
MODE L S O F G ER I A T R I C C AR E , Q UA L I T Y
IMPROV EMENT , A ND PROGRAM D I S S EM I NA T I ON

Building an advocacy model to improve the dementia-
capability of health plans in California

Brooke A. Hollister PhD1,2 | Jarmin Yeh MPH, MSSW, PhD1 |

Leslie Ross PhD1 | Jennifer Schlesinger MPH3 | Debra Cherry PhD3

1Institute for Health and Aging,
University of California, San Francisco,
California, USA
2Center for Care Research, University of
Agder, Kristiansand, Norway
3Alzheimer's Los Angeles, Los Angeles,
California, USA

Correspondence
Brooke A. Hollister, Institute for Health
and Aging, University of California, San
Francisco, CA, USA; Center for Care
Research, University of Agder,
Kristiansand, Norway.
Email: brooke.hollister@uia.no

Funding information
Administration for Community Living,
Grant/Award Numbers: 90DS2002-01-00,
90DS2017-01-00; Allergan Foundation;
California Department of Aging; Harry
and Jeannette Weinberg Foundation; John
A. Hartford Foundation; Rosalinde and
Arthur Gilbert Foundation

Abstract

Background: Given the high and growing prevalence of Alzheimer's disease

and related dementias, and the intensity of this population's care needs, it is

imperative that healthcare systems increase their capacity to effectively serve

people living with dementia (PLwD). The Dementia Cal MediConnect

(Dementia CMC) project proposes an advocacy model that may foster

dementia-capable systems change.

Methods: The Dementia CMC project was a 5-year partnership (2013–2018)
between local Alzheimer's organizations and 10 managed care health plans

(HPs) in California's duals demonstration. It used an advocacy model with the

following steps: (1) Identify dementia-capable best practices to set as systems

change indicators; (2) Identify and leverage public policies in support of sys-

tems change indicators; (3) Identify and engage champions; (4) Develop and

advocate for a business case to improve dementia care; (5) Identify gaps in

dementia-capable practices; (6) Provide technical assistance, tools, and staff

training to address the gaps in dementia-capable practices; and (7) Track sys-

tems change. Systems change data were collected through participant observa-

tion with HPs and interviews with key informants representing partnering

organizations or government entities.

Results: Participating HPs reported making systems changes toward more

dementia-capable practices such as: better pathways for detection and diagno-

sis; better identification, assessment, support, and engagement of caregivers;

and improved systems of referral to community-based organizations (CBOs),

including Alzheimer's CBOs. Some indicators of systems change were incon-

clusive due to flawed assumptions around HP's care coordination, and the

availability of common electronic health records between HPs and providers.

See related Editorial by Callahan et al.
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Conclusion: The application of this advocacy model in California has led to

systems changes that can improve care for PLwD and their caregivers and

should be replicated to expand the dementia-capability of other health systems.

Continued efforts to refine indicators are needed to capture systems change in

complex and changing health systems.
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INTRODUCTION

In 2020, more than 5.8 million Americans aged 65+ live
with Alzheimer's disease and related dementias, with that
number is projected to reach 13.8 million by 2050.1 How-
ever, most healthcare systems are ill-prepared to meet the
unique needs of PLwD.1 Dementia-capable healthcare sys-
tems include the expertise and best practices needed to iden-
tify and support PLwD and their caregivers by integrating
clinical care with long-term services and supports (LTSS).
Dementia-capable best care practices are established,
though challenging to implement.2–6 Healthcare reforms
have often tasked managed care HPs with providing care
although containing costs through risk-based, capitated
payments. The motivation of these HPs to innovate and
control costs presents an opportunity to advocate for
PLwD and make a business case for system change.

The Dementia Cal MediConnect project

In 2013, California initiated an effort to improve care for
PLwD within its Financial and Administrative Alignment
(duals) demonstration project, Cal MediConnect (CMC),
which serves individuals dually eligible for Medicare and
Medicaid through managed care HPs. CMC's HPs served
as the single point of entry for enrollment and access to
medical care, behavioral health, and LTSS. To participate
in CMC, HPs were required to incorporate population-
based screening, care coordination, and interdisciplinary
care teams into their models of care.7 While HPs served
approximately 110,000–120,000 CMC members during
the project period, HP's overall membership was much
higher.8 Prior to CMC, the participating HPs had little
experience working with older adults or addressing LTSS
needs. Literature leading up to CMC documented likely
challenges with care coordination, LTSS, and serving vul-
nerable populations.9,10 As active participants in their
communities, project partners were concerned about the
HP's ability to serve individuals with dementia. This arti-
cle describes a multicomponent advocacy model used to

encourage dementia-capable HP system change and pre-
sents findings regarding systems change indicators.

The Dementia CMC project was led by the California
Department of Aging and Alzheimer's Los Angeles, in
partnership with the California Departments of Health
Care Services and Public Health; the Alzheimer's Associ-
ation Northern California and Northern Nevada Chapter;
Alzheimer's San Diego; and evaluators at the University
of California, San Francisco. The project team met regu-
larly from 2013 to 2018 to coordinate project implementa-
tion through monthly meetings, as well as quarterly
Steering Group meetings with all project partners.

Creating and evaluating systems change

To create systems change, underlying system dynamics,
structures, and conditions need to be examined,
questioned, and at times disrupted through advocacy, pol-
icy, or both. Prior studies have highlighted challenges to
tracking efforts to implement systems changes, and argue
that they must consider the dynamics of the situation.11,12

Complex conditions and dynamics were considered when
evaluating this advocacy model's impact on systems
change. Additionally, the model's development was based

Key Points

• Health systems lack dementia-capability.
• Advocacy can be used to encourage dementia-
capable systems change.

• Indicators can be tracked to monitor dementia-
capable systems change.

Why Does this Paper Matter?

Following advocacy, health plans were more
dementia-capable according to several indicators.
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on an evolving understanding of systems' norms, resources,
operations, and interdependencies,13 which allowed the
project to course correct and further refine the advocacy
model and indicators over time. While literature on theo-
ries of change,14 systems change,13 and organizational
change15 are helpful in mapping out how change can be
achieved, the inputs or interventions to achieve change
(“advocate for …” or “raise awareness about …”) are often
oversimplified, making replication difficult.

PROCEDURES

The Dementia CMC project's multicomponent advocacy
model engaged project partners as well as representatives
from 10 CMC HPs and other stakeholders (home care agen-
cies, CBOs), to inform our understanding of CMC and HP
system norms, resources, and operations. This allowed the
advocacy model to evolve over time, ultimately including the
following steps: (1) Identify dementia-capable best practices
to set as systems change indicators; (2) Identify and leverage
public policies in support of systems change indicators;
(3) Identify and engage champions; (4) Develop and advocate
for a business case to improve dementia care; (5) Identify
gaps in dementia-capable practices; (6) Provide technical
assistance, tools, and staff training to address the gaps in
dementia-capable practices; and (7) Track systems change
(see Figure 1). While the model begins with Step 1 and ends
with Step 7, Steps 2–6 are nonlinear, requiring an iterative
and sometimes cyclical approach. For example, the order of
steps may vary based on HP's readiness to participate. Addi-
tionally, depending on the results of Step 7, Steps 2–6 may
need to be repeated. A more detailed description of project
procedures can be found elsewhere.16,17

Step 1: Identify dementia-capable best
practices to set as systems change
indicators

Dementia-capable best practices were identified through
a review of literature and practice guidelines,2–6 as well

as requests for input from the State of California's
Alzheimer's Disease Advisory Committee, which includes
PLwD and their caregivers. Three primary areas of best
practices were identified: (1) better detection and docu-
mentation of PLwD; (2) better identification, documenta-
tion, assessment, support, and engagement of family/
friend caregivers; and (3) better care coordination and
connection to CBOs for home and community-based ser-
vices. Systems change indicators were identified to assess
each HPs' dementia-capability (Table 1).

Step 2: Identify and leverage public policies
in support of systems change indicators

Dementia-capable policy levers were identified in three-
way contracts between the Centers for Medicare and Med-
icaid Services, the State of California (the State), and HPs;
requiring HPs to provide population-based screening and
care coordination, and to train Dementia Care Special-
ists.18 Project partners also regularly reviewed State guid-
ance documents to identify levers that could be used to
encourage the adoption of systems change indicators.19–22

Step 3: Identify and engage champions

HP champions were often HP leaders (upper-level
management in care management or LTSS) with per-
sonal connections to dementia and/or with knowledge
of the needs of PLwD, geriatricians, or neurologists.
Champions were usually identified by word of mouth
or through introductory meetings about the project
with HP leadership. Project staff held regular meetings
with HP champions to discuss dementia-capable best
practices and provide technical assistance (Step 6).
Project staff also regularly engaged with policy cham-
pions within State and federal government. These pol-
icy champions were asked to serve on the project's
steering committee and received updates on project
activities. Project staff advocated with these policy
champions to expand upon levers of dementia-capable

FIGURE 1 Key steps of an advocacy

model to encourage dementia-capable

systems change

DEMENTIA-CAPABLE SYSTEMS CHANGE 3



system change in policy documents (Step 2) and pro-
mote them to HPs.

Step 4: Develop and advocate for a business
case to improve dementia care

A central component of the Dementia CMC project was
ensuring HP leadership understood and internalized the
importance of focusing on dementia-capable systems

changes. To accomplish this, project staff developed a
business case statement.23 Messaging in support of this
statement was developed, including:

• Only about 50% of PLwD receive a formal diagnosis
and only half of these have it documented in their
charts.24 Therefore, PLwD often do not access appro-
priate care for their dementia or other health
conditions.

• Family caregivers are the backbone of our care system
for PLwD, yet they are not well-supported by HPs. They
need to be identified, assessed for their own needs, and
provided with disease education and support.

• Alzheimer's CBOs offer many services beneficial to
PLwD and their caregivers, but referrals are not made
systematically.

These messages were communicated repeatedly and
consistently to HP champions and through meetings with
HP leadership at CMC stakeholder meetings, and were
even featured in a Dementia Informational Bulletin
issued by the State.22

Step 5: Identify gaps in dementia-capable
practices

Based on dementia-capable care practices and systems
change indicators identified in Step 1 (Table 1), a check-
list was created by project evaluators in collaboration with
project partners to identify gaps in dementia-capable
practices within the HPs. Through meetings with HP con-
tacts, project partners established a “baseline” for each
HP's progress toward the indicators. Usually, this was
done through in-depth conversations about the HP's
model of care, internal protocols and practices, and
established ambitions. This system change checklist was
later used to track systems change over time (Step 7).

Step 6: Provide technical assistance, tools,
and staff training to address the gaps in
dementia-capable practices

A multipronged strategy of technical assistance, promo-
tion of specific tools, and HP staff training was adopted
to address gaps in dementia-capable practices and
encourage adoption of systems change indicators:

Technical assistance

Project partners offered technical assistance around the
adoption of dementia-capable best practices and meeting

TABLE 1 Health plan progress toward dementia-capable

systems change indicators

Systems change indicators Baseline
Follow
up

Better detection and documentation of people living with
dementia

(1) Assess members for cognitive
impairment through an annual
health risk assessment

a 10

(2) Adopt a validated cognitive
impairment screening tool

1 6

(3) Integrate the results of cognitive
impairment screens into electronic
health records

b b

(4) Develop a protocol for follow-up
in the case of a positive cognitive
impairment screen

1 10

Better identification, documentation, assessment, support, and
engagement of caregivers

(5) Develop a protocol to identify
and record the presence of a
caregiver in electronic health
records

b b

(6) Develop a protocol to assess the
stress, strain, and/or burden of
caregivers using a validated tool

0 3

(7) Provide respite to caregivers of
people living with dementia

0 6

(8) Provide or arrange for education
for people living with dementia
and their caregivers

1 10

Better care coordination and connection to community-based
organizations for home and community-based services

(9) Develop a protocol to assign
members with dementia to
Dementia Care Specialists

b b

(10) Adopt a proactive tool to make
referrals to Alzheimer's
community-based organizations
for disease education and support

0 7

aBaseline data unavailable as indicators were added or revised later in the
project.
bFindings inconclusive or indicator flawed.
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systems change indicators. HPs also sought technical
assistance on issues such as: screens for cognitive impair-
ment (CI); tools to determine caregiver needs; and con-
tent for physician training.

Tools

To facilitate the systems changes recommended by the
Dementia CMC project, HPs were provided with tools
that were easy to adopt and available online.25 These
included: CI trigger questions for Health Risk Assess-
ments (HRAs), validated CI screens,26 validated caregiver
assessment tools,27,28 best practice dementia care plans,6

and a proactive referral tool to Alzheimer's CBOs.

Staff training

Project staff provided training to HP care management,
LTSS, and behavioral health staff on using the suggested
tools and implementing dementia-capable practices. Cur-
ricula are available online.25

Step 7: Tracking systems change (methods)

In line with the literature, the project chose a mixed
methods, adaptive evaluation design that could accommo-
date the evolving systems of care in which we hoped to
stimulate change, as well as an approach that would allow
us to capture interesting and unpredicted outcomes.12 To
capture evidence of systems change in complex systems,
multiple methods of data collection were used: participant
observation using a systems change checklist, process evalu-
ation interviews, and systems change confirmation inter-
views. As noted in the literature on systems change11,12 and
quality improvement research,29–31 qualitative and observa-
tional designs, despite possible biases or other weaknesses,
are preferable in evaluating interventions in complex sys-
tems. Ten HPs participated in the Dementia CMC project,
eight beginning in 2013 and two in 2016.

Systems change checklist

Project staff from the Alzheimer's CBOs served as partici-
pant observers in meetings with the HPs, collecting guided
field notes based on each of the indicators identified in
Table 1. These were then entered into a shared checklist
that created a baseline of gaps in dementia-capable prac-
tices (Step 5), and tracked and quantified system change

progress over time. All project partners were instructed on
how to complete the checklist and nuances around each
indicator were discussed at length. Baseline data were col-
lected early in the relationship with each HP, usually within
the first year of their involvement in the project. Baseline
values were not available for every indicator, as some indi-
cators were identified or refined later in the project. Efforts
were made to complete checklists once a year, each HP
completed between 2 and 6 checklists.

Process evaluation and systems change
confirmation interviews

Process interviews with project partners (n = 7) and HP rep-
resentatives (n = 8) were conducted at the end of 2017.
Semistructured interview protocols included questions about
systems change, effectiveness, barriers/challenges, sustain-
ability, and replicability. In Fall 2018, systems change confir-
mation interviews were conducted with representatives
from every participating HP (n = 10) to validate and expand
upon the findings recorded in the systems change checklist.
Often more than one HP representative was present for the
interview to speak to the range of plan activities and proto-
cols. These interviews were an important step in validating
the findings in the checklists; discrepancies between data in
the checklists and from the interviews were discussed
between the interviewer and project partners. Occasionally,
further clarification from the HPs was sought.

Analysis

Given the small sample size, basic descriptive analysis was
conducted using quantitative data from the systems change
checklist. Both process evaluation and systems change con-
firmation interviews were transcribed verbatim and themat-
ically analyzed. Data were triangulated according to the
systems change indicators.

Human subjects research

The study received human subjects' research exemption
from the University of California, San Francisco Institu-
tional Review Board in 2015.

FINDINGS

As a result of implementing this advocacy model, the
project demonstrated effectiveness in moving HPs toward

DEMENTIA-CAPABLE SYSTEMS CHANGE 5



more dementia-capable practices. Findings around each
of the systems change indicators are presented in Table 1.

1. Assess members for CI through an
annual HRA

Although three-way contracts implied that CMC HPs
should include questions about CI in their assessment
protocols, project partners found that HPs were uneven
in their implementation; leading to increased advocacy
with HP and policy champions around this issue, which
was added as an indicator later in the project (hence the
lack of a baseline values). By the end of the project, all
HPs had at least one question in their HRA pertaining to
CI. Additionally, in 2017, the State issued guidance man-
dating the inclusion of a specific CI trigger question in
the CMC LTSS assessment protocol.26 Key informants
(KIs) reported that this guidance was issued partly
because of project advocacy.

2. Adopt a validated CI screening tool

One HP was using a validated CI screen at baseline. By
the conclusion of the project, six HPs, including three
with national presence, reported adopting a validated
screening tool into at least one of their assessment proto-
cols. Two HPs reported that they were in process of
meeting this indicator. However, KIs reported that HPs
did not use the screening tool universally for people
whose HRAs suggested CI. Rather, they were used in
specific programs like complex care programs or mem-
ory clinics.

4. Develop a protocol for follow-up in the case
of a positive CI screen

At baseline one HP reported having a formal protocol in
place to refer a member with a positive CI screen to a
provider for a diagnostic evaluation; by project comple-
tion, all plans reported having such a protocol. However,
the interpretation of what qualifies as a “protocol” varied
by plan. Every plan shared care plans with providers,
which would include information about the member's
response to the CI question in the HRA or a positive
screen. All HPs also confirmed that their care managers
would contact providers to directly inform them of
suspected CI. One HP reported that they developed a
template letter for care managers to send to providers
informing them of a positive CI screen and encouraging a

diagnostic evaluation. KIs reported that this template let-
ter was later shared with all CMC HPs.

6. Develop a protocol to assess the stress and
needs of caregivers

At baseline, none of the HPs conducted validated care-
giver assessments. By the end of the project, three HPs
formally adopted validated caregiver assessment tools
and embedded them into their electronic care manage-
ment records. Two of these HPs also reported
implementing an audit process to ensure that the screens
are being conducted. Other HPs reported using caregiver
assessment tools; however, they had not incorporated
them into their data management systems. Three addi-
tional HPs reported that they were in process of meeting
this indicator.

7. Provide respite to caregivers of PLwD

No HPs provided or arranged for respite at baseline. By
the end of the project, six HPs reported offering respite to
caregivers, although the number of recipients or hours
offered were not available. However, based on data
reported by the State,32 one HP delivered respite through
its own resources, serving 6–14 members per quarter
between 2016 and 2018. The others relied on services
paid for and provided by CBOs.

8. Provide or arrange for education for PLwD
and their caregivers

One HP offered or arranged for caregiver education at
baseline. By the end of the project, all HPs reported some
effort to provide education, either through their own edu-
cation department or referral to Alzheimer's CBOs.

10. Adopt a proactive tool to make referrals to
Alzheimer's CBOs for disease education and
support

At baseline, no HPs had in place formal referral sys-
tems to Alzheimer's CBOs. By the project's end, seven
had such a system, with four integrating a proactive
referral tool, ALZ Direct Connect™, into their elec-
tronic care management records. KIs indicated that the
actual number of referrals from HPs to Alzheimer's
CBOs varied greatly and that barriers remain,
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including: perceived privacy restrictions or caregiver
resistance to referral.

Insufficient system change indicators

Three systems change indicators were deemed insuffi-
cient at capturing meaningful systems change, primarily
due to two failed assumptions. First, HP electronic care
management records did not “communicate” with pro-
vider's electronic health records as initially assumed.
Hence, the results of CI screens (Indicator 3) or the iden-
tification of caregivers (Indicator 5) could only be com-
municated passively through shared care plans. Second,
there were unexpected differences in HP care manage-
ment protocols for use of their Dementia Care Specialists.
Dementia Care Specialists were not uniformly assigned
to PLwD, but were sometimes used as internal consul-
tants to other care managers who worked with PLwD.
Project partners reported that with this knowledge, they
have provided guidance to the State on recommended
roles and responsibilities of Dementia Care Specialists.

DISCUSSION

As a result of the project's advocacy model, HPs reported
progress in all three categories of dementia-capable best
practices.2–6 However not all indicators were successful
in capturing meaningful systems change. These findings
support further replication of the proposed advocacy
model, though refinement of the systems change indica-
tors is needed. The literature supports the need for and
value of the iterative and evolving nature of systems
change and quality improvement interventions and
research.11–13,29–31

Better detection and documentation of
PLwD in healthcare systems

All CMC HPs include at least one CI question in their
HRAs. In addition, six HPs reported adopting validated
CI screening tools into their assessment protocols. How-
ever, these HPs also reported variable assessment proto-
cols; consequently, members with possible CI, who are
otherwise healthy and do not require complex care, may
not receive the CI screens conducted through complex
care programs. Similarly, although all HPs report refer-
ring members with suspected CI to PCPs for assessment,
this does not indicate that more members with CI are
receiving a diagnosis. Providing a letter to providers, as

one HP did with support from the project, may be an
effective and formal process to educate providers and
encourage diagnosis. Future research could determine
the efficacy of these letters by comparing the number of
people with a positive CI screen to the number receiving
a diagnosis. The lack of shared electronic health records
between HPs and providers will continue to pose bar-
riers to communication between HPs and providers. In
the future, data from HPs and secondary data may be
used as systems change indicators, such as the propor-
tion of members with a dementia diagnosis versus esti-
mated prevalence rates. HPs may also conduct audits of
how many members with a positive CI trigger question
on the HRA receive a validated CI screening and/or a
diagnosis.

Better identification, documentation,
assessment, support, and engagement of
caregivers

Although we could report some positive systems change in
HP's willingness to offer respite to caregivers, it is uncertain
how meaningful, extensive, or lasting this systems change
is, as these HPs were often taking advantage of respite ser-
vices offered by Alzheimer's CBOs. Previous research shows
the HPs tend to offer optional services through existing
community resources rather than HP resources.33 The State
should continue to track data from HPs on their delivery of
respite services and future replications should adjust indica-
tor 7 to reflect the practice and extent of respite services pro-
vided. Future efforts to identify and support caregivers
might use HP data to track the number of PLwD with a
documented caregiver or the number of PLwD with a care-
giver on their interdisciplinary care team.

Better care coordination and connection to
CBOs for home and community-based
services

Seven HPs showed positive systems changes regarding
the adoption of a proactive referral tool to connect PLwD
to Alzheimer's CBOs, though more work is needed to
determine the extent of the referrals made. Although our
indicator of dementia-capable care coordination being
delivered by Dementia Care Specialists was found to be
inadequate, this does not reflect the extensive progress
toward this goal by the project. Throughout the course of
the project, 483 care managers and 105 Dementia Care
Specialists were trained and best practice care plans6

shared with all 10 participating HPs. Further refinement
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of the indicators around the use of Dementia Care Spe-
cialists within HPs should be informed by research
around how HPs ensure PLwD and their caregivers have
access to Dementia Care Specialists.

Limitations

This model was implemented within HPs operating
under California's (and later Texas´) duals demonstration,
which presented some key policy levers that reinforced
the adoption of dementia-capable systems changes. How-
ever, it remains to be seen if this advocacy model will cre-
ate similar changes in other health systems. The goal of
this project was to assess uptake of dementia-capable care
practices within HPs, and not to assess their impact on
patient outcomes or healthcare utilization—though this
would be a valuable continuation of this work. Lastly,
participant observations to track systems change should
be conducted more regularly by a single researcher, but
this was not possible given the project's structure, geo-
graphic reach, and funding.

CONCLUSION

Healthcare systems are increasingly moving toward coor-
dinated, person- and family-centered, value-based
approaches to care; creating opportunities to improve
care for PLwD and their caregivers. By implementing the
proposed advocacy model, the Dementia CMC project
achieved systems change within several HPs, expanding
their dementia-capability. Our advocacy model required
an adaptive approach to tracking systems change through
defining and re-defining indicators. Further replication of
this advocacy model is recommended, with refinement
of systems change indicators based on the findings pres-
ented here as well individual health systems´ norms,
resources, operations, and interdependencies.
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