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I. INTRODUCTION

The “New Freedom Initiative” that has been nationally proposed by President George W. Bush has provided the impetus for the development or affirmation of waiver programs that will result in a better quality of life for people with developmental disabilities. The “Independence Plus” waiver templates developed out of the U. S. Department of Health and Human Services is an example of the Bush administration’s commitment to self-determination for people with disabilities.  “Having the opportunity to make choices about our health care and where we live is something that may sound simple, but far too often, people with disabilities don’t have that opportunity,” said Secretary Tommy G. Thompson in his joint progress report on May 9, 2002.  “We are committed to working with the states to develop innovative programs that will trust families to make the decisions about the services they need to help keep their loved ones at home.” (Emphasis added)

“Consumer Directed Services” is a vital part of the movement and philosophy of “Self-Determination” for people with developmental disabilities, a philosophy that has been adopted by the Colorado Division of Developmental Disabilities Services.  The key principles of “Self-Determination” are
:

1. “The ability for an individual together with freely chosen family and friends to plan a life [i.e., person centered planning] with necessary support rather than purchase a program;” (parenthetical added)

2. “The ability for a person with a disability (with a social support network or circle if needed) to control a certain sum of dollars in order to purchase services;”

3. “The arranging of resources and personnel-both formal and informal-that will assist an individual with a disability to live a life in the community rich in community affiliations;” and,

4. “The acceptance of a valued role in a person’s community through competitive employment, organizational affiliations, spiritual development, and general caring of others in the community, as well as accountability for spending public dollars in ways that are life-enhancing for person with disabilities.” 

Thus, “Self-Determination” encompasses Freedom, Authority, Autonomy and Responsibility.

This proposal offers a Direct Funding for Consumer Directed Services with Payment to Family Members for Direct Services model (“Consumer Directed Services”) and incorporates a variety of concepts for a service delivery system in Colorado that are designed to; 1) be more streamlined and less cumbersome for families, 2) reduce cost and increase capacity, and 3) promote “Self-Determination” for persons with developmental disabilities.  

First, the proposal examines the advantages of paying family members for direct care services.  Second, the proposal considers the consumer directed services model itself, and the resulting benefits to both individuals with developmental disabilities and the developmental disabilities system, through improved quality and reduced cost of services.  And finally, the proposed Consumer Directed Services model itself is introduced along with implementation strategies. 

II. THE ADVANTAGES OF PAYMENT TO FAMILY MEMBERS FOR DIRECT CARE SERVICES 

Currently, the Colorado system for the delivery of services (the “Traditional Service Delivery System”) to individuals with developmental disabilities (the “Individual” or “Individuals”) has a method for families to provide comprehensive services (“Comprehensive Services”) to family members who have developmental disabilities and are eligible for services.  This method is called “Micro Boards.”  However, “Micro Boards” are used by only very few families in Colorado for a variety of reasons.  First, for a family without a business background, they are very difficult to organize.  Colorado requires the formation of a corporation and an active board of directors for all “Micro Boards.”
  Second, once the “Micro Board” is ready for operation, the family members must be informed on Federal and State withholding requirements, matching employer tax requirements, tax issues, workman’s compensation issues and other insurance matters.
  Families are solely responsible for cutting the payroll checks for employees and understanding the legal consequences of entering into provider contracts with the local Community Centered Board (“CCB”) serving their geographical location.
  Most families simply do not have sufficient background to undertake this method, nor do they have the time, energy or resources.

Utilizing family members to provide, or contract to provide, direct care services to individuals with developmental disabilities can decrease the cost of services and increase the capacity of the service system to deliver direct care support and services.  In addition, the quality of services provided by family members is better and the individual receiving these services is more satisfied.  

The current Traditional Service Delivery System, under both Comprehensive Services and supported living services (“SLS”), permits Community Centered Boards to either contract with other approved service providers (the “ASPs” or “ASP”) to provide services, or CCBs may provide services themselves. Under Comprehensive Services, a CCB is provided a management fee that averages 2.2%
 of the Individual’s Comprehensive Services resource or funding (an average of $969.00 when applied to the average resource of  approximately $44,029.00
).  Under SLS, the CCB is provided a

15.04%
 management fee for a standard new SLS resource (approximately $1,950.00 

when applied to the average SLS resource of approximately $12,972.00
) and thereafter the rate charged for the provision of a service by the ASP or the CCB includes another overhead or administrative cost in addition to the rate paid to the direct care staff provider.  This may come in many different forms, i.e., employer tax match, etc.  

Direct care staff providers, depending upon geographic location and the service performed, receive an average of $9.50
 per hour for providing personal assistance, while the APS or the CCB charge an average rate of $19.80
 per hour for providing personal assistance.  Thus, the average rates paid to the direct care provider are considerably less than that paid to a CCB or APS, and may be as little as 48% of the actual rate charged for the Individual receiving the service.  

Further affecting the Traditional Service Delivery System are the wages paid to direct care staff providers.  Currently, the per hour wage is so low that CCB’s can not compete with the hourly wages paid to staff at fast food restaurants. CCBs and ASPs are thus having significant difficulties attracting any direct care staff providers. Those that the CCBs and ASPs are able to attract at such low hourly rates are 1) less educated, 2) have less experience in the Traditional Service Delivery System, 3) lack understanding of the needs of persons with developmental disabilities, and 4) need more training. Because of the nature of the Traditional Service Delivery System itself, families and Individuals receiving services have no choice regarding the delivery of services, other than the cumbersome “Micro Boards,” even if they are dissatisfied with the services being provided through the Traditional Service Delivery System.

Payment to family members and the use of a fiscal intermediary (“Fiscal Intermediary”) can 1) increase support to individuals with developmental disabilities requiring services, 2) improve the quality of those services, 3) reduce the cost of services, and 4) increase capacity. Under this model, family members, including parents, siblings, aunts, uncles, etc., create a whole new workforce.  Additionally, the typical concept of “family” can be expanded to include neighbors and friends and as a result, capacity can be significantly increased.  This workforce can naturally be established because of their natural relationship with the Individual with the developmental disability.  This workforce can be created because those who would be providing the services are not attempting nor interested in a career in human services.  Thus, a neighbor might be willing to take David or Linda to work because the neighbor goes to work at the same time.  Or the sibling might be willing to introduce David or Linda to a civic organization to which the sibling belongs.  A mother might be willing to forgo her job and provide services to her son or daughter because she is being paid and can now afford to provide these services. The scenarios are infinite and this is a workforce that would increase capacity because it is a workforce that would otherwise never have been in the Traditional Service Delivery System.

The hourly wages paid to this workforce could be well below the rate charged by a CCB or ASP, yet the wage could still be in excess of the hourly wages currently paid to direct care staff in the Traditional Service Delivery System. First, the newly created workforce would be motivated by either the relationship with the Individual to whom they are providing the support, or the relationship with a family member.  Second, it would, in most instances, be a part time endeavor.  Third, in most instances, family members and friends would continue their primary employment as their main source of income.

III.  THE CONSUMER DIRECTED SERVICES MODEL AND ITS BENEFITS

A.  THE FISCAL INTERMEDIARY 

The use of a Fiscal Intermediary, currently being used both successfully and increasingly around the country,
 would significantly reduce the administrative or overhead cost currently being incurred in the Traditional Service Delivery System.  Further, a Fiscal Intermediary would provide all of the financial and business services that currently pose a barrier to families using, or contemplating the use of, a “Micro Board.”

Currently, Fiscal Intermediaries around the country provide administrative services to consumers and families in consumer directed service models at less cost than the administrative costs charged under the traditional professional service delivery system. These services include all or some of the matters below.

1. Check Writing and Payroll
Employers would be required to issue checks for payroll and other activities.

2. Income Tax
Employers must report income earned by employees or independent contractors to both the Federal and state governments.  Whether taxes are withheld or not are often a matter of the classification of the employee and the amount of income earned.  Even if income taxes are not withheld, the employee must still pay it when taxes are due.  Additionally,

employers must comply with Earned Income Credit program for low-income employees.

3. Social Security Withholding (FICA)

Employers and employees must contribute equal shares to fund social security and Medicare.  It is considered a tax on employers and a contribution assessed on the wages of employees.

4. Federal Unemployment Tax Act (FUTA)
Employers must withhold and pay federal and state unemployment tax for their employees.

5. Minimum Wage and Overtime Pay
There is a federal requirement that the federal minimum wage must be paid, unless an exemption is approved for training or other purposes.  There is no federal requirement to pay overtime for time worked on weekends and holidays, nor if more than the usual number of hours are worked on a given day in the workweek as long as the employee works no more than 40 hours per week.
  The Fair Labor Standards Act (FLSA) may cover support personnel unless the supports they provide can be characterized under two exemptions: (1) companionship services or (2) live-in help services.
  Although these exemptions exist in federal law, state Department of Labor laws should be consulted as well.

6. Occupational Safety and Health Act (OSHA)
OSHA's goal is to provide American workers with a safe and healthy work environment.  OSHA regulations may require training for support employees on ergonomics (e.g., transferring techniques), infectious diseases and blood borne pathogen control.

7. State Worker's Compensation Insurance Law
Worker's compensation laws represent an agreement between the employer and the employee -- the employee agrees to relinquish his or her right to sue his or her employer for damages arising from injuries on the job in return for receiving prompt payments of benefits related to medical care and loss of income due to an injury on the job.
 State compensation laws place the responsibility for compliance on employers.

8. Verifying Citizenship or Legal Alien Status
The employment verification process requires that an employer have the worker complete and sign the Immigration and Naturalization Service (INS) Form I-9 within three business days from the date of hiring.

9. Obtaining Liability Insurance
Employers who themselves provide services, or who pay others to provide services to Individuals in community settings would require liability insurance for financial protection for occurrences in the home or community that could result in potential liability.

A Fiscal Intermediary would be responsible for providing the above services in addition to matching employer withholding taxes, workers compensation fees, liability insurance costs, and yet, a Fiscal Intermediary can charge as little as 15.03% of gross payroll plus $3.50 per check for non-employee services and supports.  (See sample Fiscal Intermediary Proposal attached
)  As an example, by adding the 15.03% to a family member’s direct care support rate of $14.65 per hour (the “median” rate between the average rate paid to direct care staff and the average rate charged by a CCB or ASP), the overall average rate charged for the service would equate to $16.85 per hour for the service.  When compared to the average rate charged by a CCB or ASP of $19.80 per hour, savings equates to an average of $2.95 per hour.  Even adding the cost of issuing checks to non-employee service providers at an average of four checks per month, or $14.00 per month and $168.00 per year per resource, the savings are substantial when compared to the average management fee of 2.2% ($969.00) under Comprehensive Services and the average management fee of 15% ($1,950) per year under the standard SLS program.

B.  tHE REWARDS RESULTING FROM Consumer Directed Services

 Reports from Studies

Consumer directed services is a philosophy of managing the delivery of services to individuals with disabilities that is growing throughout the country.
  It has taken on many names, i.e., Cash and Counseling, Individualized Budget, etc.
 The principals of consumer directed funding derive from the philosophy of Self-Determination that individuals with disabilities, themselves, or through a surrogate, should be permitted to control their own funding and choose what services they receive and from whom.
  

Many concerns have been offered as to why consumer directed services will not work.  Consumers or their families will not manage the funding appropriately and will over spend. Consumers or their families will abuse the delivery model by purchasing unneeded services or spend the money for family needs unrelated to the needs of the individual with disabilities.  Consumers or their families do not have the same expertise, as do professionals, to select the appropriate services.  Consumers will be less satisfied with the services they receive from family members or those that the consumer or their families hire.  Studies around the country are proving these concerns unfounded.

While there have now been many examinations, a Robert Woods Johnson Self-Determination study in Lucas County Ohio
 establishes that consumers or their families do not tend to over-spend the consumer’s funding, and in fact tend to spend less than the full funding allocated to an individual with developmental disabilities.  The Lucas County Board of Mental Retardation & Developmental Disabilities began a three-year Self-Determination pilot study in1998.
  As many as 17 individuals, or their families, participated.
  The consumer or the consumer’s family made their own choice regarding services and the use of funds.
  The Person Centered Planning process was used to assist in determining the use of funds.

Throughout the duration of the pilot, cost comparisons were made between the traditional programs and the Self-Determination model.  The cost comparison for the final year of the pilot demonstrated that the cost of the Self-Determination model was 46.1% of the cost of the traditional program model.
  In other words, for the calendar year 1999, consumers or their families spent 53.9 % less than the traditional cost of services when given control over the individual with developmental disabilities’ funding and when given the choice of what services would be provided, and who would provide them.  

A 1999 study report comparing the traditional professional management model (“PMM”) with the consumer directed services model (“CDM”) provides additional evidence that consumer directed services is a viable service delivery model.
  The following are comparisons of the outcomes when comparing the two models.

1. Service Need and Reliance on Informal/Formal Supports

· More PMM consumers lived alone versus more CDM consumers shared households.

· More PMM consumers reported receiving less help from family and friends. Additionally, PMM consumers were better connected to formal and volunteer supports.

· More CDM consumers reported being confident about the availability of help from informal supports.  Additionally, CDM consumers were less reliant on formal and volunteer supports.

· CDM consumers received an average of 35.7 hours of unpaid assistance versus PMM consumers received 18.6 hours of unpaid assistance.  Additionally, CDM consumers reported receiving an average of 6.6 hours of non-paid support from non-family members versus PMM consumers receiving 0.4 hours of non-paid support from non-family members.

· CDM consumers were more likely to need and receive more hours of paid support. 

2. Abuse, Neglect and Mistreatment

· 95% of CDM and PMM consumers said they were NEVER threatened by the

· support employees.

· No statistical differences were noted between the CDM and PMM consumers regarding support employees and the use of drugs or alcohol while working or in regard to being physically assaulted or in respect to sexual advances.

· 93.5 % of CDM consumers said they NEVER had issues with money or items disappearing form their home versus 89.1% of PMM consumers.

· 83.6% of CDM consumers reported that they NEVER experience neglect in respect to their support employees versus 71.7% of the PMM consumers.

· Within the CDM consumers, 91.1% of those consumers supported by family members said they NEVER experienced neglect versus 75.9% who had support employees who were not family members.

3. Reliability, Continuity and Responsiveness

· Both CDM and PMM consumers reported having support employees for an extended period of time.

· CDM consumers with family members as support employees were less likely to have replaced support employees.

· There was no statistically significant difference regarding reporting support employees who were late.  BUT, CDM consumers who employed family members reported significantly less numbers of incidents regarding support employees who were late.

· Both CDM and PMM consumers reported similar rates of having support employees hurry and who were not respectful of their wishes.

4. Obtaining Regular and Backup Workers

· PMM consumers reported needing more help in finding and hiring support employees.

· CDM consumers (regardless of whether they employed family members versus non-family members) reported having less need for help in finding and hiring support employees.

· Half of the CDM and PMM consumers reported that they were able to replace a support employee in less than a week.

· CDM consumer were more likely to report that if they needed help on a short notice they could get help from a family member or friend.

5. Support Employee Characteristics
· CDM consumers reported that a majority of their support employees were hired from a pool of family, friends and neighbors.

· CDM support employees were on an average older and less likely to be married or to ever have been married and more likely to have high school diplomas and some college.

· 25% of CDM support employees reported holding other jobs in addition to their support employment.

These studies confirm what consumers, parents and advocates have been saying for years.  When consumers are permitted to control their own destiny, they will be more conservative with their funding and therefore spend less, purchase a better quality of service, and be more satisfied with the services that they purchase.  Choice is critical to satisfaction.

Examples of Further Benefits

Too often the Traditional Service Delivery System looks at services to people with developmental disabilities from a financial standpoint.  How can costs of services be reduced while maintaining or increasing quality, and ultimately absorb new people as services are needed?  Obviously, this must always be a consideration as the Traditional Service Delivery System has limited dollars.  However, the limited resources in the system often results in Individualized Plans for people with developmental disabilities that do not address all of an individual’s vital needs.  Consumer Directed Services would allow the Traditional Service Delivery System to stretch funding dollars so that more people can be served, and those being served will have a greater number of their needs met.  Take the following scenarios.  

Linda is receiving SLS Medicaid in the amount of $12,972 annually.  Her SLS plan states that she needs:

· Personal Assistance Services-20 hours per month

· Community Support-10 hours per month

· Employment Support-10 hours per month

· Speech Therapy-2 hours per month

· Occupational Therapy-2 hours per month

· SLC Support-4 hours per month

All of Linda’s services including her SLC are paid from her $12,972 annualized rate.  A private support agency provides Linda’s direct care services and bills at a flat rate of $19.80 per hour.  Additionally, speech and occupational therapy is available at $75.00 per hour.

Linda’s needs are extensive, and the IDT is forced to prioritize the supports Linda will get because of a lack of funding.

· Occupational Therapy-2 hours a month

· Speech Therapy-2 hours a month

· Personal Assistance-20 hours a month

· Community Support-10 hours a month

· SLC Support-4 hours a month

The cost of Linda’s annualized services is $11,678, not enough to provide her with the employment support she requires.  However, if Linda or the family were included in the Consumer Directed Services model, consider the following:

All of Linda’s services, including her SLC, are paid for from her $12,972 annualized rate.  Linda or the family are included in the Consumer Directed Services model, and family members bill a flat rate charge of $16.85 per hour for her direct care services, including employment support.  This rate would include a percentage for insurance, withholding, Fiscal Intermediary costs and matching employer amounts.  Additionally, speech and occupational therapy is available at $75.00 per hour, two non-employee checks per month, or an additional $7.00 per month to the Fiscal Intermediary.

Linda’s hours of support could be:

· Occupational Therapy-2 hours a month

· Speech Therapy-2 hours a month

· Personal Assistance-20 hours a month

· Community Support-10 hours a month

· SLC Support-4 hours a month

· Employment Support-10 hours a month

Linda gains 10 hours of support that is identified in her plan and the cost of Linda’s annualized services that now meet all of her needs is $12,580.80, a savings of $391.20 compared to her annualized rate, that can be utilized for the provision of services for another person.

IV.  THE PROPOSAL:  DIRECT FUNDING FOR CONSUMER DIRECTED SERVICES WITH PAYMENT TO FAMILY MEMBERS FOR DIRECT SERVICES

A.  DEVELOPMENTAL DISABILITIES SERVICES INITITIVES

In June of 2001, Developmental Disabilities Services presented in draft two new initiatives for the delivery of services in Colorado.  The first initiative was SLS Services Provided by Family Members.
  The stated policy was as follows:

“Policy:

Families members (no matter where their residence is) have the opportunity to receive reimbursement as a provider of any SLS service (excluding Supported Living Consultation) when:

· It is determined through the Individualized Planning (IP) process to be beneficial to the person receiving services,

· There is not a conflict of interest, or the appearance of a conflict of interest, on the part of the family member(s), and,

· The service is above and beyond typical activities for family members to provide for another adult family member without a disability.

There will no longer be a distinction between family members who live in the same household as the person receiving services and family members who live elsewhere”.

The rates and the allowable annual amount to family members was stated as follows:

“Rates:

Reimbursement rates for family members, just as any other SLS rates, are established by each CCB and are generally expected to be at or below the prevailing wage for the job being performed.  In establishing the rate, the CCB may consider a variety of factors, such as prevailing wages for the job, no administrative costs, insurance, training costs, etc.

The maximum allowable annual amount that can be paid, inclusive of all family members, is $16,000”.

The second initiative was presented as Exceeding the $35,000 cap under Medicaid SLS.
  Its stated policy was as follows:

“Policy:

An adult with a developmental disability, who has been allocated a Comprehensive resource (State or Medicaid), has the option to seek out-of-home placement for Comprehensive Services OR to request a transfer of funding to the SLS program in order that he or she could live with one or more other family members if it is determined to be a cost effective and efficient alternative.  Funding for such higher level in-home supports will be administered through the SLS program by granting a waiver of the $35,000 cap on a case-by-case basis.  The individual, or their family, may also request out-of-home residential placement under Comprehensive Services at any time”.

These two initiatives were introduced during the tenure of Charlie Allinson as Director of Developmental Disabilities Services (“DDS”).  Upon Charlie Allinson’s death in September 2001 both initiatives were stopped pending the hiring of his replacement.  This Consumer Directed Services proposal (this “Proposal”) incorporates most of the elements of both initiatives with some important exceptions.  In addition to these exceptions, this proposal also offers elements to make this service delivery concept a cost effective alternative to the current Traditional Service Delivery System.

B.  ESSENTIAL MODIFICATIONS TO THE DDS INITIATIVES
Choice of Home

The primary criteria under the Exceeding the $35,000 cap under Medicaid SLS initiative was that the person with developmental disabilities had an “option to seek out-of-home placement for Comprehensive Services or to request a transfer of funding to the SLS program in order that he or she could live with one or more other family members”.  However, this option does not offer the person with developmental disabilities true self-determination.  But with a simple modification, true self-determination can be achieved.

As described in the Introduction of this Proposal, Self-Determination for people with developmental disabilities embraces Freedom, Authority, Autonomy and Responsibility.

Along with the “Responsibility” to be accountable “for spending public dollars in ways that are life-enhancing for persons with disabilities,” is the “Freedom” and “Authority” to make one’s own decision and choice regarding how their funding will be spent.  A major decision and choice that all Americans have in their life is where, and with whom, to live.  This should be no different for people with developmental disabilities.  Each person should have the “Freedom” and “Authority” to select their own home and with whom they want to live, whether that be with family members, friends or caregivers.  However, the policy for the Exceeding the $35,000 cap under Medicaid SLS initiative does not permit this “Freedom” or “Authority.”  It permits only the option of “out-of-home placement,” controlled through the traditional State service delivery system, or the option of living with one or more family members.  It requires the consumer to give up control as to where, and with whom, to live, or live at the home of a family member.

This Proposal offers an option that embraces Self-Determination. Under this Proposal, the criteria set forth in  Exceeding the $35,000 cap under Medicaid SLS initiative is expanded to permit the person to choose between “an option to seek out-of-home placement for Comprehensive Services” in the traditional State service provision model, or “to request a transfer of funding to the Supported Living Services (SLS) program in order that he or she” can select where they want to live, and with whom, “if it is determined to be a cost effective and efficient alternative.”  This option will permit the Individual to decide and choose whether he or she wants to live in the home of a family member or live in their own home.  This option also permits the Individual to choose whether he or she wants to live with a family member, a friend, or a caregiver.  Given appropriate supports through self directed services by family members, friends or caregivers consistent with this Consumer Directed Services model, the choice of where and with whom a person lives should have no fiscal impact on program cost.  The same requirements regarding “room and board” and “PETI” would apply.

Include SLS Participants in the Consumer Directed Services Model

Persons with developmental disabilities who are, or will be, receiving services under the SLS waiver should have the option of receiving services under the Consumer Directed Services model offered by this Proposal.  All of the benefits, including cost savings, that would be present if an Individual would transfer from an out-of-home Comprehensive Services placement, would also be present if the Individual transferred from the traditional SLS program into the Consumer Directed Services model offered by this Proposal.  These Individuals also should have the opportunity for Self-Determination, and the State would have the opportunity to have services provided at reduced costs. 

Remove the $16,000 Cap Allowable for Payment to Family Members

Presented in the SLS Services Provided by Family Members initiative was a cap on the maximum allowable annual amount that can be paid to family members, inclusive of all family members of $16,000.00.  This cap is in conflict with the fundamental goals of paying family members under the Consumer Directed Services model.  These goals contemplate increased capacity through a new workforce, increased quality of services from a workforce that is motivated and cares, decreased reliance on the Traditional Service Delivery System, and decreased cost of services. 

In order to increase capacity and the quality of services, the full array of the consumer’s circle of friends and family must be available.  If, for example, the person has significant needs, and has funding of $40,000.00 or more, limiting the payment to family members to $16,000.00 may well eliminate a significant number of services that could be provided by family members and friends.  Furthermore, a family member who must work in order to provide for their family and is earning upwards of $25,000.00 could not afford to provide 24/7 services for the consumer by receiving the limited amount of $16,000.00.  These family members and friends are most likely to know the consumer the best, and are motivated to provide a superior quality of service to the consumer because of their relationship. Thus, there should be no limitation to payment to family members because such a limitation will neutralize the major benefits of increased capacity and quality of service.

Likewise, capping the payment to family members at $16,000.00 also counters the benefits of allowing the family independence from the traditional services offered in the Traditional Service Delivery System, and the accompanying decreased cost of services.  Following the example above, where the consumer’s resource is $40,000.00, limiting payment to family members to $16,000.00 means that once that limitation is reached, the family is now relegated to using the Traditional Service Delivery System for the remaining resource of $24,000.00 needed for the consumer.  This has a threefold effect, namely, 1) loss of the increased capacity, 2) loss of the increased quality, and 3) higher cost, because with respect to the $24,000.00 at least, cost of services would be higher at the rates offered under the Traditional Service Delivery System.

In order to realize all of the benefits associated with payment to family members, there should be no limitation on the annual amounts families can be paid.

Utilize a Fiscal Intermediary as Fiscal Agent 

Under both the Exceeding the $35,000 cap under Medicaid SLS and the SLS Services Provided by Family Members initiatives the CCB’s were to play a limited role.  Other than the CCBs current service of determining eligibility, providing case management services, training when needed, service area planning, waiting list management, human rights committee, and contracting for the provision of services with an Approved Service Agency for the consumer (Under this Consumer Directed Services model, the CCB would contract directly with the Fiscal Intermediary as the Approved Service Agency), Community Centered Boards should have no further responsibility or authority.  All further responsibility and authority should be born by a Fiscal Intermediary, Developmental Disabilities Services (“DDS”), and the consumer or family entity.

Pursuant to Section 27-10.5-104 (1) of the Colorado Revised Statutes, the Department of Human Services is required to provide or purchase services and supports for persons with developmental disabilities through Community Centered Boards.  Section 27-10.5-104 (1) states:

“(1) Subject to annual appropriations by the general assembly, the department of human services shall provide or purchase, pursuant to subsection (4) of this section, authorized services and supports through the community centered boards for persons who have been determined to be eligible for such services and supports pursuant to section 27-10.5-106, and as specified in the eligible person’s individualized plan.  Those services and supports may include, but are not limited to, the following: ***.”

Thus, pursuant to statute, the Colorado Department of Human Services can provide services through Community Centered Boards by contract between the Community Centered Boards and an Approved Service Provider.  The Approved Service Provider is an independent contractor and can become the employer of record for the services provided to an eligible individual.  Under this Proposal, the Approved Service Provider and employer of record would be a Fiscal Intermediary and would provide all of the functions for the Individual or family members that would ordinarily be provided by CCBs, but at a reduced cost. (See A. THE FISCAL INTERMEDIARY in this Proposal, beginning at page 4).  

Under this Proposal, the Fiscal Intermediary pursuant to contract with a CCB, would be the employer of record for all Individuals or families choosing this Consumer Directed Services model, and would maintain its own Medicaid provider number.  Families or surrogates
 (“Surrogate” or “Surrogates”) would provide the services, or would engage others to provide the services on behalf of the Fiscal Intermediary, including engaging the CCB for eligibility determination, training when needed, and case management services, and other services when appropriate, on a fee for service basis at approved rates.  The Fiscal Intermediary would provide all administrative services, would secure workers compensation insurance, liability insurance, write payroll and other checks for services and supports, and provide employer matching payments for federal and state withholding purposes.  Payroll checks would be issued based upon an approved service provider form describing the services performed, the hours of service provision, and the rates charged for the provision of service.  The Fiscal Intermediary would draw from an Individual’s resource directly from the Colorado Department of Human Resources’ fiscal agent.  The Fiscal Intermediary would report in accordance with the Community Contract and Management System (“CCMS”) and meet the minimum standards established therefore.  

All payments made by the Fiscal Intermediary would be in conformance with an approved individualized budget (the “Individualized Budget”) developed at an IP meeting under the direction of a case manager.  Case management services would include monitoring service quality, and assuring that services are in fact being provided, based upon outcomes identified in the IP and the Individualized Budget.  Case management services would also include an annual determination that the family providers, or others engaged at the direction of the Individual, Surrogate or family, have the requisite experience or training to provide the specified service or support.  Individual family providers, or other providers engaged at the direction of the Individual, Surrogate or family, would be subject to approval by the case manager at the annual IP or at other times prior to providing the specified service. Case management services would also be responsible for making a determination that, based on the IP, utilizing this Consumer Directed Services model is beneficial to the individual receiving services, and is cost effective.  Based upon the annual Individualized Budget, case management services would include an annual determination of the Comprehensive Services or the SLS resource, if at any time the Individual or family chooses to transfer back to out-of-home placement and the Comprehensive Services line, or back to the traditional SLS placement.

DDS would be responsible for approving the IP and the Individualized Budget for the Individual receiving services, and also approving the family members and other providers of service.  This approval would be based upon the recommendations of the case manager.  DDS would also be responsible for conducting an annual survey of the Fiscal Intermediary to determine that the needs of Individuals that are served under this Consumer Directed Services model are being met in accordance with DDS rules and regulations.

Utilization of the Fiscal Intermediary will create a more efficient administration of the model offered in this Proposal since only one agency will be providing the administrative services for all of the families or Individuals that choose this Consumer Directed Services model.  Furthermore, the cost of administrative services, provided by the Fiscal Intermediary, fall far below the cost of such services under the Traditional Service Delivery System.  (See A. The Fiscal Intermediary, Infra., at page 4-6.)


C.  IMPLEMENTING THE PROPOSAL 

The Consumer Directed Services model in this Proposal will require either a new Medicaid waiver, or an amendment to current Medicaid waivers to waive the $35,000.00 cap on SLS and provide for payment to family members, waiving the current cap of $5,000.00.  In any event, The “New Freedom Initiative” proposed by President George W. Bush, and reinforced by the “Independence Plus” waiver templates, along with the success of consumer directed service models throughout the country should provide a national climate that would facilitate a new or amended Medicaid waiver consistent with this Consumer Directed Services model. The policies, procedures, standards and guidelines for the Consumer Directed Services model follows, and incorporates many of the procedures, standards and guidelines, with modifications, found in the Exceeding the $35,000 cap under Medicaid SLS and the SLS Services Provided by Family Members initiatives, but does not address whether it will be a new or amended waiver:

Policy

An adult with a developmental disability (the “Individual”), who has been allocated a Comprehensive or SLS resource (State or Medicaid), their family or their chosen Surrogate, has the option to seek out-of-home placement for Comprehensive Services, SLS services pursuant to the current and traditional SLS waiver, OR to request a transfer of funding to Consumer Directed Services, if it is determined to be a cost effective and efficient alternative.  At any time, the Individual, their Surrogate, or their family, may request, and is guaranteed, a return to the out-of-home placement for Comprehensive Services or to the traditional SLS waiver services, whichever is appropriate.  Assuming the provision of adequate supports to meet the Individuals needs, there will be no requirements with respect to where, or with whom, the Individual resides.

Family members (no matter where their residence) may receive reimbursement, without limitation, as a provider of any service that is currently authorized under the SLS waiver except Supported Living Consultation, and the Individual, themselves or through a Surrogate, and family members are authorized to manage and direct the services provided to the Individual, when:

1. It is determined through the Individualized Planning (IP) process to be beneficial to the Individual;

2. There is not a conflict of interest, or the appearance of a conflict of interest, on the part of the family member(s) or Surrogate; and, 

3. The service is above and beyond typical activities for family members to provide for another adult family member without a disability.

There will no longer be a distinction between family members who live in the same household as the Individual and family members who live elsewhere.

The determination during the IP process as to whether the Consumer Directed Services model is cost effective and efficient for the Individual, and whether payment to family members for services is beneficial to the Individual, significant consideration must be given to the family’s, or Surrogate’s, commitment to managing the provision of services to the Individual and the family’s, or Surrogate’s, historical experience in supporting the Individual. Additionally, significant consideration must be given to the rates that family members will charge and that the fiscal administration will be the responsibility of an independent Fiscal Intermediary, all with their respective associated savings of program cost. 

The Consumer Directed Services model shall include a Fiscal Intermediary.  The Fiscal Intermediary shall be the employer of record for Individuals enrolled in the Consumer Directed Services model and obtain its own Medicaid provider number.  The Fiscal Intermediary shall be the fiscal agent for all Individuals enrolled in the Consumer Directed Services model and provide fiscal services to all families of Individuals enrolled in the program, Surrogates, or the Individuals themselves.  The Fiscal Intermediary shall contract with each Individual’s CCB to provide the fiscal services.

Establishing the Level of Need

The level of need shall be determined during the IP process.  Individuals, or their families or Surrogates, requesting Consumer Directed Services, shall be a part of the IP team that includes as many of the Individuals circle of family members, friends and professionals as possible, and a case manager (the “Case Manager”) from the Individual’s CCB, who shall be paid from the Individual’s resource on a fee for service basis.  It is the responsibility of the Case Manager to ensure that an objective assessment of the Individual’s needs accurately reflects his or her abilities and needs.  Such assessments cannot rely solely on the observation or input from family members.  Once the determination of need has been completed, options for how to best meet the identified needs can be considered, including the use of family members or Surrogates as providers and fiscal administration by a Fiscal Intermediary, with associated cost savings.

After the Individual’s level of needs has been determined, and after it has been determined how to best meet those needs, it is the Case Manager’s responsibility to assure that an Individualized Budget is developed with specificity, outlining the services to be provided, the provider of each service (or if unknown, the hourly rate for which the service will be provided), the number of hours per month of each service, and the hourly rate for which the service will be provided.  When determining the rates of each provider of service, consideration must be given to the published rates of the Individual’s CCB.  Family members should not be reimbursed at the CCB’s published rates, nor should family members be required to be reimbursed at the prevailing rate paid to direct care providers of the CCB.  Family member rates should first and foremost be determined based upon all the circumstances that would be to the benefit of the Individual and cost effective.  The Individualized Budget shall be the principal guideline for the provision of services thereafter, or until a change of circumstances require its modification.
Service Guidelines

1. Family members, or the Individual’s Surrogate, may provide any service currently applicable to the SLS program that has a legitimately identified and prioritized need in the person’s Individualized Plan.

2. The family member or Surrogate must have appropriate experience or training.  If the family member or Surrogate is providing a professional service, they must have the appropriate licensure or certification (e.g. occupational therapist, dentist, etc.),

3. There must be a written agreement with the family member(s) or Surrogate, including a specific description of the activity, frequency, duration, etc.  For example, the father will provide 2 hours of job coaching each day his son works, up to 10 hours per week.  The description must identify who will do the activity, what the specific activity is, and the frequency, duration and maximum amount per week.  Generally, the IP does not contain sufficient information about this level of expectation.  

4. Family members or Surrogates cannot be reimbursed for services that are open-ended or non-specific (e.g. up to 20 hours a month of general community activities would not qualify).

5. Individuals, themselves or through their Surrogates, and families participating in the Consumer Directed Services model will be responsible for managing all services for the Individual, including:

a. Hiring employees and independent contractors to provide services to the Individual;

b. Firing employees and independent contractors;

c. Scheduling services to be performed;

d. Setting rates of pay consistent with published CCB rates;

e. Provide time sheets with progress notes twice a month for employees providing services and provide invoices with description of services once a month for independent contractors to the Fiscal Intermediary;

f. Manage the Individual’s services consistent with the Individualized Budget.

The following provides the recommended practices when making an individualized decision about when a service could be provided by a family member or Surrogate.

Recommended Practice  

There are many SLS services that can be provided by a family member that are clearly above and beyond typical family activities.  In general, the determination revolves around whether the activity takes place due to the presence of a developmental disability.  The following guidelines are intended to provide clarification and direction for each of the SLS service categories that are allowable for a family member to provide under this Consumer Directed Services model.  

Note: Supported Living Consultation is so intertwined with general family interaction and decision-making that it cannot be easily distinguished, therefore family members cannot be paid to provide SLC services.

1. Personal Assistance Services

All activities under Personal Care are allowable, except for meal preparation and emergency response services by family members if the Individual lives in the family’s home.  If the Individual lives in the family’s home these activities would be typical family activities.  Supervision is a legitimate service when provided by a family member who does not live in the same household and must make special arrangements to provide the service.  For Individuals who live in the same household, supervision may be considered an incidental (or passive) activity depending upon the Individual’s level of need (i.e., does the Individual require 24 hour line of sight or other supervision throughout the day) and whether the family member has made special arrangements to forgo out of home employment in order to be home and provide the necessary supervision. Therefore, whether supervision is reimbursable for family members when the Individual lives in the same household must be made on case-by-case basis.

Household activities are more applicable to persons who live in their own home and need support from others to perform the activities.  Family members who live in the same household should share in the responsibilities and one member’s responsibilities would not be easily distinguished from another’s, therefore, reimbursement would not be appropriate.

Mentorship to assist with representation on boards, councils, etc. could be considered above and beyond typical family activities since this service would be related to the person’s disability and need for support.  

2. Supported Employment and Day Habilitation Services

Family members can provide community-based activities if the need is well defined in the IP and the specific activity is identified in the IP.  The IP must contain a specific description of the activity, frequency, duration, etc.  For example, 2 hours per day of job coaching identifies a specific activity, frequency and duration.  Family members cannot be reimbursed for services that are open-ended or non-specific (e.g. up to 20 hours a month of general community activities would not qualify).  Community-based activities (i.e. supported employment, day habilitation) should be provided outside of the home.   The Case Manager is responsible to ensure that the family member(s) have training or experience commensurate with the activity being performed.

Admission fees for community activities are not available for family members.  It is not possible to distinguish between a need because of a disability and a typical family outing in this area.

3. Transportation

Family members can provide transportation if the need is well defined in the IP as related to the person’s developmental disability and the specific activity is identified in the IP.  The IP must contain a specific description of the activity, frequency, duration, etc. that is directly connected to the need identified in the IP.  Family members cannot be reimbursed for transportation that is open-ended or non-specific (e.g. up to 20 trips a month for general community activities would not qualify).

Mileage to and from medical, therapeutic or other appointments covered under the regular Medicaid State Plan is not reimbursable under SLS.

4. Professional Services (including dental, vision, hearing, and behavioral)

          Family members can provide any of these services for which they are qualified.    The Case Manager should maintain documentation that the person is qualified to perform the service.  The Case Manager is responsible for ensuring that there is not a conflict of interest with any of the services provided and that the family member has appropriate liability coverage.

5. Home Modification and Assistive Technology
The recommendation for the needed goods or services must be supported by an    appropriate assessment from a non-biased third party.  If the cost of the goods or services exceeds $1,000, the family member or Surrogate must obtain multiple bids or be able to demonstrate a known history of bid prices (i.e. requesting a bid would likely result in the same cost as the last time it was requested).  The Case Manager is responsible for ensuring that it is a cost effective and prudent purchase, and that the materials purchased meet the minimum requirement of the project (i.e. unreasonably expensive materials are not used unless there are no other options available to the meet the need).  All home modifications must meet local building codes (including obtaining a building permit).

If the family member or Surrogate has a financial interest in the property, then reimbursement for materials can be made for home modification, but not for labor.

6. Accountability

Case Management oversight and monitoring must use the same fair and reasonable “fiscal” accounting practices for family members as used for other providers (e.g. billing records).  There is not the same latitude to determine a fair and reasonable system of “program” accountability when family members are used to provide services (e.g. training data).  Should questions surface around the quality of services or whether services are actually being provided, the Case Manager can and should respond, as with any other service provider, and a higher level of accountability and oversight should be put into place.

The minimum standards established for the Community Contract and Management System (CCMS) data collection must be met.  For example, if a family member serves as a job coach, the hours of employment and job coaching must be reported via CCMS.

7. Reporting Wages

Payments to family members are for services rendered, and are not a stipend or benefit to the individual or family.  Family members are providing a service and are subject to the same IRS reporting requirements as with any earned compensation.

Procedural Requirements
1. Individuals who have been allocated a Comprehensive Services or an SLS resource and who wish to receive services under the Consumer Directed Services model are eligible to request a transfer of funds. 

2. Upon the Individual’s enrollment in the Consumer Directed Services model, and after the initial IP meeting, the Fiscal Intermediary must request from DDS an adjustment of resource amount in the contract between DDS and the applicable CCB in order to transfer funding from the Comprehensive Services or the SLS line to the Consumer Directed Services model line.  (See below for Determining a Transfer Amount)

3. Upon enrollment in the Consumer Directed Services model, the Fiscal Intermediary is responsible for contacting Case Management at the Individual’s CCB and engaging a Case Manager who shall immediately convene an IP meeting to establish the Individual’s individualized plan and establish the Individual’s Individualized Budget.

4. Once enrolled into the Consumer Directed Services model, all of the same rules and guidelines currently applicable for the SLS program shall apply to the Consumer Directed Services model.

a. The Individual, themselves or through a Surrogate, or family is responsible for providing and maintaining the living environment.  However, due to the increased level of funding and need for oversight, the Individual or family must be willing to afford access to the Individual’s or family’s home by the Case Manager for purposes of monitoring service delivery.  The Individual, Surrogate or family, and Case Manager should negotiate the frequency and manner in which monitoring occurs in the Individual’s or family’s home.

b. The Case Manager must ensure through the IP process that all areas of need for the person are considered, including the potential for isolation from typical community activities enjoyed by other citizens of their community.

c. Medicaid recipients enrolled in Consumer Directed Services with plans in excess of the $35,000 cap will also have access to regular Medicaid State Plan benefits. (See Transfer Amount below)

d. Post Eligibility Treatment of Income (PETI) assessments still apply but no payment will be required, the same as for all other enrollees in Medicaid SLS.
(See Transfer Amount below)

5. The Fiscal Intermediary is responsible for tracking all of the Individuals receiving services under the Consumer Directed Services model with respect to the CCB and the type of resource from which the Individual originally transferred.  The Fiscal Intermediary is responsible for notifying the appropriate CCB if the Individual decides to transfer out of the Consumer Directed Services model and to notify that CCB with respect to the Individual’s original Comprehensive Services or SLS resource, so that at any time, the Comprehensive Services or SLS resource can be reconstructed and transferred back to the Comprehensive Services or SLS line, as appropriate.  This applies to an Individual’s choice for out-of-home placement, transfers out of the service area, or termination from services. (See Portability instructions below)

6. The Fiscal Intermediary shall be responsible for the following services:

a. Process all time sheets and invoices;

b. Calculate and pay all employer related taxes to appropriate entities, including FICA, FUTA and SUTA;

c. Calculate and pay employees two times per month based on time sheets;

d. Withhold and pay employee taxes as indicated on their W-4 to appropriate government entities and pay corresponding employer related taxes and fees;

e. Perform background checks on employees as part of hiring procedure;

f. Provide basic training as required by the State of Colorado;

g. Provide benefits to eligible employees;

h. Pay non employee services and supports based on invoices;

i. Provide forms and instructions for hiring and firing, i.e., I-9, employment agreements, etc.;

j. Report in accordance with community contract and management system (CCMS);

k. Provide quality assurance and be accountable for contract compliance;

l. Monitor and control spending within the parameters of the Individualized Budget.

7. The Individualized Budget shall be developed at the IP meeting.  (See Establishing Level of Need at page 16).  The Individualized Budget shall include; 1) the services to be performed, 2) the provider, if known, 3) the number of hours of each service per month, and, 4) the hourly rate of each service.  The Individualized Budget shall set forth the annualized amounts for the Individual’s services and the Fiscal Intermediary’s compensation at 15.03% [whatever is negotiated] of gross payroll expected plus $3.50 [whatever is negotiated] per check for expected non-employee services and supports.  These total amounts shall reflect the Individual’s Individualized Budget.

Determining a Transfer Amount
On a case-by-case basis, each CCB, based on a fee for service basis, is responsible to determine what portion of Comprehensive Services or SLS funding will be transferred to the Consumer Directed Services program.  No matter the amount transferred to support the person, the CCB is obligated to reconstruct a full Comprehensive or SLS resource, at any time, should the person or their family choose to seek out-of-home placement, transfer to another service area or terminate from services under the Consumer Directed Services program.  When a CCB is establishing an individualized amount to transfer for a person, the following factors must be considered:

1. Consumer Directed Services Administration Fees 

When funds are transferred to the Consumer Directed Services program, the Fiscal Intermediary’s fiscal services fee shall be 15.03% [whatever is negotiated] of estimated gross payroll based on the Individualized Budget plus $3.50 [whatever is negotiated] per estimated check for non-employee services and supports.

2. Individualized Budget

The Individualized Budget will contain the services to be provided, the number of hours for each service, and the hourly rate for the services provided, all on a monthly basis, and will distinguish between employee services and non-employee services and supports.  The monthly budget will be annualized for the purposes of determining the “Transfer Amount.” 

3. Targeted Case Management

Funding for Targeted Case Management Services should be folded into the Individual’s Consumer Directed Services resource and be identified in the Individualized Budget to offset fee for service charges for Case Management Services.  Targeted Case Management Funds must always be accounted for when reconstructing the Individual’s resource.

4. Adjustment for Medicaid State Plan coverage  

For Individuals transferring from Comprehensive Services to the Consumer Directed Services model, the CCB will no longer have an obligation to cover “State Plan” services and supplies that would otherwise have been covered within the Comprehensive Services program.  On a case-by-case basis, each CCB should make an adjustment to the amount of funds to be transferred to Consumer Directed Services based upon the extent to which the Individual will now have access to all Medicaid State Plan benefits.  This adjustment must be directly related to a person’s specific need (or likely need) for use of those services and supplies that would have been the obligation of the CCB under Comprehensive Services (e.g. nursing services, wheelchairs).

5. PETI  

On a case-by-case basis, each CCB should make an adjustment to the amount of funds to be transferred to Consumer Directed Services based on the extent to which the individual would have (or did have) an obligation for PETI payments.  This adjustment would only be made at the time of the initial transfer.  Subsequent PETI “assessments” will still be needed but the requirements under the Medicaid SLS program apply, therefore, no PETI “payment” would apply.

6. Local Match 

Consumer Directed Services resources, like SLS resources, have a 5% local match requirement.  In determining the Transfer Amount, a CCB must consider the 5% match that should be reflected in the Individualized Budget as in-kind services for Supported Living Consultation or otherwise, since not all Comprehensive resources may have had this requirement.

7. Room and Board 

The standard room and board amount as established by the State should be adjusted.

8. Supplemental Security Income (SSI)/Supplemental Security Disability Insurance (SSDI) 

The Individual/family retains all of the Individual’s benefits (i.e. SSI, SSDI, etc.) up to the 300% limitation and no adjustment to the amount transferring into Medicaid Consumer Directed Services is necessary.

The Individual/family retains all of the Individual’s benefits (i.e. SSI, SSDI, etc.) up to the 300% limitation and no adjustment to the amount transferring into Medicaid Consumer Directed Services is necessary.

Portability
When a Consumer Directed Services participant wishes to transfer to another service area, the CCB in that services area and the CCB transferring the Individual’s resource must negotiate the amount to be transferred consistent with all considerations used in determining the original “Transfer Amount.”  Any negotiated amount should also consider the obligation of the CCB receiving the resource to provide full Comprehensive Services should the Individual, or family, choose out-of-home placement at any time.

V. CONCLUSION

This Consumer Directed Services Proposal demonstrates an efficient and cost effective alternative to the traditional methods of delivering services to Individuals with developmental disabilities.  This Proposal is as complete as possible, but it is understood that other procedures and methods may well have been omitted overlooked that might be necessary to carry out the objectives and primary principles presented.  Regardless, the heart of this Proposal centers on Self-Determination, encompassing direct funding to Individuals, or their families, through a Fiscal Intermediary, and the opportunity for family members to be paid for, and manage, along with the Individual, the services provided.  The Arc of Colorado is prepared to assist Developmental Disabilities Services in any manner it can in establishing a consumer directed services model embracing these objectives and primary principles.
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