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NATIONAL RESOURCE CENTER FOR PARTICIPANT-DIRECTED SERVICES 
STAFF DIRECTORY 

 
ParticipantDirection.org 

Drawing on over a decade of experience with participant direction, the National Resource Center 
for Participant-Directed Services (NRCPDS) serves to assist all programs, regardless of funding 
source, to develop and improve their participant-directed options.  The NRCPDS draws on years of 
experience as a National Program Office for the Cash & Counseling project.  For more information 
on our work with the Cash & Counseling project, please visit our website. 

Our Mission 
To infuse participant-directed options into all home- and community-based services by providing 
national leadership, technical assistance, education, and research, leading to improvement in the lives 
of individuals of all ages with disabilities. 
 
Our Expertise  
We have a team of experienced subject matter experts with a long history in the field of participant 
direction.  

Financial Management Services: Led by Mollie Grotpeter Murphy 
Membership:  Led by Molly Hurt  
National Participant Network (NPN):  Led by Althea McLuckie 
New Initiatives and VD-HCBS: Led by Dianne Kayala 
NRCPDS Leadership: Led by Kevin J. Mahoney 
Program Development and Implementation: Led by Suzanne Crisp  
Public Policy: Led by Erin McGaffigan  
Research: Led by Lori Simon-Rusinowitz 
Training: Led by Mark Sciegaj and Casey Sanders 

 
 
Contact Us 
 
For questions regarding the National Participant Network (NPN): 
Althea McLuckie 
Althea.mcluckie@bc.edu 
 
For questions regarding Technical Assistance and Training:   
Jim Wironen 
james.wironen@bc.edu 
617-552-2936 

 
 
 
 

http://www.bc.edu/schools/gssw/nrcpds/cash-and-counseling.html�
mailto:mcluckie@bc.edu�
mailto:james.wironen@bc.edu�
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Focus on Health Reform:  Summary of New Health Reform Law  
 
Focus on Health Reform:  Health Reform Implementation Timeline  
 
Congressional Research Service (CRS) Report:  Community Living Assistance Services and Supports 
(CLASS) Provisions in the Patient Protection and Affordable Care Act (PPACA) 
 
Long Term Services and Supports and Chronic Care Coordination: Policy Advances Enacted by the 
Patient Protection and Affordable Care Act 
What are the policy changes related to the continuum of care for older people—specifically long 
term services and supports (LTSS) and chronic care coordination? This analysis examines major 
provisions in these areas which are organized into five categories: 1) national insurance for long term 
services and supports; 2) Medicaid options and incentives to expand LTSS; 3) other LTSS 
provisions; 4) chronic care coordination; and 5) nursing home reforms.  
 
Patient Protection and Affordable Care Act:  Sec. 2401. Community First Choice Option At-A-
Glance 
 

 
 
 
 
 
 
 
 
 
 

http://www.kff.org/healthreform/upload/8061.pdf�
http://www.kff.org/healthreform/upload/8060.pdf�
http://op.bna.com/hl.nsf/id/sfak-86aq69/$File/CRS%20Class%20Act.pdf�
http://www.hcbs.org/moreInfo.php/doc/3127�
http://www.hcbs.org/moreInfo.php/doc/3127�
http://www.bc.edu/schools/gssw/nrcpds/meta-elements/pdf/CommFirstChoice_Over.pdf�
http://www.bc.edu/schools/gssw/nrcpds/meta-elements/pdf/CommFirstChoice_Over.pdf�
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THE ROLE OF REPRESENTATIVES  
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Articles 

 
IndependentChoices Representative Screening Forms 
Screening form to propose a participant’s representative.  Includes a definition of the representative 
role and a list of requirements outlining what the representative can and cannot do.   
 
IndependentChoices Representative Designation 
Form for the participant and authorized representative to complete in order to designate the 
participant’s representative.   
 
Payments to Families Who Provide Care: An Option That Should Be Available 
A look at the discussion surrounding the payment of relatives who provide personal assistance 
services. The article explains why payments to family caregivers should be an option and details the 
benefits of such a policy. The article provides references to related research and insight into 
surrounding ethical and practical issues. 
 
An Exploratory Study of Personal Assistance Service Choice and Decision-Making Among Persons 
with Disabilities and Surrogate Representatives 
This report’s results suggest that surrogates can adequately represent consumer's views about 
satisfaction with personal assistance, and therefore provide encouragement to continue investigation 
of the utility of surrogate representatives. The study results also replicate previous findings that 
persons with cognitive impairments and persons with severe disabilities are able to express their 
preferences for everyday matters.

http://www.cashandcounseling.org/resources/20060111-163254/ScreeningForm.pdf�
http://www.cashandcounseling.org/resources/20060111-163254/ICRepresentativeDesignation.pdf%0c�
http://www.cashandcounseling.org/resources/20051202-155025�
http://www.cashandcounseling.org/resources/20051205-135807�
http://www.cashandcounseling.org/resources/20051205-135807�
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Sample Designation of Authorized Representative Form 
 
 

Designation of Authorized Representative 
PersonalChoice Program 

 
Consumer Name_________________________________________________ 
 
Address ________________________________________________________ 
 
City _____________________________________ State _____  Zip ________ 
 
Telephone # ________________  Medical Assistance # _____-_____-______ 
 
I Hereby Designate: 
 
Name: __________________________________________________________ 
 
Address: ________________________________________________________ 
 
City: _______________________________  State: ________  ZIP: _________ 

 
to serve as my representative in the RI PersonalChoice Program.  My representative will 
complete and sign all forms and agree to meet all documentation requirements for this Program.  
My representative will assist me in using the RI PersonalChoice monthly allowance to purchase 
the services and items that meet my personal care needs as documented in my approved 
Individual Service and Spending Plan. My representative will assure that my independence and 
choices are honored and supported. 
 
___________________________________________         ________________ 
Consumer’s Signature                                                         Date 
 
 
I hereby agree to serve as the Representative for the above named Consumer and understand my 
responsibilities and duties under the RI PersonalChoice program. 
 
___________________________________________          ________________ 
Authorized Representatives Signature                               Date 
 
 
___________________________________________      _________________         
Witness Signature                                                                 Date 
(Required if either the Consumer or Representative sign with a mark) 
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Sample Participant Rights and Responsibilities Document 
 

PersonalChoice Participant Rights and Responsibilities 
  
Participant Rights 
As a participant in the PersonalChoice Program I have the following rights: 
1. The right to be treated as an adult, with dignity and respect all times. 
2. The right to privacy in all interactions with my Service Advisor and Fiscal Intermediary and be 

free from unnecessary intrusions. 
3. The right to make informed choices based on the information provided to me as a program 

participant and any other information I may obtain, and have those choices respected, while 
respecting the rights of others to disagree with the choices I have made. 

4. The right to freely choose between approved providers for both Fiscal Intermediary and Service 
Advisor services. 

5. The right to feel safe and secure in all aspects of life, including health and wellbeing; to be free 
from exploitation and abuse, but not be overprotected. 

6. The right to realize the full opportunity that life provides by not being limited by others, making 
full use of the resources that PersonalChoice provides, and being free from judgments and 
negativity.  

7. The right to live as independent a life as I choose. 
8. The right to have my individual ethnic background, language, culture, faith and beliefs valued 

and respected. 
9. The right to be treated equally and live in an environment that is free from harassment, bullying 

and discrimination. 
10. The right to voice grievances about services without fear of discrimination or reprisal. 
11. The right to voluntarily withdraw from PersonalChoice at any time. 
12. The right to manage personal care assistants by: 

A. Hiring who I want to assist me. 
B. Deciding what special knowledge or skills my assistants must have. 
C. Training each assistant to meet my own personal needs. 
D. Replacing assistants who do not meet my needs. 

13. The right to request a new assessment if my needs change. 
14. The right to create an Individual Service and Spending Plan (ISSP) to meet my needs within the 

PersonalChoice program guidelines, and to change that plan as my needs or goals change. 
15. The right to appeal any decision made by my Service Advisor, Fiscal Intermediary or DHS that 

effects me adversely. 
 
Participant Responsibilities 
As a participant in the PersonalChoice program I have the following responsibilities: 
 
1.   Accept responsibility for my health and safety. 
2. Develop and revise, as needed, a spending plan that details my personal care needs and how they 

will be met through the provision of PCA services and purchase of other goods or services 
related to my personal care. This plan will be developed with the assistance and feedback from 
my Service Advisor. 

3. Recruit, interview and hire my own Personal Care Assistant staff. All staff must submit to a 
criminal background check facilitated by the Fiscal Intermediary that I am enrolled with. I 
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understand certain serious convictions that may appear as a result of this check will prevent me 
from hiring an individual PCA. I further understand that minor offenses that may appear on the 
person’s record will not automatically prevent them from working for me and it will be my 
decision to hire them. 

4. Ensure that PCA staff hired can adequately perform the tasks and care that I need. 
5. As an employer, enter into a written agreement with each of my PCAs before I receive services. 
6. Refer individuals to the Fiscal Intermediary to fill out necessary forms to be paid as my PCA. 
7. Ensure that I will have adequate backup PCA staff or non-PCA support available in case a 

regularly scheduled PCA is unable to fulfill their duties as scheduled. 
8. Provide orientation and training to my PCA staff. I understand I can access additional training 

resources, funded through my Individual Service and Spending plan, if I so choose. 
9. Provide ongoing supervision and evaluation of my PCA staff with assistance, if needed, from my 

Service Advisor. 
10. Schedule my PCA staff. 
11. Manage the use of my PCA hours to ensure that I do not use more service than is indicated in 

my approved spending plan. 
12.  Ensure that my PCA(s) does not work over 40 hours per week, if my PCA(s) work over 40 

hours per week they need to be paid overtime, and I will notify my advisor and fiscal agent. 
13. Monitor, ensure accuracy and verify time worked by my PCAs prior to signing and submitting 

their time sheets to the fiscal intermediary. I understand that time sheets must be received by the 
stated deadlines in order for PCAs to be paid on time. 

14. Notify my Service Advisor when there is a change in my condition or change in the level of 
service that I need. 

15. Notify my Service Advisor and fiscal intermediary, within 5 days, whenever I am hospitalized, I 
understand that I cannot utilize PCA services when hospitalized or in a nursing or assisted living 
facility. 

16. Terminate my PCA staff if necessary and notify the fiscal intermediary when termination occurs. 
17. Contact the fiscal intermediary in the event of a billing or payment complaint. The fiscal 

intermediary will provide a timely response to my inquiry. 
18. Only make purchases of items that are included in my Individual Service and Spending plan. 
19. Not overspending my monthly budget. 
20. Review the monthly spending report from the Fiscal Intermediary. 
21. Make myself and my Representative (if applicable) available for home visits from 

PersonalChoice staff in order to satisfy program requirements. 
22. Ensure that my PCA is performing all duties listed on the work agreement. 
23. Inform my advisor and fiscal intermediary if I should change my address or telephone number. 
24. I must treat my employees, my Advisor and others who work with the PersonalChoice program 

the same way I expect to be treated. 
 
I have read and/or understand these Rights and Responsibilities. 
_______________________________               ______________ 
Participant/Representative signature              Date 
 
_______________________________               _______________ 
Advisor signature                                              Date 
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HIRING RELATIVES 
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Articles 

 
An Option to Hire Relatives as Caregivers in Two States: Developing an Education and Research 
Agenda for Policy Decision-Makers 
This presentation outlines the debate over hiring family caregivers in the Cash & Counseling 
program. A two-state case study is discussed and results are presented.  

 
Paying Family Caregivers: An Effective Policy Option in the Arkansas Cash & Counseling 
Demonstration and Evaluation 
In this comparison of consumers who hired family vs. non-family workers, consumers who hired 
relatives received more service and had equal or superior satisfaction and health outcomes, as 
compared to those who hired non-relatives. Findings are further clarified by drawing from worker 
focus group reports and program experience, and policy issues are specifically addressed. 
 
The Benefits of Consumer-Directed Services for Elders and Their Caregivers in the Cash and 
Counseling Demonstration and Evaluation 
This report draws on extensive evaluation findings to address policymakers’ concerns pertaining to 
the appropriateness of participant-directed services for older individuals as well as the role hiring 
family members has played in individuals’ outcomes and satisfaction.  
 
What does research tell us about a policy option to hire relatives?   
This article highlights new information that can inform the long-standing policy debate about hiring 
relatives as caregivers.

http://www.hcbs.org/moreInfo.php/doc/2784�
http://www.hcbs.org/moreInfo.php/doc/2784�
http://www.cashandcounseling.org/resources/20060222-111538�
http://www.cashandcounseling.org/resources/20060222-111538�
http://www.hcbs.org/files/193/9616/PP&AR.pdf�
http://www.hcbs.org/files/193/9616/PP&AR.pdf�
http://www.hcbs.org/files/193/9616/PP&AR.pdf�
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Minnesota's Waiver Excerpts on Legally Liable Relatives 
 
 Excerpt from Minnesota 1915(c) home and community–based services waivers  
The following language is taken from amendments to Minnesota’s HCBS Medicaid waivers that were approved by 
CMS in March 2004, edited to omit references specific to programs in that state.  
 
Services and Supports Provided by a Legally Responsible Individual  
For a legally responsible individual, including biological and adoptive parents of recipients under 18, and 
spouses of adult recipients, to be paid under the 1915(c) Medicaid waiver, the personal care service or 
support must meet all of the following authorization criteria and monitoring provisions.  
The service must:  

• meet the definition of a service/support as outlined in the federally approved waiver plan;  
• be necessary to avoid institutionalization;  
• be a service/support that is specified in the individual plan of care;  
• be provided by a parent or spouse who meets the provider qualifications and training standards 

specified in the waiver for that service;  
• be paid at a rate that does not exceed that which would otherwise be paid to a provider of a 

similar service and does not exceed what is allowed by the department for the payment of 
personal care attendant services;  

• NOT be an activity that the family would ordinarily perform or is responsible to perform;  
 
The family member who is a service provider will comply with the following:  

• a parent/parents in combination or a spouse may not provide more than 40 hours of services in 
a seven day period. For parents, 40 hours is the total amount regardless of the number of 
children who receive services under the waiver;  

• planned work schedules must be available two weeks in advance, and variations to the schedule 
must be noted and supplied to the fiscal agent when billing;  

• the family member must maintain and submit time sheets and other required documentation for 
hours paid;  

• married individuals must be offered a choice of providers. If they choose a spouse as their care 
provider, it must be documented in the community support plan. 1

 
 

Monitoring Requirements:  
In addition to case management, monitoring, and reporting activities required for all waiver services, the 
state is obligated to the following additional requirements when consumers elect to use legally 
responsible family members as paid service providers:  

• at least quarterly reviews of expenditures, and the health, safety, and welfare status of the 
individual recipient; 2

• face-to-face visits with the recipient on at least a semiannual basis;  
 

• monthly reviews by the fiscal agent of hours billed for family provided care and the total 
amounts billed for all goods and services during the month.  

                                                 
1 For both adult and child waiver participants, the state developed monitoring protocols to address the potential conflict 
of interest of the enrollee’s decision maker hiring themselves to provide a waiver service. 
2 Personnel performing mandatory case management and monitoring will be at the level of trained mandatory reporters 
in recognizing child/elder maltreatment. This includes taking action, when required, to address suspected or alleged 
abuse, neglect, or exploitation of a consumer. 
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WORKER TRAINING
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Articles 
 
Do Participant-Directed Workers Require The Same Training As Agency Workers? Using 
Research To Inform Policy 
While intended to assist new participant direction partners, a wider audience may benefit from this 
review of directly-hired workers' characteristics, experiences, and training needs compared to 
agency-hired workers. This policy brief draws on research from two large scale participant-directed 
options for people with diverse disabilities: the Cash & Counseling Demonstration and Evaluation 
(CCDE) and the California In-Home Supportive Services (IHSS) program. 
 
 
 

Sample Training Manuals 
 
Veterans Independence Program Resources – Southern Maine 
Are you looking to develop resources for a Veteran-directed HCBS program?  
Find materials developed for Southern Maine’s program, including a marketing 
brochure, a detailed guidebook defining concepts such as self-direction and 
financial services, forms and instructions for emergency backup, safety and 
prevention strategies, care plan development and budget worksheets, and detailed 
information and forms to help veterans in their role as an employer.  
 
Kansas Personal Assistance Supports and Services (K-PASS) Self-Direction Toolkit:  
A Comprehensive Guide to Assist Individuals in Self-Direction  
 
Developed by the Kansas University Center on Developmental Disabilities, April 2006  
 
The Kansas Self-Direction Toolkit provides individuals with disabilities the 
information and tools needed to self-direct any component of their personal 
assistance services.  Consumers, case managers, service coordinators, family 
members and others will like the Toolkit’s step-by-step format with a mix and 
match option that puts you in control of the information you want and need to 
self-direct your personal assistant (PA) supports and services.  Whether you are a 
first-time employer or you’ve been hiring PAs for years and are just looking for 
some ideas to make the whole process easier, you’ll like the user-friendly format. 
 
It is an ambitious goal to develop information, all in one “toolkit”, that enables self-directed 
employers to recruit, hire, train, and manage personal assistants (PA). The extent to which this goal 
has been accomplished is due to the diligence of the K-PASS Stakeholder Group and others who 
reviewed the Toolkit draft and offered their advice and expertise.  The Kansas Self-Direction 
Toolkit was modeled on the Tennessee Personal Assistance Supports and Services (PASS) User’s 
Guide, developed under a Department of Health and Human Services grant by The Arc of 
Tennessee. Other resources are listed in the References and Resources section. 
 
 

http://www.hcbs.org/moreInfo.php/nb/doc/3070/Do_Participant-Directed_Workers_Require_The_Same_T�
http://www.hcbs.org/moreInfo.php/nb/doc/3070/Do_Participant-Directed_Workers_Require_The_Same_T�
http://www.hcbs.org/moreInfo.php/doc/3258�
http://www.kacil.org/k-pass.htm�
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Granite State Independent Living (GSIL) Employee Handbook 
The Granite State Independent Living (GSIL) program has developed a great resource 
offered to providers of personal care and homemaking services. This employee 
handbook is intended to serve as a guideline, describing the policies and procedures of 
GSIL’s two Attendant Care Programs, the Personal Care Attendant (PCA) Program and 
the Personal Care Services (PCS) Program for consumers and employees.  
 
 
 
Consumer-Directed Personal Care Attendant Training Manual and PCA Handbook 
  
 
Created for Arkansas' IndependentChoices program, the manual provides help with hiring, training, 
and managing a personal care attendant. The personal care attendant handbook includes information 
for the worker.  
Source(s): University of Arkansas for Medical Sciences 
 
Consumer-Directed Model Training Manual  
Chapters Include:  

• IndependentChoices 
• Identify Your Home Health Care Needs 
• Hiring A Personal Attendant 
• Communication 
• Managing Your PCA 
• Secondary Conditions  
• Physical Activity and Nutrition  
• Abuse and Neglect  

 
 
 
Consumer-Directed Personal Care Attendant Handbook 
Chapters Include: 

• IndependentChoices 
• Training Information 
• Communication 
• Secondary Conditions 
• Things To Know As A PCA 
• Abuse and Neglect 

Arkansas' IndependentChoices Program Manual   
 This manual was developed for the IndependentChoices 
program. It features detailed program information on many topics 
including: eligibility, participant rights, fiscal agents, cash expenditure plans, appeals and personal 
assistants. 
 

http://www.hcbs.org/files/85/4213/Official_PCA-PCSP_Handbook_Regular.pdf�
http://www.cashandcounseling.org/resources/20060303-140846�
http://www.cashandcounseling.org/resources/20070424-164027/IC-ProgramManual-061212-pg2-45.pdf�
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My IndependentChoices Handbook 
Part of the Cash & Counseling effort, IndependentChoices is a Medicaid 
program that allows the consumer to direct their own personal assistant 
services. Because Arkansas was the first state to have a program like this, their 
experiences and materials are a good resource for other states looking to 
implement similar programs. This handbook was created as an introduction for 
new enrollees. 
 
 
 
 

Additional Training Websites 
 
Summary of PHI Services: phinational.org/wp-content/uploads/2009/02/tod_overview_small.pdf 
 
This site gives access to several curricula that are available to download for free or to purchase on 
CDs.  Notably, PHI’s curriculum, “Providing Personal Care Services to Elders and People with Disabilities: A 
Model Curriculum for Direct-Care Workers.”   
http://phinational.org/training/resources/phi-curricula/ 
 
This site describes the range of services that PHI provides to organizations, including technical 
assistance for developing training programs, to curriculum development, to training of trainers.   
http://phinational.org/training/our-services/  
 
Person-Centered Training opportunities available online at www.iod.unh.edu/ 
 
Colorado Consumer Directed Attendant Support Program and Training Manuals 
 
JEVS 
 
National Resource Center for Participant-Directed Services Training Resources 
 
Paraprofessional Healthcare Institute (PHI) Training Curriculum  
 
Personal Choice Program of Rhode Island Training Materials  
 
 
 
 
 
 
 
 

http://www.hcbs.org/moreInfo.php/doc/2981�
http://phinational.org/wp-content/uploads/2009/02/tod_overview_small.pdf�
http://phinational.org/training/resources/phi-curricula/�
http://phinational.org/training/our-services/�
http://www.iod.unh.edu/�
http://www.colorado.gov/cs/Satellite/HCPF/HCPF/1210324172195�
http://www.jevshumanservices.org/�
http://www.training.participantdirection.org/�
http://www.phinational.org/training/resources/phi-curricula/�
http://www.cashandcounseling.org/resources/browse?SourceIndex=Rhode%20Island�
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INNOVATIVE PURCHASING OF GOODS AND SERVICES 
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Articles 
 
Issue Brief: What Impact Does The Ability To Purchase Goods And Services Have On Participants 
In Cash & Counseling Programs? 
 This issue brief, developed by the National Resource Center for Participant-Directed Services, 
examines the impact of the purchase of goods and services on participants. The brief uses 
information collected from project staff and program participants from the Cash & Counseling 
demonstration. 

 
Flexible Choices Program Guidelines for Allowable Expenses 
This section of Vermont's program manual provides more information on what allowable budget 
uses are under the Flexible Choices program and further information about program eligibility. 

http://www.cashandcounseling.org/resources/20090325-145632�
http://www.cashandcounseling.org/resources/20090325-145632�
http://www.cashandcounseling.org/resources/20080820-113113�
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ADDRESSING QUALITY AND MONITORING FRAUD & ABUSE 
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Articles 
 

Addressing Liability Issues in Consumer-Directed Personal Assistance Services (CDPAS): 
The National Cash & Counseling Demonstration 
The purpose of this article is twofold: first, focusing primarily on the Cash & Counselin model to 
identify the circumstances in which such conduct could result in liability and what persons or entities 
are likely to be liable, and second, to identify steps that can be taken to reduce exposure to such 
liability. 
Source:  Stetson Law Review  
 
 
Cash & Counseling: Improving the Lives of Medicaid Beneficiaries Who Need Personal Care or Home and 
Community-Based Waiver Services 
This report summarizes the findings from five years of research by Mathematica Policy 
Research, Inc. on how each of the three demonstration states implemented its program, and on how 
the programs have affected the participating consumers, the consumers’ caregivers, and costs to 
Medicaid. 
Source:  Mathematica Policy Research, Inc. 
 
 
 
Early Lessons from the Cash & Counseling Demonstration and Evaluation 
 An overview of the implementation of the Cash & Counseling program and discusses early lessons 
learned. The implementation lessons are divided into categories pertaining to the different aspects of 
the program; program design, outreach, counseling issues, fiscal intermediary, and monitoring 
quality. 
Source:  Generations 
 
 
Effect of Consumer Direction on Adults’ Personal Care and Well-Being in Arkansas, New Jersey and Florida 
This study of the Cash & Counseling demonstration program for adults in the three participating 
states examines how a new model of consumer-directed care changes the way that consumers with 
disabilities meet their personal care needs and how that affects their well-being. 
Source:  Mathematica Policy Research, Inc. 
 
 
Experiences of Workers Hired Under Cash & Counseling: Findings from Arkansas, Florida, and New Jersey 
This study includes measures describing: (1) the worker’s characteristics and relationship with the 
consumer; (2) the type, timing, and amount of paid and unpaid care provided during the past two 
weeks, along with perceptions of working conditions; (3) whether the worker received training; and 
(4) worker wellbeing, including wages, fringe benefits, stress, and satisfaction. The report is focused 
on describing the experiences of the directly hired workers for the treatment group, using agency 
workers’ experiences as a benchmark. 
Source:  Mathematica Policy Research, Inc. 
 

http://www.hcbs.org/moreInfo.php/doc/786�
http://www.hcbs.org/moreInfo.php/doc/786�
http://www.hcbs.org/moreInfo.php/doc/2108�
http://www.hcbs.org/moreInfo.php/doc/2108�
http://www.hcbs.org/moreInfo.php/doc/169�
http://www.cashandcounseling.org/resources/20060120-102817�
http://www.hcbs.org/moreInfo.php/doc/1663�
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Hiring Relatives as Caregivers in Two States: Developing an Education and Research Agenda for Policy-makers 
This two-state case study reports findings about views from policy experts regarding a policy option 
to hire relatives as caregivers in home- and community-based long-term care programs. Policy-
makers also discussed information needed by other states considering this option and effective 
approaches to disseminate findings about this option from the Cash & Counseling Demonstration 
and Evaluation. 
Source:  Journal of Health and Social Policy  
 
Introduction to Consumer Direction in Long Term Care 
Source: Generations:  Journal of the American Society on Aging  
 
 
Lessons from the Implementation of Cash & Counseling in Arkansas, Florida, and New Jersey 
This report documents the issues raised and opportunities uncovered during the design and 
implementation of Cash & Counseling programs in the original three demonstration states. The 
report discusses aspects of the program including counseling and spending plans, outreach and 
enrollment, the role of representatives, uses for the cash allowance, preventing exploitation and 
abuse, and fiscal services. 
Source:  Mathematica Policy Research, Inc. 
 
Paying Family Caregivers:  An Effective Policy Option in the Arkansas Cash and Counseling Demonstration and 
Evaluation. 
To address policy-maker questions about an option to hire relatives as caregivers, this article 
compares Arkansas Independent-Choices consumers who hired family vs. non family workers.  
Consumers who hired relatives received more services and had equal or superior satisfaction and 
health outcomes, as compared to those who hired non relatives. The article draws on findings from 
paid worker surveys and focus groups as well a program experience. 
Source:  Marriage and Family Review  
 
 
Fraud and abuse is found in all public programs, not just participant direction.  You can find a 
variety of articles about strategies to prevent fraud in the Affordable Care Act (ACA) here: 
www.healthcarelawreform.com/articles/reimbursementfraud-abuse 

 
 

A Guide to Quality in Participant-Directed Services 
A practical handbook on ensuring and improving the quality of services. This guide is based on a 
philosophy that the views of the major program stakeholders -consumers, families, program staff, 
regulators, funders- are the necessary starting point for the design of a quality system.  This study 
was supported by the U.S. Department of Health and Human Services, Office of the Assistant 
Secretary for Planning and Evaluation (ASPE) as part of the National Cash and Counseling 
Demonstration and Evaluation. Kevin J. Mahoney of the Boston College Graduate School of Social 
Work directed the demonstration effort. 
 
Content Include: 

• Executive Summary 

http://www.informaworld.com/smpp/content~content=a918138938~db=all~jumptype=rss�
http://www.asaging.org/generations/gen-24-3/intro.html�
http://www.hcbs.org/moreInfo.php/doc/743�
http://www.hcbs.org/moreInfo.php/doc/1281�
http://www.hcbs.org/moreInfo.php/doc/1281�
http://www.healthcarelawreform.com/articles/reimbursementfraud-abuse�
http://www.cashandcounseling.org/resources/20060111-143548�
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• Strategies for Promoting and Supporting Quality 
• Developing A Quality Management System 
• Conclusion  
• Appendix 

 
 

Quality Management in Self-Direction Programs 
Chapter 8 of Developing and Implementing Self-Direction Programs and Policies: A Handbook covers quality 
management in self-directed programs including: 

• Elements of a Quality Management System: Overview 
• Design Elements of a Quality Management Strategy 
• Discovery Elements 
• Remediation Elements  
• Improvement Elements 
• Overview of Federal Medicaid Requirements for HCBS Quality Management 
• Resources 

 
 

Home Care Quality: Emerging State Strategies to Deliver Person-Centered Services 
This AARP Public Policy Institute Issue Paper examines the efforts of South Carolina, Washington 
and Wisconsin to improve home care quality by using a more person-centered approach. The 
initiatives described in this report point to the significant ongoing efforts that states are using to 
ensure quality care and support in the home. The challenge for state officials continues to be the 
creation of quality assurance systems that place consumer needs and goals for quality of life first.   
 
 

Redefining Quality: Participant-Directed Services Discussion Paper 
This paper explores the various participant-direction models, existing quality management strategies, 
and the potential for change that allows participant-directed quality management systems to remain 
true to the core values they were founded upon. Participant-directed programs face unique 
challenges in meeting federal requirements while remaining faithful to the principles of participant-
direction. Well-defined roles and responsibilities are essential and will directly influence the design.  
 
 
 

Participant Experience Survey (PES) Tools 
The Participant Experience Surveys (PES) is an interview tool developed by MEDSTAT under a 
contract from CMS. The surveys capture data that can be used to calculate indicators for monitoring 
quality within the waiver prograns. Two versions of the PES are included, one for frail elderly and 
adults with physical disabilities and another for adults with MR/DD. A Users' Guide accompanies 
each PES. Each survey can be conducted in a face-to-face interview in 30 minutes or less.  
 
 

Facilitating Consumer Leadership in Service Systems 
Are you looking for a toolkit that provides practical guidelines, recommendations and checklists to 
enhance the capacity to create and sustain partnerships with individuals with disabilities? This toolkit 

http://www.cashandcounseling.org/resources/pdf/cc-08.pdf�
http://www.hcbs.org/moreInfo.php/doc/1534�
http://www.hcbs.org/moreInfo.php/doc/2199�
http://www.hcbs.org/moreInfo.php/doc/652�
http://www.hcbs.org/moreInfo.php/doc/3107�
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presents ideas, techniques and mechanisms that may be useful to state policymakers in developing 
and establishing working partnerships with consumers. 
 
 

Participant Direction During Difficult Budget Times:  
A Toolkit for State Policymakers and Advocates 

Find useful tools to help you advocate for participant-directed services. This toolkit offers a “Budget 
Myths Chart” highlighting common myths, counter-arguments, and important facts to make your 
case, and other helpful tools including personal stories, reports on involving program participants, 
and tips and examples of opinion articles suggested by policymakers and advocates.  
 
 

Fraud and Abuse Webinette 
During this webinette we will look closely at fraud and abuse in both traditional and participant-
directed programs and discuss recommended design features and strategies to prevent or reduce 
fraud and abuse in your program.  These strategies include:  1) Clearly identify participant roles and 
responsibilities; 2) Provide information and training to participants, representative, and workers; 3) 
Ensure Effective Supports are Available; 4) Conduct Monitoring Activities; and 5) Establish 
Effective Communication Paths. 
 
View the Webinette [Offsite Link] 
Webinette Slides [PDF] 
Webinette Script [PDF] 
Webinette Resource Guide [PDF] 

 
 

 

http://www.bc.edu/schools/gssw/nrcpds/meta-elements/pdf/NRCPDS_Budget_Crisis.pdf�
http://www.bc.edu/schools/gssw/nrcpds/meta-elements/pdf/NRCPDS_Budget_Crisis.pdf�
http://nrcpds.acrobat.com/p75081081/�
http://www.bc.edu/schools/gssw/nrcpds/meta-elements/pdf/Fraud_and_Abuse_Webi.pdf�
http://www.bc.edu/schools/gssw/nrcpds/meta-elements/pdf/Fraud_and_Abuse_Webi3.pdf�
http://www.bc.edu/schools/gssw/nrcpds/meta-elements/pdf/Fraud_and_Abuse_Webi1.pdf�
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IMPLEMENTATION OPERATIONAL ISSUES 
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Articles and Manuals 

 
Lessons from the Implementation of Cash & Counseling in Arkansas, Florida, and New Jersey 
This report documents the issues raised and opportunities uncovered during the design and 
implementation of Cash & Counseling programs in the original three demonstration states. The 
report discusses aspects of the program including counseling and spending plans, outreach and 
enrollment, the role of representatives, uses for the cash allowance, preventing exploitation and 
abuse, and fiscal services.  
 
Implementation Issues for Consumer-Directed Programs: A Survey of Policy Experts 
 Implementation issues discussed in this article are centered around how consumers, providers, 
payers, and policy makers are affected by consumer-directed programs. The information for the 
report was gathered through interviews with twenty policy experts from the aging and disabilities 
community. Source(s): Generations 
 
 
IndependentChoices Procedure Manual 
 An alternative to the traditional care delivery system, Arkansas’ 
IndependentChoices was the first program nationally that offered participant-
directed care as an option to its’ Medicaid population. Arkansas serves as a 
model for other states interested in implementing similar programs. This in 
depth procedures manual outlines the history, philosophy and detailed 
procedures for the program. Review examples of these enrollment and 
operating policies.   

 
 

http://www.cashandcounseling.org/resources/20051202-163649�
http://www.hcbs.org/moreInfo.php/doc/2896�
http://www.hcbs.org/moreInfo.php/doc/2982�
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Developing and Implementing Self-Direction Programs and Policies:   A Handbook 

 
   
The Handbook is a guide for State staff in Aging and Disability 
service systems who are interested in and/or responsible for 
designing and implementing self-direction programs. 
 
Chapter 1: Self-Direction: An Overview 

A. What is Self-Direction? 
B.  Key Program Design Decisions 
C.  Resources 

 
 Chapter 2:  Legal Authority 

A.  Medicaid  
B.  Self-Direction in other Federal and State HCBS 

Programs 
C.  Resources 

 
Chapter 3:  Involving Participants in Program Design, 
Implementation, and Evaluation 

A. Involving Participants 
B. Peer Support and Mentoring 
C. Resources 

 
Chapter 4:  Enrollment 

A. Choosing an Overall Enrollment Strategy 
B. Outreach 
C. Establishing Enrollment Policies and Procedures 
D. Tracking Enrollment 
E. Factors That Influence Enrollment 
F. Resources 

 
Chapter 5:  Individual Budgeting 

A. Essential Elements of Individual Budgeting 
B. Authorizing and Modifying Individual Budgets 
C. Resources 

 
Chapter 6:  Counseling 

A. Key Components of Counseling 
B. Developing a Counseling System 
C. Ensuring the Quality of Counseling Services 
D. Resources 

 
Chapter 7:  Fiscal/Employer Agent Services 

A. Overview of Financial Management Services 
B. Fiscal/Employer Agents: Key Characteristics 
C. Key Issues For States Using Government and Vendor F/EAs to Provide FMS 
D. Key Issues for Government and Vendor F/EAs 
E. Promising Practices Related to the Provision of Government and Vendor F/EA Service 

http://www.cashandcounseling.org/resources/pdf/cc-full.pdf�
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F. Outstanding Issues 
G. Resources 

 
Chapter 8:  Quality Management in Self-Direction Programs 

A. Elements of a Quality Management System: Overview 
B. Design Elements of a Quality Management Strategy 
C. Discovery Elements 
D. Remediation Elements  
E. Improvement Elements 
F. Overview of Federal Medicaid Requirements for HCBS Quality Management 
G. Resources 

 
Chapter 9:  Self-Direction and Health Care 

A. Health Care Needs of People with Disabilities 
B. Ways in Which Self-Direction Can Facilitate Access to Health Care 
C. Nurse Practice Acts: How They Can Hinder or Facilitate Health-Related Personal Assistance 

Services 
D. Concerns about Health and Safety Risks and Liability for Poor Health Outcomes 
E. Incorporating Self-Direction Options in Managed Care Plans 
F. Resources 

 
Chapter 10:  Looking Ahead 

A. Resources 
B. Additional Information 

 
Appendix I:  Using Strategic Communications to Ensure the Success of a Self-Direction 
Program 

A. Building Support and Developing Advocates for the Program 
B. Crafting and Delivering Effective Messages 
C. Developing and Disseminating Program Information 
D. Dealing with Opposition and Countering Resistance 
E. Reaching Potential Participants and Encouraging Enrollment 

 
Appendix II:  The Consumer Direction Module (CDM)  

A. The Consumer Direction Module: Overview 
B. Who Can Use the CDM? 
C. Primary Features of the CDM 
D. Costs and Resources to Implement the CDM 

 
Appendix III:  History of Self-Direction 
Origins, Development, and Expansion 
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Early Considerations Webinette 

What are the early considerations program administrators should think through as they begin to 
develop their participant-directed program? This presentation discusses four important topics you 
should consider as you begin your program including reviewing state laws and regulations, creating 
an advisory board, beginning outreach and social marketing efforts, and addressing provider 
resistance. 
 
View the Webinette [Offsite Link] 
Webinette Slides [PDF]   
Webinette Script [PDF] 
 
 

NRCPDS Archived Webinars and TA Calls 
 
Available online:  www.bc.edu/schools/gssw/nrcpds/webinararchive.html 
 
Adding and Sustaining Consumer Direction in Aging Network Programs: Challenges, 
Insights, and Successes        
The first webinar of the Administration on Aging’s four-part Consumer Direction Webinar Series is 
designed for the broad-based Aging Network and begins with a brief overview of consumer 
direction, comparisons to traditional services, and research results.  The webinar focuses on the 
different perspectives of CD including the administrative, Area Agency on Aging, case manager, and 
participant perspectives.  This section includes a panel of guest speakers discussing their experiences 
with CD, original impressions of the program, common challenge and solutions, and general 
insights.  The webinar ends with a tour of helpful websites and electronic resources.  
 
Presentation [PDF]  
Webinar Q&A [PDF]  
Resource Guide [PDF]      
 
 
Changing Practices and Roles: Case Managers as Consumer-Directed Counselors 
This AoA Consumer Direction webinar provides practical information about developing consumer-
directed programs, focusing on how the traditional case manager role transitions to one of a 
consumer-directed counselor.  Additional tools and resources to initiate the transition from 
traditional case management to consumer-directed counseling will also be provided.  Speakers for 
the webinar include:   Mark Sciegaj and Sandy Barrett, NRCPDS, Sue Fox, Institute on Disability at the 
University of New Hampshire, Cara Pellino, a Supports Option Counselor from the Atlanta Area 
Agency on Aging (AAA), and Gwen Hughes, participant representative in the GA Support Options 
program.  
 
Presentation [PDF] 
Resource Guide [PDF] 
Webinar Q&A [PDF] 
Webinar Recording [Offsite Link] 
 

http://nrcpds.acrobat.com/p66118276/�
http://www.bc.edu/schools/gssw/nrcpds/meta-elements/pdf/Early_Considerations1.pdf�
http://www.bc.edu/schools/gssw/nrcpds/meta-elements/pdf/Early_Considerations.pdf�
http://www.bc.edu/schools/gssw/nrcpds/webinararchive.html�
http://www.bc.edu/schools/gssw/nrcpds/meta-elements/pdf/Webinar_Adding__Sust.pdf�
http://www.bc.edu/schools/gssw/nrcpds/meta-elements/pdf/Adding_and_Sustainin.pdf�
http://www.bc.edu/schools/gssw/nrcpds/meta-elements/pdf/Resource_Guide_Addin.pdf�
http://www.bc.edu/schools/gssw/nrcpds/meta-elements/pdf/Changing_Practices_a.pdf�
http://www.bc.edu/schools/gssw/nrcpds/meta-elements/pdf/Resource_Guide_Chang.pdf�
http://www.bc.edu/schools/gssw/nrcpds/meta-elements/pdf/Changing_2Practices_.pdf�
http://nrcpds.acrobat.com/p30568714/�
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Managing Changes: Introducing Consumer Direction to Aging Network Management   
The third webinar of the Administration on Aging’s four-part Consumer Direction Webinar Series 
will focus on consumer direction from the administrative perspective.  This webinar will include the 
prevalence of consumer direction in existing states and what to consider when developing your 
operational plan including the following topics:  early considerations, policies and procedures, 
training, monitoring and quality management, risk management, screening, and involuntary 
discharge. 
 
Presentation [PDF]   
Resource Guide [PDF] 
Webinar Q&A [PDF] 
Webinar Recording [Offsite Link] 
 
 
Consumer-Directed Programs:  Challenges, Insights, and Successes of Training 
The fourth and final webinar for the Administration on Aging’s Consumer Direction Webinar Series 
highlights successful consumer-directed programs and includes a moderated Question and Answer 
(Q&A) session with program staff, consumer-directed counselors, and participants.  Part 1 of the 
webinar focuses on the transition of case managers to consumer-directed counselors.   Programs 
share their experiences with this transition, the changes in roles and responsibilities, and the 
importance of training.   Part 2 of the webinar focuses on training participants, representatives, and 
workers.  Programs discuss their process of developing training programs and manuals and a 
program participant presents his personal experiences training workers.    
 
Presentation [PDF] 
Resource Guide [PDF] 
Webinar Q&A [PDF] 
Webinar Recording [Offsite Link] 
 
 
How Can Consumer Direction Really Be Right For Everyone? 
This TA Call for ADRC and CLP grantees addresses the question, “How can consumer direction 
really be right for everyone?”, and goes beyond risk management to focus on the “hard parts” of 
consumer direction. A panel of experts discusses strategies for assessing participants for consumer 
direction, determining when a representative is needed, and identifying where additional supports 
might be necessary.  Issues around substance abuse in the home and weighing the participants 
“dignity of risk” are also discussed.     
Presentation [PDF] 
Recording [Offsite Link]   
 
 
 
 
 
 
 

http://www.bc.edu/schools/gssw/nrcpds/meta-elements/pdf/Managing_2Changes_Sl.pdf�
http://www.bc.edu/schools/gssw/nrcpds/meta-elements/pdf/Managing_Change_Reso1.pdf�
http://www.bc.edu/schools/gssw/nrcpds/meta-elements/pdf/Managing_Changes_Web.pdf�
http://nrcpds.acrobat.com/p78488974/�
http://www.bc.edu/schools/gssw/nrcpds/meta-elements/pdf/CD_Programs_Webinar_2.pdf�
http://www.bc.edu/schools/gssw/nrcpds/meta-elements/pdf/Consumer_Directed_Pr1.pdf�
http://www.bc.edu/schools/gssw/nrcpds/meta-elements/pdf/CD_Programs_Webinar_3.pdf�
http://nrcpds.acrobat.com/p60202855/�
http://www.bc.edu/schools/gssw/nrcpds/meta-elements/pdf/CD_Is_Right_011310.pdf�
http://nrcpds.acrobat.com/p92973126/�
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ADDITIONAL RESOURCES 
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The Consumer Direction Module 
 

 
www.cdm.ParticipantDirection.org 

 
 

The CDM is a management information system created by a team of participants, program directors, 
and advocates to fulfill the oversight, management, information sharing, and planning needs of ALL 
stakeholders in participant-directed programs. To achieve this mission, we created the CDM to be: 

• Free 
We give you the source code and documentation. Programs are responsible for hosting, 
maintaining and supporting their version of the software.  

• Efficient 
Automated communications and consolidated data and reporting tools drive program 
efficiencies. 

• Accessible 
Independently verified as compliant with the accessibility standards of Section 508 of the 
Rehabilitation Act and WCAG2. 

• Secure 
HIPAA-compliant. Individual users and agencies only see relevant participant information 
for only the participants with whom they work. 

• Browser-based 
Users do not need to download any software: CDM can be accessed using any standard 
internet browser. 

• Owned by you 
You (or someone you hire) can adapt it to your needs without fear of violating a proprietary 
software license. You are not tied to a single vendor’s systems, so you can switch vendors 
without having to train all users on another system or migrating participant data to a new 
database. 

• Customizable 
You can change settings within the administrative front end or modify the source code. 

• Inclusive and empowering 
The CDM provides the tools and information to facilitate active participation of participants. 

 
Features 
Information Management 

• Demographics and program information 

http://www.cdm.participantdirection.org/�
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• Contact information of counselors/support brokers, fiscal agents, employees, medical 
providers and representatives/guardians 

• Any needed documents can be uploaded into a participant’s file 
• Notes can be created, shared, and responded to in a participant’s file 

 
Budget, Spending Plan and Expenditures 

• Manually enter budget or automatically calculate amount based on functional assessment 
• Create, edit, and approve spending plans 
• Track and share actual participant expenditures 
• Coordinate approvals, denials, and appeals 

 
Automated Communications 

• Alerts for immediate action items 
• Notifications about vital information 
• Notes about participants or from participant entered and tracked 
• Broadcast mass emails 
• Distribute blank forms 

 
Reporting 

• 29 built-in reports 
• Budgets, spending plans, and expenditures 
• Enrollment/disenrollment and services 
• Demographics 
• Appeals and incidents tracking 

 
Tech Specs 
The CDM is built on the Microsoft .NET framework with a SQL Server database. End users only 
need a standard internet browser (we recommend Internet Explorer v.7 or higher, Firefox v.3 or 
higher, or Safari v.3 or higher) and some will need Microsoft Excel 2003 or higher. Download the 
Tech Specs flyer for details: http://www.bc.edu/schools/gssw/nrcpds/meta-
elements/pdf/Tech_specs_flyer.pdf. 
 
Getting Started 

• Live demo – Email cdm@bc.edu to set up an online demo and Q&A session. 
• Technical feasibility – Ensure that your server complies with the technical specifications of 

the CDM. You can use an in-house server, borrow server space from a partner agency, or 
contract with a hosting vendor.  

• Test – Download, install, and test the source code.  
• Set-up – The CDM has an extensive suite of administrative tools. Review the settings of 

these tools to make sure that the software is optimized for the rules and workflow of your 
program. The license and documentation also allows for any back-end customization you 
may need. 

• Roll-out –Train the users and distribute log-in credentials. 

http://www.bc.edu/schools/gssw/nrcpds/meta-elements/pdf/Tech_specs_flyer.pdf�
http://www.bc.edu/schools/gssw/nrcpds/meta-elements/pdf/Tech_specs_flyer.pdf�
mailto:cdm@bc.edu�
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National Participant Network 
 
The National Participant Network (NPN) is a national network of participants and their 
representatives who participate, or plan to participate, in participant direction to make living in the 
community possible. The purpose of the NPN is to strengthen the local, state, and national 
participant voice for participant direction and to provide input for the National Resource Center for 
Participant-Directed Services (NRCPDS) products and services. NPN members also have the 
opportunity to provide input on national policy efforts related to participant direction. 
 
A few NPN accomplishments to date: 
 Members testifying at state and federal hearings pertaining to their personal experiences with 

participant direction 
 Members presenting at state and national conferences on the benefits of participant direction 

and on their work to include participants in the design of services 
 Members informing members of innovative approaches and existing tools used within states 

(i.e., lists of allowable individual budget purchases) 
 Participant-designed tools to aid in the growth of participant direction, such as providing ideas 

from a participant perspective pertaining to how states can perform outreach for their self-
directed options 

 Members providing guidance on NRCPDS products and services, such as research on 
innovative purchasing of goods and services and the Self-Direction Handbook for states 
interested in developing a participant-directed option 

 Members providing input on national efforts, such as proposed rules for the Deficit Reduction 
Act and guiding principles on unionization of workers within a participant-directed environment 

 Members learning about and collaborating with other state and national networks, such as the 
Developmental Disability Councils and the National Information Center for Children and 
Youth with Disabilities (NICHCY) 

 
 
 
 
 
 
 
 

 
For additional information on the NPN, please contact 

Althea McLuckie, NPN Coordinator, at mcluckie@bc.edu 
 

 
 

mailto:mcluckie@unm.edu�
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National Participant Network Membership Form 

 
Date of Completion: __________________________________________________ 
 
 
We appreciate your interest in joining the National Participant Network (NPN).  In order to create 
the strongest possible organization that represents people with disabilities and their experiences with 
participant directed programs please allow us to consider the following information about you. 
Thank you for your time and willingness to share about yourself.     
   
 
Name: _________________________________________________________________ 
 
Mailing Address: ____________________________________________________ 
 
________________________________________________________________________ 
 
Phone Number: ______________________________________________________ 
 
Email Address: ______________________________________________________ 
 
_______ (please check if you do not have access to email) 
 
How did you learn about the NPN? 
________________________________________________________________________ 
________________________________________________________________________ 
________________________________________________________________________ 
________________________________________________________________________ 
________________________________________________________________________ 
________________________________________________________________________ 
________________________________________________________________________ 
________________________________________________________________________ 
 
Opportunities within the NPN have several different time commitments.  Please let us know your 
availability (check all that apply): 

 I can attend general meetings in the form of once monthly teleconferences lasting approximately 
two hours each.  These meetings are held during regular business hours. 

 I can attend topical committee meetings in the form of twice monthly teleconferences lasting 
approximately one hour each. 

 I can lead topical committee meetings and spend approximately two hours per month in 
preparation. 

 

 I can serve as a liaison between the NPN and the National Resource Center for Participant-
Directed Services (NRCPDS) requiring at least one teleconference per month lasting 
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approximately one hour and presenting information shared to the larger group during our 
monthly general teleconferences.  These meetings are held during regular business hours. 

 

 I am available to travel and do presentations at conferences on the topic of participant direction 
should I be invited by the NRCPDS.  This usually involves a four day commitment (including 
travel time) and expenses are covered. 

 

 I am available to serve as a “core liaison” which involves two teleconferences per month of 1 ½ 
hours each, two teleconferences per month of 1 hour each, and contacts with general members 
to share information as needed.  The teleconferences are held during regular business hours. 

 
 
Please list any current memberships of yours with groups that provide advocacy and/or information 
sharing between people with disabilities.  If you hold any position within a group other than general 
member, please indicate your level of involvement.   
 

Name of group or 
organization 

Check if current 
member 

Indicate if holding 
leadership positions 

Check if previous member 
with ongoing contact 

 
 

   

 
 

   

 
 

   

 
 

   

 
 

   

 
 

   

 
 
Please explain any collaboration you have had with state personnel regarding making a system work 
better for people with disabilities.   Please include what you did, when you did it, and who was 
involved. 
________________________________________________________________________ 
________________________________________________________________________ 
________________________________________________________________________ 
 
 
 
The NPN has members with a variety of interests.  Please check all that apply to you. 
 

 I am interested in sharing information regarding participant-directed programs at the local or 
regional level. 
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 I am interested in sharing information regarding participant-directed programs at the state level. 

 I am interested in sharing information regarding participant-directed programs at the federal 
level. 

 I am interested in sharing my personal views and experiences with the NPN. 

 I am interested in sharing the views and experiences of a group that I represent with the NPN.  
What is the group (formal or informal) that you would be representing? In what capacity would 
you be representing the group? 

________________________________________________________________________ 
________________________________________________________________________ 
________________________________________________________________________ 
________________________________________________________________________ 
________________________________________________________________________ 
 

 Other   
________________________________________________________________________ 
________________________________________________________________________ 
________________________________________________________________________ 
________________________________________________________________________ 
________________________________________________________________________ 
 
It is important to the NPN that we represent people from diverse backgrounds.  Please check all 
that apply to you: 

 I am under the age of 30 

 I am between the ages of 30 – 65 

 I am over the age of 65 

 I have a physical disability 

 I have an intellectual disability 

 I have a traumatic brain injury 

 I have a mental health disability 

 I am a family member of someone with a physical disability 

 I am a family member of someone with an intellectual disability 

 I am a family member of someone with  a traumatic brain injury 

 I am a family member of someone with a mental health disability 

 I provide direct care to a family member with a disability 

 I provide direct care to a non family member with a disability 

 I work for an agency that provides assistance to persons with disabilities 

 I work for a state agency 

 I am a veteran 
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 I am served by a participant-directed program 

 I provide services or goods within a participant-directed program 

 I am interested in learning about participant-directed programs 

 I am interested in starting an information sharing and networking group regarding participant-
directed programs within my state 

 I am currently a member of an information sharing and networking group regarding participant-
directed programs within my state 

 I live in an urban area 

 I live in a suburban area 

 I live in a rural area 
 
If there is anything more you wish to share with us about yourself or your interest in participant-
directed programs, please include it here: 
________________________________________________________________________ 
________________________________________________________________________ 
________________________________________________________________________ 
 
 
 
Thank You!  If you have any questions, please do not hesitate to contact our NPN Coordinator 
Althea McLuckie at mcluckie@bc.edu. 
 

 
 
 

 

mailto:mcluckie@unm.edu�
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