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Consumer Directed Services Manual  
Maryland Alzheimerôs Demonstration Project 

Maryland Department of Aging  
 

This manual was created as a result of Marylandôs Alzheimerôs Disease 
Demonstration Grants to States Project (ADDGS), funded by the Administration on 
Aging.  The purpose is to disseminate information that we learned about applying 
consumer directed services principles while providing respite services to families 
caring for loved ones with dementia or memory impairment.   
 
This is a ñhow toò manual, so that others who are interested in providing services 
using consumer direction can use our experiences to begin the journey.  We 
believe that, although our project focused on families where dementia was the 
primary diagnosis, the informati on contained in the manual can be applied to 
many other populations.  This manual focuses on the family as a whole since the 
demonstration grant focused on providing respite to the caregiver.  Most of the 
persons needing care had severe dementia, and their involvement was more 
limited.    
 
There are two parts to this manual: one for agencies interested in using a 
consumer directed model to provide service, and the other for families who are the 
recipients of these services. Topics covered in the agency section include 1) 
principles of consumer direction, 2) role of the care coordinator, 3) training care 
coordinators, and 4) payment options.  
 
Topics covered in the family section include 1) family role, 2) tool kit to help 
families carry out their responsibili ties, 3) community service options and 
resources, and 4) tips for families to help them make informed decisions.  
 

BBAACCKKGGRROOUUNNDD  
 
The Maryland Alzheimerôs Disease Demonstration Project was funded by the 
Department of Health and Human Services, Administration on Aging from FY 2001 
through 2004.  The project had two purposes.  The first was to expand the 
number of rural providers of dementia -competent care through developing micro-
enterprises, or small businesses owned by low-income entrepreneurs.  The Greater 
Maryland Alzheimerôs Association took the lead on this aspect of the project by 
partnering with small business organizations to develop training for potential 
respite care and personal care providers.  A manual describing this process has 
been developed separately from this manual and is available upon request.  
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The second was to implement a consumer-directed respite care model to 
improve the responsiveness, efficiency and quality of care for people with 
dementia and their families.  The project was implement ed by three area 
agencies on aging (AAAs) covering eight counties.  Each AAA had a rural 
population.  The participating AAAs were MAC, Inc, which covered 
Somerset, Wicomico, Worcester, and Dorchester Counties, the Charles 
County Department of Community Services, and the St. Maryôs County 
Office on Aging. 
 
 

What is Consumer Direction? 
 
The National Institute of Consumer-Directed Long-Term Care Services defines 
consumer direction as ña philosophy and orientation to the delivery of home and 
community-based services whereby informed consumers make choices about the 
services they receive. They can assess their own needs, determine how and by 
whom these needs should be met, and monitor the quality of services received.  
Consumer direction ranges from the individual independently making all decisions 
and managing services directly, to an individual using a representative to manage 
needed services. The unifying force in the range of consumer directed and 
consumer choice models is that individuals have the primary authority to make 
choices that work best for them, regardless of the nature or extent of their 
disability or the source of payment for servicesò. 
 
The principal focus of consumer direction can be summed up in one word: 
CHOICE.  Choice has many connotations in the context of consumer direction.  
Choice can include the type of service to be provided (e.g., respite, personal care, 
payments for medications or other items), who physically touches the person 
needing care, when the service happens, what pharmacy is used, or who sets up 
and manages the services, (including how involved or uninvolved one wants to be 
in managing services). 
 
Even among people who have severe dementia, choice is still a central factor.  
People still have preferences for the ñwho, what, where, and whenò.  For example, 
people with dementia can express preferences for whether to have a bath in the 
morning or at night.  Family members can help to facilitate services based on 
these preferences. 
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Choice and Control  
 

INFORMED CONSUMERS MAKE CHOICES ABOUT THE SERVICES THEY RECEIVE, ASSESS THEIR 

OWN NEEDS, DETERMINE HOW THEIR NEEDS SHOULD BE MET, AND MONITOR THE QUALITY OF 

SERVICES THEY RECEIVE.  THE AMOUNT OF CONTROL RANGES FROM PERSON TO PERSON 

DEPENDING ON HOW MUCH CONTROL THEY ARE WILLING TO ASSUME.  CONSUMERS CAN 

CHOOSE TO CONTROL AS MUCH OR AS LITTLE OF THE PROCESS AS THEY ARE COMFORTABLE 

WITH. 

 
IT IS IMPORTANT THAT PEOPLE HAVE REAL CHOICES AVAILABLE TO THEM.  THE VARIETY AND 

TYPE OF SERVICES THAT ARE ACTUALLY AVAIL ABLE TO CONSUMERS MUST BE MEANINGFUL 

OPTIONS THAT WILL PROVIDE THE TYPE OF RELIEF OR ASSISTANCE THAT IS NEEDED.  TAKE 

INTO CONSIDERATION THE RANGE OF VIABLE OPTIONS, WHETHER THERE ARE LIMITS OR 

RESTRICTIONS, AND HOW TO WORK WITHIN THOSE LIMITS.  ONCE SERVICES ARE IN PLACE, 

ENSURE FLEXIBILITY IN THE EVENT THAT THE CONSUMER NEEDS TO MAKE CHANGES. 

 
Agencies must provide appropriate information and support to enable the person 
to take advantage of the consumer directed model.  Consumers need to be 
informed about legal, and financial issues, including tax reporting responsibilities, 
and information on how to hire, interview, fire, and supervise aides. The amount 
of initial and continuing supports will vary depending on each individual situation. 
The agency needs to remain flexible to meet these needs. 
 
 

Elements of Consumer Direction 
 

The main elements of consumer direction have to do with the specifics of the 
services and the amount of choice and control that the consumer has to direct the 
services. 

 
Who 
Who will make decisions about/arrange for services?  

Who will provide the services? Who does the person not want to provide the 

services? For example, a personal care agency or a family member, which 

pharmacy to use. 

 
What 

What type of services will be used?  For example, care in the home, in an adult 

day care facility, one time only respite care for a weekend, purchase of 

equipment or medications. 
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When 
At what time of day will the services be used?  

How often will services be used? For example, one week only or once a week. 

 
Where/How 

Where will the service take place?  For example, in my home or a neighborôs 

home, in a nursing facility or assisted living facility.  

  
 
 

Principals of Consumer Direction (from the National Council on Aging ï 

NCOA) 

 Assume that consumers are the experts in determining what they need  
 Different types of service warrant different levels of professional 

involvement 

 Choice and control can be introduced into all service delivery environments 
 CDS systems support the dignity of people requiring personal assistance 

and can be less costly 

 Consumer direction should be available to all, regardless of payer 
 

 

 

 

Consumer Responsibilities 
 

The client and/or caregiver must assist in assessing his or her own 
needs.   Formal and informal assessments are appropriate methods to determine 
needs and existing resources.  The flow of conversation allows discussion of the 
source of help that the family can identify.  One way to assist consumers in 
thinking about what would be most helpful is to ask them to envision a more 
bearable caregiving situation.  One coordinator asks:  ñIf I were Santa Claus, what 
would you ask for?ò   This type of questioning helps the person to think less about 
what they think the program will pay for and more about what they really need.  A 
discussion guide is included in the appendix. 

 

THE CONSUMER MUST DECIDE WHETHER OR NOT T O DIRECTLY MANAGE SO ME OR ALL OF 

THE NEEDS.  CONSUMER DIRECTION IS NOT AN ALL OR NOTHING METHOD OF SERVICE 

DELIVERY.  CONSUMERS NEED TO DETERMINE HOW MUCH CONTROL TO EXERT.  FOR 

EXAMPLE, ONE PERSON MAY WANT TO TAKE COMPLETE CONTROL BY HIRING A WORKER, 

PAYING THEM, TAKING RESPONSIBILITY FOR TAXES, ETC.  ANOTHER MIGHT NOT WANT TO 

HAVE THE FINANCIAL RESPONSIBILITIES AND WOULD PREFER TO USE A FISCAL INTERMEDIARY 

FOR PAYMENT AND TAX ISSUES.  ON THE OTHER END OF THE SPECTRUM, OTHERS MAY WANT 

THE AGENCY TO PAY FOR THE SERVICES DIRECTLY , AS LONG AS THEY ARE ABLE TO CHOOSE 
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THE TYPE OF SERVICE OR THE SERVICE PROVIDER.  OR THEY MIGHT CHOOSE TO HAVE THE 

AGENCY TAKE CARE OF ALL ASPECTS OF THEIR CARE.  

 
CONSUMERS MUST COMMUNICAT E WITH PROVIDERS ABO UT THEIR CHANGING NE EDS AND 

THE QUALITY OF THE S ERVICES THEY ARE REC EIVING .  WHEN SERVICES ARE NOT MEETING 

THEIR NEEDS, CONSUMERS MUST LET THEIR COORDINATOR KNOW ABOUT THEIR CONCERNS SO 

THAT THEY CAN WORK OUT THE PROBLEM TOGETHER.  

 

CONSUMERS MUST LEARN HOW TO MANAGE IF THE Y CHOOSE TO MANAGE N EEDED 

SERVICES DIRECTLY .  CONSUMERS MUST BE GIVEN THE PROPER TOOLS, INFORMATION, AND 

SUPPORTS SO THAT THEY FEEL COMFORTABLE DIRECTING THEIR OWN CARE.  THIS CAN 

INCLUDE INFORMATION ON HOW TO FIND AND HIRE AN AIDE, HOW TO MANAGE WORKERS, TAX 

RESPONSIBILITIES, ETC. 

 

 

Agency and Care Coordinator Responsibilities 
 

ENSURING A MAXIMUM RA NGE OF SERVICE OPTIONS 

SERVICES THAT FAMILIES FIND MOST USEFUL FOR THEIR PARTICULAR SITUATIONS MUST BE 

AVAILABLE .  AS NOTED PREVIOUSLY, ONE OF THE CARE COORDINATORS IN OUR PROGRAM 

WOULD ASK, ñIF I WERE SANTA , WHAT WOULD YOU ASK FORò?  THE AGENCY MUST BE 

WILLING TO EXPLORE OPTIONS THAT ARE NOT NORMALLY THOUGHT OF AS SERVICES.  FOR 

EXAMPLE, ONE FAMILY SIMPLY ASKED FOR A BLENDER SO THEY COULD CRUSH ICE.   

 
PROVIDING CLEAR , EASILY UNDERSTOOD IN FORMATION  

Providing clear information on a variety of topics is essential.  Families need 
information and guidance about the variety of services, the hiring/firing proces s, 
tax responsibilities, and information to assist with caregiving.  The agency should 
provide methods for families to keep track of paperwork, e.g., calendars with pay 
dates, dates that reimbursement requests are due, etc.  
 
In our grant project, families were also kept up to date on available caregiving 
workshops and support groups, and TV programs having to do with caregiving.   
 
RECOGNIZING THAT CONS UMERS ARE PRIMARY PA RTNERS IN PLANNING F OR 

MEANINGFUL SERVICES  

Care coordinators assist families to determine their needs, recognizing that the 
families are the ones who are the experts when it comes to knowing the 
preferences of their loved ones needing care.  Care coordinators act as facilitators, 
assisting caregivers to engage other family members, going so far in some cases, 
as to act as mediators between family members for facilitating family meetings.  
 
Developing a care plan is accomplished with the partnership of family and agency 
staff.  The family will identify their needs (often with prompting from th e care 
coordinator).  Agency staff must assist in crafting a care plan within the financial 
confines of the program budget.  
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GETTING CONSUMER FEED BACK AND GIVING FEED BACK  

Care coordinators must check in with families to ensure that the services that they 
are receiving are working for them.  This can be done on a formal basis using 
surveys to measure satisfaction, but must also be done on a regular basis with 
phone calls and home visits.  Families must also be clear on whom to contact 
within the agency if t hey have questions or need to make changes to their 
services.   
 
Some care coordinators noted that it was sometimes difficult to balance their role 
as facilitator since some families were very dependent on them.  In general, 
caregivers tended to have different needs for support: younger caregivers called 
for validation or to vent and cry; older caregivers needed more assistance in 
finding resources and obtaining services.   
 
Coordinators often established relationships with the families and participants that 
went beyond clinical/business expectations by providing feedback about how they 
were carrying out their caregiving responsibilities and giving emotional support.  
 

RESPECTING CONSUMERôS DECISIONS AND ENSURING THAT CONSUMER P REFERENCES 

DRIVE THE SERVICES  

Agency staff must recognize that services might look very different from what they 
are accustomed to.  Experience has shown that consumers make the right 
decisions for their individual situations, whether that means having a neighbor 
provide respite, or tha t they purchase a washing machine to reduce the burden 
due to their loved oneôs incontinence. 

 

PROVIDING A RANGE OF PAYMENT OPTIONS 

There are several payment options that were used in our demonstration grant 
project.  Whatever the payment option, the servi ces were based on a previously 
approved plan of services and spending.   
 

Payment Options 
REIMBURSING THE FAMILY FOR SERVICES THAT THEY PAID FOR 

THE FAMILY CAREGIVER SUBMITS A COMPLETED REIMBURSEMENT CLAIM FORM WITH 

ANY ASSOCIATED RECEIPTS TO VERIFY THE ITEMS/SERVICES TO BE REIMBURSED.  AGENCY 

STAFF APPROVES THE CLAIM AND FORWARDS TO THE ACCOUNTING OFFICE TO ISSUE A 

CHECK.  THE ACCOUNTING OFFICE PREPARES A CHECK FOR THE FAMILY .  THE AGENCY 

ALSO KEEPS TRACK OF THE AMOUNT BILLED AND ISSUES A 1099 TAX FORM TO THE 

PROVIDER OF THE RESPITE SERVICE AT THE END OF THE YEAR, IF APPLICABLE). 

 

PAYING THE FAMILY DIRECTLY, WHO THEN PAYS THE PROVIDER 

The family submits a payment request form in advance of paying for an 
approved service.  Agency staff approves the request and forwards it to the 
accounting office.  The care coordinator follows up periodically to ensure that 
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the client's needs are being met with the grant funds.   The family is 
responsible for tax reporting.  The agency provides information about tax 
reporting responsibilities, but the family is ultimately responsible for this detail.  
 
Some families will not accept grants so that they can avoid the tax reporting 
responsibilities.  However, if the amounts paid are under the state and federal 
reporting thresholds, this is a viable option for many families.  
 

PAYMENT DIRECTLY TO THE PROVIDER BY THE AGENCY 

Providers send an invoice or a respite timesheet (signed by both the respite 
worker and the family caregiver to verify hours worked) to the agency.  Agency 
staff approves the amount billed and submits the bill to the accounting office 
for processing.  The agency prepares a check for the provider, and issues a 
1099 tax form at the end of the year, if applicable).  
 
Here are examples of the payment processes from several agencies in the 
project:  
 
The family submits a pay sheet no later than the seventh of the month 
following a month of services. The family receives reimbursement payment by 
the 15th of the month.  Once the pay sheet arrives in the office, it is checked b y 
the Care Coordinator (name, address, hours are added correctly, etc.) The Care 
Coordinator signs the pay sheet(s) and enters the amount of hours/amount of 
money each client has used for the month on a spreadsheet. This is to track 
the number of hours/amo unt of money a client has used and what is left.  
Then the pay sheet is sent to the accounting office for payment. Once the 
accounting office receives the pay sheet, they are checked again, making sure 
all the information on the pay sheet is correct before  the check is produced. 
The check is made payable to the family caregiver. 
 
In another county, families were approved for services for a 6 -month period of 
time, rather than making them request respite hours each month.  For 
example, they would send a letter in June pre-authorizing a certain amount of 
services/funds thru December, etc.  This process was much simpler than a 
monthly approval process, and it worked well for families and for the agency.  
As the end of each authorization period approached, the agency sent the family 
a new letter re -authorizing the services/funds for an additional 6 months.  This 
allowed changes to the care plans, increases or decreases in the cost of 
respite, etc.  If a change was needed during the 6 -month period, a new 
authorizing letter was sent to begin a new 6 -month period.  
 
Regardless of who received the payments (family caregivers, or the respite 
worker), payments were not provided in advance.  For persons who chose the 
"grants to families" type option, the families paid the provider first, then 
submitted a  reimbursement request.  The agency would have chosen to pay in 
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advance, but the county did not allow that option until services have been 
rendered. Some families initially resisted this reimbursement process because 
they didn't want to have to pay the providers & then wait for their money from 
the county, even though the checks are cut very promptly.  In addition, 
because of tax issues, many of our families originally chose not to have to 
handle the grant funds, but to have  the providers paid directly by the county.  
However, by the end of the project, at least 50% of ADDGS families had 
switched to the reimbursement method.  They found that it gave them greater 
flexibility in terms of how they used the respite funds, and ove r time, they 
adjusted to the idea of being the employer of the respite worker.  

 
 
 

Training Staff About Consumer Direction 
Training for care coordinators should include an introduction to consumer direction 
that includes the definition and principles.  Presentation handouts that were used 
for this project are included with this manual.  Follow up training sessions should 
be provided that includes the same information, and for coordinators to discuss 
their experiences with this model, including time for shari ng ideas so that 
coordinators can learn from each other. 
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Care Coordinators Experience 
The following is a list of topics and actions that care coordinators learned through 
their experiences in this project.  
 
Balancing the role between coordinating and managing was sometimes difficult, 
since some families required intensive assistance to access services. 
 
Ask about medical and family/social situation. Sometimes the information pours 
out and sometimes the coordinator needs to ask specific questions to determine 
needs. 
 
Donôt use structured form because it impedes the free flow of conversation.  Use 
topics as guidance, e.g., medical needs, social/family situation, finances, 
medications, other resources. 
 
Ask ñWhat do you think you need?ò  Ask about services that families are receiving 
from other agencies. 
 
Help families to identify resources, especially people who they know or 
communities where they can look for people who can provide care.  
 
Many caregivers already had people assisting them or providers in mind who they 
already knew.  Some were already paying them, but could no longer afford to do 
so, or needed more care.  Families identified providers from their neighbors, 
churches, friends, previous home care workers.  Families trusted workers whom 
they chose. 
 
Walk through the house and point out safety concerns.  
 
Care coordinators must check in regularly with families to ensure that the services 
that they are receiving are working for them.   
 
Care coordinators made telephone calls and sent cards of support, just to let the 
family know they were doing a good job.  When the person being cared for died, 
care coordinators sent sympathy cards, to let them know they were not forgotten.   
 
Some families must be reminded many times to submit their paperwork so they 
can get reimbursed for services. 
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The Maryland Alzheimerôs Disease Demonstration Grant 
Project What We Learned 

 
What follows is a brief listing of some of the things that staff involved in the 
project thought worked well, or things that we would have lik ed to have done 
better.  
 
What worked:  

 Not having age or income limits (note that low income families were given 
priority)  

 Listening to what families wanted  
 Not having too many restrictions on the type of services offered  
 Consumer Direction translated into choice and  trust ï families were able to 

hire people whom they knew and trusted.  
 Families were very appreciative of services 
 Personal Contact ï using this model often helped to create closer 

relationships between families and staff.  The family trusted t he care 
coordinator more. 

 Asking ñWhat Do You Think You Need?ò was key to understanding the basic 
principles of CDS. 

 Support from the state agency 
 
What Didnôt Work or what we could have done better: 

 Taxes ï in most cases, families did not want the responsibility of handling 
tax responsibilities.  The Department of Aging facilitated a training by 
regional IRS, but even that was confusing and brought up more questions 
than it answered. 

 

 Training - care coordinators should have been trained more often, and been 
provided more opportunities for them to get together and talk about 
strategies and share information. 
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Resources 
 
 
Articles and information about consumer direction:  
 
http://www.consumerdirection.org  
 
Paying Family Members To Provide Care: Policy Considerations for States,  
Larry Polovka, Ph.D, Director, Florida Policy Exchange, Center on Aging, University 
of South Florida; Family Caregiver Alliance 
 
Consumer Choice News, A publication of the National Association of State Units on 
Aging and the National Council on Aging 
http://www.ncoa.org  
For a free subscription, send an e-mail to ncoa@pmds.com. 
 
 

 

mailto:ncoa@pmds.com
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Appendix 
 
 
 
I.  Consumer Directed Services PowerPoint Training 
 
II.  Discussion Guide 
 
III.  Area Agency on Aging Forms and Procedures for the ADDGS 
 
IV. Caregiver Support and Satisfaction Survey and Results 
 
V. For Families: Information about Consumer Directed Services 
 
VI. Information on Hiring ï 2 documents from AoA and AARP 
 
VII.  Information on Taxes ï PDF document from the IRS 
 
VIII.  Sample Emergency Form 
 
IX. Web Resources for Caregivers 
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Appendix I PowerPoint ï Consumer Directed Service Model
 

These pages are copies of a presentation in PowerPoint.  
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