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From the Ivory Tower to the Real World:
Translating an Evidence-Based Intervention
for Latino Dementia Family Caregivers into
a Community Setting

Dolores Gallagher-Thompson, Paula Alvarez, Veronica Cardenas,
Marian Tzuang, Roberto E. Velasquez, Kurt Buske, and Lorie Van Tilburg

This is the story of how academic researchers worked together with a com-
munity resource center to provide support for Latino caregivers of Alzheimer’s
disease patients, and improve quality of life for this underserved population.

Globally, the number of older adults is increasing substantially. According to the
World Health Organization [1], by the year 2050 there will be two billion people
over the age of 60 around the world. In the United States, Latinos are the
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fastest-growing ethnic minority group. It has been estimated that older Latinos will
represent 20 % of the US older population by 2050 [2]. As the average age of the
population increases, the number of people developing Alzheimer’s disease also
increases. In the general population of older adults, the prevalence of major neuro-
cognitive disorder (also known as dementia) due to Alzheimer’s disease has been
reported to be approximately 7 % for individuals between 65 and 74 years, 53 % for
those between 75 and 84 years, and 40 % for individuals over the age of 85 years
[3]. Although prevalence rates are similar, the absolute number of Latinos who suf-
fer from Alzheimer’s disease is expected to increase 600 % by 2050 due to increasing
longevity and related factors [4]. According to Clark et al. [5], Latinos start experi-
encing symptoms of Alzheimer’s disease approximately, on average, 7 years earlier
than non-Hispanic Whites. Hinton et al. [6] describe a greater burden on Latino
family caregivers due to higher prevalence of significant behavioral problems (e.g.,
hallucinations, aggression, wandering), suggesting that this group is in particular
need of appropriate services.

According to the Alzheimer’s Association [7], there are currently approximately
15 million unpaid caregivers in the US. In the year 2012, it was estimated that these
caregivers provided over 17.5 billion hours of care [7]. Family members usually
become the primary caregivers of their loved ones until the illness becomes so
severe that they might seek out help in long-term care facilities such as nursing
homes. In many ethnically diverse communities, however, such as those of Latino
and Asian origins, family members do not see nursing homes as an acceptable alter-
native. Generally, the oldest daughter (or son) is expected to become the primary
caregiver and remain in that role for the duration of the illness [6]. In their meta-
analysis, Pinquart and Sorensen [8] found that Latino and Asian American caregiv-
ers were more depressed, provided more hands-on care, had stronger filial obligation
beliefs, and reported poorer physical health than non-Hispanic Whites and others
with whom they were compared. It has also been reported that caregivers’ mortality
rate may increase along with their stress and depression [9, 10].

Given the serious responsibilities and health risks that are associated with caring
for a loved one with Alzheimer’s disease, most caregivers would benefit from
receiving information, emotional support, and skill training [11]. Many are not
aware of how to obtain much needed help to decrease their levels of stress and
improve their well-being, however. Latino caregivers also face other challenges,
such as lack of English proficiency, financial constraints, negative stigma towards
Alzheimer’s disease, and limited formal education as well as a dearth of programs
developed to meet their specific needs [12, 13].

To help decrease the existing mental health services disparity among Latinos, Dr.
Gallagher-Thompson and her colleagues were key participants in an influential
series of studies that included a large number of Latino caregivers of elders with
dementia. The first study, Resources for Enhancing Alzheimer’s Caregiver Health
(REACH 1), was a product of collaboration among six sites in the US that recruited
dementia family caregivers from Birmingham, AL; Boston, MA; Memphis, TN;
Miami, FL; Palo Alto, CA; and Philadelphia, PA. The primary purpose of these
projects was to tailor interventions (unique to each site) to meet the specific
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needs of racially and ethnically diverse clients at these locations. Latino caregivers
represent a key focus at the Palo Alto and Miami sites. At Miami, 225 (114 Cuban
American and 111 White American) caregivers were randomized to (1) a family-
therapy-based in-home intervention, (2) a combination of that intervention and a
computer telephone integration system designed to augment it, or (3) a control con-
dition where minimal contact and support such as active listening and written infor-
mation about dementia and caregiving were given to caregivers over the phone.
Caregivers who received the combined intervention saw a significant reduction in
depressive symptoms at 6 months. This program was particularly beneficial for
Cuban American husband and daughter caregivers over time (based on follow-up at
18-months) [14].

At Palo Alto, 122 Anglo and 91 Latino caregivers of elder relatives with demen-
tia were randomly assigned to either a cognitive behavior therapy (CBT)—based
“coping skills” psychoeducational program or to a support group control condition
patterned after those available in the community. Those assigned to the control con-
dition met weekly for 12 weeks to discuss challenges and receive support from one
another. In contrast, those assigned to the intervention group were given a workbook
and participated in 12 small group meetings that focused on skill training. Sessions
were offered in Spanish or English as appropriate. Bilingual/bicultural intervention-
ists led the Spanish language meetings.

Each group included six to ten caregivers as a way to increase social support
from nonfamily members. During these sessions caregivers learned a variety of
skills for mood and behavior management (e.g., how to relax during stressful care-
giving moments and how to get help and support from family members by learning
to communicate effectively and express their needs). Caregivers were also encour-
aged to engage in pleasant activities (small and positive activities for themselves
daily), with the understanding that these behaviors would help improve their mood.
Since the majority reported depressive symptoms, they were also encouraged to set
self-change goals and reward themselves for any accomplishments. At the end of
this program, both Latino and Anglo caregivers reported fewer depressive symp-
toms, better coping skills, better interactions with their social networks, and more
tolerance toward their care-recipient’s memory and behavioral problems than care-
givers of either ethnicity in the control condition [15].

The second study, REACH 1I, enrolled from five of the original six sites a total
of 642 dementia family caregivers: 212 were Latino, 219 were White/Caucasian,
and 211 were Black/African American. Caregivers were randomly assigned, within
each ethnic group, to either the control group, which consisted of minimal contact
through follow-up phone calls, or the intervention group. The latter consisted of a
combination of 12 behavior management-focused home visits and telephone-based
support groups and discussion of the caregiver’s physical health and well-being.
Caregivers in the intervention group reported greater improvement on several
quality-of-life indices from pre- to post-assessment measures than those in the con-
trol condition, irrespective of race/ethnicity. One of the most significant findings of
this study was that Latinos showed the greatest improvement in comparison with
the other two ethnic groups [16].
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The Local Community

Around the same time the researchers of the REACH I project were publishing their
findings and the REACH II project was under development, California was going
through some exciting changes promising to improve public mental health services.
In November 2004, Proposition 63, also known as the Mental Health Services Act
(MHSA), was passed, and individuals making above one million dollars started
being taxed an additional 1 % on their personal income [17]. This bill provided the
first opportunity in many years to expand county mental health programs for indi-
viduals throughout different age groups, including older adults and families. The
primary goal of Proposition 63 was to provide prevention, early intervention, and
evidence-based treatments. Each county in California was expected to come up with
a plan on how to address these new demands. Roberto Velasquez was working for
the Alzheimer’s Association San Diego Chapter at the time and was very aware of
the high needs that Latino caregivers in that region were facing. Mr. Velasquez
became part of the special community advising committee for San Diego County
and realized the need for local services for Latino dementia caregivers.

To increase awareness of the need for services for dementia family caregivers
among county leaders, Mr. Velasquez requested and obtained funding from the
BRAVO foundation and collaborated with a team of researchers at San Diego State
University (led by Drs. Ramon Valle and Mario D. Garrett) to investigate the preva-
lence of Alzheimer’s disease and associated dementias among Latinos in San Diego
County. The results of their investigation suggested that the Latino population over
the age of 60 is projected to grow 344 % by 2030 and 652 % by 2050. Valle et al.
[18] concluded that the number of Latino family members experiencing caregiving
burden and stress is expected to rapidly increase to close to 100,000 individuals by
the year of 2050. Thus, creating local services to provide intervention for caregivers
is imperative.

With this new information, Mr. Velasquez developed a report for San Diego
County leaders explaining the demographics associated with Alzheimer’s disease
and associated dementias and highlighting several other important issues. Latinos
were at higher risk to develop cardiovascular diseases and diabetes, making them
more vulnerable to develop Alzheimer’s disease [19]. Latinos are the fastest-
growing minority in that region, and they provide care at home for their loved ones
as a way to prevent institutionalization [20]. One challenge was to clarify to county
leaders that the proposed services were not meant to target the medical illness of
dementia but to help the caregivers of persons with Alzheimer’s disease with their
stress and depression. A second challenge was to identify evidence-based treat-
ments for Latino caregivers, given that this population has been understudied. After
a thorough literature review, Mr. Velasquez identified the REACH studies as the
most reasonable choice for the proposed county program.
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Academia Meets Community

The Southern Caregiver Resource Center (SCRC) is an independent nonprofit
agency founded in 1987 and based in southern San Diego County. In 2009, the
Rosalynn Carter Institute for Caregiving awarded the SCRC a Quality Care
Connections grant of $100,000 for 2 years to implement the REACH II program
with Latino caregivers. The goal of this grant was to serve 25 caregivers annually
with this intensive, home-based program. Mr. Velasquez’s local advocacy efforts
started to show results early in 2009, when San Diego County released a request for
proposals to develop and implement services targeting Latino caregivers using one
of the REACH models. Mr. Velasquez, who was by then working for the SCRC,
asked Dr. Gallagher-Thompson, a principal investigator for the REACH projects,
for help to write this proposal.

Dr. Gallagher-Thompson assisted Mr. Velasquez to shape the county proposal to
meet the county’s goal of 200 caregivers to complete the program within a 12-month
period, which could not be done if the full REACH II protocol was followed. They
selected the Spanish-language version of the REACH I small group program as the
most appropriate intervention for the county proposal. In late October 2009, San
Diego County awarded the contract to SCRC. Thus, the SCRC would offer both
programs in parallel—one to fulfill the Rosalynn Carter funding initiative and the
other, the San Diego County contract.

The Partnership

To help ensure the success of these programs and overcome cultural barriers, com-
munity partnerships were established first, with organizations that already provided
health-related services to the Latino community. Evidence suggests that Latinos are
more likely to enroll and stay in programs when recruited through a professional
referral source that is well trusted [21]. The SCRC hired four promotoras from the
local San Ysidro Health Center and the La Maestra Community Health Center who
were trained on topics related to dementia and caregiving stress (in addition to their
role as bilingual/bicultural health educators).

Promotoras (community peer educators/counselors or community health advo-
cates) are essential to successful outreach in the Latino community. These trusted
individuals, usually women, are friendly faces in the community that help provide
information and education to families and are critical to generating referrals for the
program intervention. They, an employee of the respected partner agencies, help
instill confianza (trust) in the community about the program (Fig. 9.1).

The La Maestra Community Health Center and San Ysidro Health Center were
selected as partners for this program for many reasons, such as their more than 75
years of providing exemplary health and mental health services to San Diego’s
Latino community, but equally important was the leadership of both these agencies.
Mr. Velasquez had worked closely with the former chief executive officer of San
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Fig. 9.1 “The Confianza Triangle” of successful recruitment as applied to the Southern Caregiver
Resource Center (SCRC) example in this chapter. In the figure, (1) a community agency first estab-
lishes trust with Latino individuals, (2) the researcher (or SCRC) establishes trust with the commu-
nity agency, and (3) the researcher (or SCRC) indirectly establishes trust with the Latino individuals

Ysidro Health Center, Mr. Ed Martinez, for over 10 years on Latino and dementia
programs, which included the Dementia Care Network project (El Portal de
Esperanza, “the Portal of Hope”) developed by Mr. Velasquez in 2002 and funded
by The California Endowment and a physician education project in 2003 funded by
Forest Laboratories. Mr. Velasquez and Mr. Martinez engaged in collaborative pro-
grams educating families, professionals, and elected officials about the growing
concern of Alzheimer’s disease and associated dementias in the Latino community.

After an introduction by Mr. Martinez, Mr. Velasquez developed a relationship
with Ms. Zara Marselian, chief executive officer for La Maestra Community Health
Centers, who also began collaborating on dementia-specific projects with Mr.
Velasquez and Mr. Martinez. After the Dementia Care Network project ended, Mr.
Martinez and Ms. Marselian jointly funded a Memory Screening Clinic in collabo-
ration with the University of California San Diego that continues to operate to this
day. When San Diego County Behavioral Health Services and Rosalynn Carter
Institute for Caregiving presented the opportunity to develop a REACH program in
San Diego, Mr. Velasquez knew that both the San Ysidro Health Center and La
Maestra Community Health Center would be a natural match for the program
because of the commitment from their leadership.

After the partnerships were in place, a small team of external consultants was
engaged to evaluate the SCRC’s readiness and cultural competence to engage the
Latino community effectively and deliver the evidence-based programs with fidelity
to the original REACH protocols.

Next, an advisory committee was formed, consisting of several original REACH
researchers, Latino dementia caregivers, local university professors, promotoras
from partnering agencies, and the SCRC’s management team. The committee met
regularly to discuss ways to tailor the REACH protocols to fit the unique needs of
Latino caregivers in San Diego County. The committee evaluated two proposed
treatment modalities (and written materials that went with them) for their cultural
relevance and sensitivity, clarity, and likely effectiveness with the target group.
Special emphasis was made on certain components that these modified interventions
needed to have to ensure fidelity to the original programs from which they derived.
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Fig. 9.2 Chronology of partnership

These components included keeping patients and caregivers safe; caregivers learn-
ing to manage (or respond differently) to difficult behaviors from the person with
dementia; caregivers learning skills to handle negative emotions; and caregivers
practicing a range of communication skills—especially how to obtain more help
from other family members. Providing information on local resources was also criti-
cal. In addition, for practical reasons (e.g., staffing and overall costs), each of the
original programs needed to be shortened.

Lastly, because data collection plays an important role in the evaluation of an
evidence-based program, the SCRC partnered with the Health Services Research
Center (HSRC) at University of California San Diego to develop a database to
house the data obtained from the baseline and post-treatment assessments. The
HSRC also provided technical assistance on data tracking and monitoring and pre-
pared the empirical reports that were submitted back to funding sources.

Figure 9.2 depicts the chronology of how the partnership has formed and the
actions taken to implement and evaluate the program.

Implementation: Examples of ‘“‘Culturally Tailoring”

Renaming the Program

The acronym of the program, REACH, does not correspond to a word with any
meaning in Spanish. Based on careful considerations from several focus groups con-
sisting of dementia caregivers, promotoras, and care managers, we renamed REACH
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I (the small group program) CALMA (Cuidadores Acompariidndose y Luchando
para Mejorar y Seguir Adelante, which translates to “caregivers giving each other
company and striving to get better and move forward”), and we renamed the REACH
II program (based on in-home visits and provision of extensive information about
caregiving and cognitive impairment) CUIDAR (Cuidadores Unidos Inspirados en
Dar Amor y buscar Respuestas, which translates to “united caregivers to give love
and seek answers”). Although the new names are not direct or literal translations, the
acronyms are meaningful to the target group and conceptually appropriate.

Training the Promotoras and Care Managers

Training workshops for promotoras orient them to the SCRC services and teach
them about key aspects related to dementia caregiving. The original length of the
training was 10 hours (five 2-hour sessions), but we later condensed it into 5 hours
due to logistical issues. Topics covered introduction to the two REACH models,
eligibility criteria, and administrative protocols/procedures (e.g., referral proto-
cols); additional services available in the San Diego area for older adults and care-
givers; elder abuse and mandated reporting laws; Alzheimer’s disease, dementia,
and related cultural beliefs (e.g., Alzheimer’s disease being equal to normal aging);
skills to reduce caregiver stress; and plans for monthly promotora meetings and
regular in-services. Lastly, we gave promotoras reading materials in both English
and Spanish on topics related to Alzheimer’s disease and associated dementias,
caregiving facts and statistics, and common signs of depression and anxiety.

The purpose of the 2-day training workshop for care managers was to train the
two bilingual/bicultural master’s degree-level care managers hired by the SCRC to
deliver the REACH interventions. On the first day, Dr. Gallagher-Thompson and Dr.
Cardenas trained them in how to deliver the CUIDAR home-based caregiver inter-
vention (corresponding to REACH II). They highlighted adherence to the original
treatment protocol by including topics such as the following:

e CBT (the theoretical base from which the program was developed)

* Identifying caregivers’ risk priorities

* Simple relaxation techniques (e.g., breathing exercises)

» Using a “stress diary” to log stress and anxiety level daily, as well as the situa-
tions that trigger these feelings

» Listing positive activities and tracking their completion daily

* Developing an “action plan” for both the caregiver and care-recipient to imple-
ment skill practice

* Using a thought record to examine and alter negative thinking patterns about
caregiving

* Completing the health passport Mi Guia de Salud (“My Health Guide”), in which
caregivers record specific details related to their medical check-ups, medications
taken, and medical providers’ contact information
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* Developing a “maintenance plan,” which involves asking caregivers to think
about situations or events likely to occur in the next few months that will cause
stress and recording skills learned in the program that can be used to help deal
with the situation

On the second day, care managers, interventionists, and promotoras were brought
together to learn the CALMA group program (corresponding to REACH I). They
received background information and results from the original REACH I group pro-
gram. During the training the interventionists participated in live demonstrations of
each of the four CALMA group sessions.

Description of the Final Modified Interventions Used in San
Diego County

We redesigned the CALMA small group program to include four group sessions to
be offered by a trained care manager with assistance from a promotora. The care
managers acted as lead group facilitators responsible for teaching the skills and
exercises covered in the session. The promotoras assisted the care managers in vari-
ous ways, such as walking around the classroom to assist individual caregivers with
the exercises and materials (especially for caregivers with literacy issues or needing
help writing their responses). We also offered three between-session telephone
calls. Care managers would check in with caregivers on how things were going as
they were implementing suggested changes and practicing their assigned exercises
at home. The four CALMA group sessions encompass the key components from
REACH I: managing stress with relaxation exercises; increasing pleasurable activi-
ties (i.e., behavioral activation); cognitive restructuring; assertiveness training to
help manage anger and frustration; and getting the help one needs. We eliminated
certain components from the original protocol because other SCRC services readily
offered them. The format of the sessions closely followed the original REACH I
procedures. For example, each session started with a review of the previous class
material and home practice assignments and ended with an introduction of a new
relaxation exercise. Additionally, to ensure program fidelity, we required care man-
agers to audio-record the sessions, which a consultant later reviewed and rated, and
both care managers and promotoras had opportunities to ask questions and receive
feedback from weekly supervision meetings.

The CUIDAR home-based program was redesigned to include four individual
home sessions offered by a care manager and three telephone calls in between home
sessions (a shortened version of the original REACH II protocol). We tailored each
session to the individual caregiver’s needs by determining which modules included
in the Caregiver’s Guide were most relevant and important.

The decision as to which content areas would be covered was based on review of
baseline assessment information and consultation with Dr. Gallagher-Thompson,
who met by teleconference biweekly with the care managers for the first year of
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program implementation. Following the original REACH II model, each session
took place with the individual caregiver in his or her home and lasted up to 2 hours.
The telephone calls provided an opportunity for the care managers to check in and
give feedback to the caregivers on the specific skills that were being taught.

Care managers could choose among the following modules:

* Learning to build and maintain a strong social network (Social Support)

* Managing caregiver stress by learning to use relaxation exercises (Managing Stress)

* Increasing caregiver pleasurable activities (Pleasant Activities)

* Restructuring negative or unhelpful thoughts to improve one’s mood
(Understanding Your Feelings)

e Maintaining one’s physical health by attending to the caregiver’s medical
appointments and tracking personal health-related information (Healthy Life)

* Home safety tips to reduce potential hazards or injury to dementia patient (Home
Safety)

* Tips on how to better communicate with someone diagnosed with dementia
(Communicating with Your Loved One)

* Managing difficult dementia-related behaviors, such as wandering, asking the same
question repeatedly, and forgetting names and faces (My Loved One’s Behavior)

We examined the content to make it specific to the region (e.g., challenges
involved in border crossing and whether comparable services would be available in
Mexico to those in CA) and improve the look and feel of the materials and make
them more user friendly. For example, the Caregiver Guide contained culturally
appropriate photos and images throughout and had pockets to insert worksheets for
each module. Every module is color-coded and includes a brief introduction to its
topic to orient the caregiver to the section. Additionally, we gave special attention to
the language used in each module for cultural appropriateness and ensured that the
literacy level was maintained at the 6th grade level or lower to meet the average
reading level of the target Latino group. Lastly, several modules included a cultural
Dicho, which is a special idiom or quote known in the Latino culture that is often
used to make a point or motivate a change in behavior.

We implemented several measures to maintain fidelity to the original REACH
interventions. Consultants again carefully reviewed final materials, and the care
managers were required to attend training sessions (described earlier) to learn the
steps to deliver the interventions correctly. For both programs, care managers were
required to audio-record their sessions for fidelity checks. These were done by
Veronica Cardenas, who is a bilingual/bicultural Spanish speaking psychologist
who worked on the original REACH projects in northern CA with Dr. Gallagher-
Thompson. Feedback was provided to the care managers in a timely manner so that
the interventions would be delivered as planned.

We further modified the programs following the initial launch. At first, the four
sessions in both programs were to be offered every other week (per consultants’
recommendations) as a way to extend the length of contact with caregivers and
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allow more time for materials to be absorbed and applied to caregivers’ situations.
The SCRC quickly discovered, however, that a significant number of caregivers
were not returning or were missing from sessions. As a result, the four sessions
were offered in consecutive weeks—a modification that significantly improved par-
ticipant retention and satisfaction with the program.

Outcomes

The REACHing Out program has been successful and exceeded target expectations
for enrollment. The overall program also was successful in other target outcomes
related to caregiver psychological well-being, to be described below. The original
target of the Rosalynn Carter Institute for Caregiving was to serve 25 Latino care-
givers in one year, whereas San Diego County’s goal was to serve 200 Latino care-
givers annually for the duration of the contract. Since enrollment began in June
2010 through January 2014 (the period for which data are currently available), a
total of 647 caregivers enrolled in CALMA and 39 in CUIDAR. In the 2012-2013
fiscal years alone, the SCRC enrolled 231 Latino caregivers into the combined pro-
grams. Thus, these programs appear to have been well received in the Latino com-
munities in southern San Diego County. In fact, they have now become
“institutionalized” into the standard SCRC program offerings—a significant mile-
stone that was not anticipated at the outset but is perhaps the most important out-
come of this body of work.

In terms of impact of the two programs
on the psychological well-being of Latino | “We need to view results in the
Alzheimer’s disease caregivers, we need to context of translational research —
view results in the context of translational | from ivory tower to community —
research—from ivory tower to commu- | rather than in the context of
nity—rather than in the context of tradi- | fraditional academic research.”
tional academic research. This means we
have to examine each program’s impact separately, keeping in mind that, contrary
to traditional research methods, participants were not randomly assigned to condi-
tions. Instead they were assigned to one program versus the other according to their
levels of symptom severity at the baseline assessment, which included self-report
measures of depression and perceived “burden” or stress due to caregiving. For
instance, caregivers who reported high levels of depression (that is, they scored
above a standardized cut-off) were generally offered the CUIDAR program so they
could get more individualized help. In contrast, those whose caregiving burden was
relatively high but whose depression was low were assigned to CALMA, where the
small group interaction could help them learn about others in the same situation and
how they were handling similar problems. In general, this system worked out well,
and there were few “transfers” between programs.
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Demographics

All CALMA (N=647) and CUIDAR (N=39) caregivers were Latinos, with a major-
ity identifying as Mexican or Chicano (87.0 % and 89.7 %, respectively). Most in
both programs were female (90.5 % and 97.4 %, respectively). CALMA caregivers
tended to be older than CUIDAR caregivers; however, the majority from each pro-
gram was in the age range from 40 to 59 (58.4 % and 43.6 %, respectively), which
is consistent with other research with Latino Alzheimer’s disease caregivers.

Program Satisfaction

Caregivers were asked to complete several items to assess the perceived benefits of
the program they had received. Most either agreed or strongly agreed that because
of the program, they felt more comfortable seeking help (CALMA=98.3 %;
CUIDAR=97.5 %). Also, virtually all reported that they were satisfied with ser-
vices received (CALMA =99.7 %; CUIDAR =100 %).

Psychological Well-Being Outcomes

Caregivers were interviewed at baseline (upon enrollment at SCRC) and again
about 6 months after participating in either CALMA or CUIDAR. A comprehensive
intake assessment was done by SCRC staff that included several measures to assess
psychological well-being. Of those, we will discuss three: (1) Self-rated health (the
extent to which overall health was seen as interfering with caregivers’ ability to do
what they wanted to do in their daily lives); (2) perceived burden or stress related to
caregiving, as indexed by the Zarit Burden Interview; and (3) self-reported symp-
toms of depression, as indexed by the CES-D scale. The latter two are widely used
in caregiver research and were used in the original REACH studies.

Perceived Health

To assess caregiver attentiveness towards his or her own health, a standalone ques-
tion on the assessment tool was added: “How much does your health stand in the
way of you doing the things you want to do?”” There were four possible responses:
“Not at All,” “A Little,” “Moderately,” and “Very Much.” This question was admin-
istered during an initial assessment prior to the REACH intervention, and again at a
reassessment approximately 6 months later, after caregivers had gone through a
4-week intervention.
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CALMA

During the initial assessment, 27.0 % of caregivers in this program reported that
their health was either “very much” or “moderately” standing in their way of
doing the things they wanted to do. At reassessment only 11.6 % reported this.

CUIDAR

At baseline, 50.0 % of caregivers in this program reported that their health
was either “very much” or “moderately” standing in their way of doing the
things they wanted to do. At reassessment, virtually none reported this.

Zarit Burden Interview

Caregivers were given the brief (12-item) version of the Zarit Burden Interview [22,
23], which measures perceived burden or stress related to being in the caregiving
role. They rated each item on a 5-point scale from O (never) to 4 (nearly always),
with higher scores indicating greater burden, yielding a possible range of 0-44.
“High Burden” is defined as greater than or equal to 8, the cut-off score typically
used in research studies.

CALMA

Fewer caregivers reported high levels of burden after participating in the
CALMA intervention groups. Only 15 % scored above the cut-off at the reas-
sessment, indicating that burden was reduced for the majority of participants.
A paired sample #-test was used to assess change over time and significant
reduction was found: mean=8.02 at baseline vs. 4.22 at reassessment (¢
(380)=19.32, p<0.001).

CUIDAR

Similarly, the number of caregivers reporting high levels of burden after
receiving personalized intervention in the CUIDAR program drastically
reduced; at reassessment, less than 10 % were still highly burdened. Note,
however, the small sample size; caution should be used in interpreting these
data. Again, a paired sample t-test was used to assess change over time, and
significant reduction was found: mean=10.39 at baseline vs. 2.86 at reassess-
ment (¢ (27)=11.06, p<0.001).



118 D. Gallagher-Thompson et al.
Depression

The Center for Epidemiologic Studies Depression Scale (CES-D) [24] is a 20-item
self-report screening tool that assesses for current symptoms of depression. The
CES-D has a potential range of 0—-60, with higher scores indicating more depressive
symptoms; those who score 16 or greater are considered to be experiencing a sig-
nificant level of depression and likely are in need of treatment. This scale has been
widely used in prior research with dementia family caregivers, including with
Latino caregivers in the REACH studies.

CALMA

The number of caregivers reporting high levels of depression decreased after
participating in this program. At baseline, 55.5 % were at high risk for clinical
depression based on CES-D score, whereas at the reassessment only 26.6 %
were at high risk. The paired sample t test showed significant reduction over
time: the mean dropped from 18.18 to 11.88 (n=452; ¢ (451)=13.38,
p<0.001).

CUIDAR

A similar reduction in the percentage of caregivers scoring above the clinical
cut-off for depression is found here: at baseline, 76.7 % were at high risk,
while at the reassessment only 10.0 % were at high risk. This finding must be
evaluated in light of the fact that CUIDAR participants were selected partly
on the basis of high distress in terms of initial depression level, so it is not
surprising that such a high percent were clinically depressed at the outset.
What is noteworthy is the highly significant drop in this percentage over time.
As well, the overall mean score here dropped from 22.36 to 8.57 (n=28; ¢t
(27)=9.55, p<0.001).

Lessons Learned

A key factor to the success of these projects was implementation of the “Confianza
Triangle” (see Fig. 9.1) from the beginning. The promotoras’ active participation in
development of materials, training sessions, and many meetings where we talked
about how best to implement these programs was critical to the programs’ success.
The many challenges to engaging Latino caregivers in treatment have been well
documented in the literature [21, 25], and we are certain that without the promoto-
ras’ help with outreach and engagement, the programs would not have been as
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successful as they turned out to be. At the same time, the use of promotoras in
outreach (especially when they are not employees of the lead agency) can be a chal-
lenge. To address this challenge with the four promotoras assigned to the program
(who were employed by La Maestra Community Health Center and San Ysidro
Health Centers), we took multiple steps. For example, formal sub-contract agree-
ments were created and signed by the partner agency executives along with the
SCRC'’s executive team. These agreements detailed the partnership and described
the original REACH programs, the role of the promotoras, and the expected annual
compensation to the partner agencies. We created and reviewed job descriptions and
provided special trainings to teach about the original REACH models and what we
wanted the new programs to achieve. Due to significant staff turnover in these jobs,
this training followed a formal curriculum. Additionally, we held regular, structured
meetings to review goals, referrals, outreach activities, and activity logs for report-
ing purposes and to answer questions and address concerns.

The annual outreach goals (N=400 unduplicated clients) for the promotoras
(described as “prevention activities”) and the intervention goals (N=230 undupli-
cated clients) for the care managers up to today are very clear and restricted to the
South Bay region of San Diego County. Over the program’s 5-year history, the qual-
ity of outreach contacts and referrals has improved dramatically. Roughly 9 % of all
outreach contacts become referrals to the interventions. Of the referrals, approxi-
mately 47 % go through the assessment portion of the program; of those assessed,
over 80 % participate and graduate from the program. Due to the restricted target
region, promotoras tend to be very competitive in their outreach efforts. There is
great pride in knowing that he or she made a quality referral and that the individual
referred graduated from the program. In addition, the promotoras assist the care
managers in the CALMA small group program, and they become a familiar face to
many of the participants. To encourage healthy competition and minimize conflicts,
we created a promotora coordinator position (with funding from the county) to bet-
ter coordinate outreach efforts, provide mentorship and supervision, and mitigate
competitive conflicts (e.g., overlapping territories, encroaching on another promo-
tora’s community contact). This coordinator now meets weekly with the team of
promotoras to review goals, referrals, outreach activities, activity logs for reporting
purposes, answer questions, address concerns, and review a spreadsheet with the
team that highlights referrals and graduates per promotora. This coordinator, plus
SCRC'’s director of education and programs, also meets with the extended group
monthly—consisting of the promotoras themselves, their agency supervisors, and
SCRC’s two care managers. This has really helped to improve communications
among all the principal parties and helps keep the programs “on track.”

Overall, it is important to point out that through these processes and respectful
listening to all stakeholders time and time again, we all learned how to work effec-
tively together. This required flexibility and good communication to ensure that
clear lines of communication were established to address problems, issues, and con-
cerns in a timely manner. The SCRC learned that there is an ongoing need for train-
ing and supervision of all staff on the project, including management at partner
agencies. The SCRC had to recognize and adjust expectations of productivity,
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because the turnover for promotoras was high. Meanwhile, the staff learned how to
maximize their time to meet the project goals. Also, our community partners learned
that in their work promoting the “new REACH,” they could also meet their own
goals of obtaining referrals for their agencies.

One Partner’s Perspective: Delores Gallagher-Thompson

On a more personal level, all the researchers on the team (including me) learned that
we can negotiate differences between the “ivory tower” and the “real world” in ways
that respect the very different contexts we are coming from and, at the same time,
develop products and services that are faithfully grounded in evidence-based princi-
ples and practices. For me, this was a remarkable, impactful learning experience—it
was the first time in my professional career that I worked in such a “hands-on” way
with so many different community partners who were located so far away. My previ-
ous experience focused on smaller agencies and programs in the greater San Francisco
Bay area—we had our challenges and issues, of course, but because the teams were
smaller and closer together geographically, resolutions were easier to come by. For
REACHing Out, a number of in-person trips to the San Diego area were necessary,
as well as very frequent teleconference calls and online exchanges. This experience
taught me a number of skills that were rooted in its very challenges—for example,
how to communicate clearly when I was not there in person and I needed to rely on
electronic media to get my points across. Most importantly, it taught me how to listen
well to what was being said and really pause and think before expressing opinions or
recommendations. I was particularly sensitive to the fact that because I was non-
Latino (in my heritage, though very Latina in my cultural preferences!), I had to lis-
ten harder and think more before speaking out. These are important lessons that
I have since had the privilege to apply in other contexts—for example, training pro-
viders in Australia in the use of another derivative caregiver program (also based in
the original REACH models) through use of Skype and videoconferencing. This
experience would never have been one I would have done without the prior experi-
ence with REACHing Out that thoroughly prepared me for that work.

To analyze in advance the SCRC’s organization capacity was another important
key to the success of these programs. It was imperative to ensure that the SCRC
was ready to serve the Latino population and that it had the capacity to offer cultur-
ally appropriate services. As mentioned earlier, in order to assess for this capacity,
outside experts were employed to evaluate where the organization was at the time.
It was also important to keep in mind the cost to implement these programs and if
this cost was manageable. In addition, it was crucial to ensure that the program
being built was capable of being sustainable. A key step for sustainability was
establishing collaborative partnerships with organizations in the community who
were already serving the population we were looking to serve. Having discussions
with these organizations early on and then creating formal partnerships with them
helped tremendously during the planning and implementation phases and, later,
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with sustainability. Lastly, collecting impact data (using reliable measures that have
been often used in caregiving research) has helped enormously to demonstrate to
the funding sources, and to other interested parties, that REACHing Out is a suc-
cessful model that provides tangible results and improves people’s lives.

Among the lessons learned for future projects is the need to create and imple-
ment proper documentation of the procedures and protocols at the beginning. Also,
having an advisory committee that is open and flexible to change that inevitably
accompanies the growth of the program proved to be an important collaboration.
Maintaining open lines of communication between the researchers on the commit-
tee and the organization itself (as well as the community stakeholders) was another
key factor. SCRC’s management team educated the researchers regarding the San
Diego geography and SCRC’s capacity in terms of carrying out the project.
Meanwhile, the researchers rolled up their sleeves on this project and adjusted their
scientific expectations based on the feedback provided by SCRC and other com-
munity partners. For the academic partners, much has been learned in the process of
implementing the REACH interventions in a real-world community setting. For
instance, it was crucial to listen to feedback provided on the feasibility of replicating
the exact same treatment models in a new environment with a different set of
resources and a different target population. Additionally, academic partners bal-
anced the need to make the programs “feasible” with the equally important need to
stay true to the original model and thoughtfully consider what the key features were
that had to remain. Following multiple consultations (as described above), once the
best intervention models were determined, academic partners worked with SCRC to
create a good “fit” between staff and caregivers. For example, staff were bilingual,
bicultural, and of the same community where the caregivers resided. Academic
partners also created training plans for new staff to learn how to implement the
programs, and a fidelity plan to promote high quality protocol adherence.

A final lesson learned is that the burden, stress, and depression associated with
dementia family caregiving can be relieved through relatively cost-effective means.
Results from CALMA (the small group program) were of clinically meaningful
magnitude at much less expense, compared to the home-based CUIDAR program.
This underscores the importance of doing a careful caregiver assessment at the out-
set so that the more expensive and time-consuming services can be reserved for
those who truly need them.

Future Directions

As of this writing, most of the partnerships mentioned are still active. Currently the
communities being served are in close proximity to the US-Mexico border and
Tijuana, Mexico. This southern part of San Diego County includes the city of San
Ysidro, which is one of the busiest land border-crossings and where services are
most needed. One recommendation from these findings is that funders, in collabora-
tion with SCRC, expand this program to northern San Diego County that also has a
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substantial Latino population. SCRC plans to continue to lobby San Diego County
for additional funding to enable this program expansion to occur. We all need to
recognize that dementia is a global problem; its incidence and prevalence are rap-
idly rising [26]. Future partnerships with other agencies throughout the United
States and even with other countries around the world would be invaluable in
expanding these services to other communities that have a large Latino population
with relatively low health literacy and low socio-economic status who nevertheless
have significant (often unmet) service needs.

SCRC is now actively working to create a toolkit based on our new models to dis-
seminate so that other organizations can benefit from our experience and lessons
learned. The toolkit will include training materials and protocols to help build other
organizations’ capacity. This should allow other community-based providers to repli-
cate and benefit from the translational research that we have implemented, and would
allow more evidence-based programs to reach populations who need them the most.
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