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Attendance 
The meeting began at 10:35am with roll call attendance. There was a minor delay given technical 
difficulties with the conference line. Several members were not able to attend, and two members joined 
by phone for part of the meeting.  

 
Approval of June 1st Meeting Minutes 
After reviewing the agenda, Donna asked for input on the August 3rd meeting minutes. Doug made a 
motion to pass the minutes, and Sandi seconded the motion. Members did not bring up any items to 
discuss. Minutes were approved with a unanimous “aye.” 
 
Integrated Approaches to Care Management Review 
Natalie Kaiser presented on the draft review on the priority policy area Integrated Approaches to Care 
Management, the top Task Force priority from the first meeting. She began with a process map of the 
hospital admittance and discharge process and the caregiver’s role in this. The map was based on her 
own experiences working at a local hospital in the patient experience department, and from talking to 
others in different hospital settings. Task Force members agreed the map was useful, and asked that a 
key be added for the color-coded boxes.  
 
According to Natalie, patients are first admitted to the hospital. (At the hospital where she works, this is 
done by referral, as there is no emergency department.) The caregiver is typically not involved until the 
discharge process, when facilities ask for the name of a person who can help the patient at discharge. At 
discharge, patients are generally sent home, sometimes with home help, or to a rehabilitation or nursing 
facility.  
 
During the discharge process, case managers are responsible for tasks like making sure equipment is in 
place in the home and that information about the patient is sent to the facility where the patient will be 
transferred. It is rare that the patient or caregiver ever speaks to the case manager for discharge. Social 



workers are only involved at the patient’s or caregivers request, and many people do not know they can 
request this service. Some facilities do have designated patient advocates to support patients and 
families, but not all. A challenge with having all these different roles is that families do not always know 
who they are talking to. This adds to stress and confusion at discharge. In addition, Anat raised the point 
that “case management” is a specialized term, and has different meanings in different fields. Even family 
caregivers who are “in the know” may struggle to understand what these terms mean. 
 
Although hospitals are involving the caregiver in the discharge process, particularly when patients 
cannot speak for themselves, there is still fragmentation within and across organizations. In some 
hospitals caregivers are provided with a list of resources for discharge. However, even in these systems, 
not all employees know that the list exists, and thus it does not make its way to the caregiver. In 
general, caregivers do not know what resources are available outside of the hospital, and hospitals do 
not see it as medically necessary because they are focused on getting people in and out of the hospital. 

 
Kathy raised two questions about data points to add to the paper. First, USC should look into where 
those on Medicare are being discharged. Secondly, USC should consider risk stratification. Who is 
considered high risk enough to get an advanced package of care at discharge and who does not? Zach 
replied that there has been some classification of risk using secondary data, although the data is 
national. This, however, would still be useful, according to the Task Force. 
 
Sandi related a recent discharge experience with a family member where the family member was 
assigned a home health agency. It was an efficient way to meet a referral need, but takes away people’s 
choice. This is not untypical for nursing home discharges, however, as hospitals often discharge to the 
first facility that has an open bed. As a result, patients are not always getting the level of care they need.  

 
Nina asked about a note on the process map indicating that there is no clear process for who talks to the 
caregiver per CARE Act requirements. In AARP’s scan of hospitals, they have been finding that nearly 
every hospital has a designated person for this role. Natalie clarified that this note was meant to 
indicate that there is no standardized set of questions being asked. This is a challenge since a lot of 
families do not identify as a caregiver, leading to miscommunication in some cases. There is also 
variation in how training for caregivers is being completed. 
 
Generally, Natalie continues, the best care transition interventions begin in the hospital prior to 
discharge. They begin by making sure medications are correct and follow up appointments are 
scheduled.  Value based payment structures encourage inclusion of the caregiver and are growing. 
Managed care programs with caregiver-inclusive aspects are also on the rise, including the Alzheimer’s 
Greater Los Angeles CalMediConnect program. This, however, is only for caregivers to persons with 
dementia. Kathy raised the point that a major piece of information hospitals forget to ask at discharge is 
whether the patient can even make it into their homes (e.g., staircases, narrow doorways). Natalie 
agreed that people do not know what to expect or who to contact at discharge.  

 
In addition, Kathy pointed out that patients and families often do not know they can say whether they 
think it is safe to discharge. Anat agreed this information is not well known, and shared a story about a 
93-year-old man released back into the community after discharge to be cared for by his 90-year-old 
wife. The man, who had complex care needs, fell a few days later. The son of the couple said they were 
not given any information at discharge even though it was a risky situation. There should have at least 
been a home visit after discharge. However, it is rare that this occurs. Moreover, few people are 
released with any kind of home care, a common misconception even among aging professionals.  



 
Natalie shared her experience with the GetCare video system, where patients and caregivers can view 
suggested videos on how to address medical tasks before being discharged. This is a new way to meet 
the requirements of the CARE Act. However, Anat raised concern that hospitals do not seem to be 
assessing the mental capacity of the caregiver and patient when they are showing these training videos. 
Not only might viewers have a cognitive impairment, but the trainings are shown at a time when the 
patient and caregiver are likely exhausted and less likely to retain information. It would be better if 
videos were sent how with individuals so they could watch them again. Currently this is not an option, 
although organizations like AARP are creating videos that can be accessed at home for free. Another 
concern with using video trainings has been voiced by physicians: patients have individual needs and 
“one-size-fits-all” trainings may not be appropriate. Doug asked about what occurs when caregiver’s first 
language is not English. There are Spanish options for the video system Natalie looked at, but not for all 
languages. This is something to work on. 

 
In preparing the review, Natalie also discovered challenges with exchanging information between 
healthcare departments and facilities. Nurses at receiving facilities do not get the information they 
need, and sometimes must rely on patient accounts. This can be risky. Patients are often given the 
phone number to a physician, but it is not necessarily the one who treated them. Another issue is that 
electronic health record systems may not be compatible across systems, which can further slow transfer 
of information. This is particularly concerning for information about prescriptions, which can lead to 
patients not being able to access necessary medications.  

 
Kathy asked if there were best practices at the hospitals Natalie interviewed. USC will create a list of 
things families need to know about navigating this hospital system and discharge, such as the fact that 
they can request a social worker or indicate concerns about an unsafe discharge. Another consideration 
for programs like GetCare might be a video on patient rights for safe discharge.  
 
The Task Force was asked whether it made sense to add a section on private case management. It was 
agreed that very few people received private case management. In the revised version of the review, 
USC will not provide a “deep dive” into private case management, but will acknowledge this as an 
option.  

 
Access to Affordable and Accessible Services Review 
Kylie presented on the priority area Access to Affordable and Accessible Services. She reviewed the goals 
discussed within this priority area from the first Task Force meeting, including accessing appropriate 
respite care at an affordable price, accessing supports groups, and availability of affordable housing 
accessible to persons with disabilities.  
 
Studies indicate that caregivers do like respite and there is considerable data showing that respite 
reduces stress, including helping caregivers to regulate cortisol levels. However, there is disagreement 
on how respite is defined, and few studies on in-home respite. Caregivers face major barriers to 
accessing respite, including finding services that meet caregivers’ needs, including flexible (including 
evening) hours, level of training among providers, quality and perceived quality of providers, and 
different values and attitudes regarding who should provide care. Another issue to add, Donna noted, 
was a lack of providers available who speak the same language as the care recipient.  
 



Another major issue with respite is that it is expensive. Home care that some caregivers use for respite 
costs approximately $25 an hour in California. Caregivers spend an average of over $500 per year on 
respite, although this varies by how much respite is used.  
 
There are several options to help pay for respite. Tax credits have been considered recently, however 
there are a lot parts to eligibility criteria and caregivers only receive credits up to a few thousand dollars. 
Medicare also has a respite option for those receiving hospice care. It may be of interest to expand this 
benefit. However, Kathy pointed out that hospices often say they provide respite but this is sometimes 
misleading since the caregiver cannot actually leave the house in many cases. Medicaid services were 
also raised as a kind of respite since they displace the caregiver’s time, but it was decided this was not 
really a type of respite since it is not based around the caregiver’s needs but the care recipient’s needs. 
Respite should be completely focused around the caregiver, and should allow the caregiver to leave the 
house. The possibility of relying on volunteer programs was also raised, such as that proposed for the 
Care Corps bill. Donna also suggested looking into shared housing programs that include a respite 
component.  
 
The next section of the review discussed support groups, including their quality and availability. Support 
groups appear to improve caregivers’ mental health, knowledge, and care recipient behaviors. The 
Family Caregiver Alliance has described some best practices for hosting support groups, including having 
clear objectives and basing the group on a specific theoretical approach. However, several barriers to 
accessing support groups include lack of knowledge among caregivers, not identifying as a caregiver, 
and the cultural relevance of the group. Kathy also advised adding a point about online support groups, 
like the rich online community at the FCA. Although briefly discussed in the section on technology in the 
report, there are some concerns about the cultural relevance of these forums. For example, religious 
discussion is sometimes discouraged online to avoid controversy despite being an important part of 
coping for many caregivers.  
 
The review also discussed translation and scaling of interventions, noting that while many have been 
evaluated few are available in the community. One issue is that little is known about the mechanism for 
why some interventions work. There are also concerns about the relevance of the outcomes used in 
studies (e.g., burden). Kathy raised another issue: a lot of the interventions are dementia-specific with 
few programs for caregivers to people with other conditions. Technology may also be a way to expand 
the reach of interventions, although evaluations of new technologies are needed as many of the 
previous evaluations are based on outdated technologies. 
 
Finally, the review covered some information on affordable housing in California. Californians are more 
likely than other Americans to pay more than 30% of their income on housing, exceeding generally 
accepted recommendations. Home modifications that support people with disabilities and their 
caregivers are also expensive. New stock might be built with universal design in mind. Anat also raised 
the point that assistive technologies can also be used to make homes more accessible. It was also 
advised that USC consider the costs of adding supplemental units, as well as the typical costs of common 
housing modifications.  

 
Lunch took place from 12:50-1:40. 
  
New Task Force Website 
The group reconvened with a brief presentation on the new website. The site features all meeting 
minutes and material, social media platforms, and reports. On the News tab are blogs written by 



Danielle, that provide more accessible information that a general caregiving audience can read; 
members are welcome to repost these on their social media. USC will be populating the site with 
updated photos and a resource page for caregivers, as several have reached out for assistance via 
email. 
 
Discussion of Policy Recommendations 
Donna asked the Task Force about how to approach the policy recommendations the Task Force would 
be making. Should the Task Force focus on ambitious goals they would like to see happen, or smaller, 
more feasible goals? Several members voiced that recommendations could be framed in a way to 
accomplish both goals: acknowledge problem areas, and include major policy changes as well as more 
incremental ones. Doug described how in his experience, there is real value in setting up a track record 
for incremental change that can be easily implemented, and then moving on to bigger items after 
momentum has been achieved.  
 
While making recommendations, it may be advisable to include people who do not currently identify as 
caregivers. This would broaden the target populations of recommendations. Such an approach could 
also help to educate legislators and readers of the report on caregiving issues. Storytelling approaches, 
like the event in Washington D.C. on November 7th where advocates will elicit stories from 
congresspersons about their caregiving experiences, are promising. 

 
Kathy volunteered a list of statewide policies the Task Force might consider, some of which have already 
been implemented. Nina indicated that AARP is largely aligned on these areas. These ideas included: 

 
• Caregiver tax credits; 
• Tax check-off funding to support research or innovation 
• Uniform Adult Guardianship Certificates 
• CARE Act 
• Paid Family Leave and/or Sick Days 
• Expansion of telehealth and/or wireless or Internet access for underserved or rural communities 
• Employment Anti-Discrimination 
• Financial Assistance to Employed Caregivers (HI) 
• Increased Appropriations for caregiver support services 
• Change nurse delegation rules to allow for home health 

 
One approach to recommendations might be to have a limited number of major recommendation areas 
and lay the ground work for larger, long-term goals. The Task Force report could give legs to future work 
or serve as a map. This would be similar to the way the Shattered Systems report did for LTSS in the 
state. For example, the Task Force may not be able to get legislation for a Kupuna Care bill like in Hawaii, 
but might be able to get funding for a pilot and evaluation. Other smaller steps that Task Force could 
focus on include support for currently proposed legislation, changing rules and regulations, and 
collecting key data points from organizations serving caregivers. 
 
A few long-term recommendations to consider include a social insurance program and coverage for the 
costs of caregiving. This gradual approach is in response to the current policy climate. Some important 
items, like covering the costs of care, will likely not be possible in 2018. In addition to disruptions to the 
policy agenda from possible cuts to LTSS at the federal level, there will be a new governor in 2018. 
Moreover, Edie raised the point that no clear policy champions have come forward. (Although later it 



was noted that there may be two people to watch: Ridley Thomas, a caregiver, and Richard Pan, a 
pediatrician with an interest in LTSS.) United Domestic Workers, Doug noted, is working on getting 
some policy recommendations ready for the new governor to move on when they enter office. There 
are also other organizations working on setting a policy agenda with whom the Task Force can 
collaborate, such as the SCAN Foundation and the Work Family Coalition. For example, the Work Family 
Coalition might want to work with the Task Force to move forward Paid Family Leave in the state and 
improve job protections. 

 
There was general agreement that the Task Force needs to start focusing on recommendations rather 
than research. Task Forces in other states have divided into work groups. This is one approach to 
consider for the sake of efficiency.  In terms of a timeline, Sandi recommended having concrete 
recommendations ready by February so these can be revised and used to gather a following. She will 
know more about the possibility of scheduling a hearing after November, but there will be an additional 
challenge with getting something scheduled given a truncated calendar due to upcoming elections. 
 
To accomplish this, USC will summarize/list all the policy areas the Task Force might address based on 
previous reviews several weeks prior to the December 7th meeting. This meeting will occur over 3 hours 
rather than two, with the possibility of a one-hour follow up on January 11th. Both meetings will start at 
10:30am. Doug sent out a calendar notification two members during the meeting. The February meeting 
will likely have to take place in Los Angeles again due to budget constraints, although the Doug did offer 
the UDW office in San Diego. A this meeting, the Task Force will further discuss recommendations. The 
April phone meeting will be used to finalize recommendations, including feedback from professionals at 
the American Society on Aging conference that will occur in San Francisco at the end of March. A draft 
of the final report will be reviewed in June, in Sacramento if possible, and a plan for dissemination will 
be made. The report is due July 1st. Staff from USC are funded through the following September.  
 
The matter of continuing the Task Force was raised. This would, as one member pointed out, depend on 
the mission of the Task Force, the status of recommendations, and available resources. One change to 
consider is that USC would not be able to provide staff support after September 2018. Secondly, the 
Task Force would not have funding after this point. One idea would be for the Task Force to continue as 
a work group as a part of a larger organization; another would be to work with other state Task Forces. 
(The National Alliance on Caregiving is working on this.) It was generally agreed that it would be a shame 
to submit the report and dissolve, since constant effort is needed to cause change.  
 
Members indicated that an implementation strategy would be important. The Alzheimer’s plan, Edie 
indicated, was sustained by being embedded into the state and staffed by an agency. One of the Task 
Force’s recommendations might be to create a similar implementation strategy, including a 
recommendation for a permanent Task Force. There may be funders interested in supporting this, or 
helping to serve as the staffing organization. 
 
The Task Force also discussed dissemination of the report. The SCAN Conference, the Gerontological 
Society of American, the California Council for Gerontology and Geriatrics would all be places where the 
places to present recommendations, but may risk “preaching to the choir.” There should be a focus on 
raising awareness among the community as well as legislators, including a mediaplan. USC can put out 
press releases, and synchronize these with press from AARP, Archstone, and Task Force member 
organizations. 
 



There was considerable interest in a town hall-style webinar to raise awareness. Kathy and Doug each 
have considerable experience in this area, as does AARP. UDW and the Family Caregiver Alliance have 
equipment that could be used to host an event. UDW has experience with a high volume of participants. 
This event could be used to gather feedback and gain interest in the Task Force and have been popular 
in the past for other causes. In general, it was agreed that there was no need to provide information 
that would make the final report more broadly applicable outside of California. 
 
There were several other ideas raised to raise awareness about the Task Force. Kylie presented the 
possibility of gathering letters of support from other organizations with similar goals. The Task Force 
might also do an email “blast” to support groups with an action item for caregivers to get behind. 

 
Update from the USC Administration and Research Team 
USC provided an update on legislation supported by the Task Force. The RAISE Family Caregiver Act was 
passed in the Senate and a version was submitted to the House. A letter of support was sent on behalf 
of the Task Force with the support of the Chair and Co-Chair, who indicated that the language had not 
changed in the House bill. Members were also asked about the Care Corps legislation to create a 
volunteer corps of caregivers. There was little interest expressed in this legislation.  

 
The Best Practices study on services provided to family caregivers throughout the state has 54 complete 
responses and 70 partial responses (including the completed responses). At the time of the meeting, 
there were just 24 emails entered for a drawing with 10 $25 gift cards. Task Force members are 
encouraged to send the survey out to more members to boost response and support a more valid 
survey. 
 
Danielle continues to oversee the social media pages for the Task Force, and has increased exposure. 
The Twitter page has 81 Followers, who tend to be more professionals. Facebook has 34 followers, and 
is more geared towards caregivers. The member of the month feature also launched on Facebook in 
October. Edie was featured this month, and shared why she found family caregiving policy so important. 
Bob Lesh will share next month. Members are encouraged to let Danielle know if they are willing to be 
featured. Quotes from interviews may make for compelling material in the final report.  

 
Emerging Issues from the Task Force 
UDW presented the Care Agenda, a document that emerged from an LTSS work group including AARP, 
LeadingAge and the Alzheimer’s Society. They were trying to get California gubernatorial to sign the 
document to improve LTSS access and affordability, and found there was a major knowledge gap in this 
area. There is a considerable focus on spend down issues with this document, as well as financial 
support for caregivers. The goal is to have credible action on LTSS before 2020, and will entail drafting 
legislation in 2018. UDW and the workgroup are still looking for organizations to sign on to the Care 
Agenda.  
 
Nina raised the point that some of the recommendations might be geared towards addressing a future 
situation. Millennials will be a larger demographic than the Baby Boomers and will be caring for older 
parents. High costs of living in California make it difficult to save for retirement, let along the costs of 
caregiving. This is another aspect for the Task Force to consider.  
 
Close 
The meeting concluded at 4pm. The next meeting will occur on December 7th at 10:30am until 1:30 pm 
by phone. 


