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Overview
The California Task Force on Family Caregiving (the Task Force) was established
through Assembly Concurrent Resolution 38 (ACR 38-Brown), for the purpose of
addressing the challenges faced by California’s 4.5 million family caregivers.1,2
Family caregivers play a foundational role in California’s long-term services and
supports infrastructure, surpassing Medi-Cal in terms of the economic value of
their unpaid caregiving contributions.2 However, family caregivers face a number
of challenges in this role, including balancing work and caregiving, accessing
culturally relevant and competent services, paying for supportive services, and
attending to their own health and wellbeing.
With the intention of addressing these challenges and better supporting
California’s family caregivers, the Task Force will provide a final set of
recommendations to the Legislature by July 1, 2018. The present Interim Report
provides an account of the Task Force’s work thus far.
On October 20th, 2016 the Task Force met for its inaugural meeting. At this
meeting, Task Force members used a Nominal Group process3 to identify key
priority issues. Members agreed upon six priority areas to guide their work
(summarized in Appendix A):
•
•
•
•
•
•

Integrated approach to care management
Comprehensive array & continuum of services
Caregiver compensation
Data on caregivers and services
Access to affordable & accessible services
Education and training

In addition to these priority areas, Task Force members identified several values
to consider as they developed recommendations. Key values included:
• Supporting diverse needs, including cultural awareness, cultural 		
competency, and sensitivity
• Person- & family-centered care
• Work-life balance
• Choice & options for caregivers (e.g., capacity to be a caregiver)
• Supporting paid caregivers
This Interim Report elaborates on the priority areas identified by Task Force
members and describes next steps toward creating recommendations.
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Background

on the California Task Force on Family Caregiving

MISSION OF THE TASK FORCE

The California Task Force on Family Caregiving (the Task Force) was created by the California
Legislature in September 2015 through Assembly Concurrent Resolution (ACR) 38 (Brown). The goals
of the Task Force are to examine challenges faced by California’s family caregivers, review supports
and services currently available to caregivers, identify opportunities to improve caregiver supports in
the state, and ultimately make a set of policy recommendations to the Legislature. Family caregivers
are defined as the spouses, partners, adult children, other relatives, and friends and neighbors who
provide care and support to adults with disabilities and/or older adults. The social, demographic,
economic, and political impetuses for creating the
Task Force as described in ACR 38 are summarized
Californian’s who need LTSS
below.

overwhelmingly desire to
remain in their homes.

Changing Demographics
California has the highest number of family caregivers
of all U.S. states -- 4.5 million -- and this number is
projected to grow.4 Causes of this growth include population aging, increasing longevity, the higher
number of individuals with chronic conditions such as Alzheimer’s disease and related dementias
(ADRDs) that are associated with an aging population, and the increasing cost of long-term services
and supports (LTSS).5
Long-Term Services and Supports
The current LTSS system shapes the role of family caregivers. Although traditionally, women have
provided most unpaid care, they are increasingly involved in the paid labor force outside of the
home. At the same time, the costs of LTSS continue to rise. Private long-term care insurance is too
expensive for most families, and many remain ineligible for public supports like Medi-Cal.
Californians who need LTSS overwhelmingly desire to remain in their homes. For those
who qualify, home- and community-based services (HCBS) available to support them and their
caregivers are expanding to meet these needs. Over the last several decades, California has been
a leader in providing HCBS services with more than half (64.4%) of California’s LTSS expenditures
directed toward HCBS.6 Much of California’s spending on HCBS can be attributed to the In-Home
Supportive Services program (IHSS), the largest personal assistance service in the U.S. The 1999
Olmstead ruling is also a driver of efforts to provide services to older adults in the community rather
than placement in institutional care. This shift to community-based LTSS, which is likely to continue,
will require the ongoing support of family caregivers as a cornerstone of in-home care.7
Definitions
Throughout the report, certain terms are written in a blue,
bolded font. These terms are defined in Appendix B for readers
who are less familiar with them.
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Caregiver Health and Wellbeing
As a result of their caregiving role, some family caregivers are also vulnerable to worsening health
and wellbeing, with caregivers who provide higher intensity tasks and longer hours of care being at
increased risk. Such declines have been explained by neglecting their own health behaviors, distress
from caregiving tasks, and injury as a result of care duties.4,8 As a result, caregivers endure higher
rates of cardiovascular risk factors, poorer immune functioning, and higher levels of depression than
noncaregivers.9,8
Financial Security and Employment
Caregiving is also expensive for many families, due to high out-of-pocket costs related to caregiving
and taking time off from or leaving paid employment. An AARP study released in 2016 showed that
more than 3 out of 4 caregivers absorb out-of-pocket costs, at an average of nearly $7,000 per year,
with costs for caring for a loved one with ADRD averaging well over $10,000 a year.10 While California
has family leave benefits that provide eligible workers with up to 70% of lost wages for up to six
weeks,11 many serve as caregivers for far longer and not only lose immediate wages but also lose out
on opportunities to save for their own retirement, including reduced participation in Social Security.

Although not all caregivers are equipped to complete the
complex medical tasks required following a transition out of
the hospital, most are expected to step into these roles.
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Diverse Values, Needs, and Capacities
Caregivers are a diverse group in terms of culture, background, capacity, need for support, and desire
to provide care. Current services and supports have been criticized for not adequately accommodating
the needs and preferences of caregivers and care receivers, particularly in terms of cultural relevance
and cultural competency. In addition, with its heavy reliance on family caregivers, the current LTSS
system assumes that families will provide the lion’s share of the care. For example, although not
all caregivers are equipped to complete the complex medical tasks required following a transition
out of the hospital, most are expected to step into these roles. A recent report by the AARP and
United Hospital Fund indicated that 46 percent of caregivers perform medical/nursing tasks in a
representative national survey, with over half of these caregivers indicating they had no choice in
the matter.12
In light of these realities, the challenges facing family caregivers, and the integral role they play
in California’s LTSS system, the Task Force is working toward developing a set of recommendations
to better support family caregivers. The work of the Task Force is supported by the Administrative
and Research Team at the University of Southern California’s Leonard Davis School of Gerontology
(the USC Team). To complete the mission laid out in ACR 38-Brown, the Task Force conducted its first
face-to-face meeting in October 2016. Members met a second time via conference call in December
2016. Six meetings are planned for 2017, and a further three are planned for 2018. The Final Report will
include recommendations based on the Task Force’s review of a variety of programs, identification
of best practices, and members’ diverse expertise. The Final Report will be submitted no later than
July 1, 2018.

Task Force
Task Force members were appointed by California’s Senate and Assembly leadership—six per house—
with the appointments completed in August 2016. Members come from the non-profit, public, and
private sectors; in addition to a wealth of professional expertise, several members have extensive
personal experience as family caregivers. Below is a roster of Task Force members, whose complete
bios can be found in Appendix C.
•

Mary Ball, President/CEO •
at Alzheimer’s San Diego

•

Donna Benton,
PhD, Research
Associate Professor of
Gerontology, University
of Southern California

•

Les Cohen, Legislative
Advocate Emeritus,
Orange County
Ombudsman

•

Carmen Estrada,
Executive Director
of Inland Caregiver
Resource Center
Sandra Fitzpatrick,
Executive Director,
California Commission
on Aging

•

Kathleen Kelly, MPA,
Executive Director of the
Family Caregiver Alliance

•

Robert Lesh,
Consumer, Mountain
View

•

Karen Lincoln, PhD,
•
Associate Professor and
Director, USC Hartford
Center of Excellence in
Geriatric Social Work
University of Southern
California

•

Anat Louis, PsyD,
Director Direct Services,
Department of Aging,
•
City of Los Angeles

•

Eric Mercado, Research
Editor, Los Angeles
Magazine

Douglas (Doug) Moore,
Executive Director of
the UDW Homecare
Providers Union and
International Vice
President of the
American Federation
of State, County, and
Municipal Employees
Edie Yau, Director of
Diversity and Inclusion
for the Alzheimer’s
Association

Members of the California Task
Force on Family Caregiving at the
October 20th, 2016 meeting:
Back row, left to right: Bob Lesh, Eric
Mercado, Les Cohen & Doug Moore
Front row, left to right: Kathy Kelly,
Carmen Estrada, Edie Yau, Sandi
Fitzpatrick, Anat Louis & Donna
Benton Not pictured: Mary Ball &
Karen Lincoln

Administrative and Research Support Team
ACR 38 requires the support of a non-state organization. This entity, the Administrative and Research
Support Team, is led by Kathleen Wilber, PhD at the University of Southern California’s Leonard Davis
School of Gerontology. The USC Team has experience researching policies related to LTSS, health care
administration, elder abuse, economic security, and family caregiving. Bios for the USC Team can be
found in Appendix D.
While the duties of this non-state organization may evolve over the course of the Task Force’s
appointment, current responsibilities include convening and providing support for regular meetings of
Task Force members, maintaining a web presence for the Task Force, researching promising practices in
family caregiving, creating an inventory of current services and supports available to family caregivers
in California, producing materials to guide the Task Force in making its recommendations, and drafting
reports to funding organizations and the Legislature. The USC Team can be reached at tffc@usc.edu.
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PROGRESS TO DATE
The Task Force is in the early phases of its work. This section describes the activities of and products
developed by the Task Force since the 12 members were appointed in August 2016.
Acquisition of Funding
ACR 38 stipulates that, “state funds shall not be used to support task force activities, but the task
force may solicit and accept private funds and in-kind donations from public and private foundations
to pay expenses incurred in conducting its business.”13 To seek funding to support the Task Force
activities, the USC Team wrote three grant proposals. Two were funded: one by the Archstone
Foundation and one by AARP. Funds are being used for administration of the USC Team, meeting
costs, travel of Task Force members to meetings, research on best practices, and a website.
Creation of Task Force Website
In compliance with the Bagley-Keene Open Meeting Act and to better organize and disseminate the
work of the Task Force, the USC Team created a publicly available website
(http://tffc.usc.edu). All materials distributed to Task Force members are posted to the site, including
information on caregiving from members, meeting agendas and minutes, and bios of the Task Force
members and the USC Team.
The Website for the Task Force on Family Caregiving can be found
at http://tffc.usc.edu

Provision of Welcome Packets and Background Materials
Once all Task Force members had been appointed, the USC Team sent out a welcome packet that
included background material on family caregiving in California, such as demographic characteristics,
reasons for providing care, and possible negative impacts of caregiving on health and wellbeing,
including financial wellbeing. The USC Team also produced a webinar that provided background
material on family caregiving. These background materials can be found on the Task Force’s website,
http://tffc.usc.edu.
In addition, members were provided with a copy of
ACR 38 and guidance on the Bagley-Keene Open Meeting
Act. These items were given further explanation in the
webinar when describing the mission of the Task Force.

Kathleen Wilber leads the Task Force members in a “round
robin” identifying priority areas at the October 20th
meeting. Ideas were stated by members, repeated back,
and recorded on a flip chart.
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Identifying Priority Areas at the Inaugural Meeting
The principal accomplishment of the Task Force thus far
has been to identify the priority areas related to family
caregiving that it will address during its term. These
priorities were identified during the Task Force’s first
meeting on October 20th using consensus-building methods.
Three weeks after the first meeting, a survey of members

was used to make additions and modifications to the priority areas.
The identified priorities are expected to guide the Task Force as it conducts its work, with
the caveat that it is the prerogative of the Task Force to choose to add, remove, refine, or combine
priority areas as the work continues. Given that these priorities will be the primary focus of this
Interim Report, they are described in greater detail in the next section.
Review of the Literature
The USC Team began and continues to review the literature available on best practices in family
caregiving, aided by the October 2016 report from the National Academies of Sciences, Engineering
and Medicine (NASEM). Going forward, this review will primarily focus on those areas identified as
being priority areas by the Task Force, including alternative approaches designed to produce desired
policy outcomes (e.g., tax credits versus vouchers to address out-of-pocket costs for services faced
by family caregivers) and feasibility of suggestions made at the inaugural meeting.
Materials in this review include both peer-reviewed and “grey literature,” encompassing a
range of studies and reports. The final output is expected to be an annotated bibliography that is
easily accessible to policy makers and providers. This product will be used by Task Force members to
guide recommendations and identify promising programs and practices for further consideration.
Review of the Interim Report
Finally, Task Force members participated in a review of a draft of the Interim Report produced by the
USC Team. The draft was discussed in a phone meeting on December 15th. Changes were made to
accurately reflect the views of Task Force members.
Perspectives on Family Caregiving
Empty urine bags, change soiled diapers, clean open ports, provide bathing and toilet assistance,
cook special dietary meals, give injections, test blood sugar, administer medications, keep track of
insurance billing, follow up with doctors. As I was preparing for our Taskforce conference call last
week, I read an article written by Ann Brenoff from the October 20th issue of The Huffington Post
that was forwarded to us entitled “6 Very Good Reasons Why Family Caregivers Need a Union.” 31 In
the article, she starts out by detailing the afore mentioned tasks she and her fellow caregivers do
and don’t get paid for - along with a few thousand others that went unnamed. It really started me
thinking about what I currently do as a caregiver for my wife, Alice, who was diagnosed with multiple
sclerosis just before we were married almost 43 years ago. I started thinking of the evolution of our
journey together which provoked thoughts of other caregivers that I interface with on a daily basis.
I also wanted to find out what their challenges and concerns are and compare them to my own and
the issues we as a Taskforce have identified as priorities to pursue over the next 18 months.
--Submitted by Task Force member and veteran caregiver Robert “Bob” Lesh. Descriptions of life as
a caregiver provided by Bob will be included throughout this report in red boxes. To read his piece,
“Perspectives on Caregiving,” in full, see Appendix E.
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Setting Priorities
At the inaugural meeting of the California Task Force on Family Caregivers on October 20th,
2016, Task Force members were asked to: 1) introduce themselves and 2) identify what they would
like to see the Task Force accomplish. Two recurring goals from this exercise were to provide high
quality recommendations to the Legislature and to make California an exemplary state for family
caregiving policy and practice.
A first step to both of these ends required establishing specific priority areas the Task Force
will address during its term, given the wide array of policy areas affecting family caregiving. Thus,
the goal for the first meeting was to determine which priorities the Task Force would address in its
recommendations. By the end of the meeting, the Task Force agreed upon six priority areas:
		
• Integrated approach to care management
• Comprehensive array & continuum of services
• Caregiver compensation
• Data on caregivers and services
• Access to affordable & accessible services
• Education and training
This section describes each of these priorities areas in
greater depth, as well as the process by which the Task
Force arrived at these priority areas. The agenda and
meeting minutes from the October 20th meeting can be
found in Appendices F and G.
To assist with priority setting, the USC
A word cloud from field notes taken after the first meeting,
Administrative and Research Team introduced a Nominal
with more frequently mentioned words appearing in
Group process to build consensus on priority areas.
larger font
Nominal Group Technique (NGT) is often used to establish
priorities by relying on experts in a given field. This process included individual identification of
priority areas, group discussion and categorization of priority areas, ranking a set of agreed upon
priorities, fleshing out approaches, and finally responding to a survey on feasibility and importance.
This process is described in greater depth in Appendix H, and notes from this process are available
in Appendices I and J.
In addition, a survey concerning feasibility and anticipated barriers to progress was provided
to Task Force members three weeks after the meeting. The survey can be found in Appendix K, and
results in Appendices L and M. While Task Force members ranked some items as being more feasible
than others based on their expert opinions and knowledge of the field, members emphasized in a
follow up discussion that low feasibility did not mean an item was unimportant.
10

In striving to make California a leader in family caregiving policy and practice, the Task Force
and policy makers will likely need to consider how to address issues affecting caregivers that will be
challenging to change, such as those requiring action at a federal level.
To identify priorities, the Task Force used a Nominal Group Technique augmented
with small group discussions. To further refine the priorities, they ranked each
according to its importance and feasibility.

PRIORITY AREAS TO SUPPORT FAMILY CAREGIVERS

As noted above, Task Force members voted on the top six priority areas they would address
during their term. Figure 1 below is a breakdown of the vote, displaying the points allocated to each
item based on a pre-designated scoring system.14

Figure 1: Breakdown of Task Force Voting on Priorities
Task Force members were each provided with 6 colored dots with which to vote on a sheet displaying the consolidated priority areas
(see Appendix J). Each dot had a different point designation, wherein more points equated to greater importance. Members were
provided with one green dot (3 points), one yellow dot (2 points), one red dot (1 point), and three blue dots that would be used in the
case of a tie. Items receiving 0 points (elder abuse, platform and visibility, and technology) are not shown.

Although not all items received a vote and several were not selected as top priority areas,
some items were later reincorporated as components of another priority area (e.g., elder abuse
prevention as a part of education and training). Each of these priority areas is described in greater
depth below.
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INTEGRATED APPROACHES TO CARE MANAGEMENT

Integrated approaches to care management was largely discussed in terms of the role of
health care providers in connecting family caregivers to LTSS, particularly after a new diagnosis or
care transition. It was among the first issues raised during the round robin session at the start of
the meeting. It also received the most “green dot” votes, indicating that it was the top priority for 4
of the 10 Task Force members in attendance, as seen in Figure 2.

Figure 2: Top Priority Votes by Task Force Members
A plurality (4) of Task Force members considered integrated approaches to care management as their top
priority (designated with a green dot); no other priority area receiving more than 1 top priority vote.

Identify caregivers: According to Task Force
members, providers should be better equipped to
identify who is a caregiver. In general, suggestions
indicated that primary care settings were the most
appropriate place to collect this information, such
as at annual wellness checkups. However, it was not
clear whether the recipient should be asked, “Are you
a caregiver?” or the caregiver should be asked “Do
you provide care to someone?” or both questions.
In addition, questions could encompass the extent
of services needed, as some family caregivers will
not need additional supports. Identifying family
caregivers was perceived as both one of the most
feasible and important goals in survey responses.
Encourage more active involvement from health
care providers: The role of health care providers was
also discussed more generally. Comments indicated
that the provider’s role should be more proactive and
12

Perspectives on Caregiving:
Identifying as a Caregiver

After the right leg became a problem and
Alice could no longer drive, we started
the process through our insurance to get
an electric wheelchair -- and I do mean
process. This ended up being very time
consuming and frustrating dealing with
the insurance company/medical supplier
conundrum. We always stayed on top of
the MS research and attended seminars
in our area and in 1996 the MS drug,
Copaxone, became available and I gave
Alice daily shots for the next 15 years.
All this time I never considered myself a
caregiver -- just a caring husband doing
what was necessary to make our lives
both meaningful and manageable.

inclusive of family members than it is currently. For example, in addition to asking about caregiver
status, primary care settings could be where caregivers are asked about whether the recipient
has advance directives in place. In addition, Task Force members indicated that providers in these
settings should ask about the needs and preferences of caregivers. Although concerns were raised
about placing too many demands on health care providers, who generally are not provided with
reimbursement for integrating caregivers into their services, recommendations generally supported
using the primary care setting to identify family caregivers and their concerns.
Positive Steps in the Role of Healthcare Providers

Task Force members identified changes in the role of health care providers, particulary in the role
of care coordination, as a priority. Recent changes in reimbursement policies by Medicare were
applauded as a step in the right direction. Starting in January 2016, physicians and other relevant
providers can be reimbursed for working with caregivers to coordinate care for individuals living
with dementia. For more information, see: Assessment and Care Planning for Patients with Cognitive
Impairment, 81 Fed. Reg. GPPP6 (Nov. 15, 2016).

Design a more proactive approach to care coordination: Once caregivers are identified, LTSS could
be coordinated more proactively than they are currently. For example, after a person is identified
as a caregiver in primary care, they could be referred to an automated resource system that
identifies support options. Similar to this idea, the Early Start program for families of children with
developmental disabilities at the time of diagnosis offers a follow-up call that includes information
on next steps. Automatic referrals of this type were ranked as the second most feasible item to
accomplish in survey responses, when weighted by level importance.
Improve coordination during care transitions: Care transitions out of the hospital provide an
important opportunity for coordination and integration of family caregivers. Although California is
one of the states that passed the CARE Act (passed as SB 675-Liu, the Hospital and Family Caregiver
Law), it is not clear to what extent it is being implemented. It is important to learn more about
implementation, including who is being trained and how well the law is understood by those it
affects. In addition, more intensive and regular follow up with caregivers after discharge from the
hospital could provide them with greater access to resources, supports, and confidence in providing
complex care. Proactive care coordination, including during transitions, was generally perceived as
both an important and feasible goal in survey responses.

COMPREHENSIVE ARRAY OF SERVICE

Offer services and supports to caregivers throughout the state: A comprehensive array of services
across the state, as it was described by Task Force members, encompasses a state-wide system of
quality services to address the physical, emotional, social, and financial toll that caregiving can have
on caregivers. In order to provide this, it is necessary to first find out what services and supports
exist across geographic areas of the state and whether these meet the needs of caregivers in these
regions. Indeed, survey responses suggest that finding this information is both relatively feasible
and of high importance. To address shortages where found, Task Force members suggested exploring
the value of telehealth delivery models to reach caregivers in underserved areas.
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Expand the reach of quality caregiver support groups: Another caregiver service that could
be expanded across the state is caregiver support groups. There are a variety of models, and it
is important to consider offering different types of groups to accommodate different needs and
preferences. Some caregivers may want socio-emotional support, whereas other caregivers might
benefit from more structured and informational sessions. However, in contrast to the results of
the in-person discussions, survey responses, on average, suggested that this priority was neither
particularly feasible nor infeasible, and ranked relatively low in importance compared to other
aspects of this priority area.
Create a clear pathway to services and supports: It was strongly recommended that caregivers
have a clear pathway to supports. Two principles were emphasized for creating such a pathway.
First, there should be a one-stop portal for information and advice tailored to the needs of family
caregivers. This could be in the form of a clearinghouse of information, or a statewide 211 service.
This would be especially helpful given the changing circumstances caregivers often find themselves
in. Although recognized as one of the most important components of this priority area, survey
responses suggest a considerable discrepancy in terms of perceived feasibility. The second principle
is a no-wrong-door approach, where a caregiver could be referred to appropriate LTSS by a variety
of organizations, and would ideally be referred by the first relevant organization they contact.
Interestingly, the no-wrong-door approach to information was perceived as less important than
having a one-stop-shop in survey responses.

CAREGIVER COMPENSATION

Provide adequate payment and benefits to family
caregivers: Concerns about caregiver compensation
were focused primarily around the lack of adequate
payment to family caregivers who must leave the
workforce or decrease their hours to provide care. A
successful compensation model would, ideally, prevent
caregivers from going into poverty as a result of their
caregiving role. However, while Task Force members who
completed the survey identified this as an important
issue, they ranked it as one of the least feasible items
to accomplish.

Jeanine Yonashiro-Cho, a member of the USC Team, facilitates
a focus group with Task Force members about comprehensive
services while PhD students from the Leonard David School of
Gerontology take notes.

Build on family leave laws: California’s family leave laws, robust compared to many states,
offer up to 6 weeks of paid leave to eligible family caregivers, but this typically only covers a portion
of the worker’s salary. For those caring for someone with a long-term degenerative condition,
this duration is inadequate. Some caregivers must worry about keeping their job if they need to
provide care for a longer period. The survey rated enhanced job protection as the most feasible and
important item within the caregiver compensation priority area.
In addition, Task Force members noted the impact on other benefits when caregivers leave
14

the workforce, including halted accumulation of Social Security credits and loss of health insurance.
Limited marketing for current protections was described as “shameful,” leaving many caregivers
unaware of the protections and supports to which they are eligible. This was again reflected in
survey responses where improving the understanding of paid family leave laws among caregivers
was ranked as both feasible and important.
Liberalize kinship restrictions: Eligibility criteria for other forms of compensation were also
considered problematic in some cases. For example, certain caregivers, including spouses, are not
eligible to receive some IHSS payments. Group members agreed that eligibility should not be based
on kinship status.
Use tax credits, create ways to continue participation in Social Security and Medicare, and
engage employers in developing creative solutions: Task Force members considered several ideas
to improve caregiver compensation. A tax credit to accommodate caregivers who had to leave the
workforce, similar to legislation that AARP has been working on for several years, received strong
support. Other innovative means included providing Social Security credits and volunteer banking. To
assist caregivers who must leave the workforce, job retraining programs are necessary to facilitate
re-entering the workforce. Employers should be engaged in these conversations to develop creative
solutions to better support family caregivers.
What is the State of Family Leave in California?

Federal law requires private employers with over 50 employees to provide 12 weeks of unpaid
leave to employees providing care to certain dependent or seriously ill family members or for
their own medical needs. To be eligible, employees must have worked at least 12 months with
their employer. In addition to job protection during this period, employees in California are
eligible for 6 weeks of paid family leave, with payments funded by payroll taxes and based on
income, such that those with a lower salary receive a higher compensation than those who earn
more. For more information, see National Conference of State Legislatures’ 2016 publication,

State Family and Medical Leave Laws.

DATA ON CAREGIVERS AND SERVICES

Develop a uniform assessment: Data on family caregiving was identified as essential to
understanding the diverse needs of family caregivers and projecting for their future needs. A
uniform caregiver assessment would better capture family caregivers’ levels and types of needs as
well as their strengths. A uniform assessment would also provide better data on service gaps and
facilitate identification of the unique needs of different communities (e.g., LGBT, immigrant, ethnic
minorities). Capturing the current number of caregivers in California and projecting their future
needs was considered the most important item within the entire survey, and one that was relatively
feasible. Creating a universal assessment was considered both feasible and important among survey
respondents.
Identify and evaluate what is available to support family caregivers: Services and supports
available to family caregivers need to be better understood. On several occasions, Task Force
members indicated that the first step to improving supports to caregivers is to find out what is
15

already available, who it serves, and how well it is working. This is especially important given the
growing misperception, particularly from health care providers, that community services are readily
available to family caregivers when they do not actually exist. The state also needs to be able to
anticipate where additional services will be needed in the future. This item was included as part
of the survey’s comprehensive array of services priority area, where it was ranked as both highly
important and relatively feasible.
Perspectives on Caregiving:
Juggling Work and Care

Complete additional research in multiple areas:
In addition to level of need and available services,
several specific research needs were emphasized.
I spent my career working for 3 companies
For example, one member suggested collecting data
in medical sales and management. In 2001,
on the impact of employees leaving the workforce
27 years into our marriage, I was no longer
to provide care, including the long-term impact on
able to continue working as a manager due
caregivers’ financial well-being. This research avenue
to the travel involved. I changed jobs and
was ranked as being both somewhat feasible and
went back to a sales territory where I had very
somewhat important in survey responses.
few overnights, more schedule flexibility and
Another critical area where knowledge is
the ability to be closer to home to be more
lagging is in the performance of medical tasks by
available to Alice.
family caregivers; members were not aware of data
on how many caregivers in California take on basic medical tasks and their level of comfort with
doing so. Finally, to foster the creation of culturally sensitive, relevant, and competent services,
research needs to be conducted with culturally and ethnically diverse communities, especially those
where English is not the primary language. This kind of research, too, was ranked as both relatively
feasible and important in the survey.
Use innovative ways to collect data: To better capture data, which is oftentimes very labor intensive,
innovative collection methods and use of relevant available data should be considered. This might
include the use of smart phone apps, adding caregiver modules to existing surveys, utilizing data from
large health care companies, and working backward from chronic disease diagnoses. Reimbursement
from Medicare and Medi-Cal for data collection efforts could make such collection efforts more
feasible. While survey respondents suggested this goal was important, they were slightly less likely
to consider it a feasible goal.

AFFORDABLE AND ACCESSIBLE SERVICES
While conversation on a comprehensive array of services focused on the existence of quality
services across the state, this theme considered accessibility to all caregivers. Specific concerns
were raised with regards to accessing housing and respite care, but also the high costs of services
more generally. The high price of long-term care insurance means that caregivers often cover the
costs of adult day and home assistance services out-of-pocket and, as a result, many caregivers end
up depleting savings needed for their own eventual retirement.
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Create more accessible housing: Housing stock in California is expensive and may be inaccessible
to people with disabilities. Requiring or providing incentives to develop more affordable and
accessible housing units in new developments is one way to combat this deficiency, although there
are likely others. While Task Force members considered this item to be important, it was perceived
as particularly infeasible.
Develop more respite services: Respite care is out of reach for many caregivers. Respite is one of
the most sought after services by family caregivers, but it remains prohibitively expensive. Speaking
from experience, one Task Force member described trying to attain respite for a 4-day trip, which
would have cost $2000 in total. Health insurance programs such as Medi-Cal might be one way to
provide respite to caregivers. “Respite should be covered under insurance plans since it will directly
impact cost for the insurance by keeping patients
Perspectives on Caregiving:
out of hospitals,” wrote one Task Force member
Housing and Out-of-Pocket Costs
in their survey. Another idea is to use vouchers
such as those provided to families of children with
California is a wonderful but very expensive
developmental disability. However, while ranked
place to live. Accessible and or affordable
as relatively important in survey responses,
apartments or homes are not easy to find.
creating more affordable respite options received
We finally found our current apartment in
a relatively low score for perceived feasibility.
Mountain View after an exhaustive search.
Other barriers to accessible respite includes the
Then in 2004 we pooled resources and bought
lack of a registry of providers who have been
a home together with our daughter and sonscreened and can perform the necessary tasks, as
in-law which we made accessible. However,
well as flexible options to meet the diverse needs
after 5 years and 2 grandchildren later, the
of caregivers (e.g. respite one afternoon a week
dynamics no longer worked and we moved back
to the same apartment complex. By this time
versus a one-week vacation).
Alice lost the use of her right (primary) hand
and could no longer transfer on her own and
Broaden income eligibility: an overarching theme
lost her continence which required urological
within this priority was the issue of eligibility for
catheterization which I did on a monthly basis.
services and supports based upon income. While
I hired a series of caregivers (out of pocket)
high-income caregivers can afford the out-of-pocket
that would come in and care for Alice 4 hours/
costs of services and low-income caregivers are
day as they helped with showering, dressing,
eligible for assistance, middle-income caregivers
washing clothes and light housework. This
risk going into poverty by covering the costs of
allowed me to keep working which I continued
services and supports. Another criterion for service
to do until March of 2014 when I retired and
authorization, who is living in the care recipient’s
became a “full time” caregiver.
home, was also criticized; just because someone
lives with the care recipient does not mean he or she has the capacity to provide care. Instead,
a number of Task Force members raised the idea of eligibility being based on the care recipient’s
condition or needs, as is the practice in the case of children with developmental disabilities. While
rated as an important goal, providing compensation based on condition was perceived as somewhat
infeasible in survey responses.
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EDUCATION AND TRAINING

Train caregivers on the array of services available and how to provide care: Caregivers, it was
agreed, are often unaware of services, supports, and policies available to them. As discussed above,
Information may be inaccessible, and poorly marketed. Moreover, it is difficult for most caregivers
to track changes in programs and policies. (However, survey responses indicated that policy updates
were of lower priority than suggested at the in-person meeting.)
Another aspect of needed education is helping caregivers understand the care recipient’s condition
and needs what to expect with the caregiving role, how to handle complex medical tasks, and
how to access LTSS. Providing training to family caregivers that is sensitive to different capacities
was ranked as one of the most important and more feasible items within education and training.
Finally, although there are some organizations doing this work (e.g., the Alzheimer’s Association,
HICAP programs) a wider range of information sources is needed given the variety of conditions that
recipients may have.
Partner with employers: Another avenue for education on family caregiving is through employers,
specifically human resource (HR) departments. Caregiving greatly intersects with employment, with
some caregivers who will need to take time off or more flexible hours. Thus, employees have an
incentive to work with family caregivers and let them know about services and supports. Moreover,
HR already provides information on policies related to employment, such as sexual harassment
trainings, which could extend to paid family leave laws.
Work with the Age-Friendly WHO program to include a focus on caregivers: Still family caregivers
stand to benefit from the education of communities at large. As one Task Force member commented,
“it takes a village” to care for an older adult. Age-friendly communities that are cropping up in
Denmark, San Francisco, and recently Los Angeles could be a part of this shift. Following the agefriendly approach, educating restaurants servers, shops keepers, first responders, neighbors, and
others on the challenges caregivers face could lead to a more accommodating and understanding
environment for family caregivers. In addition, by increasing awareness of caregiving issues in
communities, more family members will be likely to identify as such. This would also very likely
increase advocacy, cultivating the political will to move towards more caregiver-friendly policies. Still,
while recognized as important, this item was perceived as relatively infeasible in survey responses.

OTHER PRIORITY AREAS
While not selected as priority areas, there were several other caregiving issues that Task Force
members raised on several occasions throughout the meeting. These were generally incorporated
into the selected priority areas, but were not recognized as being essential items to address on their
own.
Explore the role of technology: Task Force members recognized the increasing potential for
technology to assist with caregiving duties, especially the creation of innovative smart phone
apps. Currently, however, there is little guidance as to which technologies are available to best
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support family caregivers, and which technologies are of poor quality. In addition, more innovative
applications of technologies should be explored, including the use of telehealth options to offer
supports to caregivers in rural areas and to collect real-time data on caregiving.
Prevent elder abuse: The Task Force also acknowledged the risk of elder abuse among family
caregivers, especially those who lack the the capacity to provide care. It was implied that the
pressure to become a caregiver placed on family members by providers made it more likely that
some caregivers would take on this role without the ability to adequately complete care duties,
raising the potential for neglect.
Education to both caregivers and providers was posed as a way to prevent and address abuse.
Education and training would ideally include information about when and where to report suspected
abuse—especially for providers—as well as information on how to provide appropriate care. A system
to provide such education and training would make strides in preventing abuse.
Balance of HIPAA patient privacy laws: Although
largely addressed within the priority integrated
approaches to care management, balancing
HIPAA privacy laws to better accommodate family
caregivers was originally discussed as a separate
priority area. Again, the basis of concerns about
current patient privacy laws is that they prevent
caregivers from receiving pertinent information
about care recipients’ conditions from health care
providers. Current interpretations of these laws
also render it more likely that family members will
be dismissed by providers when they raise concerns
about someone else, particularly in cases of new
cognitive impairments. At the same time, while an
important issue, members rated balancing HIPAA
laws as relatively infeasible in survey responses.

Perspectives on Family Caregiving:
Caregiver Input on Priority Areas
After our first Taskforce meeting where we
identified and agreed upon the 6 priority
areas we are now submitting, I started to ask
questions to my sphere of friends about what
their needs might be without mentioning
any of the taskforce initiatives. The good
news is that we are right “on point” with
our recommendations. They all perceive a
need for a more comprehensive array and
continuum of service where it is easier and
less time consuming to get information.
Access to AFFORDABLE services — especially
to get respite — was also a high priority.

Generate a platform and improve visibility of caregiving: This theme mainly pertained to increasing
awareness of polices and supports available to family caregivers and making family caregiving a
policy priority in it of itself (a “platform” issue) by way of advocacy.
Ideas about awareness pertained to 1) assisting family members who provide care with
identifying as a “caregiver” and 2) letting caregivers know about the supports, services, and policies
that are available to them to support the important work that they do. In addition to awareness efforts
targeted at caregivers, a broader interpretation of awareness was also raised at the community
level. This included recognizing family caregiving as “noble” and meaningful work.
During introductions, two Task Force members pointed out that the establishment of the Task
Force was a standout event, and implied that effort should be made to build on this momentum to
elevate caregiving policy issues. Advocacy was seen as essential to change policies and practices
related to family caregiving.
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INTEGRATED VALUES

During the round robin session at the
October 20th meeting, it became apparent that
several priorities were cross-cutting and should
considered as part of all recommendations. These
value-based items were not voted on, but were
agreed upon during the consolidation process.
Two values, in particular, were raised repeatedly,
during large group conversations and breakout
groups: providing culturally relevant and sensitive
services based on the diverse needs of caregivers,
and providing person and family centered care.
Dr. Zachary Gassoumis facilitates a breakout session with Anat
In addition, Task Force members submitted survey Louis, Sandi Fitzpatrick, and Edie Yau. During the breakout, Task
Force members discussed values they wanted incorporated into all
responses rating both the feasibility and importance
recommendations.
of each value. Results of this survey are available in
Appendix L.

DIVERSE NEEDS OF CAREGIVERS AND CULTURALLY COMPETENT SERVICES
As noted in ACR 38, family caregivers have diverse needs. Of particular concern were those
caregivers who face unique disadvantages in the current service and support system, specifically
low-income, minority, non-English speaking, and rural populations of caregivers. It was suggested
that these caregivers are more likely to leave the workforce to provide care, less likely to be aware of
available community resources, and less likely to have access to quality services. Targeting outreach
for information and services to low-income and minority caregivers was ranked as both the most
important and most feasible value by Task Force members in the survey.
Even when services exist, Task Force members noted that the services and supports available
to ethnic minority populations may not be adequately relevant to care receivers needs and
preferences, and in some cases are not delivered in a manner that is culturally competent. As one
Task Force member pointed out, family caregivers are likely reluctant to send a recipient to an adult
day center if it does not provide culturally relevant programing, thereby undermining an opportunity
for respite. Again, survey responses indicate that providing culturally tailored and relevant services
to caregivers is both highly feasible and of high importance.
Several Task Force members raised the possibility of addressing this service disparity through
evidence-based approaches. This would entail researching the needs of family caregivers and
tailoring services and supports to meet these needs. For example, one Task Force member suggested
conducting a study using promotores, community health workers from the community who speak
the language and understand the norms and values.
Still, the point was raised that, even though the preferences of caregivers will likely be shaped
by cultural values and norms, caregivers may have individual preferences. Providers in both social
services and health care should ask what these preferences are, rather than assuming.
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PERSON & FAMILY CENTERED CARE
Comments regarding person-and-family-centered-care related to the need for providers to
recognize and sometimes include caregivers in the recipient’s care, particularly when it comes to
recipient and would-be recipients with Alzheimer ’s Disease and Related Disorders (ADRD) or likely
dementia.
Many of the comments on this value stemmed from concerns with information sharing, and
overly strict applications of HIPAA privacy laws. For example, one Task Force member shared an
instance where a family called their father’s physician because they were noticing signs of dementia.
The physician called the patient, who was adept at covering lapses of memory, and “sabotaged” an
opportunity to provide assistance. Although members recognized the importance of privacy laws
for health information, it was generally agreed that there needs to be a better balance of privacy
with safety. As discussed earlier, advance directives offer one approach to include the caregiver.
Interestingly, however, addressing HIPAA laws to better adapt to the needs of family caregivers was
perceived as relatively infeasible in survey responses, even though it was considered important.
In addition, providers need to recognize family members as part of the care team, and make
the most out of their important expertise. Family members are likely to notice changes in behaviors
and symptoms that do not come up during encounters with providers. Given the complex changes
in health and cognition rendered by aging, family members and would-be caregivers could be listed
in intake forms at physician’s offices, including families of choice. Overall, survey responses also
reflected that improving person-and-family-centered approaches was an important value, ranking
third out of seven other values.
Many of the comments on this value stemmed from concerns with information sharing, and
overly strict applications of HIPAA privacy laws. For example, one Task Force member shared an
instance where a family called their father’s physician because they were noticing signs of dementia.
The physician called the patient, who was adept at covering lapses of memory, and “sabotaged” an
opportunity to provide assistance. Although members recognized the importance of privacy laws
for health information, it was generally agreed that there needs to be a better balance of privacy
with safety. As discussed earlier, advance directives offer one approach to include the caregiver.
Interestingly, however, addressing HIPAA laws to better adapt to the needs of family caregivers was
perceived as relatively infeasible in survey responses, even though it was considered important.
What is Person-Centered Care?
Recent work by the American Geriatric Society and the University of Southern California sponsored by
The SCAN Foundation used an expert panel to develop the following definition of person-centered care:

“‘Person-centered care’ means that individuals’ values and preferences are elicited and, once expressed,
guide all aspects of their health care, supporting their realistic health and life goals. Person-centered
care is achieved through a dynamic relationship among individuals, others who are important to them,

and all relevant providers. This collaboration informs decision-making to the extent that the individual

desires.” (See Coulourides Kogan, A., Wilber, K., & Mosqueda, L. (2016). Moving Toward Implementation
of Person-Centered Care for Older Adults in Community-Based Medical and Social Service Settings:

“You Only Get Things Done When Working in Concert with Clients”. Journal of the American Geriatrics

Society, 64(1), e8-e14.)
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In addition, providers need to recognize family members as part of the care team, and make
the most out of their important expertise. Family members are likely to notice changes in behaviors
and symptoms that do not come up during encounters with providers. Given the complex changes
in health and cognition rendered by aging, family members and would-be caregivers could be listed
in intake forms at physician’s offices, including families of choice. Overall, survey responses also
reflected that improving person-and-family-centered approaches was an important value, ranking
third out of seven other values.

SUPPORTING PAID FAMILY CAREGIVERS
On multiple occasions, concern was raised for paid caregivers who provide important support
to family members providing care, including respite. Concerns primarily focused on alleviating
poverty within this population. Suggestions for doing this included providing more affordable
housing options, as well as paying a living wage for services. However, survey responses suggest
this goal may be somewhat difficult in terms of feasibility, even if it is important.

CHOICE AND OPTIONS FOR CAREGIVERS
Family members are not always given a choice as to
whether or not to take on a role as caregiver. Even if they agree
to do so, they may not understand what the expectations are
and what the needs for care will become over time. Pressure to
assume the caregiving role can come from a number of sources,
including hospital discharge processes that presume a family
Assemblywoman Cheryl Brown addresses Task
member can take on a caregiving role and perform all necessary
Force members and the public at a reception
tasks, even complex medical tasks. Capacity to provide care
following the October 20th meeting.
varies. In some cases, the caregiver’s health and wellbeing will
be compromised and in others the care recipient might be at risk of neglect and/or abuse if their
caregiver is unable or unwilling to provide the necessary services and supports. Thus, it is important
to recognize different capacities to provide care and to the extent possible offer family members
choices, and support.

“I believe a lot of what we discuss has the possibility of getting
done if we have funding to do these things...I am trying to have
a positive outlook on the support legislators can give us to
provide funding for the various priorities we discussed.”
-Task Force member in anonymous survey response
WORK-LIFE BALANCE
Task Force members mentioned the importance of caregiver being able to achieve balance between
work and family responsibilities, including caregiving. Greater flexibility in taking family leave is
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one way to accomplish this. Other ideas might be identified by working with employers, as one Task
Force member suggested.

BARRIERS TO CHANGING CAREGIVING POLICIES AND PRACTICES

In anticipation of likely barriers to progressing policies that would better support family caregivers,
Task Force members were asked about obstacles during focus groups and again in the survey. Survey
results regarding perceived policy barriers are displayed in Figure 3.

Figure 3: Barriers to Policy Progress
Task Force members were asked about items they perceived as barriers to policy progress, with response
options on a Likert scale where a selection on 1 indicated “Strongly disagree” that the item is a barrier, and
5 indicating “strongly agree.”
(SD = standard or deviation, indicating variation in responses.)

Departmental silos. Departmental silos were a top concern among Task Force members. By “silos,”
Task Force members meant the fragmentation among different government departments and other
organizations. For example, one challenge to implementing a universal caregiver assessment is that
different agencies have different ideas of what this would look like based upon their priorities. As
one Task Force member pointed out, “There currently are several caregiver assessments how do we
determine which to use and who will be using it?”
Need for data. A lack of data was recognized as another top barrier. For example, some members
suggested even when policies are passed, it is unclear to what extent these are implemented. Data
on policies, such as the the extent to which the CARE Act/Hospital & Family Caregiver Law has been
implemented, would provide guidance on whether additional action needs to be taken.
Lack of funding. Lack of funding to support family caregivers was recognized at the primary barrier
to progress recognized by the Task Force. Specific areas where additional funding is needed, included
programs in rural and diverse communities that are currently underserved, reimbursement for
health care providers to address the needs of the caregivers, funding the oftentimes labor-intensive
process of collecting data, and, as previously discussed, provision of affordable respite services for
caregivers.
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Other barriers. In addition to those barriers described above, Task Force members mentioned several
other obstacles to progress. Generally, however, these were discussed within various priorities.
For example, although addressed primarily within the issue of education and training, a lack of
awareness and advocacy by communities makes it difficult to create a strategic platform for policy
change.
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Overlap with National-Level
Priorities
In recent years, family caregiving has received increased attention at the national level. In
November 2016, President Barack Obama recognized November as National Caregivers Month.15 This
gesture from Washington signals the nation-wide shift in the extent to which family caregiving is
recognized and valued.
A consequence of this increased recognition is a spur in research and policy discourse on
family caregiving across the US. In fact, just weeks before the October 20th meeting, the National
Academies on Sciences, Engineering, and Medicine released a report on the state of the research on
family caregiving followed by national policy recommendations.16 The report and presentations on
the report from the 2016 annual Gerontological Society of America conference echoed many of the
concerns described by the Task Force.17,18

OVERLAP IN VALUES

The two key values identified by the Task Force, recognizing diverse needs and providing personand-family-centered care were found throughout the report. The NASEM report highlighted how
diverse a group the phrase “family caregiver” encompasses, including race, ethnicity, socioeconomic
status, relationship to the care receiver, and condition(s) for which care is provided. At the national
level, it was also recognized that LTSS should be more tailored to these different needs. Personand-family-center approaches were also central throughout the report, shifting from a focus on
the individual patient to both the patient and their family caregiver(s) and expanding the notion
of person-centered care to encompass the needs of older adults and their family members. Figure
3 illustrates how person-and-family-centered care was presented in the report. Resonant with Task
Force priorities, altering the boundaries of patient privacy laws were viewed as an important part of
this effort.

OVERLAP IN PRIORITIES

The high financial cost of caregiving, the focus of Chapter 4 in the NASEM report, was one of

the key areas of overlap with the Task Force priorities. Out-of-pocket costs, lost income, and the longterm financial impact of caregiving that were explored by the Task Force were also addressed in the
NASEM report. A central recommendation in the NASEM report to address this is to implement paid
family leaves laws. Although California was recognized as one of only five states with a current paid
family leave law, the Task Force saw room for improvement. The report also raises the possibility
of providing Social Security credits to caregivers, and tax credit reimbursement. As during the Task
Force discussion, the needs to support middle income caregivers was recognized in the NASEM
report.
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Figure 4: A Model of Person and Family Centred Care
Source: National Quality Form 2014, reprinted in National Academies of Sciences, Engineering, and Medicine. (2016). Families Care for an
Aging America. Washington, DC: The National Academies Press.
Retrieved from: https://www.nap.edu/catalog/23606/families-caring-for-an-aging-america

The integration of services and supports to caregivers, especially across health and social
services, was another area where priorities closely aligned. Much of this is discussed in Chapter 6 of
the report, Family Caregivers’ Interactions with Health Care and Long-Term Services and Supports,
and received particular attention at the GSA conference. For example, the report and the Task Force
describe lack of reimbursement to providers as a barrier to engaging caregivers in health care
settings, where there is little financial incentive to serve caregivers. Both groups also discussed
provider education and awareness, and how health care providers were able to identify family
caregivers.
Again, the NASEM report and conversations at the national level are highly aligned with the
recommendations being made by the Task Force. Among many others, prominent areas of overlap
include:
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•

Finding ways to identify family caregivers who would not otherwise identify as such.

•

Improving data collection efforts, including recognizing situations where there are
multiple caregivers.

•

Bringing employers into conversations about caregiver compensation and job
protection

•

Increasing the use of advance directives for when a recipient or would-be recipient
loses decision-making capacity.

•

Identifying evidence-based interventions that address condition besides dementia.

•

Better supporting family caregivers handling complex conditions, including medical
tasks.

•

Integrating technology to better serve family caregivers, recognizing the potential
of private-sector partners to assist with this.

•

Including communities in addressing the needs of family caregivers.

ADDITIONAL COMMENTS AND CONSIDERATIONS

In addition to priorities, other contextual issues included in the NASEM report and discussed at the
GSA sessions are relevant to the Task Force’s work. First, states were recognized as important for
introducing and testing policy changes and practices that could then be implemented in other states
and at a federal level. In fact, the report’s second recommendation reads, “State governments that
have yet to address the health, economic, and social challenges of caregiving for older adults should
learn from the experience of states with caregiver supports, and implement similar programs” (pp.
S-11). Indeed, learning from practices in other states is encompassed in the role of the Task Force,
and thus California is poised to provide leadership to other states. Finally, advocacy was recognized
as an essential component of improving policies and practices for family caregivers, including both
grassroots efforts and coordination between states and at the national level.
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Next Steps

for the California Task Force on Family Caregiving

The Task Force has a long road ahead to accomplish its goal of providing quality
recommendations to the Legislature to make California an exemplar in family caregiving policies
and practices. To develop these recommendations, the Task Force and USC Team will be gathering
information on current policies, programs in California to create an inventory of what is already
available and learn more about best practices within the state and in other states. This section
describes these endeavors in greater depth.

IDENTIFYING PROMISING POLICIES AND PRACTICES

To inform policy recommendations, the Task Force plans to identify promising practices, programs,
and policies within California, in other states, and even internationally to understand how these
might benefit California’s family caregivers. Programs considered can also include those from other
communities facing similar challenges (e.g. parents of children with developmental disabilities).
This project will rely, in part, upon the previously described review of the literature, as well as those
programs identified by Task Force members themselves. In addition, the USC Team is contemplating
using a “snowball” survey method to identify programs across the country with whom we should
consult.
After promising programs have been identified, the USC Team will conduct and systematically
analyze key informant interviews to learn about how these programs work, their benefits, and
barriers to implementation. Results presented to the Task Force guide recommendations.

TIMELINE AND FUTURE MEETINGS

Meetings for the California Task will occur by phone and in person through the remaining 18 months
of its appointment. In-person meetings will occur throughout the state to accommodate Task
Force members from different regions of the state. All meetings of the Task Force comply with the
requirements of the Bagley-Keene Open Meeting Act, including the posting of the meeting place and
agenda prior to its occurring, and accessibility to members of the public. Below is a tentative list of
meeting dates and locations.
•
•
•
•
•
•
•
•
•
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February 2, 2017 - Los Angeles
April 6, 2017 - Phone meeting
June 1, 2017 - San Francisco
August 3, 2017 - Phone meeting
October 5, 2017 - Los Angeles
December 7, 2017 - Phone meeting
February 1, 2018 - Los Angeles
April 5, 2018 - Phone meeting
June 7, 2018 – Sacramento

The Final Report to the Legislature, with the completed set of recommendations from the Task Force,
will be submitted by July 1, 2018. The Task Force will be dissolved by July 31, 2018.

RESEARCH AND DISSEMINATION OF TASK FORCE PRODUCTS

During its tenure, the USC Team will be working with the Task Force on several outputs, some of
which have been described above. This includes an inventory of current LTSS to family caregivers
in California and a study on best practices in California and other states. Where possible, the
Administrative and Research Team will also be completing research conducted for peer-reviewed
standards. The purpose of disseminating these products is three-fold:
•

to inform caregivers, providers, and policymakers about programs and
services that are already available to support family caregivers;

•

to identify areas for improvement, including opportunities inspired by
best practices in California and other states;

•

to engage caregivers, providers, and policy makers in processes to
improve practices and policies for family caregivers in California;

•

to make California a leader in policy and practices supporting the
important work of family caregivers.

Products from Task Force work will be available online at the Task Force website, and will be widely
disseminated to organizations committed to supporting family caregivers. Task Force members are
encouraged to share their work via social media outlets, such as Twitter, and to bring back materials
to their respective organizations to better publicize this work to providers and family caregivers.
In addition, the Task Force team will strive to present research findings at scientific conferences,
such as the California Council on Gerontology and Geriatrics and the American Society on Aging
conferences, and in peer-reviewed journals for a national audience of practitioners, researchers, and
decision makers.
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Summary
While there are growing efforts at the national level to improve supports, services, and policies for
family caregivers, the California Task Force of Family Caregiving has the opportunity to recommend
innovative changes to Legislature to meet the unique needs of Californians. California has several
reasons to take action and lead the way on caregiving policy and practices: it is the state with
the largest number of caregivers in the U.S., has one of the most culturally diverse populations to
serve, a population distributed in both large urban areas and more rural regions, and has some of
the highest cost LTSS in the nation. In addition to these challenges, the state has great potential to
generate opportunities: it hosts leading organizations and experts on family caregiving, it has been
an innovator in LTSS, and offers a robust private sector including innovators that can create new
technologies to support caregivers.
At its first meeting, the California Task Force on Family Caregiving identified the most pressing
needs of California’s family caregivers. The priorities laid out by these leaders are summarized
in Appendix A below. Over the next 18 months, the Task Force and the USC Administrative and
Support Team will work together to explore these areas in greater depth to ensure that all policy
recommendations made in July 2018 are based on the most up-to-date research and knowledge
available throughout the country.
California’s family caregivers serve the state’s most vulnerable populations and make it
possible for older adults to age in the community. This role, while in many ways rewarding, often does
take a physical, emotional, social, and financial role on family caregivers, who frequently have little
say in the extent to which they will be involved in care. By providing high-quality recommendations
to the Legislature, the Task Force hopes to improve policies and programs throughout the state and
as a result improve the experience for caregivers and those who depend on them.
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Perspectives on Family Caregiving:
Final Thoughts

As the economic realities hit home with skilled nursing facility care
inching toward a 6-figure cost/year, as well as our older adult population
due to double over the next 20 years due to maturing of the “baby boomer”
generation, it is mandatory that we address our LTSS system and prepare for
the future. I have seen nothing but loving care, compassion and kindness
from the family caregivers I know. There is a common thread of wanting to
take care of their loved one at home and keep them active and social and
their lives meaningful as long as possible. It is very important to provide the
future family caregivers with the tools necessary to make their role as easy
as possible and be comfortable knowing they are doing right by their loved
ones.
I am both honored and excited to be part of the California Taskforce for
Family Caregiving and I look forward to our progress over the next 18 months
to bring both needed and meaningful programs and services to the people
of California. I am so fortunate to be part of a very qualified, talented and
knowledgeable team of people who have their hand on the pulse of family
caregiving issues and are dedicated to improving the LTSS for the citizens of
California. I also feel blessed to have the ability and opportunity to care for
my loving wife who is very appreciative of my love and care. I hope that I can
also, by sharing my experience as a caregiver, help others along the way.
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APPENDIX A

Summary of Priority Areas Identified by the California Task Force on
Family Caregiving
Priority Area

Improvements Under Consideration

Integrated approach to care
management

Improve identification of caregivers
Encourage more active involvement from health care providers
Design a more proactive approach to care coordination
Improve coordination during care transitions

Comprehensive array & continuum of
services

Offer services and supports to caregivers throughout the state
Expand the reach of quality caregiver support groups
Create a clear pathway to services and supports

Caregiver compensation

Provide adequate payment and benefits to family caregivers
Build on current family leave laws
Liberalize kinship restrictions
Use tax credits, create ways to continue participation in Social Security and
Medicare, and engage employers in developing creative solutions

Data on caregivers and services

Develop a uniform caregiver assessment
Identify and evaluate what is available to support family caregivers
throughout the state
Complete additional research in multiple areas (e.g. service needs ethnic
minority communities)
Find innovative ways to collect data

Education and training

Train caregivers on the array of services available and how to provide care
Partner with employers for innovative solutions to support caregivers
Work with the Age-Friendly WHO program to include a focus on caregivers

Access to affordable & accessible
services

Create more affordable and accessible housing options
Develop more respite services, including affordable options and a registry
Broaden income eligibility for supports and services
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APPENDIX B
GLOSSARY

Age-friendly communities: An initiative of the World Health Organization, age-friendly
communities enable “people of all ages to actively participate in community activities and
treats everyone with respect, regardless of their age.”19 Individual cities across the world are
taking steps towards this goal by changes such creating environments supporting independence,
including walkable pavements to prevent falls, affordable transportation for those who no longer
drive, and training communities organizations—including restaurants, first-responders, and banks—
about working with older adults living with dementia.
Alzheimer’s Disease and related dementias (ADRD): Dementia, a symptom of Alzheimer’s
Disease and other neurodegenerative conditions, denotes memory and other forms of cognitive
decline impacting one’s ability to function independently. Alzheimer’s Disease (AD) is the most
common cause of dementia. In most cases, dementia is not reversible and often triggers a need
for care and supportive services.
CARE Act: The Caregiver Advise, Record, and Enable Act, called the Hospital and Family Caregiver
Law in California, this legislation provides additional support to caregivers during hospital
transitions by requiring hospitals to attempt to record the name of the family caregiver at
admission, notify the caregiver when the recipient/patient is discharge, provide instructions to
family caregivers to meet recipient needs (e.g. how to administer medications), and requires
information be provided in a culturally appropriate manner.20 California passed its version of the
CARE act in October 2015 in SB 675.21
Care management: Caring for an older adult with a disability often requires support from a
network of multiple agents, including primary and secondary family caregivers, LTSS, legal,
medical, and other community services. Care management is a service provided to help those
needing support and their caregivers identify and access appropriate services.22 Care coordination,
a related term, refers the actual arrangement of supportive services. During care coordination, key
goals include providing continuum of services.
Care transition: When a patient requiring support due to physical or functional limitations
moves from one setting to another, such as a hospital back to the community. During transitions,
caregivers often must take on new caregiving tasks with little experience, such as providing
wound care after a fall. Care transitions are associated with increased health risk for patients
primarily attributable to a fragmented health care system and poor communication.23
Complex medical tasks: Care duties that go beyond assistance with activities of daily living or
instrumental activities of daily living and include medical/nursing tasks. In a recent report by the
AARP and United Hospital Fund, medical/nursing tasks included medication management, wound
care, equipment monitoring, preparing food for special diets, and incontinence management.24
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Cultural competency: The capacity to effectively provide a service within context of a social
group’s beliefs, behaviors25, and needs, while recognizing and respecting diverse values, needs,
and understandings. Services that should display cultural competency include medical, such as a
visit to a primary care provider, and social support services, including-home assistance. Failure to
provide culturally competent services can lead to unmet needs for caregivers and care recipients.
Culturally relevant services: Services that are responsive to clients’ cultural backgrounds, beliefs,
and values. Examples of culturally relevant services include providing services in the appropriate
language and including programming relevant to client populations.
Family Medical Leave Act: Federal legislation requiring private employers with over 50 employees
to provide 12 weeks of unpaid leave to eligible employees providing care to certain dependent
or seriously ill family members or for their own medical needs. Certain stated have additional
regulations. In California, certain employees are also eligible for up to 6 weeks of paid leave.
HIPAA Privacy Rule: A part of the Health Insurance Portability and Accountability Act of 1996,
the HIPAA Privacy Rule protect patients’ medical records and personal health information from
being improperly disclosed. Restrictions apply to whom and how medical information can be
shared without explicit permission from patients. The rule applies to providers, health insurers,
researchers, and others with access to confidential health information.
Home- and community-based services (HCBS): Services provided to Medi-Cal (Medicaid)
beneficiaries with a functional and/or cognitive impairment. Services are provided to assist older
adults and people with disabilities to remain in the community rather than institutions, and may
include homemaker services, home health care, and home modification.
In-Home Supportive Services (IHSS): IHSS assists with paying for community-based support for
low-income older adults and people with disabilities. Once determined eligible, the care recipient
employs the IHSS service provider. Often IHSS providers are family members, who sometimes have
little experience providing care.
Long-term services and supports (LTSS): LTSS are services provided to individuals with physical
and/or functional disabilities to assist with activities of daily living (eating, bathing, dressing,
transferring [e.g. getting in and out of bed], and toileting) and instrumental activities of daily
living (preparing meals, shopping, using a telephone, managing medications, managing money,
accessing transportation, and housework). LTSS is a broad term, encompassing both institutional
and community-based services.
Medi-Cal: California’s Medicaid program, which provides health insurance for certain Americans
(e.g. older adults) living at or near poverty. Medi-Cal is the primary payer of long-term care in the
U.S., including nursing home and home and community based services.26 Medi-Cal costs are shared
by states and the federal government.
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Medicare: A federal health insurance provided to nearly all Americans over the age of 65 and some
younger people with specific healthcare needs. Medicare has multiple components to it, including
acute care, rehabilitation, prevention, and prescription drug coverage. Like Medi-Cal, Medicare is
primarily funded by payroll taxes of current working Americans.
Person-centered Care: Described by experts as care where “individuals’ values and preferences
are elicited and, once expressed, guide all aspects of their health care, supporting their realistic
health and life goals. Person-centered care is achieved through a dynamic relationship among
individuals, others who are important to them, and all relevant providers. This collaboration
informs decision-making to the extent that the individual desires.”27
Respite care: Care provided by someone or an organization other than the caregiver so that the
caregiver can take a break. Respite is provided in a number of ways—regularly each week for a
few hours, or for several days at a time. Respite care is known to improve caregiver health and
wellbeing.28 However, respite can be difficult to access, in part because of the high costs.
Social Security: Funded by payroll taxes of current workers, Social Security is a monthly payment
provided to eligible older adults to supplement income and lower the risk of poverty in old age.
Eligibility is based both on age (age 67 for those born in 1960 and after) and credits. Credits are
collected by working in the paid labor force. One can earn up to 4 credits per year, with earnings
of $1,260 or more counting towards a credit.29 Workers must earn 40 credits to be eligible for
payments. Family caregivers, including IHSS workers, do not receive credits. This is may be one
reason caregivers face an increased risk of poverty in old age.30
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APPENDIX C

Task Force Member Bios

ASSEMBLY APPOINTEES

Mary Ball, President/CEO at Alzheimer’s San Diego
Mary Ball, President & Chief Executive Officer of Alzheimer’s San Diego, brings versatile experience
from leadership roles in business, government, and nonprofit sectors to an organization that
serves the more than 60,000 individuals and their families who are battling the disease today in
San Diego. Ball has played a crucial role in the incredible progress San Diego has made to advance
care and cure in our community. Through her innate ability to inspire key community leaders to
join the effort, and to lead a team rooted in their commitment to serving families, Ball has helped
build an incredible local momentum for addressing the Alzheimer’s epidemic in San Diego.
Carmen Estrada, Executive Director of Inland Caregiver Resource Center
In addition to serving as the Executive Director of the Inland Caregiver Resource Center, Carmen
Estrada is a member of the Association of California Caregiver Resource Centers, Inland Empire
Disabilities Collaborative, San Bernardino County Intergenerational Committee, and San Bernardino
County Senior Affairs Commission.
Sandra Fitzpatrick, Executive Director, California Commission on Aging
Sandra Fitzpatrick has over 35 years of experience in development and evaluation of senior and
volunteer services, with an expertise in rural service delivery. Since 2004, Ms. Fitzpatrick has
been the Executive Director of the California Commission on Aging, which serves as the principal
advocate for 6+ million older Californians. She launched several Commission-led efforts, including
the Senior Center Initiative, Elder Justice Initiative and Aging Women & Poverty Collaborative. In
2005, she worked with the Governor’s office to coordinate California’s White House Conference on
Aging delegation and attended the Conference as a national policy committee voting delegate.
She is a member of the California Elder Justice Coalition and an honorary Board Member of the
California Foundation on Aging. Formerly, she was the Executive Director of the Area Agency
on Aging in northern California and a member of the Executive Committee of the California
Association of Area Agencies on Aging.
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Robert Lesh, Consumer, Mountain View
Mr. Robert Lesh was chosen to join the Task Force on Family Caregiving based on his forty-two
years of personal experience in family caregiving, having submitted his name at the behest of the
Northern California Chapter of the Multiple Sclerosis Society. Prior to his appointment on the task
force, Mr. Lesh worked for forty years as a sales representative and sales manager in the medical
industry; during that time, he sold both capital and disposable products. Additionally, for the past
forty-two years he has acted as a primary caregiver for his wife, who was diagnosed with multiple
sclerosis shortly before the two married. Mr. Lesh hopes to bring his personal experience as a fulltime family caregiver and active MS support group leader to the task force in order to provide a
consumer-driven view of caregivers’ most significant needs.

Anat Louis, PsyD, Director Direct Services, Department of Aging, City of Los Angeles
Dr. Louis oversees Core Programs at the City of Los Angeles Department of Aging, including
Information & Assistance, Program Development, the Emergency Alert Response System program,
and Emergency Assistance Program. She is the Program lead in the LA City and County Adult &
Disability Resource Connection (ADRC). Dr. Louis serves as the department’s expert on family
caregiving by developing training and community outreach, and serves as a committee member
of various networks and community-based programs. Presently, she sits on several committees,
including: USC Alzheimer’s Disease Research Center; Fall Prevention Coalition Steering Committee;
UCLA SPIRP (Stroke Prevention Intervention Research Project) committee; UCLA Healthy Aging
Partnership in Prevention Initiative (HAPPI); LA County Older Adult System of Care committee and
City Attorney Late in Life Advocacy Counsel (LILAC).
Douglas (Doug) Moore, Executive Director of the UDW Homecare Providers Union and
International Vice President of the American Federation of State, County, and Municipal
Employees
Doug Moore is the Executive Director of the United Domestic Workers of America, a homecare
union made up of over 66,000 in-home care providers across the state of California. He is also an
International Vice President of AFSCME, and has an outstanding record of success building and
energizing member-driven unions spanning more than 30 years. Moore began his career in 1980
as a rank-and-file member of CWA and has since worked for SEIU, AFL-CIO, and AFSCME. In 2005
Moore was appointed the Deputy Administrator of UDW and rebuilt the struggling union from the
ground up. Today, thanks in large part to Moore’s fearless leadership, UDW is the largest and most
innovative AFSCME local in California.
SENATE APPOINTEES
Donna Benton, PhD, Research Associate Professor of Gerontology, University of Southern
California
Donna Benton, PhD, is a Research Associate Professor of Gerontology at the USC Leonard Davis
School of Gerontology. She received her graduate training in clinical psychology from the California
School of Professional Psychology and was a Gero-psychological postdoctoral fellow at USC/Rancho
Los Amigos Medical Center. Dr. Benton is the Director of the USC Family Caregiver Support Center
/Los Angeles Caregiver Resource Center. She has over 30 years of experience in working with
families and the community, to help improve services and support to persons with dementia. She
has served as a commissioner on the California Commission on Aging (CCOA) and served as chair
of the legislative sub-committee for many years.
Les Cohen, Orange County Ombudsman
Les had a 40 year long and successful history as an accomplished legislative advocate walking the
Halls of the State Capitol on behalf of a diverse group of public and private clients. He has spent
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the last 12 years in semi-retirement as a volunteer Ombudsman for four years in Sacramento and
currently eight years with the Council on Aging-OC. Les was honored by the Legislature when he
retired in 2000.
Kathleen Kelly, MPA, Executive Director of the Family Caregiver Alliance
Kathleen Kelly is Executive Director of Family Caregiver Alliance, a national nonprofit organization
that provides direct caregiver support services, public policy development, research and public
awareness regarding family caregivers. As Director, she oversees programs of the Bay Area
Caregiver Resource Center providing direct services to families in the San Francisco Bay Area,
California policy collaborations and the National Center on Caregiving. During her tenure the
organization has grown from a grassroots program to a national organization that provides
leadership on supporting family caregivers with best practice interventions, public policy, state
system development and leading edge research.
Ms. Kelly represents the agency on a variety of national coalitions and partnerships that are
working towards coordinated care with the inclusion of family caregivers as part of the care team,
better training for health and social service professionals and increasing training and support
for family caregivers. In her current project portfolio, Ms. Kelly is heading a team that developed
FCA CareJourney, a system approach that combines data and services together to deliver tailored
supports over the long term using secure mobile ready technologies. She has written and lectured
about caregiving, public policy, program and system development and use of consumer technology.
Ms. Kelly lives with her family in San Francisco, CA.
Karen Lincoln, PhD, Associate Professor and Director, USC Hartford Center of Excellence in
Geriatric Social Work University of Southern California
Dr. Karen D. Lincoln is an Associate Professor in the USC School of Social Work, Director of the USC
Hartford Center of Excellence in Geriatric Social Work, Associate Director at the USC Edward R.
Roybal Institute on Aging, Co-director at the Southern California Clinical and Translational Science
Institute, Community Engagement Core, and Founder and Chair of Advocates for African American
Elders at the University of Southern California. Dr. Lincoln has published over 50 articles and
book chapters in the areas of stress, aging and mental health disparities. She has been published
in The New York Times and The Wall Street Journal and has contributed to articles published in
The Washington Post, US News & World Report, Los Angeles Magazine, Los Angeles Daily News,
and the St. Louis Post-Dispatch. Dr. Lincoln has received more than $2 million in grant funding
to support her research which focuses on improving clinical and community-based treatment
of African Americans with mental health disorders and chronic health conditions. She also
contributes to a blog where she fuses social commentary with her vast knowledge of health and
mental health of African American communities; posing questions such as “Is Being Black Bad for
Your Health?,” disseminating information about how the Affordable Care Act will impact African
Americans, and sharing her inspiration for a “Healthy Black America.”
Dr. Lincoln is a Fellow of the Gerontological Society of America, a Hartford Faculty Scholar, and a
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member of the California Task Force for Family Caregiving. She is also Owner and CEO of Karen D.
Lincoln Consulting Services. Her company provides a full range of applied research and evaluation
services and cultural competency training to nonprofits, community-based organizations,
government agencies and major universities.
Dr. Lincoln is an honors graduate from UC Berkeley where she received a B.A. in Sociology with
a minor in African American studies and a graduate from the University of Michigan where she
earned a MSW, a M.A. in Sociology and a Ph.D. in Social Work and Sociology. In 2014, Dr. Lincoln
was ranked third among the most influential African American social work scholars in the United
States. In 2015, she was ranked twelfth among all female social work scholars in the United States.
Eric Mercado, Research Editor, Los Angeles Magazine
Eric Mercado has been research editor at Los Angeles Magazine since 1995, where he oversees the
research department and manages the editorial interns. His primary job, however, is making sure
no mistakes creep into the magazine. Mercado, a former reporter at Eastern Group Publications in
East L.A., served as associate research editor at the L.A. Weekly before coming to Los Angeles.
Edie Yau, Director of Diversity and Inclusion for the Alzheimer’s Association
Edie Yau is from Santa Clara and is the Director of Diversity and Inclusion for the Alzheimer’s
Association, Northern California and Northern Nevada Chapter. She has led the chapter to develop
and implement culturally relevant programs for families. She also serves on the Latino Health
Advisory Board for the UC Davis School of Medicine Latino Aging Research Resource Center. Ms.
Yau has been in the field of aging for over 20 years and has an MA in Gerontology.
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APPENDIX D

Administrative and Research Team Bios
Kathleen Wilber, PhD, LCSW
Dr. Wilber’s research has focused on improving the quality of life of people with chronic physical
and mental health conditions, by improving the formal health and long term care delivery system.
Her work on collaborative relationships among providers has examined cost effectiveness and
health outcomes of different service delivery structures. This research includes outcomes research
for older adults in managed care, the development and evaluation of chronic care models that link
acute and long-term care, and the testing and translation of evidence-based long-term care interventions into practice settings.
In addition to health care, Dr. Wilber’s research has focused on protective services including the
identification and treatment of elder abuse, adult protective services, guardianship and conservatorship, and alternative supportive and surrogate decision-making approaches. She has authored
over 100 articles, books, and book chapters. Dr. Wilber regularly teaches courses in public policy,
administration, systems management, and long-term care.
Zachary Gassoumis, PhD
Zach Gassoumis has been involved in gerontology research at USC since 2006. After earning his
PhD in gerontology, he transitioned to a staff research position within the Davis School of Gerontology. His research in the Secure Old Age lab has focused on various aspects of quality of life for
older adults, with specific concentration on the application of quantitative methodologies to large,
population-based datasets.
Zach engages in two primary substantive areas of population-based research. The first involves the
financial security of racial/ethnic minority and immigrant populations, with an emphasis on naturalization and the Latino baby boomer generational cohort. The second substantive area is elder
abuse, with emphases including etiology, lifecourse patterns, and outcomes. Zach also participates
in and advises on many other projects within and beyond the Secure Old Age lab, including: predicting transitions from nursing facilities to the community; developing an HCBS assessment tool
for use within the Medi-Cal program; assessing the impact of end-of-life care across health care
settings; characterizing injuries among older adults and reported victims of elder abuse; and evaluating an elder abuse intervention, the elder abuse forensic center model.
While pursuing his PhD, Zach was a recipient of a doctoral dissertation fellowship from the Center
for Retirement Research at Boston College and a one-year pre-doctoral fellowship at the USC Edward R. Roybal Institute on Aging. He earned his BSc in Natural Sciences (Psychology & Anthropology) from the University of Durham (England).
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Kylie Meyer, MSc
Kylie Meyer is a PhD student in Gerontology, having started at USC in fall of 2015 on a USC Provost Doctoral Fellowship. Her work focuses on elder abuse and family caregiving, with a particular
focus on caregiver burden as well as caregivers’ access to information and advice. Currently, she
is working with California’s Task Force on Family Caregiving to identify priority policy areas and
best practices in caregiving, as well as Care Compass, a pilot for caregivers to access personalized
information and resources online.
Prior to beginning at USC, Kylie completed an MSc at the University of Southampton on a U.S.
Fulbright. She completed undergraduate studies at Kalamazoo College, where she studied anthropology/sociology and French. Her interest in aging began during her sophomore year, when she
became involved with a state branch of the National Consumer Voice for Quality Long-Term Care.
She also completed internships with the Area Agency on Aging IIIA in Kalamazoo and Elder Law of
Michigan.
Janeth Marroletti, MPH
For over 15 years, Janeth Marroletti has been in the aging field providing community services to
older adults and their families. She completed a Master’s Degree in Public Health with an emphasis in Gerontological Health from California State University Fullerton and holds a Health Education Specialist (CHES) certification.
In her last role working for a non-profit, Mrs. Marroletti was responsible for the management and
administration of the congregate lunch program, meals on wheels, case management, transportation and supportive services for nearly 10,000 seniors in 21 cities across Orange County. She also
has extensive experience as an advisor at a number of community service organizations. She has
also served as a board member for the California Association of Senior Centers and a Health and
Nutrition committee member in Orange County.
Natalie Kaiser, BA
Natalie Kaiser is a Master’s student in Gerontology, having recently completed her Bachelor of
Science in Gerontology at USC.
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APPENDIX E

Perspectives on Family Caregiving

Submitted by Task Force Member Robert “Bob” Lesh

E

mpty urine bags, change soiled
diapers, clean open ports, provide
bathing and toilet assistance, cook
special dietary meals, give injections,
test blood sugar, administer medications,
keep track of insurance billing, follow
up with doctors. As I was preparing for
our Taskforce conference call last week,
I read an article written by Ann Brenoff
from the October 20th issue of The
Huffington Post that was forwarded to
us entitled “6 Very Good Reasons Why
Family Caregivers Need a Union.”31 In
the article, she starts out by detailing
the afore mentioned tasks she and her
fellow caregivers do and don’t get paid
for - along with a few thousand others
that went unnamed. It really started me
thinking about what I currently do as a
caregiver for my wife, Alice, who was
diagnosed with multiple sclerosis just
before we were married almost 43 years
ago. I started thinking of the evolution
of our journey together which provoked
thoughts of other caregivers that I
interface with on a daily basis. I also
wanted to find out what their challenges
and concerns are and compare them to
my own and the issues we as a Taskforce
have identified as priorities to pursue
over the next 18 months.
I was chosen in part – to be a member
of the Task Force based on my years
of experience as a family caregiver.
Although Alice was originally diagnosed
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with MS before we were married in 1974, I
don’t feel my caregiving started to come
into play until we moved to California
16 years ago. Prior to that, I felt that we
had a normal married life that revolved
around raising our 2 children, attending
church, doing activities with friends and
family, going on vacations and working
hard to build a secure future. Mobility
issues that started about 15 years into
our marriage when Alice started to lose
the use of her left leg and 2 years later
her right leg initiated the need to makes
changes. We equipped her car with a
wheelchair carrier so she could continue
to drive and work. We also put grab bars
and higher toilets into bathrooms and
installed a lift to get to the second floor.
All those changes were out of pocket but
well worth the cost.
After the right leg became a problem and
Alice could no longer drive, we started
the process through our insurance to get
an electric wheelchair – and I do mean
process. This ended up being very time
consuming and frustrating dealing with
the insurance company/medical supplier
conundrum. We always stayed on top of
the MS research and attended seminars
in our area and in 1996 the MS drug,
Copaxone, became available and I gave
Alice daily shots for the next 15 years.
All this time I never considered myself a
caregiver – just a caring husband doing
what was necessary to make our lives

both meaningful and manageable.
I spent my career working for 3 companies
in medical sales and management. In
2001, 27 years into our marriage, I was
no longer able to continue working as
a manager due to the travel involved. I
changed jobs and went back to a sales
territory where I had very few overnights,
more schedule flexibility and the ability
to be closer to home to be more available
to Alice. During this time we also had
a young woman move in with us who
was a caregiver. It was a symbiotic
relationship whereby she provided backup support when I had to be away and
we did not charge her for room or board.
In 2002 a territory opened in the Bay
area and we decided to relocate to be
close to our daughter who had recently
completed her education at USF, got
married and was living in San Francisco.
The transition to the West Coast has
been wonderful for Alice allowing us
to escape the cold and snowy winters
of Syracuse and get out most days due
to the great weather and conditions
afforded us in the Bay area. However,
the multiple sclerosis has continued to
progress which has changed our lives
and our priorities.
California is a wonderful but very
expensive place to live. Accessible and
or affordable apartments or homes are
not easy to find. We finally found our
current apartment in Mountain View
after an exhaustive search. Then in 2004
we pooled resources and bought a home
together with our daughter and son-in-

law which we made accessible. However,
after 5 years and 2 grandchildren later,
the dynamics no longer worked and we
moved back to the same apartment
complex. By this time Alice lost the use
of her right (primary) hand and could no
longer transfer on her own and lost her
continence which required urological
catheterization which I did on a monthly
basis. I hired a series of caregivers (out
of pocket) that would come in and care
for Alice 4 hours/day as they helped with
showering, dressing, washing clothes
and light housework. This allowed me
to keep working which I continued to do
until March of 2014 when I retired and
became a “full time” caregiver.
Upon our arrival in California we
immediately tapped into the multiple
sclerosis community and actively
attended meetings twice a month,
made a lot of friends and continued to
attend seminars and workshops. I even
started a monthly caregiver support
group myself from 2010 to 2013 which
I think died out due to the caregivers
not having the time to attend. Alice
had problems with depression after
our living situation with our daughter
fell apart and ended up in a program
at our local hospital (El Camino) called
OATS – Older Adult Transitions Services
-that addresses psychiatric needs and
where she was part of a support group
that met every week to discuss issues in
aging. In 2010 we also found out about
a wonderful program at DeAnza college
in adaptive physical education where
she started attending 3 mornings a
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week. It is not only great for her to get
some adaptive physical exercise, but a
great place for socialization with other
people who have similar physical issues.
I was also able to join the class after I
retired which is also great for me both
physically and socially.
As you can see, my caregiving situation
has run the gamut of tasks that were
mentioned earlier. Some of my friends
think I am a “saint” for what I do with
Alice. However, I know differently. I live
in an apartment complex and there are
8 apartments on my floor. Three of the
eight have long term family caregiving
involvement. In addition to my situation,
my neighbor “Beto,” his wife Rosanna
and 2 teenage sons have his 75 years old
father living with them. Twelve years
ago, Beto’s mom passed away and his
father was diagnosed with Parkinson’s.
Being an only child, he took in his father
who also started dealing with dementia
3 years ago. My other neighbor, Suzann’s
son, 33-year old Sam, was born with
Down Syndrome. She has not only been
a mother, but a caregiver for 33 years
– the last 8 as a single parent. Both
families have tapped into IHSS and
CBAS for support. Beto’s father goes to
Avenidas, a senior daycare program, for
6 hours a day and Sam is involved with
Hope Services where he goes for 5 hours
a day. Additionally, both Beto’s father
and Sam have emotional issues which
makes it very difficult for the caregivers
to break away for respite.
I have made many friends at DeAnza
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who, unexpectedly, are now in caregiving
situations. Ron’s wife Candy became
a caregiver 10 years ago when he was
in a car accident and is a became a
parapalegic. Lillian became a caregiver
5 years ago when her husband Jack
had a stroke. Jackie became a caregiver
5 years ago when her then 35-yearold son, DeRon, was involved with a
shooting incident leaving him partially
paralyzed and memory challenged. And
by the way, all these family caregivers
including myself are in their 60’s and
70’s.
After our first Taskforce meeting where
we identified and agreed upon the 6
priority areas we are now submitting, I
started to ask questions to my sphere
of friends about what their needs might
be without mentioning any of the
taskforce initiatives. The good news is
that we are right “on point” with our
recommendations. They all perceive a
need for a more comprehensive array
and continuum of service where it is
easier and less time consuming to get
information. Access to AFFORDABLE
services—especially to get respite—was
also a high priority.
As the economic realities hit home with
skilled nursing facility care inching
toward a 6-figure cost/year, as well as
our older adult population due to double
over the next 20 years due to maturing
of the “baby boomer” generation, it is
mandatory that we address our LTSS
system and prepare for the future. I
have seen nothing but loving care,
compassion and kindness from the

family caregivers I know. There is a
common thread of wanting to take care
of their loved one at home and keep
them active and social and their lives
meaningful as long as possible. It is very
important to provide the future family
caregivers with the tools necessary to
make their role as easy as possible and
be comfortable knowing they are doing
right by their loved ones.
I am both honored and excited to be
part of the California Taskforce for
Family Caregiving and I look forward to
our progress over the next 18 months
to bring both needed and meaningful
programs and services to the people
of California. I am so fortunate to be
part of a very qualified, talented and
knowledgeable team of people who
have their hand on the pulse of family
caregiving issues and are dedicated to
improving the LTSS for the citizens of
California. I also feel blessed to have the
ability and opportunity to care for my
loving wife who is very appreciative of
my love and care. I hope that I can also,
by sharing my experience as a caregiver,
help others along the way.
Respectfully Submitted
Bob Lesh

Bodhi, Bob’s “caregiver”
P.S. I am also very thankful for my
caregiver, Bodhi, who helps keep me
smiling.
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APPENDIX F

October 20th, 2016 Meeting Agenda
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APPENDIX G

October 20th, 2016 Meeting Minutes

10:00 – 10:50am Welcome and Introductory Remarks
• Task Force members were welcomed by Kate Wilber, representing the University of
Southern California’s (USC) administrative and research support team, proposed that
the goal for the meeting be to set priority areas for the task force to address in the
coming months. Members supported this approach and agreed that this goal met their
expectations.
• Kate reminded members that reports were due to the Legislature on January 1, 2017 and
July 1, 2018. USC will assist with this, but will follow the Task Force’s lead. She noted that
the priorities they decided at this first meeting would be a major part of the January
Interim report.
• Kate then introduced the Nominal Group Technique as a process for the Task Force
to determine priority areas. She described the approach and presented guidelines to
encourage participation from all members. The process began with 15 minutes in which
each participant identified and wrote down their own priorities prior to sharing their
ideas.
10:50am – 12:25pm Round Robin (Break from 11:20 – 11:35am)
• After members had decided on their individual priorities, they were asked to participate
in a brainstorming process. Ideas were shared “round robin” style, with each Task Force
member voicing one of their top priorities during each round. Kate summarized each
priority, and Natalie Kaiser wrote each on a flip chart visible to everyone in the room (see
“Flip Chart Notes”).
12:25 to 12:45pm Consolidation, Part 1
• The process continued until all the ideas had been presented.
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12:45 – 1:15pm Lunch Break
1:15 – 1:45pm Consolidation, Part 2
• During lunch, a subgroup of Task Force members put together a consolidated list of
priorities. This list was presented using a projection screen.
• The Task Force discussed further additions and modifications to the list.
Break—move to the USC Leonard Davis School of Gerontology.
2:10 – 3:00pm Voting on Task Force Priorities
• The group reconvened, and were given color coded dots to use to vote on the consolidated
list of priorities (see “Consolidated Priorities”).
• The 6 priorities voted as the highest priorities were:
1. Integrated approach to care
management
2. Comprehensive array and
continuum of services
3. Compensation

4. Data
5. Access to affordable and
accessible services
6. Training and Education

3:00—4:00pm Breakout Groups
• Members worked in three groups; each group was given two of the priority areas to
discuss. The focus of each group’s discussion is briefly summarized below.
Group 1
• Integrated Approaches to Care Management: This conversation focused on the role of
the provider, including actively engaging in tasks such as following up with caregivers,
asking about caregivers’ preferences, and providing family-centered services.
• Training: Education and training efforts encompassed those in communities and in
workplaces (especially provided by HR), and efforts that educated caregivers, especially
IHSS caregivers.
Group 2
• Comprehensive Array and Continuum of Services & Access: To address disjointed
services, a leader at the state level was recommended, as well as a statewide 211
information service.
• Access to Affordable and Accessible Services: Respite and affordable/accessible housing
were key interests of this group, as well as high quality and accessible support groups.
Group 3
• Compensation: Group 3 primarily discussed the high out-of-pocket costs caregivers face
for services. Included in this discussion were unfair eligibility criteria for services, the high
cost of long-term care, as well as the potential for tax credits to caregivers.
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•

Data: It was suggested that the state is resistant to capturing data. A universal caregiver
assessment would allow the state to understand and project level of need.

3:00—4:00pm Sharing Breakout Group Results
• The Task Force reconvened as a whole and each breakout group presented a summary
of the areas they had discussed. Members from the other groups commented and asked
questions.
• The Task Force meeting was adjourned at 5:15 and members were invited to a reception
hosted by, Assemblymember Cheryl Brown, who had introduced and championed ACR
38 and Hassy Cohen, Dean of the Leonard Davis School. Each welcomed the task force
members and guests from the community. Joseph Prevratil, President and CEO of the
Archstone Foundation and Nancy McPherson, AARP State Director also welcomed the task
force and made remarks. The Archstone Foundation and AARP are funding the Task Force’s
work
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APPENDIX H

Consensus Building Processes and Methods

NOMINAL GROUP TECHNIQUE PROCESS

To assist with priority setting, the USC Administrative and Research Team introduced a Nominal
Group process to build consensus on priority areas. Nominal Group Technique (NGT) is often
used to establish priorities by relying on experts in a given field.32, 33 NGT is beneficial for eliciting
innovative ideas among members in a group, and providing an iterative while time-sensitive
means of building consensus.34 The USC Team used a hybrid approach, incorporating aspects of
traditional focus groups and Delphi survey methods.35
The NGT process began by asking Task Force members to spend 10 minutes silently
identifying priority areas related to caregiving that they would like to see addressed. After
brainstorming, Task Force members engaged in four rounds of “round robin” facilitated by Dr.
Kate Wilber, wherein Task Force members went around the table and each shared one priority.
Dr. Wilber repeated the suggested priority back to the Task Force member for clarity, and, once
the member was satisfied with the wording, the suggestion was written on a flip chart. While
traditionally all ideas are recorded and then discussed for clarification and to consolidate ideas,
the meeting progressed such that these two steps merged together. All suggestions listed on the
flip chart can be found in Appendix H.
To more quickly merge ideas into manageable categories, two Task Force members created a
consolidated list that was projected for other members to discuss. Members proceeded to refine
this list until all ideas were incorporated. At this point, members voted on items using colored
dots, where each of 4 colors was designated a different point value (the green dot provided to
each member was equal to 3 points, the yellow dot worth 2, the red dot worth 1 point and 3 blue
dotes were used to break a tie). The consolidated list that was used for voting can be found in
Appendix I.
The top 6 ranking priority areas, described in depth below, became the discussion topics
of three 45-minute focus groups, with two topics discussed in each three to four-member group.
Task Force members picked their own groups; each group had a facilitator from the USC Team who
captured the group’s core findings on a flip chart, and at least two PhD student scribes who took
notes. Task Force members discussed priority items in greater detail during these discussions
and came up with specific approaches that addressed their priority areas. The group as a whole
then convened to present their ideas to the Task Force as a whole. This resulted in a number of
recommendations to explore within each of the priority areas.
Three weeks after the meeting, members were sent a survey to elicit their feedback on the
perceived feasibility of accomplishing each of the recommendations. Accounting for feasibility,
both logistical (Can this be done?) and political (How likely is it that the government will
implement this?) is a recognized component of consensus-building methods in a policy context.1
Task Force members were asked to rank both the feasibility and importance of each item on a
Likert scale, and were invited to add additional comments. The survey and results can be found in
Appendices K and L.
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ANALYSIS OF PRIORITIES
Priorities were analyzed using both qualitative and quantitative methods. To capture qualitative
information, research assistants took fieldnotes throughout the meeting that were later
consolidated and reviewed by others on the research team for accuracy. During focus group
sessions, 2-3 PhD students from the Leonard Davis School of Gerontology assisted in taking notes
that contributed to these field notes.
Qualitative analysis was undertaken by a Kylie Meyer of the USC Team. As a part of this
process, fieldnotes were read through and coded thematically, with each code reviewed for
categorical consistency.36 The results of this process is the basis of the discussion on priorities
described below. Task Force members were given an opportunity to review and rank results on how
feasible and how important they were, and feedback was used to more accurately reflect the Task
Force’s priorities.
Quantitative methods were used to analyze survey data in Excel. To account for the balance
between feasibility and importance, each priority listed was weighted by how important it was,
such that if an item had low feasibility but was considered of high importance, the final feasibility
score presented in the section below would not necessarily be a low score.
Data gathered and analyzed at the inaugural meeting was collected for research and
possible publication. Approval was sought and received from the University of Southern California
Institutional Review Board who granted “exempt” status. At the first meeting, all Task Force
members were provided with an overview and an information sheet about how the findings would
be used.
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APPENDIX I
Flip Chart Notes
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•

Proactive coordinated care at key points

•

Use data to identify and project the number of caregivers and the level of support/
service they need

•

Examine/balance privacy regulations (e.g., HIPAA and probably other things) to better
serve the caregiver in serving the needs of the patient

•

A comprehensive array of services across the state

•

Engage employers in improving policy (work-family)

•

Look at laws for paid family leave

•

Improve outreach to low wage and ethnic minority communities

•

Developing affordable resources for respite care

•

Paid support that may be critical for family caregivers often involves low-wage, lowposition jobs

•

Improve information to family caregivers so they can access available services

•

Identifying services that are already in place and work well, then expanding upon these

•

Address the cost of long-term care

•

Create standardized assessment for caregivers

•

Improve approach to elder abuse and neglect

•

Culturally competent materials and tools

•

Getting data on the impact of leaving the workforce specifically to provide care, and use
this to determine the long-term impact on caregivers’ financial well-being

•

Clearinghouse that includes information on accessing information and services for
family caregivers

•

Innovative approaches to caregiver support groups (e.g., topic focused sessions)

•

Improving access to quality and affordable care for people in the middle class
(particularly respite care)

•

Regular policy and law updates to caregivers

•

Improve understanding of caregiving in the community

•

Having a platform for family caregiving

•

Improving training for family caregivers, especially for complex medical tasks

•

Have human resources provide resources on caregiving

•

Making advance directives a part of intake at health care facilities

•

Better integrating behavioral health services

•

Providing appropriate compensation for family caregivers who have to leave work

•

Acknowledging that caregiving is a noble profession

•

Look at all relevant laws relating to caregiving

•

Culturally tailored services

•

Improve understanding for paid family leave

•

Recognize diverse capacities for family caregivers, and choice related to serving as
caregivers

•

Examine and regulate products to serve family caregivers

•

Providing incentives to normalize evidence-based interventions for caregivers caring for
people with conditions other than dementia

•

Recognize distance caregiving

•

Training providers and first responders on the available resources

•

Recognize the emerging role and potential of technology to enhance caregiver support
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APPENDIX J
Voting Sheet
PRIORITIES

Integrated approach to care management
(e.g., advance directives)
• The role of the provider
• Care coordination
• Proactive role of the provider
• Care transitions
• Behavioral/mental

Training and community education and
engagement
• IHSS
• HR
• Family
• Provider
• Policy updates

Compensation
• Leaving workforce/job protection
• Family leave
• Data on those who leave
• LTC financing
• Alternative payment methods

Technology
• Monitoring & regulating
• Apps

Elder abuse
Access to affordable & accessible services
• Respite
• Housing
• Eligibility for middle class & lowincome
Comprehensive array of services & continuum
of services
• State clearing house, one-stop portal,
no wrong door
• Accessible housing
• Support groups
• Uniform caregiver assessment
Platform & increased visibility
Balance of HIPPA
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Data

•
•
•

# of caregivers and level of support
Diverse needs across the state (needs
assessment)
What is the state already doing?

VALUES (not voted on)
• Cultural awareness, competency, and
sensitivity
• Person- & family-centered care
• Work-life balance
• Diverse needs
• Choice & options for caregivers (e.g.,
capacity to be a caregiver)

APPENDIX K

Feasibility and Barriers Survey
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56

57

58

59

60

61

62

63

APPENDIX L

Survey Results on Feasibility and Importance
Survey responses were provided in a Likert-style, with items ranked as “not feasible at all” or “very
low importance” given a score of 1, while items rated as “very feasible” or “very high importance
were give a score of 5. Two scores per priority item were calculated based on these rankings. First
the “difference between feasibility and importance” reflects a discrepancy between these scores,
where the greater the quantity from 0 indicates greater discrepancy. A negative score indicates
that an item was perceived as being more important than feasible, while a positive score suggests
the item was more feasible than important. The “combined score” is simply the feasibility score
multiplied the importance score, and reflects a weighted ranking of feasibility.

Average
Feasibility
Score (SD)

Integrated Approaches
to Care Management

64

N

3.9

Average
Importance
Score (SD)

N

4.3

Difference
Between
Feasibility
and
Importance

Combined
Score

-.4

16.9

3.8(.5)
Better integrate
behavioral and mental
health services into care
management

8

4.4(.5)

8

.6

16.7

Implement screening
to identify who is a
caregiver during health
care encounters

4.3(.7)

9

4.6(.5)

9

-.3

19.8

Generate more proactive 3.9(.8)
care coordination
at critical points in
the care journey (e.g.
diagnosis, transition
from a hospital)

9

4.3(.5)

9

-.4

16.8

Provide automatic
4.3(.5)
referrals to supports and
services for caregivers,
especially coming from
the health care system

9

4.2(.7)

9

.1

18.1

Seek greater flexibility
3.3(1.2)
in HIPPA regulations
to enable families to
provide care and support
Comprehensive Array of
Services

9

3.6

3.9(1.3)

9

4.0

-.6

12.9

-.4

15.3

4.3(.5)
Find out what services
and supports are already
available in California,
and finding out which
programs work

8

4.5(.53)

8

-.2

19.8

Provide high-quality
support groups across
the state that facilitate
access to information

3.0(1.1)

9

3.6(1.2)

9

-.6

10.9

3.4(1.2)
Create a one-stopshop such as a state
clearing house or
211-style information
system, for caregivers to
access information and
resources

9

4.5(.8)

8

-1.1

15.4

Improve referral systems 3.6(.5)
such that caregivers can
begin accesses services
at any point, creating a
no-wrong-door system

7

3.8(1.2)

9

-.2

14.1

Create a statewide
position to oversee
the needs of family
caregivers

3.9(1.1)

8

3.8(.9)

9

.1

16.4

Compensation for
Caregivers

3.2

-1.1

13.8

Provide adequate
compensation for
caregivers who must
leave the workforce

2.8(1.1)

9

4.3(.7)

8

-1.5

12.0

Mitigate the out-ofpocket costs that
caregivers encounter in
this role

3.3(.9)

9

4.4(.5)

8

-1.1

14.5

4.3
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Ensure better job
protections for
caregivers who must
leave the workforce
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3.8(1.0)

9

4.6(.8)

9

-.8

17.5

Provide compensation to 2.8(1.2)
caregivers based upon
recipient condition,
not income, to prevent
middle class caregivers
from going into poverty

9

4.0(1.2)

9

-1.2

11.2

-.4

16.5

Data on Caregivers and
Services

3.9

4.3

Identify the current
number of caregivers
and level of service
needs in California, and
project future needs

3.9(.6)

8

4.7(.5)

9

-.8

18.3

Establish innovative
ways to collect data
on family caregiving,
including using
smartphones

3.6(1.1)

8

4.1(.8)

9

-.5

14.8

Collect data on
caregivers leaving the
workforce, and the
impact of this

3.8(.9)

8

4.3(.5)

8

-.5

16.3

Collect research
on underserved
communities to inform
culturally tailored
services

4.0(1.1)

8

3.9(1.2)

8

.1

15.6

Implement a uniform
caregiver assessment
to provide comparable
outcome information

4.1(.8)

8

4.3(.7)

8

-.2

17.6

Affordable and
Accessible Services

3.2

-1.1

14.0

4.3

Provide access to
services and supports
across the state,
including rural
communities

3.9(.8)

9

4.6(.7)

9

-.7

17.9

Make respite care more
affordable

2.9(.8)

9

4.3(4.3)

9

-1.4

12.5

Create more accessible
and affordable housing
options

2.9(.9)

9

4.0(1.1)

8

-1.1

11.6

Education and Training

3.8

-.2

15.5

Provide regular policy
updates to caregivers
and providers

3.7(1.3)

9

3.4(1.2)

9

.3

12.6

Create age-friendly
and caregiver-aware
communities

3.3(.5)

8

3.9(.9)

9

-.6

12.9

Provide training to
family caregivers that
is sensitive to different
capacities, including
ability to complete
complex medical tasks

4.0(.5)

8

4.4(.5)

9

-.4

17.6

Provide and incentivize
training to IHSS
caregivers

3.9(.6)

8

4.3(.5)

9

-.4

16.8

Improve understanding 4.3(.5)
of the current paid
family leave laws and
supports to family
caregivers who leave the
workforce, such as by HR
led in-service trainings

9

4.1(.6)

9

.2

17.6

4.0
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APPENDIX M

Survey Results on Values

Scores for values items were scored similar to priority areas in Appendix J.
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Average
Feasibility
Score (SD)

N

Average
Importance
(SD)

N

Difference
Between
Feasibility and
Importance

Combined
Score

Allow caregivers greater
choice in whether or
not to take on this
role, and recognize
the individualized
preferences of caregivers

3.2(1.0)

9

3.6(.9)

9

-.4

11.5

Address poverty among
paid or formal caregivers
who provide support to
family caregivers

3.3(.9)

8

3.9(.7)

7

-.6

12.9

Improve work-life
balance for family
caregivers, allowing
them a life of their
own15.2

3.2(1.0)

8

4.1(.6)

8

-.9

13.1

Develop systems and
procedures so that
provider to better
include families, thereby
providing person-andfamily-centered care

3.7(.5)

9

4.0(.5)

9

-.3

14.8

Increase awareness of
family caregiving in
communities and among
those not currently identifying as caregivers (e.g.
celebrity outreach)

4.3(.5)

7

3.6(.7)

8

.7

15.5

Target outreach for
information and services
to low-income and
minority caregivers

4.6(.5)

7

4.4(.5)

9

.2

20.2

Provide culturally
tailored and relevant
services informed by
research

3.9(1.0)

8

4.0(1.1)

8

-.1

15.6
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APPENDIX N
Endnotes
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