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A policy to pay family caregivers is not new
Why is it important to know the history of this policy?
Key reasons in support of/against the policy
Long-standing programs that pay family caregivers:
Illinois Community Care Program
Veterans Administration Aid and Attendance Program
California In-Home Supportive Services
Cash & Counseling Demonstration and Evaluation
In conclusion

Why is it Important to Know the History
and Research about this Policy?
 Policymakers and others feel strongly about it – one way or another.
 Policymakers and others have made decisions about this policy based on

their “worst case” concerns. Research based on extensive experience with
this policy option can help move beyond “worst case” decision making.
 Research Informs Policy Options:
 Research about hiring relatives as caregivers can inform difficult state

program and budget decisions as well as national health care reform policy
choices.
 These findings can guide policymakers as they determine how to address
increased interest in this policy option during the pandemic.

Supporters’ Views about an
Option to Hire Relatives
 Enhances participants ability to remain in the

community by:
 Empowering participants
 Improving the quality of care that participants receive
 Stretching scarce resources
 Expanding the worker supply to compensate for the

limited and decreasing pool of workers
 Increasing participant choice
 Decreasing caregiver burnout

Concerns about an Option to Hire
Relatives
 Will elders and people with disabilities receive

high quality care?
 Will hiring relatives lead to fraud and abuse?
 What is the impact on public costs?
 Concerns about a “woodwork effect”
 Underlying concern is about appropriate

individual/government responsibility regarding
care for older people

Some Long-standing Programs that
Pay Family Caregivers
 Illinois Community Care Program
 Veterans Administration Aid and Attendance Program
 California In-Home Supportive Services Program
 Cash & Counseling Demonstration and Evaluation

Illinois Community Care Program

Illinois Community Care Program
Started in 1979 by the Illinois Department on Aging
Currently serves 80,000 elders with low incomes
Allows relatives to serve as paid caregivers
Relatives may be hired by agencies serving Program
consumers
 University of Illinois study of payments for family
caregivers was completed in 1986.





 https://www2.illinois.gov/aging/programs/ccp/Pages/defa

ult.aspx
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Illinois Community Care Program

Veterans Aid and Attendance
Program

Veterans Administration (VA) Aid
and Attendance Program
 Started in 1955 by the VA
 Serves veterans 65 years of age or older and their surviving





spouses
Veterans and spouses receive a tax-free cash benefit for longterm care/personal care services.
Veterans chose their caregivers, including relatives.
Currently serves 143,000 veterans and spouses
Paralyzed Veterans of America study was conducted in 1987.

 https://www.americanveteransaid.com/landing/lp_2/NEW/aid_

and_attendance_2.html?gclid=Cj0KCQjwwLKFBhDPARIsAPzPiJRy8NUdH27HH6ouLbBdbe_A1usKQQyWhiVuGNW0_b6vLbrE
eU4MoEaApRaEALw_wcB

California In-Home Supportive
Services Program

California In-Home Supportive
Services Program (IHSS)
 Started in 1974 by the Department of Aging
 Serves low income elders
 Allows consumers to hire relatives as caregivers
 Currently 520,000 providers serve 600,500 consumers
 https://www.cdss.ca.gov/inforesources/ihss#:~:text=T

he%20original%20IHSS%20program%2C%20now,of%
20the%20non%2Dfederal%20share.
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What Does Research Tell Us About a
Policy Option to Pay Family
Caregivers?
 Findings from the Cash & Counseling Demonstration

and Evaluation
 Study funded in 1995, enrollment began in 1998

Models of Care
Traditional Model

Participant Directed Models

 professional decision-making

 participants have more control

 agency oversight
 rules and restrictions regarding

the timing, duration, amount,
and scope of services

over their services

Cash and Counseling Model
 One of the most flexible models of
participant-direction
 Allows participants the authority to
manage a personal care budget
 Participants hire, supervise, and
fire their own personal care workers
(including relatives)
 Participants may purchase other
personal assistance goods and services.

Cash and Counseling
Demonstration and Evaluation
 Beginning in 1998, more than 6,500 Medicaid consumers in

Arkansas, Florida and New Jersey participated in the Cash and
Counseling Demonstration and Evaluation (CCDE).
 The CCDE was a real world test of this model in which
volunteers were randomized to receive either traditional agency
services, or Cash and Counseling services.
 More than half of CCDE participants opted to hire relatives
when given the option to hire their own workers (including
legally responsible relatives such as parents of children with
disabilities in Florida and spouses in Florida and New Jersey)
to address unmet personal care needs.

Quality of Care
 Participants who hired relatives reported that they were more satisfied with

their care, reported fewer adverse health effects, were more likely to receive
care during non-traditional hours and reported less unmet need for personal
care as compared to those who hired a non-relative personal attendant
(Simon-Rusinowitz, et al, 2005).
 “The control and flexibility offered by the program greatly increased

consumers' satisfaction with the help they received and with their overall
quality of life. Consumers under Cash and Counseling appeared to receive
care at least as good as that provided by agencies, in that they had the same
or an even lower incidence of care-related health problems.” (Carlson et al,
2007)
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Participants Given the Option to Hire Relatives were Less
Likely to Have Unmet Need for Help with Personal Care
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Participants Given the Option to Hire Relatives were More
Satisfied with Overall Care Arrangements
Percent
80

Non-Elderly Adults

71 **

60
50

68 **

68 **

70

48

Children

Elderly Adults

54

52 **

57 **
50

56 **

47

42

40

37

35

27

30
20
10
0

T C
AR

T C
FL

T C
NJ

T C
AR

T C
FL

T C
NJ

*, ** Significantly different from control group at .05, .01 level, respectively.

T C
FL

Participants Given the Option to Hire Relatives had the Same or
Fewer Adverse Health Effects (e.g. Contractures Developed or
Worsened)
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Participants Given the Option to Hire Relatives were More
Likely to be Satisfied with Way Spending Life These Days
Percent
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Lack of Research Support for
Concerns about Fraud and Abuse
 “In each of the three Cash and Counseling programs,

instances of possible exploitation of participants were
very rare (less than five in all).” Phillips et al (2003)
 CCDE survey data indicated that Cash and Counseling
participants were less likely than those randomized to
agency services to report problems with their caregiver,
such as neglect, being disrespectful, and taking things
without asking (Carlson et al., 2007).

Participants Given the Option to Hire Relatives were Less Likely
to Report that the Paid Caregiver Neglected the Participant
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Policy Implications About an Option to Hire
Relatives as Caregivers
 Can increase access to care.
 Greatly improves quality of life (all ages).
 Caregivers also benefit greatly.
 States may be concerned about costs.

-

But have learned how to control them.

Conclusions
 Research results about hiring relatives as caregivers

support the view that this option is an important
component of long-term care policy.
 Research findings can replace long-standing fears about
this option, and guide policymakers when making tough
state budget decisions; informing implementation of home
and community-based services supported by new national
infrastructure funds; and addressing renewed policy
interest based on long-term care shortcomings highlighted
during the pandemic.
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Family Caregivers in the COVID era
Status of paid family caregivers pre-COVID
Paid family caregivers and the COVID response
What’s next?
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Introduction
$470 Billion
• Total value of unpaid family caregiving

Home Care
• Will add more jobs than any other occupation over the next decade

Family Caregivers
• Expected to meet the demand as individuals live longer

3

COVID-Specific Workforce Shortages

 Closures of school and daycare have made it more



difficult for home care workers to leave their families
Concerns of risk for contracting COVID by workers
employed by multiple households
Unemployment compensation is competitive with
Medicaid rates, making it easier and safer for workers to
stay home

4

COVID-19 and Nursing Homes

38% of
Deaths

5% of total
COVID-19
cases

 Exacerbated Social Isolation


Reduction in both physical and mental health
5

Turning to Family Caregivers

 Safety

Many family caregivers already live with the care
recipient, reducing exposure risk
 Family members not living with the care recipient
offer lower risk than homecare workers traveling
between multiple homes
Reduced isolation for individual
Consistency and continuity of care
 Lower turnover rates
Compassionate and trusted support
 Tasks performed by caregivers typically require close
contact and sensitivity






6

Status Pre-Covid
2019 National Inventory of Self-Direction
Programs
 141 of 262 self-direction

programs had respite as a
waiver service




Recognize importance of
caregivers
Help put adequate funds in
budget to buy respite

 144 of 262 programs restricted
paying family caregivers



Spouses, parents, guardians
Some restrictions had appeal
procedures

 56 programs had respite as a

services and had no
restrictions on paying family

7

What Do Families Think?

65%

• Of family caregivers of adults stated it
would be helpful to be paid for at least
some of their caregiving hours

74%

• Of caregivers reporting moderate-tohigh financial strain were supportive
of receiving payment for services

76%

• Of caregivers of high-intensity care
situations were supportive of receiving
payment for services
8

Response to COVID-19: Appendix K
 Over 15 states issued temporary emergency rule changes permitting
participants in self-direction programs the choice to hire family
members
 These changes varied widely in scope, since states did not have
uniform policies on which family members were permitted to
provide care before the pandemic

9

States Allowing Paid Family Caregivers for Adults
65+ and Adults with Physical Disabilities, Nov. 2020

10

Will states continue to allow paid family
caregiving after the pandemic?
 States have the option to extend their Appendix K up to six months
after the expiration of the PHE, many have already done so

 Among states that newly allowed or expanded paid family
caregiving options under Appendix K:


CT, ME, and ND have already indicated that they plan to continue
allowing paid family caregivers to provide certain services *

 CMS has provided guidance on how to make certain Appendix K
flexibilities permanent, including paid family caregiving, by
submitting an amendment to the state’s 1915(c) waiver:


https://www.medicaid.gov/federal-policy-guidance/downloads/sho20004.pdf

*Source: https://www.kff.org/report-section/state-medicaid-programsrespond-to-meet-covid-19-challenges-long-term-services-and-supports/
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Thank You!

“What’s important to me (and why)?”
Perspectives of family caregivers and
Veterans on paid family caregiving

Self Direction Virtual Conference
May 26, 2021
Ellen K. Mahoney, RN, PhD, FGSAe

What we already know


Self direction is an empowerment model :


increases choice and control



results in fewer unmet needs and satisfaction for participants and
caregivers



has the potential to create a supportive environment for person and
family-centered care



Supporting family caregivers (FCGs) is a national priority



Paying FCGs is grounded in history, research, debate,
and evolution

What This Study Sought to Understand




How important is the option for paying FGCGs:
 To participants
 To family caregivers
Implications to:

program development/improvement
 generate recommendations to improve access
and support paid family caregivers

Data Sources:
Voice of Veterans in Veteran-Directed Home & Community Based Services1


Aim: to learn from Veterans, about their experiences with VDC



Sample: 21 Veterans), 23 Family CGs

The Experiences of Diverse Caregivers in Self-Directed Support Programs2


Aims: explore caregivers’ perceptions of the usefulness, effectiveness and gaps in family support resources in selfdirected programs across the caregiving trajectory; explore unmet needs and ‘best practices’ in supporting family
caregivers throughout the caregiving trajectory



Sample: Phase I (n = 54): Phase 2 (n = 36)

Evaluation of Veteran-Directed Home and Community Based Services3


Aim (qualitative): to understand how Veterans learn about the program, what they like about the program, and how
the program helps them



24 participants (16 Veterans, 8 caregivers)

1Boston College RADS grant (PIs: E. Mahoney, K. Mahoney); 2University of Illinois at Chicago Family Support Research and Training Center
(FSRTC) under a grant from the USDHHS, Administration for Community Living (ACL), National Institute on Disability, Independent Living, and
Rehabilitation Research (NIDILRR) Grant # 90RT503200100 (PI: Magana); 3VA HSR&D (CDA 14-422, PI: Thomas; SDR 16-194, PIs: Rudolph,
Sperber, Thomas)

Methods


Participants recruited through state SD waiver programs & VAMCs



Semi-structured telephone interviews


Asked about experience enrolling and participating in SD/VDC; how SD/VDC impacted
participant’s daily life; how the program could be improved



Interviews recorded, transcribed, and coded using conventional content analysis



Secondary analysis of data, viewed through the lens of paying family caregivers:



Meaning to participants
Meaning to family caregivers

Findings: Importance to participants
Trust


Ultimately, what… you really want
is someone you can really trust
who will give 100%.



I like to know my wife is being
taken care of properly.



It eliminates [worries like] are they
going to show up? Who’s going to
show up? Are they going to know
what to do when they get here?”

Knowing/being known
It was extremely important to me,
especially with my mother and her
mental challenges, to not have a
new face coming in the door
every day. I had to have the
consistency, because that cued
her behavior and everything else. I
mean, if she saw the face, even
though she didn’t know the name
anymore, she’d recognize them,
she was calmer, she was more
cooperative.

Findings: Importance to participants
Reciprocity

Dignity

I think it’s helped a lot with [my wife]
too, because it’s taken a lot of stress off
of [her], You know, it just makes me not
have to worry.

Now all of a sudden he’s got some
responsibility, he gets to hire
somebody, he gets to pay
somebody, he gets to thank
somebody, and say, “you’ve done a
wonderful job,” and smile again,
because the person that’s coming to
the door is a good family member .…
So that’s being a man again… I love
that thought of giving the Veterans a
chance to be a man.

I mean my wife helped too, but I
honestly believe she should get
something for that because even
though my wife loves me, I know it's
hard on her, and I don’t want her to
lose interest in me just because I’m
getting old and think I'll just put him in a
home somewhere. And by her
receiving some money for her time, it
kind of makes her feel like she's
important also.

Findings: Importance to FCGs
Taking good care

Supporting goals

I’m gonna notice when his
breathing’s not right, when
something’s wrong with. . . His
speech. . . his physical. . . maybe
someone else wouldn’t notice. . . I
can pick it up a lot faster. And that
quick response time is very important.
Several occasions in the last year I
was able to notice something in the
very beginning. . . we’ve been able
to save him several trips to the
hospital just alone in the last year,
and we’ve also been able to prevent
several falls.

I’m able to keep him home, where he
wants to be.
He doesn’t get sores at home,
scrapes at home with me taking care
of him.

Findings: Importance to FCGs
Decreased stress

Reciprocity

Now I don’t have to work out of the
home just to make a living. I can be
at home, take care of him

It gives us, as a couple, more time to
spend together

Stress relief came in several ways,
such as the ability to pay other family
members to help with caregiving,
and added scheduling flexibility.
“It just took the pressure off… Like I
had a big pack on my back. It just,
like it slid off”

She took care of me, and now I can
take care of her
Several spousal caregivers described
how stress relief for one partner
impacted the stress level of the other
partner, emphasizing reciprocal
benefits

Challenges faced by paid FCGs
Isolation
But you do take a loss to your personal life, you know, because . . you
don’t have time to establish a relation with anyone, or spend time with
friends, where you separate yourself from the caregiving
 Access to support
They only look at it as half of the unit, you know. They don’t look at . . . OK,
there are two people living in the house, but we’re only going to help out
one of those people. The other person is also affected by what’s going
on.”
 Finding respite
We would have to have someone who’s familiar with the memory loss, the
mobility issues, being able to cook a meal for her, you know, all those sorts
of things, and I don’t know that those kinds of substitute caregivers exist




Choice (+/-) and career implications

Implications & Recommendations
 Expand

access to the option to hire family
caregivers

 Family

assessment over the trajectory of
caregiving

 Expand

access to program supports
(support broker/options counselor, fms) to
family caregivers
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