
California Task Force on Family Caregiving Meeting Minutes 
Meeting 5 

DRAFT FOR REVIEW AT AUGUST MEETING 
 

Meeting Date June 1st, 2017 

Meeting Duration 10:30am – 4:30pm 

Location Family Caregiver Alliance 

Task Force Members 
in Attendance 

Donna Benton, Les Cohen, Carmen Estrada, Kathy Kelly, Karen Lincoln, Robert 
Lesh, Anat Louis, Eric Mercado, Doug Moore, Edie Yau  

Task Force Members 
in Absentia 

Mary Ball, Sandi Fitzpatrick 

Admin & Research 
Team in Attendance 

Zach Gassoumis, Natalie Kaiser, Janeth Marroletti & Kylie Meyer 

Other Attendees Amanda Ream (UDW); Nina Weiler (AARP) 

 
 
Attendance 
Chair Donna Benton began the meeting with attendance and introductions (reflected in the table 
above). Ten of the twelve members could attend, with two participating by phone.1 Amanda Ream for 
UDW and Nina Weiler from AARP California were also in attendance.  
 
Legislative Update 
Due to a later schedule conflict, Les Cohen was given the floor to provide legislative updates. He went to 
Sacramento on May 10th and made appointments with legislative staff of all the members who would be 
on the committee if there was a hearing for the Task Force. He explained that the legislature is 
preoccupied now with passing their own bills, due to an upcoming deadline. However, the budget will 
be set sometime around July 15th, and after that hearings would be scheduled.  
 
Unfortunately, both bills the Task Force voted to support at the April meeting for additional respite care 
(SB 177) and tax credits for caregivers (AB 806) are being held in committee. (Letters of support on 
behalf of the Task Force were sent for each.) Task Force members from San Francisco were asked to 
contact Senator Scott Weiner’s office, the Chair for the Appropriations Committee, to move these out of 
committee. Edie Yau and Kathy Kelly indicated they each resided and San Francisco and could reach out. 
 
Finally, Les urged support by the Task Force for SB 1028 (RAISE Act), which he described as a federal 
version of ACR 38, the legislation that created the Task Force. He advised the Task Force to provide 
similar support as they had for SB 177 and AB 806, including writing a letter of support. Nina Weiler 
followed up, indicating that AARP California was looking for co-sponsors. She also informed that Task 
Force of S. 1151/H.R. 2505, a federal bill providing tax credits for caregivers. 
(http://blog.aarp.org/2017/05/25/aarp-backs-credit-for-caring-act-in-support-of-americas-caregivers/)  
She will being additional information on these bills to the next meeting.  
 

                                                      
1 Some members were not able to be present for the full meeting (Les Cohen, Carmen Estrada, Karen 
Lincoln & Eric Mercado). However, at all points during the meeting, a quorum of members were present. 

http://blog.aarp.org/2017/05/25/aarp-backs-credit-for-caring-act-in-support-of-americas-caregivers/)


Later in the meeting, federal legislation was brought up again where it was originally placed in the 
agenda. At this time, it was decided that the Task Force would wait to decide on supporting the 
legislation and follow up at the next meeting.  
 
 
April Minutes Approval 
Les Cohen made a motion for the approval of the minutes from last meeting, with Anat Louis seconding. 
Donna Benton called for a vote, and the minutes were passed.  
 
Caregiver Compensation Review of Revisions 
The Task Force moved on to review the revisions to the caregiver compensation review. Kylie (USC) 
explained what changes have been made. Changes pertained to additions to the report based on Task 
Force member feedback from previous meetings. She explained that some information was not 
available (e.g., uptake of unemployment insurance for contract workers), and asked that anyone with 
resources to find that information contact her. Kathy suggested reaching out to the Employment 
Development Department; Donna would put her in contact with a member of the Work & Family 
Coalition who might also be able to help.  
 
One area of particular interest was the “gig” economy, where Kathy noted one third of Californians 
currently work. She explained that workers in the gig economy cannot currently purchase paid family 
leave. Finding out more about these workers is important.  
 
Nina also suggested changing the year for the Secure Choice Retirement program on page 19 to 2020 
rather than 2019, following guidance from AARP.  
 
Finally, it was confirmed that reports would continue to be updated up until the publication of the final 
report. However, when posted online, the word “Draft” should be included as a watermark on each 
page and they should only be available in PDF format. This will apply to all reviews. 

 
 
Education and Training Review of Revisions 
Next, revisions for the Education and Training review were added. Based on suggestions from the last 
meeting, the Pew study on internet use among caregiver was included, including smartphone-only 
access that is common among racial and ethnic minorities. Some research about promotores (health 
educators from underserved communities) was also added.  
 
Members expressed an interest in adding more about the information provided to caregivers at hospital 
discharge, particularly as it relates to the Care Act. The AARP Public Policy Institute is currently working 
on a study to see how the Act is being implemented, including case studies in California. It was 
suggested the USC team follow up with them. It was also suggested that naming a second caregiver at 
discharge would be useful. This point will be added to the review on integrated approaches to care 
management. 
 
Anat made several suggestions to add to the report, including: 

• Inclusion of Human Resource departments in the review on education and training, as it had 

been for caregiver compensation. For example, as it stands, existing employees are not required 



to be informed about paid family leave, only new employees. HR departments should provide 

education, even just information packets, to address this.  

• The section on information-seeking among racial and ethnic minority caregivers does not appear 

representative. Other studies will be sought. 

• The report indicates that, “According to the State Plan, the statewide Information and 

Assistance line is a key means of providing information to caregivers on local services and 

supports.” It should be highlighted that this is because of funding cuts.  

• In the section on ADRCs, note that these have been dismantled at the state level but cities and 

counties have kept a few going. These are considered “aging and disability resource 

connections” not centers. 

• It was suggested that Powerful Tools for Caregivers be added to the VA program offerings. 

• Additional non-profit and commercial organizations will be listed as examples. 

• The Department of Aging provides a program called Caregiver Corner on channel 35. 

• Edie also noted that there are five chapters of the Alzheimer’s Association in California, not six. 

 
There was also a question about the statics for individuals accessing the internet primarily by cellphone 
(7%). Kylie clarified that this number pertains to those who are using cell phones exclusively, as opposed 
to a computer or laptop. Kylie commented that this 7% also tend to be the most vulnerable of the 
population. Anat added that this number will likely get higher with the incoming generation who is more 
reliant on technology. Edie questioned whether apps were the most effective way to get caregivers 
information on health currently, and that the promotores may be a better option.  
 
Caregiving Infographic 
Natalie Kaiser (USC) presented an infographic on caregiver compensation for the Task Force’s 
consideration. This prompted a conversation on themes of the infographic and targeting information.  
 
Karen commented that the infographic did not have a clear topic. Task Force members discussed how 
two infographics could be created for individual perspective and the state perspective. The state-level 
case for caregiver support is that it creates a bigger tax base if caregivers remain employed, and 
prevents recipients from “spending down” to Medi-Cal. 
 
One approach might be to build a narrative or a time table to show the change in standard of living 
before and after caregiving, or the amount of time it takes to spend down to Medi-Cal on the median 
salary.  Karen brought up the idea of writing an op-ed story of the costs of caregiving and what it takes 
financially to retire.  
 
Other revisions and suggestions for the infographic included: 

• Changing the cost of caregiving to a California-specific number 

• Saying “parental leave” instead of “bonding” 

• Adding a figure to show the number of caregiving paid family leave claims there are 

• Looking into the costs from lost benefits and opportunities when looking at the costs to 

caregivers 

• Adding the statistic where women spend more time caring for an older adult than in child care 

• Look at the costs of care for Alzheimer’s Disease 

• Consider looking at PBS’s infographic on costs of caregiving from 2012 



Edie, Nina, and Amanda will be sending the USC team data on the topics the Task Force members would 
like to include in the infographic(s). 
 
USC will provide a revised version of the infographic or two different versions. 
 
 
Data and Assessment Review 
 
Kylie opened the discussion on the Data and Assessment Review by explaining that policy makers are 
often most interested in quantitative data so as to be able to understand extent of need, costs, and to 
draw comparisons. She commented that it is hard to find large data sets on caregivers and therefore the 
information used is more general and not state specific. One issue with the samples is that they are 
often not representative of the diverse population.  
 
Karen suggested talking to Eileen Crimmins about adding questions to HRS or contacts from USC that 
work with the MIDUS data set to access California-specific data. This, however, would require funding to 
request such information. Breaking down data even beyond state and looking at racial and ethnic 
minority caregivers, given California’s majority minority status, would be huge. Adding a question on 
caregiving to the California Health Interview survey, as Donna has suggested, is another idea.  
 
Kylie continued to explain other issues that could occur with a data sample. For instance, a survey may 
not be correctly capturing the “burden” experienced in a community and therefore another measure or 
scale may be needed. There is also a selection effect, where only those people identifying as a caregiver 
(and many don’t) are included in studies. 
 
Anat brought up the question in the paper about whether it is better to have universal or program-
specific assessments. She asked what whether there is currently a universal assessment being used. 
Zach answered that no universal assessment exists, but some programs have their own tools for 
assessment. Kathy stated that some universal assessments for older adults contain questions about 
caregiving, but there is no specific caregiving assessment. She then expanded the conversation to there 
being no “one size fits all” assessment that captures the needs of caregivers, but that some 
standardization may be possible.  
 
Carmen pointed out that education may be needed before a universal assessment is created. Why 
assess for caregiver needs when no service can be offered? In response, Anat suggested making a 
“screener” assessment that would signal if someone would need a more extensive assessment or not. 
Just getting caregivers to self-identify would be important. They could they be referred to other services. 
 
The Task Force members discussed previous “push back” from proposed assessments to create a unified 
dataset across the state. Anat brought up the IIIE assessment and commented that it is more of a 
screener.  Kathy agreed with this, and expanded to say that this is why she often distrusts the data.  
 
Break (12:40-1:20pm) 
 
Data and Assessment Review Cont. 
 
After lunch, several additional suggestions for the Assessment review were made.  
 



Edie suggested that the Task Force may want to build on the CARE Act and recommend adding an 
assessment piece. However, Kathy added that the CARE Act is “wonderful but limited”; it is more 
focused on provided training that will help the care recipient than assessment for the caregiver’s needs. 
Edie clarified that she is suggesting building off it and perhaps adding an assessment or screener. 
 
Zach (USC) commented that it seems like the Task Force needs to make sure we are targeting the proper 
venue and audience for the assessment. One venue that continued to be brought up was healthcare 
venues, where it would be useful to include caregiving as a health risk. This might occur during Medicare 
Wellness check ups. 
 
A final point was made about the figure on page 11 of the review. It suggests a trajectory is not inclusive 
of everyone’s journey which includes back and forth between stages. A new figure would be sought to 
replace the one on page 11. 
 
 
Comparison of Task Forces 
Natalie presented on what other state task forces on family caregivers have done, including their 
recommendations and process for reaching these recommendations. Recommendations from other 
state task forces will be emailed to members.  
 
Several key task forces were highlighted, including those in Delaware, Hawaii, Idaho, Maryland, 
Mississippi, and New Mexico. Task forces in other states frequently had caregivers listening groups or 
other caregiver input. There were also several groups that split into work groups focused on specific 
issues and charged with coming up with recommendations. Idaho’s report, which provided action steps 
to implement recommendations was also highlighted as a strong example.  
 
Natalie also shared several other, related task forces across states where there was an emphasis on 
caregiving. One member suggested reaching out to other task forces in California whose work is related. 
 
When thinking about aspects of other state task forces that the Task Force might replicate, members 
suggested testimonials from caregivers should be considered. These could help make the report more 
compelling. Another idea is to include a panel of caregivers with whom recommendations could be 
discussed.  
 
Advocacy 
Members raised concern about how to get recommendations heard by the legislature. Often legislatures 
are sympathetic to caregiving policies, but proposals don’t make it out of the legislature. To overcome 
this, it will be important to get buy in from party leadership.  
 
Donna suggested calling up the person who appointed each Task Force member and getting a story from 
them about their experiences caregiving. This could help stir up interest in caregiving issues for when 
the Task Force makes recommendations and get legislature engaged. USC will reach out with interview 
questions and contact information for each member to do this. 
 
Best Practices Survey 
Kylie explained that the survey has been updated to add in the changes the Task Force requested. The 
survey is currently in review by USC’s Institutional Review Board. AARP and the American Society on 
Aging have each offered to help with distribution. USC is also preparing email lists of Area Agencies on 



Aging, Caregiver Resource Centers, Veteran’s Affairs, and disease-specific non-profits to distribute the 
survey to. This list would be sent to Task Force members for final approval. 
 
Input on Integrated Approaches to Care Management Literature 
Members of the USC administrative and research team explained that the review for Access to 
Affordable and Accessible services would be provided at the August meeting, followed by Integrated 
Approaches to Care Management in October. For the later review, she asked the Task Force for 
clarification on what information they would like included in this review.  
 
Below are the items which Task Force members came up with.  
 

• Support for caregivers during care transitions. Not just transitions from hospitals to homes but 

also from rehab centers to the home, and going back home after an emergency department 

visit. Members were interested in the extent to which there is a “warm handoff” between 

discharge planners and community agencies. 

 

• Caregiver support provided by integrated service models integrated health homes (IHH) and 

continuing care retirement communities (CCRCs).  

 

• Screening for caregiver status in primary care settings.  

 

• What health plans are doing. Some health plans appear to be providing private services to 

assist caregivers. Additional information about what health plans are doing would be of interest.  

 
• Integration of mental health services. 

 

• The non-integration of senior and caregiver services. Many senior services, as pointed out by 

Janeth Marroletti (USC), do not service caregivers and perceive them as being difficult. Several 

Task Force members had similar experiences.  

 

• What is meant by case management and coordination across settings. Members raised 

concern regarding the broad and inconsistent use of the term “case manager” and “care 

coordination.” Case management and coordination vary considerably in intensity and required 

training across settings, and often caregivers have little idea what each case 

manager/coordinator is supposed to do.  

 
Emerging Issues from Task Force Members 
When invited to discuss emerging issues, Amanda Ream from UDW raised the issue of access to 
unemployment insurance among IHSS workers who are related to care recipients (spouses, children, 
parents). Currently, these workers do not receive access to unemployment or disability insurance (those 
aged 18 to 21 are an exception), and do not have the option to pay into this or other FICA taxes. 
However, advocating for this option, thereby making IHSS payments to families’ taxable income, could 



risk their eligibility to access other benefits. UDW wanted to ask the Task Force—many who were 
surprised to learn about the distinction between family and non-family IHSS payments—about which 
option made most sense. While there was considerable uncertainly, several members agreed that it 
would be doubtful that taxing IHSS payments would move caregivers out of low income categories.  
 
During this discussion it was also acknowledged that there is little research on the financial situation of 
caregivers after caregiving ends. UDW would consider doing focus groups on caregivers whose role had 
ended, particularly family members receiving IHSS.  
 
 
Next Meeting and Closing 
The next meeting would take place via phone on August 3rd (10:30 am to 12:30pm), followed by an in-
person meeting at USC on October 5th. However, due to conflicts among the staff, a survey would be 
sent to see whether it was worth moving this date. Doug also suggested holding the meeting in San 
Diego at UDW.  
 
The meeting ended at 3:30pm 


