organizational Context

— Management (leadership,
policy)  Administration (HR,
Structure) Supervision
(nature, content

<«» °* Practitioner level

Purveyor Group




Coordinated change is required at all
levels

Example: Implementing Universal
Caregiver Assessment

 Need reliable funding stream

 Need state/ Federal level policy to
support

* Integrate into Local System of Care
Context (partners)

* Integrate into Agency Operations

* Need to establish organizational policy,
protocol, establish data systems, etc.

« Train practitioners in new technology



AAA Best Practice Example



Organizational Adoption
and Implementation of
Evidence-Based Programs

The Central Texas
Experience



That Will Never Fly”

Sue Farrell, AAA Access &
Assistance Manager



The Only Change People Like is the
Kind that Jingles in Their Pockets

 Four major reasons that certain people resist
change:

Self-Interest — concerned with the implication
of change and how it effects their interests

Misunderstanding — communication problems
and inadequate information

Low Tolerance — very keen on security and
stability

Situation Assessment — disagree on the
reasons for change based upon advantages
and disadvantages



First...Overcome Internal
Organizational Resistance

 The purpose of evidence-based
programming is to take effective
Interventions built on research findings and
apply them to improve the health and well-
being of a targeted population.

 ldentify specific health risks and/or
conditions

Determine what has been demonstrated to
work

Align what works to the agency mission
Figure out how to implement what works

Evaluate the program adapted from tested
models



AAA Consumer Qutcomes

Eligible persons and/or family caregivers
served are provided sufficient information
to make informed decisions about services.

People in need are connected with existing
benefits and services.

Services are provided so that consumers
maintain hope, dignity, respect &
Independence.

Consumers are provided an opportunity to

express their level of satisfaction with
Access & Assistance Services recelved.



AAA Consumer Satisfaction

* Results of the HHSC ADRC Evaluation
Conducted by University of North Texas:

Respondents who were served quickly enough

99%
Respondents who felt ADRC Staff:

Was a careful listener

Was knowledgeable

Was courteous

Considered respondents needs

Gave clear information

Gave helpful information

Assisted to access needed services

Respondents suggested to contact another agency
Respondents who would recommend the ADRC

99%
93%
99%
96%
94%
94%
90%
31%
92%



AAA Special Projects

Aging and Disability Resource Center
Nursing Facility Diversion Project

Veterans Directed Home and
Community Based Services Program

Positioned for Medicare & Medicaid
Reform with Potential Payment For:
Payment for Care Transition Services

Payment for Options Counseling

Payment for Chronic Care Self-Management
Innovations

Payment for “Patient-Centered” Care Coordination



The role of “purveyor”

* An individual or organization
representing a program or practice
who actively work to implement that
practice or program with fidelity and
good effect

*Purveyors accumulate data &
experiential knowledge, help develop
Implementation systems and serve as
a bridge between researchers and
practitioners




Organizational
Structures/Culture

p Practitioner

Purveyor

Evidence-based
Practices

Fidelity and  Outcome
Measures

Fixsen, Naoom, Blase, Friedman, & Wallace, 2005



RCI Bridge from Science to Service

Six Elements to help address
Implementation challenges:

Online Resource Center
Technical Assistance Series
Implementation Grants
Targeted Technical Assistance

Rosalynn Carter Leadership Award in Caregiving

- A

National Quality Caregiving Network



EBP Online Resource Center

|



What happens during Exploration?

Assessing caregiver & community
needs and current performance

Studying and assessing “fit” of
different programs

Assessing capacity, resources, and
“buy-in”

nterviewing the “purveyor” or
program developer

Re-Assessing Feasibility

Developing an Implementation Team
Decliding to move ahead/or not

(Blase and Fixen: NIRN)



Objectives of the Online
Resource Center for EBP

* Provide tools to assist agencies from exploration to adoption,
Implementation, and maintenance of evidence-based caregiver
programs

 To review, identify, and evaluate EBPs in caregiver
Interventions and programs on an ongoing basis

* Provide community agencies with descriptions and level of
evidence ratings for practice

* Provide an internet website offering a range of web-based
caregiver intervention/program descriptions and training
materials for practitioners, community agencies, educators, and
researchers



To accomplish these objectives, an Advisory Committ ee
has been formed that includes researchers, clinicia ns, and
community agency members with backgrounds in

caregiving:

Laura E. Dreer, Ph.D., Clinical Research Unit, UAB, Chair
Marni S. Amsellem, Ph.D., Clinical Monitoring Research Program
Dolores Gallagher-Thompson, Ph.D., Stanford Geriatric Education Center

Donald J. Lollar, Ed.D. , National Center on Birth Defects and Developmental
Disabilities

Patricia Rivera, Ph.D., Birmingham VAMC

Alan B. Stevens, Ph.D., Scott & White Health Care, Texas A & M Health Science
Center College of Medicine

Virginia Wadley, Ph.D., Dementia Care Research Program, UAB
Ashley Varner, MSW, MBA, The Wellness Community, Washington, DC

Naomi R. Miller, Area Agency on Aging and Independent Living, Florence KY



Technical Assistance Series

|



Technical Assistance Series

April 2009 — Technical Assistance Webinar |: Explora ___ tion
Getting Started: Selecting an Evidence-Based Program to fit your
Agency and Community’s Needs

May 2009 — Technical Assistance Webinar |l: Explorat __ion
Getting Started II: Setting up the Implementation Team; ldentifying &
Addressing System Barriers, Establishing partnerships

June 2009 — Technical Assistance Webinar IlI: Initia___|
Implementation: _Selecting and Supporting Implementation Staff:
Best Practices in: 1) Recruitment and Selection, 2) Pre-service and
In-service training, 3) Supervision and Coaching and 4) Performance
Evaluation

July 2009 — Technical Assistance Webinar IV: Initia___|
Implementation: Establishing Decision Support Data Systems:
Strategies for Monitoring Fidelity and Measuring Outcomes.




New grant application process

Webinar Attendance
Homework Assignments

Very favorably received!

“Thanks for the opportunity to be considered. Whether we are selected or not, this process has
been very educational for me personally and for our collaborative as we talked through all the steps
and processes we would need to take to implement the NYUCI intervention.”

“It is so kind of you to send such a supportive letter. This grant opportunity didn't sound like a good
fit for us. If, however, there is even any way | or we can be of assistance to the Center, please let us
know. | applaud the work you are doing. It is great. Thank you for creating this opportunity.”

“Hi, Laura. Thanks very much for the informative webinar this morning! | truly appreciate and
admire how much thought you guys have put into this whole process. It will definitely help to ensure
the success of these interventions once they are implemented.”

“Laura, | was delighted to participate in last week’s webinar. | want to thank you for the very helpful
information you imparted through your presentation and Q&A session.”



Rosalynn Carter Institute National
Forum and Training Institute
Oct. 21- 23, 2009, Americus, Georgia

*An opportunity for new grantees to learn from the
challenges/successes of previous grantees

*Additional technical assistance workshops for
grantees and others developing readiness to
Implement an EBP for caregivers

Hand’s on training and consultation

*Rosalynn Carter Leadership in Caregiving Award
presentation



2010 Aging In America
Conference

Chicago, IL

Expanding Access to
Evidence-Based Caregiver
Support Programs



Implementation Grant Program

|



New Grantees

*Benjamin Rose Institute (Cleveland, OH)
Care Consultation

sLou Ruvo Center for Brain Health (Las Vegas, NV)
NYUCI

«Southern Caregiver Resource Center (San Diego, CA)
REACH-OUT

«St. Johns County Council on Aging, Inc. (St. Augustine, FL)
ESP

*The Wellness Community SE Michigan (Ann Arbor, Ml)
FOCUS



Targeted Technical Assistance

|



Targeted Technical Assistance

*RCI’s goal is to help agencies successfully
Implement their chosen EBP and help position them
for mid and long-term funding.

*Assistance will be targeted to the identified needs
of each agency

*TA will be both “generic” and “intervention specific”

*Program Developer delivers both on and off site
training & support



Rosalynn Carter Leadership Iin
Caregiving Award
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Rosalynn Carter Leadership in Caregiving Award



National Quality Caregiving Network

|



National Quality Caregiving Network
(NQCN)

A network of community demonstration
sites and research & development sites
committed to improving the quality of

supports available to family caregivers.

Solidifies the link between researchers and
agency leaders as both inform and support
the work of the other

Provides a wide range of TA and Faculty
resources






Our Goal: To “Populate” the Bridge
from Science to Service for
Caregivers




