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So Much Has Changed – Can We 
Get an Updated Handbook?



Self-Direction 
Handbook, 2nd

Edition   --
NEW DEVELOPMENTS, OPPORTUNITIES AND 
CHALLENGES SINCE 2009



Update of the Handbook

 The original edition of the Handbook, funded by the Robert Wood 
Johnson Foundation, was published in 2010.

 However, it was written and edited in 2009.  
 Much has happened since!  
 This new version is being funded by ASPE. Pamela Doty is the ASPE 

project officer.
 The more we got into it, the more we realized that major revisions –

going beyond “updates” – were needed.
 RTI  is the contractor.  Janet O’Keeffe, the managing editor of the 

original Handbook worked on the first draft of this version but did not 
have time in retirement to continue, so Sara Karon is now the editor.



Handbook Chapter Authors

 Several authors/co-authors of first edition Handbook chapters are 
authors or co-authors of chapters for this version as well (e.g. 
Pamela Doty, Suzanne Crisp or served as reviewers/consultants (Sue 
Flanagan). 

 Other chapter authors/co-authors for this version are well-known 
experts on self-direction but were not involved in writing the first 
edition of the Handbook.  (e.g. Dianne Kayala, Kevin Mahoney, 
Mollie Murphy, Kate Murray, Erin McGaffigan, Althea McLuckie).  

 Some chapters are entirely new.  We have also deleted some 
appendices and added others (e.g. self-directed mental health 
recovery programs, authored by Bevin Croft and veterans-directed 
services, authored by Lori Gerhard and Caroline Ryan, self-direction 
and supported living by Mary Sowers).  



Chapter 1: Overview

 What is Self-Direction.
 Statistics about Growth in SD Programs Since 2001.
 Major Research Findings on SD – emphasizing research after 2009
 Discussion of Key Design Decisions
 What has changed the most over the past 10 years? 

-- If we have to single out one over-arching trend, it would probably be the 
increasing blurring of the boundaries between the “employer authority” 
and “budget authority” models of self-direction.  

-- It also appears that states have become less likely to adopt “full-budget 
authority” and more restrictive on purchases of “other goods and services” 



Chapter 2:  Funding Authorities

 New Medicaid funding authorities became available in the 2010 ACA.  
Community First Choice and a revised 1915 (i) state plan HCBS benefit. 

 A potential concern is that as states seek to “re-finance” HCBS, 
especially personal care services under CFC in order to gain the 6 extra 
federal match points, flexibility of “budget authority” may be lost 
compared to that available under HCBS waivers and 1915 (j) applied to 
the state plan PCS benefit. 

 To date, only 8 states have adopted CFC.  No additional states have 
adopted 1915 (j) since the first edition of the Handbook was published.  

 1915 (i) has considerable potential to fund HCBS for people with serious 
mental illness, including self-directed mental health recovery, but that 
potential has not (yet) been realized.



Chapter 3: Stakeholder 
Engagement

 Involving Medicaid HCBS users and their families, especially those 
most interested in and committed to self-direction, in the design of 
programs and providing feedback about what works and what 
doesn’t  work has always been a good idea.  

 Some states have done a better job of encouraging and enabling 
stakeholder engagement than others, but it is also true that states’ 
commitment to stakeholder engagement may wax and wane over 
time.  States that have shown a consistent commitment generally 
have state laws that make it “standard operating procedure.”

 An emerging theme is that Congress is increasingly mandating 
stakeholder engagement in legislation (e.g. Community First Choice 
provision in the Affordable Care Act, requirements for adoption of 
EVV in the 21st Century Cures Act).  



Chapter 4: Enrollment

 The challenges of enrollment to maintain and grow the numbers of 
eligible individuals who opt to self-direct illustrate that world weary 
French proverb, whose English translation is: The more things 
change, the more they stay the same.  

 There remain ongoing issues related to referrals to self-direction and 
how the option to self-direct is presented.  States need to make sure 
that they are not imposing additional requirements on case 
managers/support brokers who offer the SD option that may cause 
them to discourage individuals from choosing SD.  

 In researching updates for this chapter, the audits and evaluations 
of their programs that states themselves carried out proved to be 
especially informative.  



Chapter 5: Benefit Determination 
and Budget Setting

 What form the HCBS benefit allocation takes (e.g. authorized units of 
service, such as personal care aide hours or an individual budget) 
varies and often depends on whether coverage is limited to personal 
care or other aide services (e.g. respite, homemaker/chore) or can 
encompass a much wider range of services and supports.  

 Service units (aide hours) can be “cashed out” and converted to a 
budget, based on multiplying the authorized hours by an hourly 
reimbursement rate (typically what an agency would be paid per hour 
of aide service delivered or some percentage of the agency rate, 
deducting agency overhead).  

 Benefits in the form of individual budgets derived directly from needs 
assessment data (not “cashed out” service authorizations) are 
becoming increasingly the norm.  However, individual budgets are not 
necessarily “participant-directed.”  They may still be controlled by case 
managers/support brokers, especially in HCBS waivers for persons with 
intellectual developmental disabilities. 



Chapter 5: Benefit Determination 
and Budget-Setting Continued

 States have become increasingly sophisticated in their use of statistical 
techniques to set individual budgets.  

 However, this makes budget setting appear to be rather more 
“scientific” than it really is.  This becomes clear when we look at the 
sizable discrepancies in benefit allocations across states, whether 
benefits are allocated in the form of authorized aide hours or dollar 
amounts.  

 Does the level of underlying “need” among people with significant 
functional disabilities really vary so greatly from one state to another? 

 Fundamentally, states have to decide how much coverage they are 
willing to provide and that is, to a considerable extent, a political and 
budgetary decision.  

 One reason why individual budgets are becoming the norm appears to 
be because it is easier to predicate expenditures and to calibrate 
individual budgets to legislative appropriations.  



Chapter 5: Benefit Determination 
and Budget-Setting Continued

 What is striking, however, is the lack of attention to the adequacy of benefits.  How 
much (measured in hours allocations or dollars is enough to achieve program goals 
such as preventing nursing home use, reducing reports of unmet need for assistance, 
alleviating family caregiver stress.  

 There is national survey research suggesting that adults who require human help with 
2 or more ADLs (personal care tasks) need 65-66 hours (from paid and/or unpaid 
helpers) per week.  That is, if they receive less than this amount of help, they are likely 
to report unmet needs for assistance that may have adverse consequences for their 
health and well-being.  

 Clearly, states are unlikely to fund this level of labor-intensive support.  How much 
could/should they be prepared to fund, especially if little or no unpaid care from 
family and friends is available and CMS rules say family cannot be required to 
provide such help; it must be strictly “voluntary.”

 Given that public benefits are likely to be less than fully adequate to meet need, the 
strongest “evidence-based” argument for self-direction is it enables low-income 
individuals with disabilities to decide which of their assistance needs to prioritize, 
exercise more choice and control over what tasks paid and unpaid helpers perform, 
so as to stretch the purchasing power and efficacy of scarce public dollars.  



Chapter 6: Information and 
Assistance (“Counseling”)

 Since 2010, CMS has given increased attention to “person-centered 
planning” (PCP) including regulatory requirements for PCP for 
services funded via the 1915 (k) Community First Choice benefit, 
1915 (i) state plan HCBS, and 1915 (c) HCBS waivers. 

 Requirements for PCP tend to blur the boundaries somewhat 
between the role of traditional case-managers and the role of 
“counselors” assisting self-directing program participants.    

 Research among support brokers working with self-directing 
program participants found that many would like to have more 
training.  



Chapter 7: Financial Management 
Services (FMS)

 During the Presidential Administrations of G.W. Bush (starting around 2005) 
through the two terms of President Barrack Obama, the Internal Revenue 
Service, we were increasingly successful in working with the Internal Revenue 
Service (IRS) to clarify and streamline the role of Fiscal/Employer Agents serving 
as payroll agents for self-directing program participants who are the legal 
employers of the individual aides they hire/fire and supervise. 

 For example, IRS developed a special revenue procedure code and Schedule R 
for F/EAs.  

 However, loss of knowledgeable personnel at IRS has meant we no longer can 
count on the ombudsman services of dedicated IRS staff (e.g., Judy Davis who 
regularly attended and presented at conferences such as this one).  

 There appears to be a growing trend away from the Agency with Choice 
toward the F/EA model of FMS.  There have always been pros and cons 
associated with each model, but new developments (e.g. the FLSA “home care 
rule”) may be tipping the balance toward the F/EA model.



Chapter 8: Labor Law 
Requirements

 The major new development since the first edition of the Handbook has been 
the Department of Labor’s home care rule extending Fair Labor Standards Act 
protections (minimum wage, overtime pay) to home care workers. 

 Most such workers were previously not covered under a 1974 legislative provision 
exempting domestic service employees who provided ill-defined 
“companionship services” to the elderly and younger persons with chronic 
disabilities.  

 The “home care rule” promulgated in 2013 became effective January 1, 2015.
 States have had to make choices about how to comply with the rule with 

respect to self-directing Medicaid beneficiaries and their home care workers, so 
as to balance conflicting goals: minimizing Medicaid expenditure increases 
while also assuring adequate access to aide services for Medicaid beneficiaries 
in need of such assistance and preserving the “choice and control” for service 
users that is the hallmark of self-direction. 



Chapter 9: The Participant-Directed 
Workforce

 One major development since the 2010 Handbook has been growth in unionization of 
participant-directed aides (“independent providers”).  

 In eight states (CA, OR, WA, IL, MO, MN, MA,CT), these workers are currently represented by 
unions in collective bargaining with entities representing government (state or county) agencies 
over hourly wages and benefits (health insurance, sick leave, etc.).  Over half of all independent 
providers nationally are unionized – a far larger percentage than among home care agency 
employed workers. 

 However, unionization has been controversial and politically fraught in a number of states.  Efforts 
to unionize stalled in several states and were rescinded in some others.  

 Resistance to being required to pay union dues or a representation fee on the part of PCAs in IL 
(paid parent providers, especially) resulted in the Supreme Court’s Harris v. Quinn ruling that union 
dues/fees could not be mandated.  CMS issued an NPRM in July 2018 that would prohibit even 
voluntary payroll deductions for union dues, but a final rule has not been issued.

 Representatives from ADAPT, the Center for Self-Determination, and the National Resource 
Center for Participant-Directed Services met with representatives of SEIU met for over a year.  In 
November 2011, they signed a document of “Guiding Principles” detailing how participant-
directed workers could be represented by unions without compromising fundamental tenets of 
self-direction.  



Chapter 9: Participant-Directed 
Workforce Continued

 Screening and credentialing requirements pose concerns.
 Criminal background check requirements can take so long that self-directing 

program participants lose their workers.   
 In many states, criminal background checks must be paid for by job seekers 

themselves.  This can be a deterrent, especially if they are a prerequisite for 
listing on a registry, with no guarantee of a job.

 Similarly, the growing pressure for standardized training can delay SD, if training 
has to be completed before the worker can begin work.   

 There has been a significant growth in availability of worker registries, both those 
that serve only Medicaid beneficiaries seeking participant-directed workers and 
those that cater to a private pay clientele as well (e.g. www.care.com) 

 Even so, the percentage of paid family members in many states appears to 
have increased.  A concern is that with record low unemployment, wages and 
benefits are not competitive.  Family members will work for fewer hours, lower 
pay than non-relatives will accept. 

http://www.care.com/


Chapter 10: Quality Assurance and 
Program Integrity

 Quality Measurement has moved away from emphasis of 10+ years 
ago on the “assurances”.  It is now much more focused on program 
participants’ experience.    

 Self-direction has influenced how quality is measured even for non-
self-directing program participants  insofar as there is now increasing 
emphasis on “outcomes” having to do with program participants’ 
life goals (e.g. training, work, volunteering), where and with whom 
they prefer to live, how they prefer to spend their days (e.g. can 
they get up from bed and go to bed according to their preferred 
schedules, etc.).  



Chapter 10: Quality Assurance and 
Program Integrity Continued

 States have had to contend with allegations about the prevalence of fraud in 
self-direction programs.  Such allegations have been overblown because the 
amount of fraud that can be perpetrated by individual self-directing program 
participants and their workers is inherently self-limiting.

 Arguably, states need to pay more attention to oversight of FMS.  FMS have 
access to much larger amounts of money and have much greater financial 
sophistication.

 Requirements for Electronic Visit Verification (EVV) were motivated by concerns 
about fraud and abuse.  However, EVV has wider applicability.  California, for 
example, is using EVV to build on a pilot project that had already been 
underway for electronic timesheet submissions.  The goal is not only to eliminate 
paper timesheets sent by mail and the associated errors/delays but also 
eliminate paper/mailed paychecks in favor of direct deposits to workers’ bank 
accounts or, since many low-income workers lack bank accounts, use of 
loaded debit cards instead.     



Chapter 11: Self-Direction and 
Health Care

 There is a growing interest in the concept of “advanced aides” who 
are trained to perform paraprofessional tasks – on beyond nurse 
delegation or Nurse Practice Act exemptions.   

 Some recent research found self-direction to be associated with a 
statistically significant decrease in hospital use.   

 The movement toward fully integrated or financially aligned 
Medicare and Medicaid managed care plans and recent 
legislation that allows Medicare Advantage plans to provide some 
HCBS seems likely to increase interest in having personal care aides 
provide paramedical services and participant-directed aides are 
likely to be better able to do so than agency-employed aides



Chapter 12: Self-Direction and 
Managed Care

 Self-Direction has been shown to be compatible with managed care.  This is reassuring insofar as 
almost half the states have implemented voluntary or mandatory Medicaid managed care plan 
enrollment for Medicaid beneficiaries with LTC needs (in some cases, all populations, in others 
only certain subpopulations such as the elderly).

 Nevertheless, in some states SD has thrived following the shift to mandatory enrollment in 
managed care (NJ), whereas in other states (NM) enrollment in SD has decreased.   We are still 
trying to understand the reasons.  

 One major concern is that states are telling MLTSS plans that they must continue to offer SD, but 
are not giving the plans much additional guidance.   TN is unique in actually having established 
enrollment targets the state expects plans to meet.  

 A major concern is that it has proved difficult to get data from MCOs on the prevalence of self-
direction among plan members.  Not a routine element included in encounter data submitted to 
states or that will be available in T-MSIS.

 David Horvath of PPL has observed that ACO and MCO care coordinators sometimes perceive 
self-direction as more work for them, particularly in the absence of robust Information and 
Assistance (supports brokerage) as they end up providing supports brokerage by default.

 Horvath also points out that when a state switches to MLTSS it most often results in 3-5 times the 
number of contracts, meetings, web portals, claiming systems, and reimbursement processes for 
FMS vendors.



Poll



Discussion and Questions: Where 
Should We Start?



Please remember to Rate & Review this session!
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