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Personal Care Services Definition: What is the problem we are trying solve? 

 The recent emergence of federal and state interest in and support for consumer direction 

and assistive technology as cost-effective ways to assure quality long-term care highlights the 

need to take a closer look at the definition of personal care services.  According to Part 4, Section 

4480 of the Center for Medicare and Medicaid (CMS) State Medicaid Manual, the policy that 

currently guides states appears to define personal care as limited to either “hands on” 

performance of a task for a person or “cuing” that person to accomplish the task on their own 

(1999a).  The specific language is that a state’s program “may include a range of human 

assistance provided to persons with disabilities and chronic conditions of all ages which enables 

them to accomplish tasks that they would normally do for themselves if they did not have a 

disability.”  As a result, some states have taken to titling this benefit as personal attendant 

service, personal assistance services, or attendant care services, thereby reinforcing the 

interpretation as human assistance only.  

 The regulatory language goes on to clarify that such assistance most often relates to the 

performance of Activities of Daily Living (ADLs) such as eating, bathing, dressing, toileting, 

transferring, and maintaining continence) and Instrumental Activities of Daily Living (IADLs).  

According to the language IADLs are “more complex life activities” including personal hygiene, 

light housework, laundry, meal preparation, transportation, grocery shopping, using the 

telephone, medication management, and money management.  However, the language further 

clarifies that these tasks are not so complex to require a skilled health professional.    

 It is easy to see why states interested in cost containment innovation through the use of 

assistive technology and consumer directed strategies feel further clarification of the definition of 
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personal care is needed.  In addition to not requiring skilled professional care, ADLs and IADLs 

are rarely accomplished with the help of human assistance or cueing alone.  Personal care related 

equipment, goods, and services (EGS) are logical complements to necessary human assistance 

and in some cases can serve to substitute for that assistance.  Imagine trying to accomplish the 

list of ADLs noted above only with human assistance.  We take for granted “comfort and 

convenience” items such as microwaves, washers and dryers, and our cars that help us eat, dress, 

and accomplish many other daily chores related to our personal care.  Yet it would likely be 

inefficient, annoying, and even impossible to be required to rely on others to accomplish these 

things.  Personal care EGS are too much a part of our daily life to be excluded from the 

definition of personal care services if cost-effectiveness and cost containment are issues to be 

reckoned with.  

 To remedy this situation, William Ditto, Director of the New Jersey Division of 

Disability Services has proposed to the Center for Medicare and Medicaid Services (CMS) that 

the definition of personal care services be amended to clarify that personal care services may 

include “a range of human assistance and other supports provided to persons with disabilities 

and chronic conditions of all ages which enables them to accomplish tasks that they would 

normally do for themselves if they did not have a disability.”  Also that…”Assistance may be in 

the form of hands-on assistance (actually performing a personal care task for a person), [or] 

cuing, or any other goods or services specified in the person’s plan of care to assist [so that] 

the person in performing [performs] the tasks by him/herself.”   

 These suggested adjustments were motivated by the fact that personal care services 

available under a Medicaid state plan may fall short of what is needed by clients, their family, 

and caregivers, as well as state and federal payers.   New Jersey along with Arkansas and Florida 
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are participating in a study undertaken to help states determine whether the most unfettered form 

of consumer direction – cash and counseling – could improve on the traditional home care 

agency approach to delivering personal care.  Early insights from the Cash and Counseling 

Demonstration and Evaluation (CCDE) suggest the need to further clarify the definition of 

personal care services to allow for coverage of EGS.   

Conceptual Framework for Clarifying the Personal Care Services Definition  

 The core Medicaid benefit structure is a product of traditional thinking about how to 

contain costs.  It follows Medicare’s health insurance model of benefits (physician, hospital, and 

skilled sub acute care) designed to deal with medical problems that are experienced by those 

with serious acute and chronic care needs. The intent is to focus the benefit structure on those 

services that are most needed by those who are seriously ill. Medicare is first payer for these 

services, with Medicaid filling in the gaps which are largely prescription drugs and custodial 

nursing home care.   

 One final point is worth noting.  It is not unusual for Medicare and Medicaid to pay for 

medical supplies and “durable medical related equipment” along with traditional medical 

services.  They must be “primarily and customarily” prescribed to serve a medical purpose and 

be medically necessary.   

 Over time, states have been able at their option to add Medicaid benefits through their 

state plans if they make them available to all who are eligible. It is presumed that the states will 

only do so if they feel they are affordable and cost-effective benefits for their Medicaid eligible 

populations. However, statutory and regulatory language influences the specific options that 

states can offer.  Personal care services as defined above fits in this category.  To challenge this 

type of restriction states have sought waivers to program rules.   
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 States can also apply for waiver authority (1915 a, b, c) to administer programs targeted 

in specific ways to accommodate special target areas, populations, or service needs.  These 

“amount, duration, and scope; comparability; and state wideness” waivers can provide a great 

deal of flexibility though there is an approval process by CMS to assure that beneficiaries are 

treated appropriately.  States can also apply for research and demonstration waivers (1115) to 

implement experimental, pilot demonstration projects.  The CCDE is currently operating under 

one of these waivers.   

 Limiting the definition of personal care services to human assistance as outlined in the 

current federal statutory and regulatory language is consistent with the medical, institutional, and 

home bound biases that have existed in other service definitions found in Medicare and 

Medicaid.  The most straightforward way to overcome these limitations is to think in terms of 

setting a fee-for-service equivalent of what would be paid under the traditional benefit structure 

and allow the beneficiary or their agent to use that amount in a more flexible manner than would 

be possible under the traditional benefit definitions.  That is essentially what has taken place with 

Medicare and Medicaid managed care and with Medicaid home and community based waiver 

options.   

 In the case of the CCDE it is the consumer who has a personal care services budget set 

based on an assessment of their need for human assistance.  In New Jersey, for example, the 

monthly personal care budget is based on the going rate for agency home health aides ($15.50 

per hour week days, $16.00 weekends) times the number of hours of home health aide services a 

person is assessed to need times the average weeks per month (4.33).  This amount is discounted 

by 10 percent to pay for fiscal intermediary and counseling services.  The consumer is then 

allowed to establish a care plan, with the support of a program counselor, under which they self 
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determine and administer that benefit to accommodate their personal care needs.  The New 

Jersey formula allows the consumer to pay the worker something in the range of the typical 

agency rate ($7-9 per hour) and still have as much as $125 per month left to budget for EGS.   

 The approach used in Arkansas is similar to New Jersey with several important 

differences.  The hourly agency rate used to set the budget is substantially less; $8 per hour to 

reflect the amount allowed per hour in an existing home and community-based waiver program.  

The hours of personal care in the care plan are also discounted by actual amount of services 

typically provided by their former agency provider relative to the needs assessment (if they did 

not have a history with a personal care agency provider, the discount rate is .80).  In other word, 

because of worker shortages and other barriers, it was typical for the actual hours to be 

substantially less than the approved hours.  As a result, the Arkansas consumers probably had a 

narrower range of options when deciding between the numbers of hours of human assistance, 

how much to pay the worker, and what EGS might be afforded than was the case in New Jersey.   

 When considering what EGS might be cost-effective in constraining a person’s need for 

personal care in order to remain independent in their own homes, the definition often involves a 

broader array of EGS than is covered by traditional Medicare and Medicaid.  However, when 

state programs are on line to administer and pay for EGS a less liberal mind set often gets 

applied.  In part this is because there is a pecking order of payment sources with Medicare first, 

then community resources, then Medicaid, and then waiver programs.  The pecking order is 

related to the degree of medical need, the specific items identified and approved as needed, 

whether those items are easily covered by a program, and the length of time it takes to sort 

through the pecking order of coverage approvals relative to the circumstances of the level of 

need.  A cash option is not immune to these constraints but is perhaps the most liberal in that it is 
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the most flexible source of gap filling coverage -- constrained more by resources available 

relative to cost of items than by programmatic restrictions. 

 In the remainder of this report we will examine the available evidence to date from the 

CCDE in New Jersey and Arkansas that can help inform the value of clarifying the definition of 

personal care services to include EGS.   

 

Project Goals 

 Our project goal is to provide new information about the value of personal care related 

EGS purchased by aged and disabled consumers under their cash management plans. Through 

review of the literature, analysis of extant CCDE data in Arkansas and New Jersey, compilation 

of fiscal intermediary data files, and consumer focus groups we are seeking to: 

• Identify a broader range of types of EGS that may substitute for human assistance 

and/or increase independence while helping the client to remain at home.   

• Identify how clients obtain and use EGS under current/traditional state Medicare and 

Medicaid programs, as compared to under a cash option – both in theory and in 

practice.   

• Identify the ways, means and mechanisms through which substitution of EGS for 

human assistance increases consumer independence and safety, helps the client to 

remain at home, and delays caregiver burn-out. 

• Identify and explore the specific costs and benefits associated with substitution of 

EGS for human assistance.   
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Insights from the Literature 
  

Much of the published literature that deals with EGS focuses on the concept of assistive 

technology and uses the term assistive devices to broaden the conceptual framework.  An 

assistive technology device (AD) as defined by the Technology-Related Assistance for 

Individuals With Disabilities Act of 1988, is “any item, piece of equipment or product system, 

whether acquired commercially off the shelf, modified or customized, that is used to increase, 

maintain or improve the functional capabilities of individuals with disabilities (O’Day & 

Corcoran, 1994).  While the term AD usually brings to mind high-tech, complex items, the 

definition of AD in this Act is purposefully broad so that any item, even a simple or a non-

traditional item, that can be used to increase, maintain or improve functional capacities of 

individuals with disabilities can be included (Schneider, 1998).  These devices are intended to 

improve the autonomy and quality of life of elderly persons in a cost-effective way (Roelands, et 

al, 2002), and have the potential to foster the independence of older, disabled persons; to 

alleviate excess burden on family members; to reduce unmet needs, and to reduce expenditures 

on long-term care. The potential of the use of assistive devices is of growing interest in an era 

where there is concern about the limited direct care labor force, and an increased focus on 

consumer-directed services. Assistive services have also shown the potential to increase and 

maintain the functional abilities of individuals with disabilities and will be included in our broad 

discussion of ADs.  These assistive services may include; transportation, adult day care, home-

delivered meals, homemaker services, shopping assistance, legal services, home health care, 

information and referral services, telephone access services, and respite care.   

Research on assistive devices suggests good potential for them as substitutes for personal 

care (Agree, 2000; Elliot, 1991).  But previous research has often been limited by relatively 
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narrow definitions of what constitutes a personal care EGS.  In this study we employ a broad 

definition that includes the wider array of EGS that have been purchased by participants in the 

CCDE.  Through analysis of CCDE data, we seek to better understand the potential value of 

items such as comfort and convenience equipment, household appliances, and community 

services, as well as durable medical equipment, consumable medical supplies, and environmental 

modifications for assisting independent living.   

Another important area of focus is the process by which assistive equipment and services 

for personal care are procured and used. Research has shown that barriers exist for consumers 

when they seek to purchase assistive devices (Day and Corcoran, 1994). Durable medical 

equipment, such as wheelchairs and walkers, have traditionally been made more available to 

consumers than have items that are considered for “convenience” or “comfort” (such as large 

button telephones, or electric blenders), even though these “comfort or convenience” items may 

have equal or greater potential for alleviating the need for personal care.  It is important to 

explore what happens when consumers do have increased flexibility to make these purchasing 

decisions, and thus, can choose from a wider variety of assistive technology and services than 

might be offered (or covered) by traditional health providers.  

Who Uses Assistive Devices and Services 
  

According to the 1990 National Health Interview Survey on Assistive Devices, over 13 

million Americans use ADs to help compensate for a physical disability and 2.5 million persons 

who did not have ADs needed them. Of the 13 million Americans found to have used any ADs in 

1990, 52% were above the age of 65 (LaPlante, Hendershot & Moss, 1992). A report by the 

Human Services Research Institute that explored the needs of children with disabilities and their 
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families found that 42 percent of the families indicated that their child used AD.  Additionally 

these families reported ADs and assistive services as still among their greatest needs (1995).    

The number of persons who use ADs has been found to be increasing. The National 

Health Interview Survey, the National Long-term Care Survey and The Canadian Health Activity 

Limitation Survey all show increases in the number of people using ADs (Gitlin, 1995).   

According to the National Health Interview Survey, 6.9 million more people used ADs in 1990 

than in 1969.  This increase is thought to be a function of many factors including increased 

numbers of people with disabilities surviving severe trauma and disease and therefore living 

longer; advances in technology itself; and changes in legislation that mandate the consideration 

of ADs for people with disabilities (Scherer, 1996).  Additionally, the increase is thought to be 

due to the general increase in older Americans due to the aging baby boomers. 

While much research has examined associations between AD use and background and 

demographic characteristics of consumers, many of these relationships remain unclear. 

Reschovsky and Newman (1990) found income to be positively associated with the amount of 

home modifications made to increase independent living.  Using the Survey of Housing 

Adjustments conducted by the Census Bureau for the Department of Housing and Urban 

Development (with supplemental data from the Annual Housing Survey) to examine how well 

older frail households cope with the requirements of independent living, Reschovsky and 

Newman found among respondents with an income of less than $5,000, only 23.6% reported 

having a current home modification although 40% reported needing home modifications.  In 

contrast, among respondents with an income greater than $10,000, 57.2% reported having 

current home modifications, though 41.6% of this group still reported needing home 

modifications.  Forbes, Hayward, and Agwani (1993), however, found inconsistent associations 
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between income level and AD use when analyzing a sub sample of elderly respondents to the 

Health and Activity Limitation Survey (HALS).  

Inconsistent research findings have also been found regarding the relationship between 

the level of education and use of assistive devices. Gitlin, Schemm, Landsberg and Burgh 

(1996), examined patients age 55 and over who were hospitalized and then discharged home 

with an assistive device.  Level of education, age, gender, race or living arrangement explained 

virtually none of the variance in device use one month after discharge.  Forbes, Hayward and 

Agwani (1993) however, in their examination of a subsample of HALS, found that a lower 

education level (up to 8th grade) was frequently found to be associated with non-use of the 

vision, hearing and mobility devices.  

The severity and type of disability have in general been found to be significant positive 

predictors of AD use.  Verbrugge and Sevak (2002) found that study subjects with a severe 

disability were more likely to have used only equipment for assistance than both equipment and 

human assistance.  Analysis conducted by Hartke, Prohaska, and Furner (1998) show that 

generally, those who reported their health as poor and who reported more activity limitations 

also reported more use of ADs.   

Benefits Of Assistive Device and Service Use 
  

There are many advantages that ADs provide for those who have the opportunity to use 

them. For example, ADs can help individuals with disabilities remain functionally independent 

in their own communities, therefore preventing or at least delaying institutionalization.  Users of 

ADs shared with the National Council on Disability (1993) some of the benefits of AD use 

including; 
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►    School age children were able to remain in a regular classroom, and reduce 

school-related services. 

►    Working-age persons were able to reduce dependence on family members, on 

aid assistance, and were able to increase earnings. 

►    AD users indicated that their family saved money because of their AD use.   

►    Those with paid jobs reported that ADs enabled them to work faster or better, 

that they were able to earn more money and that they were able to work more 

hours. 

►    Elderly persons were able to reduce dependence on others, were able to reduce 

dependence on paid persons, and were able to avoid entering a nursing home. 

  
Mann, Hurren, Tomita and Charvat (1995) found that increased use of ADs was related to 

increased functional independence.  As part of a 5-year longitudinal study of the needs of older 

persons for ADs and environmental interventions, these researchers explored the relationship 

between use of ADs and functional independence among the elderly who are not 

institutionalized.  They concluded that subjects who used more ADs were more functionally 

independent than matched counterparts who used fewer devices.    

Even low-tech self-help ADs have been shown to have the potential for sustained 

independence.  Gottlieb & Caro (2000) in the Massachusetts Assistive Equipment 

Demonstration, using a quasi-experimental design, provided low-tech assistive equipment to 

functionally disabled elders through a state-funded home care program.  This study demonstrated 

that low-tech assistive equipment can improve independence in very specific ways.  For 

example, those participants who received a reacher were found to also have reduced difficulty 
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with reaching at follow-up.  Similarly, those participants who received jar or can openers 

reported decreased difficulty with this task at follow-up.    

ADs have also been found in many cases to actually reduce disability. Verbrugge, 

Rennert & Madans (1997) examined data in First National Health and Nutrition Examination 

Survey (NHANES 1) Epidemiolgic Follow-up Study.  They found that using personal assistance, 

Ads, or both, decreased limitations for all of the 12 everyday tasks examined.  These tasks were 

grouped by upper, lower or both extremities and included tasks such as dressing oneself, opening 

jars, walking across the room or up steps, and getting into and out of bed or the bathtub. Those 

who used ADs experienced greater reduction in disability than those who had only human 

assistance or those who had human assistance in addition to ADs.  Similarly, Agree (1999), in a 

study using the 1994 Survey of Asset and Health Dynamics of the Oldest Old to examine ADs 

and personal care factors in the measurement of disability, found that among those who are 

disabled, those who use only ADs reported more reduced disability than those with only human 

assistance or those with both human assistance and ADs.   

Assistive Device Use as a Substitution for Personal Care 
  

Research suggests that the potential for using AD as a substitution for human assistance 

is dependent on many other factors as well, including the type and severity of disability (Agree, 

1999), whether the consumer is receiving formal or informal assistance (Newman, Struyk, 

Wright & Rice , 1990) and the type of assistive device (Allen, Foster & Berg, 2001).  Hoenig, 

Taylor & Sloan found in their analysis of the 1994 National Long Term Care Survey that among 

people with ADL limitations, those who used ADs also used fewer hours of human help, even in 

models that controlled for disability. However, Newman, Struyk, Wright & Rice found that 

home modifications did not change the effectiveness of informal care, but that home 
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modifications did increase the efficacy of formal, paid care. Allen, Foster & Berg analyzed data 

from the Adult Followback Survey of the Disability Supplement to the 1994 and 1995 National 

Health Interview Survey. They found, after controlling for demographic variables and severity of 

illness, that the use of canes and crutches predicted a reduction in the number of both formal and 

informal hours of care received by study participants who had mobility limitations.  However the 

use of walkers or wheelchairs was associated with receiving more hours of formal and informal 

assistance.    

Barriers to Assistive Device and Service Use 
  

Despite the many benefits associated with the use of assistive devices and services, there 

are also many barriers to their use.  The National Council on Disability (NCD) report prepared in 

response to the Assistive Technology Act of 1998 identifies several federal policies that act as 

barriers to increasing the availability of and access to ADs (2000).  These barriers include lack of 

consumer awareness and expertise, lack of accessibility, and limitations on funding for the 

purchase of ADs.  Consumers’ lack of acceptance of ADs may also be due to inadequate 

training, inappropriate match of AD to need, and awkward AD design (Elliot, 1991). Other 

barriers to the use of assistive devices and services include lack of access (Chapelski, 1989), 

limited availability of services within the community (Kane, 1989), and a general reluctance to 

rely on others for help (Montgomery & Borgatta, 1989).  

A major barrier for consumers who want to obtain assistive devices and services is cost 

and blanketed restrictions on the types of devices that can be purchased (Kane, 1989, O’Day  & 

Corcoran, 1994). Many low-tech or self-help type of ADs are not covered under Medicare or 

supplemental insurance policies (Blake and Bodine, 2002; Agree, 2000).  For example, while a 

consumer may wish to purchase a microwave oven to reduce the need for assistance with meal 
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preparation, or make specific home modifications that increase accessibility and make tasks 

more manageable, these options are rarely available to consumers.  Blake and Bodine (2002) in 

their discussion of AD use for those with multiple sclerosis (MS), suggest that computers and 

many of the ADs that are appropriate for persons with MS are not typically covered by Medicare 

or Medicaid.  

According to the National Health Interview Survey on Assistive Devices, almost half 

(48%) of the people who reported having any ADs also reported that they or their family had 

paid out-of-pocket for the device.  More than seventy-five percent of consumers who reported 

having home accessibility devices purchased these devices on their own. Examples of home 

accessibility devices suggested to respondents in this study included: ramps, extra-wide doors or 

passages, elevators or stairlifts, hand rails or grab bars; raised toilets; levers, push bars, or special 

knobs on doors; lowered counters; slip-resistant floors; and other special features designed for 

disabled persons.   

In addition to restrictions on purchase, another barrier to the substitution of assistive 

devices for personal care may be the funding, payment or reimbursement process itself. This 

process, while varying somewhat from state to state, can introduce an element of uncertainty for 

the consumer, as compared to a direct consumer purchase. For example, the consumer may be 

uncertain about the paperwork involved, or whether s/he is limited to particular vendors.  

Uncertainty and misunderstanding of the process may inhibit those consumers who may benefit, 

from making specific types of purchases, or in some cases, from making purchases at all. Other 

barriers to the use of assistive devices and services include lack of access (Chapelski, 1989), 

limited availability of services within the community (Kane, 1989), and a general reluctance to 

rely on others for help (Montgomery & Borgatta, 1989) 
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Of course, even if a consumer obtains an assistive device or service, this is no guarantee 

as to its effective use. Inappropriate matching of AD to consumer has been found to be 

associated with AD non-use (Kraskowsky & Finlayson, 2000; Scherer, 1996).  In a literature 

review study examining fourteen AD use studies of older adults, Kraskowsky & Finlayson found 

that the most commonly identified reasons for nonuse of ADs were unsuitability and rejection of 

the device. Unsuitability of the device included ineffectiveness, misprescription, and equipment 

failure.  The rejection of the device was due to the cumbersomeness of the device, the device 

being too time consuming, too much trouble or calling unwanted attention to the consumer.  

Additionally, Phillips and Zhao found in a survey of 228 adults throughout the US that poor 

device performance, device not meeting consumer expectations for effectiveness, discomfort and 

difficulty of use and a lack of involvement in the selection of the device were all found to be 

associated with device abandonment.   

The present study 

The CCDE, which will be completed in 2005, compares cost, quality and satisfaction of 

consumers receiving agency-delivered personal care services with those receiving the 

individualized budget option.  The evaluation is co-sponsored by the Robert Wood Johnson 

Foundation (RWJF) and the U.S. Department of Health and Human Services, Office of the 

Assistant Secretary for Planning and Evaluation (DHHS/ASPE). It operates under section 1115 

Research and Demonstration waivers granted by the Centers for Medicare and Medicaid Services 

(CMS). Primary quantitative data collection was conducted by Mathematica Policy Research, 

Inc. For a detailed description of the CCDE design, please refer to Mahoney, Simone, and 

Simon-Rusinowitz, 2000. 
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This present report describes the purchases of goods and services made by Arkansas and 

New Jersey CCDE treatment group members. The analysis and discussion draws on four types of 

data: 1) New Jersey and Arkansas baseline and nine month treatment group survey data, 2) fiscal 

records of specific purchases made by New Jersey CCDE consumers, 3) CCDE consumer and 

consultant focus groups conducted in New Jersey and Arkansas and, 4) Interviews with state 

program staff in New Jersey and Arkansas.  

Survey data 

Survey data is drawn from client surveys at enrollment (prior to randomization) and at nine 

months. Samples in both states were limited to those who participated in the CCDE for at least 9 

months and who completed both the baseline and 9 month surveys. In Arkansas the analyses  

represented 65% (657/1004), and in New Jersey 65% (570/878), of the CCDE treatment group 

enrollees. The surveys were conducted by Mathematica Policy Research with the aid of 

computer assisted telephone interviews (CATI). Interviewers were trained on both the specific 

survey and on the CATI system. Clients who were unable or unwilling to answer for themselves 

could provide proxy respondents to answer the surveys for them. In these cases, interviewers 

asked that the “most knowledgeable person” complete the telephone survey. (MPR preferred 

citation).  

Three measures of purchases were represented in the CCDE baseline surveys 1) home 

modifications (such as adding a ramp, grab bar, shower stall, elevator or remote control device); 

2) car or van purchase or modification (or some other kind of vehicle); and, 3) equipment to help 

with personal activities or to make it easier to do things around the house or to improve 

communication or safety. Interviewer prompts provided for this last item included; “Some 
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examples… a lift to help get out of bed…, a wheelchair or scooter…washer and 

dryer…microwave oven…speech devices…personal emergency response systems…”.  

Four measures of services received were included in the baseline survey: 1) attended an 

adult day care center or other program with staff to help with personal care, 2) attended a social 

or recreational group program such as those in community centers or in schools or churches, 3) 

used transportation services provided by an organization or agency, such as special vans and 

buses, and 4) received home delivered meals from Meals on Wheels or a similar program.  

The CCDE nine month survey reports on the same four service categories as represented in 

the baseline survey (adult day care, social/recreational groups, transportation, home delivered 

meals) and also includes four aggregate categories of modifications or equipment consumers 

may have obtained – in this case reflecting the first 9 months of their participation in the CCDE 

program.: 1) home modifications, 2) car or van purchase or modification, 3) equipment to help 

with personal activities or communication or to help keep the consumer safe and, 4) equipment 

for meal preparation or housekeeping. The last two categories encompass the items included in 

the baseline measure “equipment to help with personal activities or to make it easier to do things 

around the house or to improve communication or safety”, and were combined for comparing 

baseline reports with nine-month reports.  

It is important to note that these questions about purchases or modifications were not 

worded to limit the responses to items or modifications obtained only through the CCDE or any 

other specific program, but included all items obtained through any source.  Items concerning 

use of services were specifically intended to reflect the use of other home and community based 

services outside of the CCDE program, for example, for items concerning transportation 

services, the baseline survey item refers to transportation “provided by an organization or 
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agency”, and the equivalent nine-month survey item specifically instructs the respondent not to 

include public transportation. Understanding the structure of these survey questions is especially 

important in light of the information provided to us by program staff and consultants in both 

states that they specifically tried to help consumers use other programs and sources for obtaining 

equipment and services, before turning to the CCDE cash allotment. Thus, survey questions 

reflect the overall goods and services obtained by the consumer, through CCDE funds as well as 

agency, private or other sources. The CCDE baseline and 9 month client surveys also provide 

client background demographic characteristics, self-report measures of paid and unpaid personal 

assistance received, and self-report of health and changes in health.  

Focus groups 

 Focus groups with consumers (or their representatives) and with program consultants, 

who assist participants in developing and managing their cash management plans, were 

conducted by an independent focus group coordinator. The purposes of these groups were to 

explore how consumers obtained equipment and services prior to the CCDE program, to explore 

how consumers used their CCDE funds to purchase equipment and services, to explore the 

impact of these purchases on the lives of consumers, and to investigate the role of the consultant 

in the purchase of equipment and services. Groups were conducted in Arkansas and New Jersey 

in the Spring and Summer of 2003.  Ten program consultants participated in a consultant focus 

group in NJ (3 in person and 7 by telephone) and 3 program consultants participated by 

telephone in a consultant focus group in Arkansas. In each state separate focus groups were 

conducted with consumers under 65 (AR, N = 6; NJ, N = 10), and consumers 65 and older (AR, 

N = 10; NJ, N = 6).  The consumer focus groups included both male and female participants, 
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except for the under age 65 consumer focus group in Arkansas which consisted of all female 

participants. All consumer groups included both African-American and White participants. 

 New Jersey consumer focus group participants were recruited from a list of treatment group 

members who had participated in the CCDE and had made at least one expenditure for a good or 

service. In Arkansas a list of all treatment group members was provided to the recruiting agency, 

which screened participants by telephone to determine if they had made an expenditure for a 

good or service, before inviting them to participate in the focus group.  

Program staff interviews 

Interviews were conducted in both states on an ongoing basis with key state program staff. 

Program staff provided the research team with initial explanation and orientation to the program 

elements and provided relevant documents and training materials for review. Program staff was 

also readily available in person and by telephone and email, throughout the period of this 

investigation, to further explain the program, provide clarification, and to respond to researchers’ 

questions about issues that arose from survey data and focus groups.  

Fiscal Intermediary data 

Fiscal intermediary data, detailing the specific purchases made by New Jersey CCDE 

treatment group participants, was provided to this research team by the firm that provided fiscal 

services for New Jersey consumers. This information consisted of cumulative print-out records 

of each of 556 consumers’ specific purchases from enrollment through November 2002.  

Program features and background 

Volunteer enrollment for the Arkansas Independent Choices Program, began in December 

1998 and ended in April 2001, and for the New Jersey Personal Preferences Program began in 

November 1999 and July 2002. At enrollment, clients who felt that they may be unable or 
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unwilling to individually handle the tasks associated with the consumer-directed program, were 

asked to appoint a program representative – usually a family member or friend, to assist with 

these responsibilities when necessary. Program consultants were available to provide advice and 

support for creating cash management plans, recruiting and hiring workers, and monitoring 

program quality. Consumer-directed clients had the option to use fiscal intermediaries to handle 

bookkeeping and payroll services on their behalf, and almost all clients chose to use these 

services. 

Clients (age >18) were randomly assigned to consumer-directed and traditional service 

groups. Traditional service clients were given a list of agencies that they could contact for their 

personal assistance services, or, if they were currently receiving services, they could continue to 

rely on their previous agencies. The clients in the consumer-directed group were given a monthly 

allowance, and were responsible for procuring their personal assistance services on their own. 

Consumer-directed clients could hire whomever they wanted for their personal assistance, with 

the exception of the person acting as their program representative (and with the exception of 

spouses in Arkansas.)  The amount of the monthly allowance was determined by the number of 

personal assistance hours in the client’s existing care plan, or for new clients, the number of 

hours in the care plan as determined by enrollment assessment. Clients could choose to use all or 

part of their monthly benefit for human assistance services. Any funds not expended for human 

assistance services could be used to purchase personal care goods and services to substitute for 

human assistance. However, as noted, program consultants tried to maximize the funds available 

for human assistance by steering consumers to other programs for obtaining goods and services 

before using their cash benefit. The monthly benefit for consumer-directed clients in Arkansas 

averaged $320 per month and in New Jersey averaged $1070.00 per month.   
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Purchasing with CCDE funds 

Typically, a consumer who wanted to purchase a good or a service using CCDE funds 

would confer with a program consultant to establish a “cash plan” for meeting their personal care 

needs.  If the purchase met this criterion, it would be entered into the cash management plan, 

approved by the consultant, and subsequently approved by the state program office. If enough 

funds were not immediately available in that month to the consumer, he or she could accumulate 

funds toward the item. If enough funds were already available the consumer could purchase the 

item and submit a receipt to the fiscal intermediary agency for reimbursement, or could request a 

check made to a specific vendor from funds accumulated for the purchase.  Funds could be 

accumulated for larger purchases if the consumer did not spend the entire personal care 

allocation for the month.   

In New Jersey it was the intention of the program planners that no excess funds would be 

carried over from one month to another – unless they were accounted for in advance by a 

planned and approved purchase toward which the consumer was saving. However, in the early 

stages of the program, New Jersey consumers often did carry over excess funds from month to 

month, and submitted a purchase request only after significant funds had been accumulated. We 

learned from consumer and consultant focus groups that New Jersey consumers believed in the 

beginning that they could save funds “for a rainy day”, or for an unanticipated need, and many 

approached their cash management plans with this intention.  This created some confusion to 

consumers and staff and required an adjustment in consumers’ thinking, when accumulated 

unspent funds began to be recouped by the state program in the Spring of 2003. Although the 

program rules have become more clear about prohibiting accumulation of funds without a prior 

cash management plan entry to account for those funds, our New Jersey purchase data represent 
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a period in which some funds were allocated to a purchase only after being accumulated over a 

number of months. Consumers’ purchasing patterns in New Jersey may show some change as 

consumers adjust to having to anticipate and plan for their needs. This was not an issue in 

Arkansas where amounts were much smaller.  

We also found from interviews with program staff and from consumer and consultant focus 

groups that in New Jersey there was some start-up confusion about specific items that would be 

approved for purchase. In addition, we learned from program staff that early in the program 

some items (specifically mentioned were mattresses, air-conditioners and grooming services) 

were approved more readily than they were as the program continued. Over time, more stringent 

requirements for demonstrating the item’s capacity to substitute for human assistance were 

imposed.  

Focus group participants reported similar start-up confusion in Arkansas. There was 

confusion among some participants regarding the range of goods and services that could be 

purchased with a cash allowance. Some thought they could use the allowance only for their 

caregiver; others weren’t aware that transportation (such as purchasing gas) was a service they 

could purchase with the allowance, or that they could purchase weekend services. In addition, 

most Arkansas focus group participants indicated that when initially developing their cash 

management plan, there was no mention made of saving part of their cash allowance towards a 

large purchase. Mis-information may also have been a problem as one Arkansas focus group 

participant reported (the incorrect information) that: “(She told us that) we could get an advance 

that would come out of next month’s check.”   

Arkansas participants were required to keep receipts for all purchases made, with the 

exception of a discretionary 10% fund, however focus group participants expressed confusion 
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about that issue as well – one participant commented, “They said save all your receipts in case 

we want to audit you. “  Another stated, “I wrote our expenditures down, but they didn’t tell me I 

needed receipts.”    

Despite the start-up problems reported here, focus group participants in both states were 

overwhelmingly in favor of the cash option program and the option to purchase goods and 

services with the funds. In interviews with program staff in both Arkansas and New Jersey we 

learned that there were numerous efforts to clear up confusions (including special instructional 

mailings to clients), and that training and materials are in development to correct these problems. 

However, data presented here may represent a transitional period in the programs while program 

staff, consultants and consumers were working out the shape and nature of the specific programs 

and requirements.  

Client reports of purchases prior to enrollment in the CCDE 

We began our analysis of the CCDE survey data by assessing the service, modification and 

equipment purchase background with which clients entered the CCDE cash option. The numbers 

and percentage of consumers who reported making modifications or purchases or receiving 

services, as well as selected background and demographic characteristics of the sample, are 

reported in Tables 1 (Arkansas) and Table 2 (New Jersey).  Racial categories were not mutually 

exclusive and clients could self-identify in up to three categories, and also indicate Hispanic 

origin. Thus, racial/ethnic categories included in this report comprise those self-identifications 

selected by > 5% of respondents, and racial/ethnic comparisons reported are contrasts of those 

who identified in a racial or ethnic category versus those who did not.  

  24



 
 

 

Table 1: Arkansas CCDE sample characteristics (treatment group 9 month participants) 

    N 
Col 

% 
Age by Gender at baseline 65 and older Male   78 12% 
 65 and older Female   378 58% 
 Under 65 Male   65 10% 
 Under 65 Female   136 21% 
      
Marital status at baseline Married   109 17% 
 Unmarried   547 83% 
      
Living arrangement Lives with others   431 66% 
 Lives alone   226 34% 
      
Race at baseline White   412 63% 

 
Black/African 
American   223 34% 

 

American 
Indian/Alaskan 
Native   34 5% 

     
Health at baseline Excellent   34 5% 
 Good   117 18% 
 Fair   204 31% 
 Poor   298 46% 
      
Health compared to 1 year ago 
at baseline Better   70 11% 
 Worse   342 52% 
 Same    243 37% 
      
Unpaid help at baseline Unpaid help   594 91% 
 No unpaid help   57 9% 
      
Paid Help at baseline Paid by Medicaid and 

Private/Family   67 10% 
 Medicaid only    325 50% 
 Private/family only   23 4% 
 No paid help    242 37% 
      
Health at 9 mos.  Excellent   17 3% 
 Good   83 13% 
 Fair   239 36% 
 Poor   314 48% 
      
Unpaid help at 9 mos Unpaid help   488 75% 
 No unpaid help   164 25% 
      
Paid help at 9 months  Paid help  733 94% 
 No paid help  46 6% 
     
Purchases at baseline Modified a home   234 36% 
 Modified or purchased a vehicle  34 5% 
 Equipment for personal activities   196 30% 
 Any purchase   335 51% 
     
Purchases 1st 9 mos. of CCDE Modified a home***   188 29% 
 Modified or purchased a vehicle  25 4% 

 
Equipment for personal 
activities***   253 39% 

 Any purchase  345 53% 
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Services received at baseline Day Care  33 5% 
 Social Programs  63 10% 
 Transportation  173 26% 
 Home delivered meals  230 35% 
     
Services received 1st 9 months Day Care  27 4% 
 Social Programs  52 8% 
 Transportation**  138 21% 
 Home delivered meals  212 32% 
* increase/decrease from baseline measure p < .05 
** increase/decrease from baseline measure p < .01 
*** increase/decrease from baseline measure p < .001 
Note: Percentages based on non-missing responses 

 

Table 2: New Jersey CCDE sample characteristics (treatment group 9 month participants N 
= 570) 
    N Col % 
Age by Gender 65 and older Male   49 9% 
 65 and older Female   251 44% 
 Under 65 Male   92 16% 
 Under 65 Female   178 31% 
      
Marital status Married   121 21% 
 Unmarried   449 79% 
      
Living Arrangement Lives with others   390 68% 
 Lives alone   180 32% 
      
Race at baseline White   275 48% 

 
Black/African 
American   178 31% 

 Hispanic   199 35% 
 Asian   41 7% 
      
Health at baseline Excellent   26 5% 
 Good   87 15% 
 Fair   201 35% 
 Poor   250 44% 
      
Health compared to 1 year 
ago at baseline Better  80 14% 
 Worse  267 48% 
 Same  215 38% 
      
Unpaid help at baseline Unpaid help  496 87% 
 No unpaid help  74 13% 
      
Paid Help at baseline Paid by Medicaid and 

Private/Family  67 12% 
 Medicaid only   379 67% 
 Private/family only  23 4% 
 No paid help   97 17% 
      
Health at 9 months Excellent   17 3% 
 Good   94 17% 
 Fair   220 39% 
 Poor   235 42% 
      
Unpaid help at 9 months Unpaid help   428 76% 
 No unpaid help   138 24% 
      
Paid help at 9 months Paid help   532 94% 
 No paid help   34 6% 
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Purchases at baseline Modified a home    112 20% 
 Modified or purchased a vehicle  36 6% 
 Equipment for personal activities   176 31% 
 Any purchase   231 41% 
     
Purchases 1st 9 mos. of 
CCDE Modified a home**  82 14% 
 Modified or purchased a vehicle*   20 4% 
 Equipment for personal activities*  203 36% 
 Any purchase  242 43% 
     
Services received baseline Day Care  72 13% 
 Social Programs  87 15% 
 Transportation  302 53% 
 Home delivered meals  45 8% 
     
Services received 9 months Day Care  72 13% 
 Social Programs*  67 12% 
 Transportation***  227 40% 
 Home delivered meals  40 7% 
* increase/decrease from baseline measure p < .05 
** increase/decrease from baseline measure p < .01 
*** increase/decrease from baseline measure p < .001 
Note: Percentages based on non-missing responses 

  27



 
 

 

Services, modifications and equipment obtained prior to baseline  

In the year prior to enrollment in the CCDE, the service obtained most often by Arkansas 

consumers was home delivered meals (36%), although transportation was the service obtained 

most often by New Jersey consumers (53%). In the year prior to enrollment, 30% of Arkansas 

respondents had purchased equipment for personal activities, 5% had purchased or modified a 

car or van, and 36% had modified a home. Similarly, for New Jersey respondents, 31% had 

purchased equipment for personal activities, and 6% had purchased or modified a car or van to 

make it more accessible. However, in New Jersey, only 20% had modified a home. CCDE 

preference studies (Mahoney, et al., in press) report that potential Arkansas CCDE consumers 

were significantly more likely to be homeowners, as compared to similar consumers in Florida, 

New Jersey and New York, and this higher rate of home ownership is a likely explanation for the 

higher rates of home modification in Arkansas.   

Focus group discussion of modifications and purchases prior to CCDE  

Despite the evidence that a large number of program participants had made purchases and 

received services prior to enrolling in the CCDE program, when asked about their experiences 

purchasing equipment and assistive goods and services under their previous care plans, focus 

group participants expressed negative attitudes about their previous experiences.  New Jersey 

consumers related instances when they didn’t even attempt to obtain an item they perceived as 

needed for their care: “I know that I could not get a microwave through them or a heating pad 

because that’s not part of the program, they don’t pay for stuff like that”, as well as instances 

when a needed item was denied: “I tried to get a box spring and mattress and Medicaid would 

not do nothing”. One story presented by a New Jersey focus group participant that appeared to 
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resonate with other participants, concerned a participant being offered a used mattress, “I had 

asked for a new box spring and mattress and they told me to go to the city welfare department 

here and get a voucher for a used one”.  Most of the focus group participants expressed 

indignation at the suggestion of a used mattress as suitable for their needs. 

Although Arkansas consumers also mentioned the denial or potential denial of items by 

Medicaid, for example, “There was a time when Medicaid wouldn’t even pay for a wheelchair.  

You had to be under 22 to get Medicaid to pay for some things”, they focused more on the 

difficulties and red tape associated with purchasing needed assistive items. For example, one 

consumer noted, “With Medicaid, you have to prove things through your doctor”.   

Comparison of services and purchases prior to enrollment and during the CCDE 

 The baseline measures referred to purchases during the year prior to the program, 

although the nine-month survey measure used the prior nine months as a reference. Comparison 

of services received by Arkansas and New Jersey consumers in the year prior to baseline, with 

services received during the first nine months of the CCDE program, reveals that use of 

transportation services decreased significantly in both states and use of social programs showed a 

small but significant decrease in New Jersey.  Some of these decreases may be due to the 

difference in measurement period (one year versus nine months), or variation in the wording of 

the survey item. Analysis of New Jersey fiscal intermediary data failed to show a direct 

association between purchasing transportation service and a decrease in use of transportation 

service, however, significant decreases in service use may also be due to the increase in the 

percentage of CCDE treatment group participants who employed paid workers (63% vs. 94% in 

AR, 83% vs. 94% in NJ), as paid workers may be providing some of these services, most notably 

transportation.  
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To examine differences in patterns of modifications and equipment obtained before and 

during the CCDE, we also compared baseline reports of purchases (discussed earlier) with 

reports of modifications and equipment obtained during the first nine months of enrollment in the 

CCDE. For Arkansas consumers (Table 1), 29% reported obtaining a home modification, 4% 

reported purchasing or modifying a car or van, 17% purchased equipment for meal preparation 

and 28% of consumers obtained equipment for personal activities (38% reported obtaining 

equipment in one or both of the last two categories, which are combined for analysis). For New 

Jersey consumers (Table 2), 14% of consumers reported home modifications during the first 9 

months of the CCDE, 4% reported a car or van purchase or modification, 20% reported obtaining 

equipment for meal preparation and 25% reported obtaining equipment for personal activities, 

(36% of consumers reported obtaining equipment in one or both of the last two categories, which 

are combined for analysis).  

In both states rates for home modifications and car or van purchase or modifications were 

less for the first nine months of the program than reported rates for the year prior to baseline. In 

contrast, rates of purchasing equipment for personal activities were significantly higher at nine 

months than at baseline in both states (see Tables 1 and 2).   For this “before and during” 

comparison of the same group of consumers, it is not surprising that rates of purchase would 

decline. First, there is again a 25% difference in the measurement period (one year vs. nine 

months). In addition, some percentage of consumers would have completed all possible 

modifications or purchases before enrollment, and some percentage could not profit from such 

modifications or purchases. This may constrain the number of possible purchases made by the 

same group measured during a second period. Nonetheless, although rates declined for all home 
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and vehicle modifications in both states, the reported rates of purchases of equipment for 

personal activities significantly increased in both states even with the shorter look back period.  

One reason for the increase in rates of purchasing items for personal activities for 

consumers in the CCDE was suggested by consumers in both states, as they indicated that the 

purchase of items under the CCDE program was (despite the problems and confusion noted 

earlier) simpler than what they had experienced in the past: As a younger (< age 65 ) consumer 

in New Jersey explained the program: “…just go to the store, pick out the one you want and give 

us a copy of the receipt”. Or as another New Jersey consumer described: “…when I first got on it 

the only thing I had to do was write what I needed, go to the store, get a receipt of whatever I 

bought and send it to them and they’ll send me my money back.”  An Arkansas consumer 

described her previous experience: “Before IC, you had to know the right person to go to get 

things through the State or through the Spinal Cord Injury people.”  Asked if the process was less 

burdensome now (under the cash option), she replied: “Yes.  You don’t have to go through so 

many hoops.”  

The counseling assistance provided by program consultants was likely to have also 

encouraged purchases by cash option consumers. One New Jersey consultant explained: “…just 

by talking to them and informing them about the program, I get a sense of what kind of things 

they are in need of so that I can make suggestions and if they think of something I advise them to 

put it on the plan, if it’s something that will make them more independent…” An Arkansas focus 

group participant reported “I like the system because they call me every now and then and ask 

me if I need anything.  I like that.” In this way consultants increased consumers’ awareness of 

potential purchases. 
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Tables 3 and 4 present cross tabulations of purchases reported for the year prior to the 

CCDE with purchases reported for the first nine months of the CCDE.  In both states, consumers 

who purchased home modifications, vehicles or vehicle modifications, or equipment for personal 

activities prior to enrollment were more likely than those who hadn’t purchased these items 

previously to report purchasing those categories of items in the first nine months of the CCDE.  

Similarly, consumers who reported any purchase prior to enrollment were more likely to report 

making any purchase during the program.  The majority of those that made purchasers or 

modifications during the treatment period were people who had made purchases or modification 

in the baseline.  Still, data indicate that substantial numbers, 46% (149/322) of Arkansas 

consumers and 33% (111/339) of New Jersey consumers who had not made any purchase in the 

year prior to enrollment, made a purchase during the first nine months of the CCDE.  

Table 3: Comparative percentage of consumers who had purchased at 9 months by whether or not a purchase was made prior to 
baseline for Arkansas 9 month treatment group participants  

  Home modification in 
year prior to baseline  

Vehicle purchase or 
modification in year 
prior to baseline  

Equipment for personal 
activities in the year prior 
to baseline  

Any purchase of 
equipment in year 
prior to baseline  

  No Yes  No Yes  No Yes  No Yes 
Percent within 
column who: 

            

Purchased home 
modification in first 9 
months of CCDE 

***22% 41%  **28% 50%  27% 33%  ***22% 36% 

             
             

Vehicle purchase or 
modification in first 9 
months of CCDE 

4% 4%  ***3% 18%  *3% 7%  3% 5% 

             
             

Purchased equipment for 
personal activities in first 
9 months of CCDE 

37% 42%  38% 47%  ***34% 50%  *34% 43% 

             
             

Any purchase of 
equipment in first 9 
months of CCDE 

**48% 61%  *52% 71%  **49% 61%  *46% 59% 

            
*    p < .05            
**   p < .01            
*** p < .001            
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Table 4: Comparative percentage of consumers who had purchased at 9 months by whether or not a purchase was made prior to 
baseline for New Jersey 9 month treatment group participants 

  Home modification in 
year prior to baseline  

Vehicle purchase or 
modification in year 
prior to baseline  

Equipment for personal 
activities in the year prior 
to baseline  

Any purchase of 
equipment in year 
prior to baseline  

  No Yes  No Yes  No Yes  No Yes 
Percent  within 
column who: 

            

Purchased home 
modification in first 9 
months of CCDE 

***10% 32%  14% 22%  ***11% 22%  ***8% 24% 

             
             
Vehicle purchase or 
modification in first 9 
months of CCDE 

3% 5%  ***3% 14%  4% 3%  3% 4% 

             
             
Purchased equipment 
for personal activities in 
first 9 months of CCDE 

***31% 53%  35% 47%  ***30% 49%  ***28% 47% 

             
             
Any purchase of 
equipment in first 9 
months of CCDE 

***37% 63%  *41% 58%  ***36% 59%  ***33% 57% 

            
*    p < .05            
*** p < .001            
            

 

Comparison of factors associated with purchasing prior to baseline and during CCDE 

Another issue of interest was whether the consumer characteristics associated with consumer 

purchases would be different under the cash option. That is, if the simplification of the purchase 

process would change the profile of who was able to obtain assistive modifications and 

equipment or allow previously underserved populations more access? With this question of 

consumer characteristics in mind, we compared  selected significant associations for self reports 

of modifications and purchases before enrollment with similar associations for modifications and 

purchases made during the first nine months of the CCDE (Tables 5 and 6).  
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Table 5: Arkansas CCDE background characteristics by baseline and 9 month purchases (treatment group only N = 657)  
  Purchases in Year Prior to Enrollment   Purchases during 1st 9 months of CCDE 

  

Percent 
purchased 
home 
modification 
in prior year 

Percent 
purchased 
or modified 
vehicle in 
prior year 

Percent 
purchased 
equipment 
for 
personal 
activities 
in prior 
year  

Percent 
purchased 
home 
modification 
in prior 9 
mos.  

Percent 
purchased 
or 
modified 
vehicle in 
prior 9 
mos.  

Percent 
purchased 
equipment 
for 
personal 
activities 
in prior 9 
mos.  

     
Age by Gender at baseline 65 and older male  *47% 3% 28%  33% 3% *47% 
 65 and older female  37% 5% 30%  27% 4% 34% 
 Under 65 male 34% 9% 33%  25% 5% 30% 
 Under 65 female 27% 5% 28%  34% 5% 47% 
         
Marital status at baseline Married  35% 6% 30%  25% 5% 44% 
 Unmarried 36% 5% 30%  30% 4% 38% 
         
Living Arrangement at 
baseline Lives with others  ***41% 6% 32%  31% **5% 41% 
 Lives alone 27% 2% 26%  24% 1% 35% 
         
Race at baseline White 37% 5% *33%  30% 4% 40% 
 Non-White 33% 5% 24%  27% 4% 37% 
         
 Black  33% 5% **23%  25% 3% 36% 
 Non-Black 37% 5% 34%  31% 4% 40% 
     
 American Indian/Alaskan Native 32% 3% 29%  41% 9% 53% 
 Non-American Indian/Alaskan Native 36% 5% 30%  28% 4% 38% 
     
Health at baseline Excellent 38% 9% 41%  27% 3% 32% 
 Good  38% 4% 29%  30% 7% 44% 
 Fair 38% 4% 29%  29% 2% 37% 
 Poor 33% 6% 29%  29% 4% 38% 
         
Health compared to 1 year 
ago at baseline Better 36% 7% **39%  *22% 3% 34% 
 Worse 39% 6% 33%  33% 3% 40% 
 Same 31% 4% 23%  25% 5% 38% 
         
Unpaid help at baseline Unpaid help *37% 5% *31%  **30% 4% *39% 
 No unpaid help 21% 7% 18%  13% 1% 25% 
         
Paid Help at baseline Medicaid and Private/Family 42% 9% *45%  28% 6% 45% 
 Medicaid only  38% 5% 29%  30% 9% 35% 
 Private/family only 35% 4% 26%  30% 4% 30% 
 No paid help  31% 4% 27%  27% 2% 35% 
         
         
Health at 9 mos.  Excellent 41% 6% 47%  35% 12% 60% 
 Good  36% 5% 39%  33% 6% 40% 
 Fair 33% 4% 26%  25% 4% 34% 
 Poor 37% 6% 30%  30% 3% 31% 
         
Unpaid help at 9 mos  Unpaid help  *39% 6% ***34%  **33% *5% *41% 
 No unpaid help 29% 3% 19%  18% 1% 31% 
        
Paid help at 9 mos. Paid help 36% 5% 30%  29% 4% 38% 
 No paid help 41% 7% 33%  33% 7% 33% 
* p < .05         
** p < .01        
*** p < .001        
Note: all percentages based on non-missing responses        
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Table 6: New Jersey CCDE background characteristics by baseline and 9 month purchases (treatment only)  
  Purchases in Year Prior to Enrollment  Purchases during 1st 9 months of CCDE 

  

Percent 
purchased 
home 
modification 
in prior year  

Percent 
purchased 
or modified 
vehicle in 
prior year  

Percent 
purchased 
equipment 
for 
personal 
activities in 
prior year   

Percent 
purchased 
home 
modificatio
n in prior 9 
mos.  

Percent 
purchased 
or modified 
vehicle in 
prior 9 mos. 

Percent 
purchased 
equipment 
for personal 
activities in 
prior 9 mos. 

Age by Gender 65 and older male  17% 8% 23%  14% 4% 39% 
 65 and older female  19% 4% 32%  18% 2% 34% 
 Under 65 male 27% 11% 32%  14% 5% 41% 
 Under 65 female 18% 7% 32%  10% 4% 35% 
         
Marital status at baseline Married  *12% 7% 26%  12% 5% 32% 
 Unmarried 22% 6% 32%  15% 3% 37% 
         
Living arrangement at 
baseline Lives with others  21% 7% 32%  16% 4% 36% 
 Lives alone 17% 6% 29%  11% 2% 35% 
         
Race at baseline White 22% 7% 33%  17% 4% *40% 
 Non-White 18% 6% 29%  12% 3% 32% 
         
 Hispanic **13% 7% *24%  14% 5% 34% 
 Non-Hispanic 24% 6% 35%  15% 3% 36% 
         
 Black *15% 4% 31%  11% 3% 31% 
 Non-Black 22% 7% 31%  16% 4% 38% 
         
 Asian **37% 7% 29%  20% 5% 34% 
 Non-Asian 18% 6% 31%  14% 3% 36% 
         
Health at baseline Excellent 27% 8% 31%  27% 0% 46% 
 Good  24% 8% 32%  14% 2% 28% 
 Fair 18% 5% 31%  12% 4% 36% 
 Poor 18% 6% 31%  14% 4% 36% 
         
Health compared to 1 year 
ago at baseline Better 25% 9% 36%  19% 5% 38% 
 Worse 21% 6% 32%  15% 4% 34% 
 Same 16% 6% 27%  12% 2% 37% 
         
Unpaid help at baseline Unpaid help **22% 7% **33%  **16% 4% *37% 
 No unpaid help 7% 2% 15%  4% 3% 24% 
         
Paid Help at baseline Medicaid and Private/Family *28% 9% **46%  15% 0% 33% 
 Medicaid only  16% 6% 28%  15% 3% 45% 
 Private/family only 39% 4% 48%  22% 9% 55% 
 No paid help  22% 7% 28%  12% 5% 30% 
         
Health at 9 months Excellent 18% *24% 18%  24% 0% 41% 
 Good  30% 9% 38%  20% 2% 42% 
 Fair 18% 5% 33%  12% 3% 32% 
 Poor 17% 6% 27%  14% 5% 37% 
         
Unpaid help at 9 mos Unpaid help **22% 7% 33%  16% *5% **38% 
 No unpaid help 12% 4% 25%  9% 0% 26% 
         
Paid help at 9 months Paid help 20% 7% 31%  15% 3% *37% 
 No paid help 15% 3% 29%  6% 6% 18% 
* p < .05         
** p < .01        
*** p < .001        
Note: all percentages based on non-missing responses        
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Demographic and background factors 

Age and gender 

Prior to enrollment in the CCDE, male and female consumers 65 or older in Arkansas were 

more likely to have modified a home as compared to younger consumers, and, within these age 

groups male consumers were more likely to report home modifications than were females. 

Reports of home modifications during the first nine months revealed a narrowing of these gender 

and age differences, primarily due to the increase in home modifications reported by female 

consumers under age 65, even within the shorter measurement period. Similarly, in both states, 

the groups who were least likely to report purchasing equipment for personal activities prior to 

enrollment (males 65 and older in both states and females under 65 in Arkansas), showed the 

largest increases in the percentage of consumers reporting these purchases during the first nine 

months of the CCDE. The impact of the cash option for purchase appears to have been greatest 

on what may have been the most underserved groups.  

Marital status, living arrangement and health 

Although there were a few statistically significant effects, no clear overall trends were noted 

for changes in the associations of marital status, living arrangement or health with modifications 

or purchases. Consumers in Arkansas who lived with other people, and unmarried consumers in 

New Jersey were, at enrollment, more likely to have purchased home modifications. 

Examination of purchases made during the first 9 months of the CCDE did not show continued 

associations for these variables with making home modifications, but did show that Arkansas 

consumers who lived with others were significantly more likely to have purchased or modified a 

car or van during the CCDE, as compared to consumers who lived alone.  
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The small number of New Jersey consumers who reported excellent health at 9 months (n = 

17) were more likely than those reporting health as good, fair or poor to have modified or 

purchased a car or van prior to enrollment. Although changes in health had been associated with 

prior purchases in Arkansas, and health at baseline associated with prior purchase in New Jersey, 

these factors were not associated with purchases made during the CCDE, and in neither state was 

self-report of current health (at nine months) associated with purchasing during the CCDE.  

Race/ethnicity 

Racial/ethnic identifications in the baseline survey were not mutually exclusive and clients 

could and did choose more than one category. This was a particular issue for the New Jersey data 

which, for example, contained a large number of Hispanic consumers, about half of whom made 

an additional racial identification. We approached this analysis by taking the data just as it was 

provided by the respondents and performing analyses separately for those who identified as 

White vs. others, Black vs. others, Hispanic vs. others and Asian vs. others. In each case the 

“others”, or the comparison group, are those who did not identify in that racial/ethnic category. 

Thus a respondent who identified as, for example, both White and Hispanic, is included as White 

in a contrast of White vs. others, and also included as Hispanic in a contrast of Hispanic vs. 

others.  

Arkansas clients who identified as Black were less likely, and clients who identified as 

White were more likely, to have purchased equipment for personal activities prior to enrollment. 

In addition, prior to enrollment in the CCDE, in Arkansas, White consumers were also more 

likely to have made home modifications. However, we found no significant racial differences in 

self-reports of purchases made by Arkansas consumers during the CCDE.  Overall, all 

racial/ethnic groups in Arkansas increased their rates of purchasing equipment for personal 
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activities under the CCDE and gaps observed at baseline between minority and White consumers 

in Arkansas generally decreased for self-reported purchases during the CCDE. 

For New Jersey consumers, the racial picture for purchases was more mixed. Almost all 

groups (except for those who identified as Black) increased their rates of purchasing equipment 

for personal activities under the CCDE. In contrast to significant differences shown for purchases 

made prior to baseline, no significant differences were found for rates of purchasing home 

modifications during the CCDE for Black consumers vs. others, Hispanic consumers vs. others, 

and Asian consumers vs. others, or for rates of purchase of equipment for personal activities for 

Hispanic vs. other consumers. However, White consumers were significantly more likely than 

consumers who did not identify as White, to purchase equipment for personal activities during 

the CCDE.  

Paid and unpaid help 

In Arkansas, 64% of enrollees had received paid help in the week prior to enrollment. Most 

consumers, (50%) had help paid only by Medicaid, although 10% had paid help from both 

Medicaid and private insurance or family, and a few (4%) had help paid by private insurance or 

family only.  Consumers receiving paid help from both Medicaid and private insurance or family 

were the most likely to have purchased equipment for personal activities prior to enrollment 

(45%), followed by those with help paid by Medicaid only (29%) and those with no paid help in 

the week prior to enrollment (27%) and consumers who had help paid by private insurance or 

family assistance (26%).  A larger percentage of consumers within each of these groups reported 

purchases of equipment during the first nine months of the CCDE – with the exception of 

consumers who had help from both Medicaid and private sources at enrollment. For these 

consumers the percentage reporting purchases of this type of equipment in the first nine months 
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of the CCDE was equal to the percentage reporting such purchases for the year prior to 

enrollment.  

In New Jersey, 83% of consumers received paid help in the week prior to enrollment.  Most 

consumers (67%) had help paid by Medicaid only, 12% had paid help from both Medicaid and 

private insurance or family, and 4% had help paid by private insurance or family only.  In New 

Jersey, those with private or family sources for paid help were more likely to purchases 

equipment for personal activities.  About 48% of those with both Medicaid and private sources 

of paid help, and 46% of those with only private insurance or family sources made a purchase of 

equipment for personal activities prior to enrollment, as compared with 28% of those with help 

paid by Medicaid only, and 28% of consumers reporting no paid help in the week prior to 

enrollment. In New Jersey, the percentage of consumers reporting personal assistance equipment 

for the first nine months of the CCDE increased for all but one of groups that was most likely to 

have purchased prior to enrollment. For this group, consumers who had received paid help from 

family or private insurance, the percentage reporting such purchases decreased to from 46% to 

33%.    

Participants in New Jersey who received paid help at nine months were more likely than 

those without paid help at nine months to have purchased equipment for personal activities 

during the first nine months of the CCDE. However, almost all participating CCDE treatment 

group members in Arkansas (94%) and New Jersey (94%) were receiving paid help at 9 months. 

Receipt of unpaid help at enrollment (91% in Arkansas and 87% in NJ) was positively 

associated with having made purchases prior to baseline, and was also associated with purchases 

reported during the CCDE. Unpaid help (during the previous 2 weeks) at nine months was 

received by 76% of New Jersey, and by 75% of Arkansas consumers. Arkansas respondents 
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reporting unpaid help in the two weeks prior to the nine-month survey were also significantly 

more likely to have purchased a home modification, purchased or modified a car or van, and to 

have purchased equipment for personal activities during the first nine-month period of the 

program.  

New Jersey consumers who received unpaid help in the two weeks prior to the nine-month 

survey were more likely to report that they purchased a home modification, and purchased 

equipment for personal activities during the first nine months of the CCDE.  In New Jersey, all 

of the 20 participants who reported having made a purchase or modification of a car or van 

during the first nine months of the CCDE were receiving unpaid help at nine months.  

Focus Groups 

The key program feature for the purchase of goods and services under the CCDE was the 

increased flexibility and consumer choice that enabled consumers to choose items that best 

accomplished their goals. Focus group participants were asked to discuss the items that they (or 

their clients) purchased specifically with their cash option funds. New Jersey consumer 

participants mentioned a wide variety of items including “I could go and buy 10-12 pairs [special 

stockings] at one time and don’t have to worry”; “I have degenerative arthritis in my back, my 

brother secured for me through the program an orthopedic box spring and mattress…”; I use it 

for gas…”; “I get $56 a month to buy bus tickets, that is out of the cash allowance”, and, “… (I 

am) using it for additional medications which are not covered, over the counter medications”.  

New Jersey consultants provided examples as well: “I have a client who used some of the 

money to redo her bathroom. She is completely handicapped so they redesigned the bathroom 

with a handicapped shower so she can wheel herself right in. They raised the toilet, they put in 

bars… … she needed a lift so she can get in the wheelchair by herself”. Another New Jersey 
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consultant offered:  “Some of the things that come to mind are vacuum cleaners, air conditioner, 

and showerhead with a hose, George Forman Grill, cordless phones… The rational was that it 

would be easier for them to do the job themselves instead of relying on the aide.” (For a 

complete list of items purchased by New Jersey consumers see Appendix A)  

Arkansas participants were similarly forthcoming and mentioned a variety of modifications, 

equipment, goods and services: “The money she gets, she gets her hair done, her toiletries.”; 

“Yes, my daughter takes my mother to church and I give her money for gas.”;  I purchased a 

used washing machine and dryer”; “I had rails (installed) beside my tub and my commode.”.  

The theme that emerged from focus group discussions of purchases was that the purchase of 

items with CCDE funds allowed consumers increased safety, mobility, comfort and 

independence. 

New Jersey purchase data  

Additional analysis of purchases relies on data that represents purchases of goods and 

services made by New Jersey consumers and is therefore limited to CCDE consumers in New 

Jersey who made at least one expenditure for human assistance or for a good or service. This 

data differs from survey data in that it represents purchases made only with CCDE funds. We 

obtained data directly from the fiscal intermediary agency for all consumer purchases made with 

CCDE finds from enrollment through November 2002. This data represented 518 New Jersey 

treatment group clients, plus an additional 38 “embedded” consumers who were not surveyed 

because they lived in the same household with another treatment group member, for a total of 

556 records. Of the 518 consumers included here who were eligible to respond to the 9-month 

survey, 467 responded (including 19 who were no longer participating in the program).   
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Fiscal records for the 556 New Jersey consumers who made purchases represent a minimum 

of 1 month of participation in the program and a maximum of 31 months. The mean length of 

participation was 14.9 months. The fiscal intermediary agency in New Jersey recorded at least 

one assignment of funds for a good or service that was other than the employment of a personal 

assistance worker, for 465 of 556 (84%) consumers represented. These entries were recorded 

with over 325 different descriptive purchase labels (e.g., “cleaning”, “laundry”, “housecleaning”, 

“insurance”) with their associated cumulative expended or set-aside funds. Dates of purchases or 

savings within the period represented could not be provided. Most entries represented purchases 

made, however we were advised by program staff and the fiscal intermediary agency that some 

entries represented amounts being saved toward a specific purchase. In some cases actual 

purchases could not be differentiated from planned purchases, so that overall it should be noted 

that some data represents funds set aside for the intention to purchase a good or service.  Entries 

were reviewed by this research team and coded into 25 purchase categories. In few instances 

several items were recorded, but only one cash expenditure was recorded. In these cases, we 

examined the cash management records provided by the state program office and attempted to 

find records relating to the purchase that would differentiate the amounts spent for each item. In 

many cases we were able to assign an amount to a purchase. When this was not possible, due to 

incomplete records, we recorded the purchase of each item – but recorded the amount spent on 

each purchase as missing data. A small number of purchases (< 5%) could not be coded at all 

due to truncated or unclear bookkeeping entries, and these were excluded from analysis. The 

total cash allotment for the entire sample over the period was $9,174,167 – of  which 11% was 

recorded as unexpended funds, 73% was paid to directly hired workers, 8% was accounted for by 

worker payroll taxes, and 6% was expended for equipment and services other than a directly 
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hired worker. Less than .3% was recorded for transaction fees. Based on all 556 consumer 

records, the average expenditure for equipment and services was ($522,157/556) $939.13.  

Description of the sample 

Of the 518 consumers included in this analysis who completed the baseline survey, 74% 

were female and 52% were over 65. Age and gender were associated variables, as males 

represented 33% of consumers under 65, versus only 20% of those over 65. (p <.01, n = 518). In 

the year prior to enrollment in the CCDE, home modifications were reported by 19% consumers 

included in this analysis, vehicles had been purchased or modified by 7%, and 30% of consumers 

had purchased equipment to make it easier around the house or improve communication or 

safety.  

Purchases of goods and services 

Table 7 presents the constructed purchase categories with the number and percentage of 

consumers (of the 556 for whom we had purchase data) who made (or intended to make) at least 

one purchase in the category with CCDE funds.  Almost all (98%) consumers represented in this 

data had hired a worker directly, and directly hired workers represented, by far, the largest 

consumer expenditures.  

Transportation was purchased by almost half of New Jersey consumers, as 258 

consumers (47%) purchased some form of transportation service, and an additional 8 consumers 

(1%) purchased or modified a vehicle. Two hundred six consumers (37%) purchased laundry 

service, including 15 consumers who also purchased a washer and/or dryer. (Another 22 

consumers (4%) who did not purchase laundry service purchased a washer and/or dryer).  

Insurance was the other frequently purchased item, as 202 consumers (36%) purchased rental or 

other insurance. We were advised by program staff that insurance was purchased as a way to 
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protect against liability for in-home workers, although in some cases consumers may have been 

insuring purchases. A consumer who acquires an automobile or a computer would have a need 

for insurance on that item.  

In addition to these frequently purchased items, we noted a large second tier of purchases. 

These are items (or categories of items) that were purchased by approximately 5-10% of 

consumers, to meet their specific, individual needs. These categories include kitchen appliances 

(e.g., toasters, microwaves, blenders), other small appliances (e.g., clocks, watches), durable 

medical equipment (e.g., braces, wheelchairs, scooters), pharmaceutical items (e.g., diapers, 

pads, creams), prepared food, large appliances (e.g., dishwashers, refrigerators), help with 

shopping or errands, home modifications and furniture (e.g., mattresses, chairs, ramps, grab 

bars), and miscellaneous personal assistance or companion service. In combination, these items 

would represent a large part of consumer purchases, although the categorical breakdown may 

better illustrate the wide variety of items represented. 

Items that were purchased by less then 5% of consumers were grooming equipment and 

services, housecleaning, telephone or telephone service, postal or office supplies, advertising, 

outside chore services, moving expenses, vehicles or vehicle modifications, computers and 

computer equipment, massage therapy, exercise equipment, personal alarm systems and 

miscellaneous self-help equipment (e.g., shoehorns).  
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Number of 
consumers 
represented 
in this 
category 

Percent of 
consumers 
represented 
in this 
category 

Minimum 
for those 
represented 
in the 
category 

Maximum 
for those 
represented 
in the 
category  

Median for 
those 
represented 
in the 
category  

Mean those 
represented 
in the 
category 

Std. 
Deviation 

Cash allotment 554 >99% 604.03 69912.18 12627.64 16572.83 13892.93 
Unexpended funds 550 >99% -7425.35 15409.37 1355.95 1917.87 2312.89 
        
Directly hired worker expense:        
Directly hired worker  547 98% 12.47 54510.00 9118.00 12226.09 10719.03 
SUI 546 98% 1.68 1764.86 301.59 400.91 351.51 
FUTA 546 98% .48 301.26 62.98 76.17 57.42 
FICA 518 93% 26.40 4128.74 762.24 971.18 811.96 
        
Fiscal intermediary expense        
Transaction fee 537 97% .75 375.00 33.00 40.82 39.06 
        
Equipment and Services:        
Transportation 258 46% 10.00 3640.00 327.50 498.22 567.33 
Laundry service 206 37% 20.00 5401.00 280.00 387.05 481.66 
Insurance 202 36% 24.00 868.56 44.00 92.97 117.14 
Small kitchen appliances 57 10% 13.48 387.54 112.00 124.82 84.38 
Small appliances - general 53 10% 25.74 1037.61 355.57 392.19 258.67 
Pharmaceutical supplies 48 9% 16.00 3049.39 360.00 539.24 631.44 
Durable medical equipment/furniture 47 9% 29.29 6133.00 307.50 578.27 951.90 
Prepared food 44 8% 17.00 1498.50 219.00 339.79 376.71 
Large appliances 41 7% 76.00 1574.72 700.00 720.34 404.22 
Shopping and errands 40 7% 40.00 4004.00 255.00 464.73 655.19 
Home modification 33 6% 12.72 7714.44 729.02 1401.25 1906.04 
Agency worker or aid service 28 5% 23.70 15400.00 724.00 1859.18 3473.94 
Grooming service and supplies 22 4% 90.00 2200.00 534.85 732.87 673.88 
Housecleaning 21 4% 50.00 3030.00 360.00 699.00 841.67 
Computer equipment and supplies 13 2% 250.00 2024.52 830.36 1025.83 630.62 
Telephone equipment and service 8 1% 23.10 275.00 74.19 102.42 83.45 
Outside chore service 8 1% 30.00 1474.26 360.00 511.32 535.48 
Vehicle purchase or modification 8 1% 162.00 3593.46 1000.00 1296.35 1121.86 
Massage or therapy 8 1% 79.95 848.00 299.91 380.41 306.89 
Postal and office supplies 7 1% 40.00 288.00 80.00 129.78 102.44 
Moving expense 7 1% 75.00 600.00 134.14 200.04 201.58 
News Ads 5 <1% 65.78 515.17 109.80 200.14 213.84 
Exercise equipment 4 <1% 200.00 800.00 629.88 543.29 309.23 
Personal alarm system 3 <1% 40.75 828.50 200.00 356.42 416.52 
Small equipment for self-help 3 <1% 25.00 110.00 75.72 70.24 42.76 
        
Any purchase of equipment or 
services with CCDE funds (total 
amount) 467  16.00 17380.00 481.00 1118.11 1829.48 
        
        

 

Who purchased specific goods and services: 

Age and Gender 

Based on the 518 consumers for whom we had baseline demographic information, we 

examined the relationships between purchases and age and gender. Overall, independent of 

gender, consumers under 65 were more likely to have made some purchase of a good or service 
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(87% vs. 80%, p < .05, n = 518).  New Jersey female consumers under age 65 were more likely 

than female consumers 65 and over to purchase transportation (57% vs. 41%, p <.01, n = 383). It 

is interesting that the effect for men was reversed (although not statistically significant), with 

men 65 and over more likely to purchase transportation (47%) as compared to the younger men 

(40%). All purchasers of computers or computer equipment (8 females and 5 males) were under 

65. Exercise equipment was purchased exclusively by women under 65 (n = 4).  

Unpaid Assistance 

One issues that stood out from the analysis of survey data as important factors connected 

with the purchase of equipment, goods and services was the positive association of assistance at 

baseline and at nine months with self-reports of purchases.  Of the 518 New Jersey consumers 

for whom we had baseline data and expense data, 457 consumers (88%) were receiving unpaid 

help with personal care at baseline. For the 466 New Jersey consumers for whom we had both 

specific expense data and nine-month survey responses, 352 consumers (76%) had received any 

unpaid help during the two weeks prior to the nine-month survey. (Table 8) 
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Table 8: Purchases made with New Jersey CCDE funds by receipt of unpaid help at 9 months 
      
  Percent of consumers who purchased in the category  

  

No unpaid 
help at 
baseline (N 
= 61) 

Unpaid 
help at 
baseline 
(N = 457)  

No unpaid 
help at 9 
months (N = 
114) 

Unpaid help 
at 9 months 
(N = 352) 

Purchased:        
Any purchase with CCDE funds 92% 83%  89% 82% 
       
Transportation  **64% 44%  *55% 44% 
Laundry service  **53% 34%  41% 33% 
Insurance  39% 37%  42% 38% 
Small kitchen appliances  13% 10%  15% 10% 
Large appliances  12% 7%  11% 7% 
Small Appliances - general 13% 10%  12% 11% 
Durable medical equipment and furniture 5% 9%  10% 9% 
Pharmaceutical supplies  8% 8%  10% 7% 
Prepared food  12% 7%  7% 8% 
Agency worker service  8% 5%  6% 6% 
Shopping and errands  7% 7%  6% 7% 
Home modification  8% 6%  5% 7% 
Grooming service and supplies 3% 4%  4% 4% 
Housecleaning  5% 4%  4% 4% 
Postal and office supplies  2% 1%  3% 1% 
Telephone equipment and service  3% 1%  2% 2% 
Vehicle purchase or modification 2% 2%  2% 2% 
Therapy or massage  0% 2%  2% 2% 
Outside chore service  3% 1%  2% 1% 
Moving expense  2% 1%  2% 1% 
News Ads  *3% <1%  2% 0% 
Computer equipment and supplies 3% 2%  <1% 3% 
Exercise equipment  0% <1%  <1% <1% 
Personal alarm system  **3% <1%  <1% <1% 
Small equipment for self-help 0% <1%  <1% 0% 

 

In light of the survey findings of positive associations of unpaid help with self-reports of 

purchases of goods and services (from all funding sources), results of this analysis were 

somewhat surprising – as all significant associations for unpaid help with purchasing goods and 

services with CCDE funds were in the opposite direction from those observed in analysis of 

survey data. Consumers who were not receiving unpaid help at baseline were more likely to 

make a purchase with CCDE funds, and significantly more likely to purchase transportation and 
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laundry service and (although numbers of purchasers were few) significantly more likely to 

purchase news advertising and personal alarms.  Consumers who were not receiving unpaid help 

at 9 months were also significantly more likely to purchase transportation. These results suggest 

that purchases made with CCDE funds may differ in nature from purchases made with varied 

sources of funds (as reported in the baseline and nine-month surveys). Specifically, purchases 

such as transportation, laundry service, advertising and personal alarms may be of more benefit 

to the potentially more independent consumer, than are the more conventional assistive devices 

that were likely to be purchased under other programs, such as durable medical equipment and 

home modifications.  It is also interesting that transportation and laundry service, the two areas 

most strongly associated with having no unpaid help, are both services, rather than items or 

equipment (such as a toaster or blender), and as such, are most similar to the types of assistance 

that might otherwise be provided by a worker.  This emphasizes the potential substitutive value 

specific services for general human assistance. 

Race and Ethnicity 

Survey data had also raised issues about racial differences in consumer purchases. Table 

9 presents cross-tabulations of New Jersey purchases made with CCDE funds by race/ethnicity 

of the consumer.  There were no significant differences found by race or ethnicity for having 

made any purchase of goods or services (versus no purchase) with CCDE funds.  However there 

were some significant differences in the types of items purchased. White consumers (vs. Non-

White consumers) were more likely to have purchased shopping and errands, housecleaning, 

computer equipment and supplies and massage or therapy, but less likely to have purchased 

laundry service.  Hispanic consumers were more likely than Non-Hispanic consumers to have 

purchased transportation and laundry service, although less likely to have purchased 
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pharmaceutical supplies, home modifications, agency worker services, vehicle modifications, 

computer equipment and supplies and therapy or massage.  Black consumers were more likely 

than Non-Black consumers to have purchased laundry service, large appliances and exercise 

equipment.  Asian consumers were more likely than Non-Asian consumers to purchase outside 

chore services.  

  49



 
 

 

Table 9: Percent of New Jersey consumers who purchased in category with CCDE funds by race/ethnicity 
 White 

(n=246)  
Non-White 
(N=272) 

Hispanic   
(N = 
171)  

Non-Hispanic    
(N = 347) 

Black  
(N = 166) 

Non-Black   (N 
= 362) 

Asian        
(N = 37) 

Non-
Asian (N 
= 481) 

Percent who purchased: %  %  %  %  % %  %  %  
Any purchase 81  86  83  84  86  83  89  83  
Transportation 46  47  **56  42  47  46  38  47  
Laundry service **30  42  *43  33  *43  33  24  37  
Insurance 38  37  38  37  36  38  43  37  
Small kitchen appliances 9  12  8  12  13  10  8  11  
Small Appliances - general 10  11  8  11  13  9  14  10  
Large appliances 5  10  6  8  **12  5  3  8  
Durable med.equip. / furniture 9  8  6  10  11  8  3  9  
Pharmaceutical supplies 8  8  *5  10  7  9  11  8  
Prepared food 8  8  8  7  5  9  14  7  
Home modification 5  7  *3  7  8  5  5  6  
Agency worker service 5  6  *2  7  8  4  3  6  
Shopping and errands *9  4  7  7  4  8  5  7  
Grooming service and supplies 5  3  2  5  4  4  5  4  
Housecleaning *6  2  2  5  4  4  0  4  
Vehicle purchase/modification 1  2  *0  2  2  1  3  1  
Postal and office supplies 1  1  1  1  2  1  0  1  
Outside chore service 1  1  0  2  1  1  *5  1  
Moving expense 1  1  1  2  2  1  0  1  
Exercise equipment 0  1  0  1  **2  0  0  1  
Telephone equipment/service 2  1  1  2  2  1  0  2  
Computer equipment/supplies *4  1  *0  4  2  3  0  3  
Personal alarm system 0  1  0  1  1  0  0  1  
News Ads 1  0  0  1  0  1  3  1  
Massage or therapy *3  0  *0  2  1  2  0  2  
Small equipment for self-help 0  0  0  1  1  0  0  0  

 

 

How the purchase of goods and services substitutes for human assistance  

CCDE funds for purchases had to be set aside from the CCDE human assistance budget. 

Some focus group participants indicated that they made up this difference by simply accepting 

fewer hours of  care and thus were able to plan for and save small sums each month. (Although 

this was not specifically mentioned in focus groups, as most consumers were receiving unpaid 

assistance, consumers may have substituted unpaid assistance for the paid assistance). Many 

focus group participants, however, seemed to rely on the money that was “left over” – i.e., the 
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accumulation of funds that might occur due to the uneven number of weeks in a month when 

funds are allotted on a monthly basis but caregivers are paid by the hour, or accumulated by a 

paid caregiver’s unanticipated absence or simply by being able to save funds by paying 

caregivers a little less per hour than they might otherwise receive. This perception of the funds 

available for purchases as “left-over” was especially noted in Arkansas, where the human 

assistance budgets were relatively small.  However, we were also informed by the New Jersey 

fiscal intermediary representative that due to such factors as the variation in the number of 

working days per month, it would have been almost impossible for a consumer to have 

completely balanced his or her budget each month, and small amounts of funds would almost 

certainly accumulate that could be used toward planned purchases. 

In both Arkansas and New Jersey we were informed by program staff that a general 

requirement for the approval of most goods and service purchases was that the client be able to 

demonstrate that the purchase will substitute for “personal care” (i.e., human assistance) or 

“increase independence”. In New Jersey, we learned from consumer and consultant focus groups 

that in some cases, if a question arose, a letter was required from the consumer to detail exactly 

why or how the anticipated purchase would accomplish these goals. Under both programs, any 

funds directed to the purchase of goods or services reduce (at least temporarily) the amount of 

funds available to pay for human assistance.  With these program requirements in mind the 

question of whether the purchases made under the CCDE program substitute for paid human 

assistance (provided by the same program) must be answered in the affirmative, both by simple 

mathematics and by common sense. We know that the consumer has substituted an equal value 

in his/her paid human assistance allowance to make the purchase. This would be true even for 

consumers who considered some of their funds “left-over”. That is, working within a finite 
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budget, for each purchase made, the consumer has already given up some paid human assistance 

that would have been allowed and/or provided by the program. All things being equal, a 

consumer who makes a purchase will have received fewer hours of paid assistance than a 

consumer who spends his/her entire budget on human assistance.   

The personal assistance substitution value of these consumer selected goods and services 

was further emphasized by focus groups participants as they commented on how purchases 

increased their comfort, safety, mobility, ability to perform tasks and independence -- which are 

all goals of personal assistance (traditionally human assistance) services. They also commented 

on how these purchases relieve caregiver burden. One New Jersey consumer representative 

explained how the purchase of a microwave oven assisted her in being able to provide more care 

for her mother: “Honey, I can get my mom food while I’m sleeping on the microwave and when 

it’s finished it’ll beep and if I’m sleeping standing up the microwave will beep again, it’ll beep 

until I take the food out, it’s made it 101% easier for me, it’s a life thing for me”. Another New 

Jersey representative explained how she maximized unpaid help for her mother and respite for 

herself: “my daughter takes my mother to church and I give her money for gas”. An Arkansas 

consumer noted: “ I had a lift installed in my van, so I can be independent.” A New Jersey 

consumer was asked to explain how the purchase of a computer affected his daily life: “It aids 

your mobility; you can contact other people, converse with other people on it, pay bills and stuff 

like that”. A review of the specific items purchased by (New Jersey) consumers and approved by 

program staff provides a starting point for defining the types of items that can provide some of 

the outcomes that have traditionally been provided by human assistance. (see Appendix A).  

In the absence of a controlled study assessing the effects of equipment purchase independent 

of other program and background factors, the best evidence of the relative economic value of the 
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equipment, goods and services purchased by consumers who were given more choice in purchase 

of goods and services, as under the CCDE program, comes from the consultants, the consumer 

representatives and especially from the consumers themselves. One issue that arose in focus 

groups was the choice and selection of the correct piece of equipment or service that exactly met 

the individual consumer’s needs. Participants, as well as consultants, explained that items 

available through other programs may appear similar, but if not exactly suited for a particular 

consumer, the worth to the consumer was greatly diminished. For example emphasizing the 

concept of consumer choice, one consultant explained, “The type of vacuum cleaner that they 

purchased was something easy for them to maneuver”.  It was also a primary assumption of the 

CCDE program that consumers given control of their budgets could and would shop for the best 

deal available, and consumers provided evidence of their concern about relative costs…”“I went 

shopping and compared the prices of the computers and I got the model and the number and I 

submitted it to Personal Preference…”.  In some cases consumers went beyond simply shopping 

for the best deal and provided their own or other’s labor to supplement the value of the purchase. 

An Arkansas consumer related : “I got a ramp for my wheelchair.  My son didn’t charge me the 

labor. “ Focus group participants were clearly concerned with obtaining the best product for their 

needs, while maximizing the value of their budget dollars 

Suggestions for improvement of the program 

The majority of consumer focus group participants expressed overall approval of the 

program and appreciation of the difference their purchases had made in their lives. However, 

consumers, especially in Arkansas, still felt that the record keeping and state oversight was more 

burdensome than necessary. Consumers offered such comments as: “You have to write down and 

make a log of every dime we spend of the cash allowance. Before, we didn’t have to do that.  
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Personally, I’m not that educated and I’m not that crazy about writing, or, “…the State 

government gets too involved in your home, They are asking for more records, receipts, 

bookkeeping.”  or, “We have to account for anything and I don’t think it’s right.   I appreciate 

what I’m getting, but I don’t think it’s anyone’s business how I spend it.” While consumer 

accountability is an important issue, cash option programs must strive to limit the record keeping 

burden that is imposed on the consumer. Additional training for consumers may be useful as 

well.   

Consumers in New Jersey were most concerned about the “new” program requirement 

that purchases be planned in advance in order for funds to accumulate and all participants agreed 

that they strongly preferred their original understanding that they could save the funds for 

unanticipated needs and purchases. Consumers felt more comfortable, and in fact, believed they 

were behaving with more fiscal responsibility when they could accumulate this type of safety 

net. At least one New Jersey consultant expressed the same idea “…I think that’s part of my 

frustration is that when they came up with this new rule that you couldn’t use the unexpended 

funds you’re just sending it back to the state which they had no idea that there would be a 

balance left over and it’s kind of an unfair thing.” The issue of accumulation of unexpended 

funds is a sensitive one, and a balance needs to be reached between encouraging thrift and 

economy (as well as acknowledging that consumers may have unanticipated needs), versus 

allowing consumers to accumulate unbudgeted funds left over from months when their personal 

care needs were met without these funds.  

A related issue for New Jersey consumers was concern about a lack of information about 

“their” funds. They suggested, “Make the consultants more aware of how to explain what is 

available to you” or, “We don’t know what the balance is at the end of the month so we can’t 
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utilize it”. It is important to have clear accounting and reporting for consumers, and program 

staff were working on the improvement of this issue as this study progressed.  

A final issue that was raised by consumers and consultants in both states was a lack of 

clarity about the decision process and decision rules for the approval of purchases.  It is a 

difficult task to keep a program flexible enough to meet the needs of individuals and to allow for 

creativity in meeting those needs, while at the same time giving participants enough sense of the 

boundaries and limits of the program.  Further informational materials, for consumers and 

consultants, which include examples and scenarios of possible purchases, may provide some 

additional guidance in this area.  

Summary Discussion  

 The CCDE experiment set out to test the feasibility, process, and value of letting the 

consumers determine how best to meet their own personal care needs.  To implement this new 

flexibility, the cost of the consumer’s traditional, human assistance-based, care plan budget was 

allowed to be spent at the discretion of the client with the support of the program consultant to 

assure that the expenditures were intended to increase the client’s independence and/or reduce 

their need for human assistance.   

 There are potentially multiple benefits to the consumer under this “cash and counseling” 

model.  Client can hire their own workers, set the schedule to meet their own daily rhythms, pay 

their worker more or less wage depending on the circumstances, and purchase personal care 

related EGS that could supplement, compliment, or substitute for human assistance.  Indeed, 

depending on how much of the traditional agency overhead allotment is made available in the 

consumer’s budget it is possible that all these benefits are feasible.  In New Jersey, for example, 

where the agency budget amount made available to consumer was discounted only by enough to 

  55



 
 

pay for the fiscal intermediary and counseling services (10%), the money available for the cash 

management plan allowed the consumer to get the same hours of human assistance, pay their 

worker somewhat more than what the agency might typically pay and still afford to buy some 

personal care related EGS.   

 This opportunity served to highlight how important EGS were in meeting the preferred 

personal care needs of clients.   In New Jersey, 84 % of the clients in the fiscal intermediary 

sample used their cash to purchase some form of EGS to supplement their personal care worker 

support.  Transportation (46%) and laundry service (37%) ranked highest among the wide array 

of EGS items indicating that many need or want to access these services separately rather than 

relying on their worker for them.   

 It is clear that even with our attempt to categorize the various purchases into 

homogeneous groups, no other EGS category (with the exception of insurance (36%) which is 

more an administrative expense) captured the interest of more than 10% of the clients.  The 

unique and personal preference choices would have been hard to anticipate in advance with a set 

of allowable and non allowable items.  While New Jersey did offer a such list as guidance for its 

program administrators (see Appendix B), it came with the caveat that other items requested to 

be paid out of the cash grant must be directly linked to meeting personal assistance needs and 

were subject to review and approval by the State Division of Disability Services.  Currently this 

approval is required to be through written communication, especially when the client wants to 

use unexpended funds for some worthy yet previously unanticipated need.  But it is important to 

note that EGS are clearly recognized as legitimate uses of the cash benefit.  The written approval 

process currently being used in NJ is an opportunity to further engage the consumer in their own 

personal care and should serve to further clarify the case for personal care related EGS  
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 While detailed Arkansas EGS purchase data comparable to that for New Jersey were not 

available for this study, further insights were gained by comparing the baseline and 9 month 

CCDE survey data for NJ and AR.  In both states the cash option helped consumers increase 

their purchase of the types of EGS that help with personal activities such as communication, 

meal preparation, housekeeping, or to help keep the consumer safe.  Focus group feedback noted 

the increase flexibility, reduced red tape, and counseling as contributing to this result.  Similar 

results for home and car/van modifications were not found.  However, in both NJ and AR there 

was a clear propensity for those who purchased something within one or more of the three broad 

EGS groups before the study were also more likely to make purchases during the study period.   

 The socio-demographic data suggest that the cash option may have had the greatest 

impact on the helping the most underserved (65 and older males, younger females, and non-

whites) to increase their purchases of EGS that help with personal activities.  There is also some 

evidence of balancing access to these EGS supports among those of differing health status; 

particularly benefiting those who were not getting better with time.   

 The association of purchases and help received (paid and unpaid) is not straightforward.  

Some types of purchases may substitute for human assistance; some maximize the value or 

increase the retention of human assistance.  

Although consumers without paid or unpaid help could be more likely to need and purchase 

assistive equipment, there are several reasons why receipt of unpaid help might be, as the CCDE 

survey data suggests, positively associated with purchasing modifications and equipment. 

Receipt of paid or unpaid help (as well as living with others) could be a reflection of greater 

severity of disability and greater need for modifications or equipment. As the baseline survey did 
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not include a clear measure of the severity of disability (apart from measures of help received at 

baseline), the analysis could not be controlled for or test this type of influence on the findings.   

However, assistance is also a reflection of increased human resources available to the 

consumer, and this may also, in part explain this association. Consumers who receive help would 

be more likely to have friends and family members who can maximize the worth of an assistive 

device that may provide some, but not total independence (i.e., a van ramp that allows the 

consumer passenger access, as opposed to modification of driving controls). Friends and family 

who assist the consumer may also assist the consumer with investigating, choosing and shopping 

for assistive equipment, and thus further simplify the purchase process. Some purchases may be 

made by consumers expressly to assist their unpaid providers  -- for example an air conditioner 

would increase the comfort of the unpaid worker (as well as the consumer), or a microwave oven 

might save time for the caregiver.  One Arkansas focus group participant explained her use of 

some of the CCDE cash benefit; “I use it for cleaning supplies to make it easier on my son when 

he comes in to do the cleaning.”  It is not unlikely that consumers with paid or unpaid help are 

concerned about providing goods and equipment that increase the likelihood of retaining that 

help.  

The positive association of help with equipment purchase is particularly notable in that it 

underscores the complex and even synergistic nature of the sources of assistance most consumers 

coordinate to achieve their care. Paid and unpaid help can maximize the utilization of assistive 

equipment, while at the same time, assistive equipment can maximize the utilization of paid and 

unpaid help.  It is also worth noting that the cash option allows services normally received by the 

consumer from their personal care worker to be unbundled; customized to allow for the strengths 

and preferences of both the consumer and their workers.  One result of this flexibility is that 
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people who relied on paid help were more likely to buy important services like transportation 

and laundry ala cart with their cash allowance.   

This theme of personal individuality was repeatedly part of the focus groups discussions 

as participants reinforced their program experiences with examples of unique purchases that had 

special personal relevance.  In addition, though the numbers were often small, the purchase 

patterns in the fiscal intermediary detail reveal numerous cultural differences in personal 

preferences.  Differences in the types of items purchased by consumers of different racial or 

ethnic backgrounds most likely reflect a variety of social factors such as different rates of home 

and vehicle ownership, different cultural patterns of family connectedness and different 

household traditions and priorities (such as the importance of large home cooked meals vs. quick 

easily prepared foods). As choice increases, as under a program like the CCDE, it is not 

surprising that such patterns would emerge, and this emphasizes the flexibility that a cash option 

offers to consumers.  

Conclusions 

In one sense the most liberal approach for states to cover personal care related EGS is to 

include them as a Medicaid state plan benefit. This allows EGS to be made available to anyone 

eligible for Medicaid, not just those in need of nursing home care.  But concerns about this broad 

eligibility typically results in states adopting restrictive financial and need criteria.  As a result 

the eligibility criteria for state plan EGS would be not as liberal as what might be possible under 

a 1915 (c) home and community based (HCBS) waiver program.  While these waiver programs 

are targeted only to those who need nursing home care and States often use waiver programs to 

selectively limit the benefit and/or beneficiaries, waiver programs often permit the type of 

flexibility and consumer choice that allows consumers to do creative things to help remain 
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independent at home rather than have to go to a nursing home..  HCBS waiver programs are a 

likely framework for clarifying the definition of personal care to include EGS.  But within an 

optional state plan personal care program there is also no reason not to allow the capitated care 

plan approach used in the CCDE to allow consumers the chance to trade-off of human assistance 

for relevant EGS.   

It is easy to see the value of clarifying the definition of personal care to include EGS.  

Consider the types of unique personal care related EGS purchased in NJ, the number and 

characteristics of those who took advantage of the opportunity to trade human assistance for 

EGS, and the gratitude expressed in both NJ and AR focus groups for the opportunity to 

purchase EGS.  Although flexibility around the purchase of EGS was not a major focus of the 

CCDE, clarifying the definition of personal care to allow for the purchase of EGS has became an 

issue to be addressed as new consumer directed programs emerge. Further research, especially 

controlled studies where the flexibility provided by directly hired workers is a constant and the 

variable is the ability to purchase specific types of EGS, would allow a closer look at they 

benefits in consumer health and satisfaction as well as cost containment associated with EGS 

purchases. 

Personal care services as currently defined by CMS are restricted from including 

purchase of ancillary EGS like those found to be common choices in the CCDE.   But the 

definition of personal has been evolving.  As recently as 1999, CMS approved supervision or 

cuing so that a people can perform tasks for themselves.  This study suggests that the definitions 

and boundaries that states have been required to place on personal care should be further 

expanded to include the option to choose personal care related EGS.  This is already happening. 

It has been reported that transportation services, one of the most commonly purchased services in 
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the CCDE, were allowed in at least 65% of the state personal care programs (LeBlanc, Tonner, 

and Harrington, 2001) 

 The results of this study suggest that human assistance only is an outdated approach to 

personal care.  As states struggle with worker shortages, the need to contain costs, and 

compliance with the Supreme Court decision in Omstead v. L.C. (1999) they have come to 

recognize that empowering the consumer to find their own workers and to supplement them with 

purchases of EGS is a superior alternative to spending more money to stimulate the supply of 

personal care workers or to letting people deteriorate to the point were high cost medical and 

institutional care is the only option.   
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Appendix A: 

Purchases recorded by fiscal intermediary agency for New Jersey CCDE consumers between May 01, 2000  and November 30, 2002 
1996 Ford/1993 
Chevy 

Counter top 
modification Grabbers Maxi aids Raised toilet seat Tactile alarm 

3 walls in 
bathroom cream Grocery shopping Meal Ramp Talking watch 
Adjustment table f crock pot Groom Meal delivery Ramp construction taxi 
Adult diaper Cushion hair Meal preparation Ramp/installation Taylor gifts 
Adult under pads depends hair and nails Meals on wheels rash cream therapy 
Advertisements Diapers hair dryer meat slicer Reacher Theravac/mini ene 
Agency service dish washer handicap bar mechanical therapist Recliner thermabath 
Air conditioner Dishwasher repair Handrail Medical alert alarm Recliner mattress set Tilt table 
Air purifier distilled water Handyman Medical alert bracelet recliner with electric tips 
Anita care Dryer hanging file folders Merchandise Refrigerator Toaster 
Ankle braces electric chair Health care products Microwave Regal insurance toaster oven 
Anursing Electric installation Health Insurance Microwave stand Remote control Transfer board 
Appliances Electric lift Healthcare Misc. expenses rental insurance Transport chair 
arthritis cream Electric manicure kit Heartland America Motor lift chair Rental moving van Transportation 
Arthritis 
cream/Rite Electric mixer HELPcard Moving expense 

rental/work comp 
insurance transportation /taxi 

bandages electric stair lift High Quality carpet Moving truck 
Rental/workers comp 
insurance transportation/bus 

bank fee Electric tea pot Home health aid 
National Allergy 
Supply Repair lift chair Treadmill 

bath bench 
Employee health 
Insurance Home health care Newsad respite TV Video monitor 

Bath chair 
Envelope and 
stamps Home instead senior 

Nicole 
Ajax/transportation Reusable underpad Ultra massage 

Bathroom Ergo rest long arm Home Insurance NJ buspass Robin Hash Cleaning used car 
Bathroom 
modifications Errands Home repair Non skid dycem pad rubber pants Vacation pay 
beauty salon errands Home/workers comp non-medical tra Safety railings Vacuum 
Bed ethnic food Homecare services O'donnell Safety rails Van accessible 

Bed lift Excel software 
Homemaker/chore 
service Orthopedic mattress Sammons Preston Van with ramp 

bed sore cream Exchange account Hospital bed outside chore service Sanipant Various medical items 
Beeper/Cellphone Exercise Equipment Housekeeping Oxygen machine Scooter Vehicle modifications 
Big button phone express mail housekeeping Oxygen tank Scooter battery Vehicle purchase 

Blender Eyeglasses Improved living 
Packing and moving 
van Seat lift chair vehicle repairs 

Blood pressure 
monit Fedex Install new be Pads Senocot Verizon 
Boost Plus Feeding bench/CVS insurance pads Serta Coral Gables vitamins 
Boxspring file cabinet Interior door pans and table fo Service Voice recognition 
Boxspring and 
mattress Fire insurance Judith Case House cle paraffin refills Service of PCA walker 
Brace repair food delivery juicer Paraffin therapy Service/reim walker cane 
Brush head refills Food prep/delivery Knee wedge Patient care shoehorn Walkway railings 

Can opener 
Food processor - 
juice knives/cutting board Personal response  Shoes Washer/dryer 

cane and binders food saver Laundry Pharmacy shopping Washing machine 
Care training Food shopping laundry pharmacy shopping and errands Watch 
Carol Wright Foodshop lawn care Phone shower chair Water bottle/bottle 
Carpet foot spa Lawn service Pool lift Silent magnetic resist Water pillow 
carpet cleaner freezer Leg lift device Portable fan Slide out AC Weight scale and pads 
cash -electric be Furniture Let it shine Portable toilet Sofa Wheelchair umbrella 
Chair lift Furniture moving Lifeline emergency C Postage Special Care Agency wheeled cart 
cleaner laundry Garage door Lift chair postage stamps Stair glide wipes 
cleaning Gas Lift recliner chair Prescription bike Stair lift Wood and linoleum 
Cleaning service gasoline Lithium scale Pressure cooker Stair lift installation wrist band 

Coffeemaker 
George Foreman 
grill lotions Printer Stairlift rental 

Companion Glider chair Massage printer cartridge standing fan 
Computer Gloves massage pillow set Purifier Steam Vacuum 
Construction glucose strips Massage sofa Quad cane straight cane 

Cordless phone Grab bars Mattress 
Queen mattress and 
boxspring Sylvia's cleaning service 
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Appendix B: 
 
New Jersey’s Personal Preference Program Guidelines for Using Cash 

 
ALLOWABLE ITEMS 
 
• Employment of individuals, including family members, to provide personal assistance. 

 
• Purchase of service from home care provider or temporary help agencies.   
 
• Background checks and benefits for employees 
 
• Purchase or increase in rental or homeowner’s insurance, or other liability insurance as it relates to consumer’s 

role of employer. 
 
• Personal assistance services training and education that enables the personal assistant to deliver personal 

assistance with high levels of quality.  May be purchased from a variety of sources, including a home care 
agency or a vocational or technical school. 

 
• Chores services-including outside chores that provide for a safe environment and access in and out of the home. 
 
• Cleaning service from firms or individuals 
 
•  Food preparation service and delivery for prepared foods. 
 
• Transportation services not currently available under other program resources.   
 
• Laundry service from a Laundromat or other provider. 
 
• Errand service to assist with banking, shopping and other types of routine tasks. 
 
• Home modifications such as ramps and grab bars, installation of visual or tactile alarms as well as wander 

alarms and other modifications not currently paid for by other program resources.   
 
• Supplies and equipment that promote or enhance independence that are not currently paid for by other program 

resources.   
 
• Cash for taxi fare or pay an individual (neighbor, friend) gas money for performing errand services 
 
• Adult Day Care 
 
• Respite services to relieve unpaid caregivers 
 
ITEMS NOT PERMITTED 
 
• Food and/or other beverages 
 
• Entertainment equipment or supplies such as videos, VCR’s, televisions, stereos, CD’s, DVD’s, audio/video 

tapes, etc.  
 
• Illegal drugs or alcohol 
 
• Costs associated with travel (airfare, lodging, meals, etc.) for vacations or entertainment.   
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• Clothing or shoes 
 
• Comforters, linens or drapes 
 
• Paint and related supplies 
 
• Most Furniture 
 
• Medications, vitamins/herbal supplements 
 
• Laundry detergent, household cleaning supplies 
 
• Vehicle expenses including maintenance and repairs, insurance, gas money for a personal vehicle 
 
• Landscape and yard work 
 
• Massages, manicures and pedicures 
 
• Other items which are not directly related to meeting personal assistance needs 
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