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Background

The historic struggle over the last four decades of people with diverse disabilities of all 
ages to seek freedom and choice in their lives has led to dramatic advances. This includes 
meaningful opportunities to control their own supports and services, such as individually 
controlled planning and budgeting, the ability to hire and fire employees, and engage in 
creative purchasing. However, most people with disabilities still do not have access to 
these opportunities. 

As disability advocates win the right for control over services and supports, the 
importance of the direct support workforce increases. Direct support workers are the very 
foundation for the supports necessary for people with disabilities to access full citizenship 
and employment opportunities, as well as secure basic civil and human rights. Yet, our 
society’s devaluing of direct support workers has led in far too many places to a transient 
workforce with an unlivable wage, poor compensation, and little or no worker voice in the 
policies that affect them. People who require long-term supports and services must have 
the right to choose and supervise who supports them, but choice has less meaning if  they 
are not able to locate, hire, and retain competent workers. Thus, people with disabilities 
and their direct support workers have a compelling reason to combine their strength by 
working together to advance their mutual interests in defending and expanding supports 
and services directed by individuals, and improving labor standards to attract and retain 
skilled workers.

The Guiding Principles presented in this document are the result of more than a year 
of intense, honest, and detailed discussions over countless hours among leaders from 
the disability and labor communities. They address areas of extreme importance to both 
parties. They are intended to secure individuals’ choice and control over services and 
supports when workers seek to organize a collective voice to enhance wages and benefits. 

These Guiding Principles recognize the interests of the disability community and 
labor can at times conflict and each group has historic grievances borne from lack of  
understanding or lack of respect.  Thus, these Guiding Principles give both communities 
a framework for working together to advance their mutual interests. While many of  
the Guiding Principles are specific to union involvement, this document can be used to 
guide meaningful collaboration in communities in which no formal collective bargaining 
entity exists in order to build a collaborative voice between the networks of individuals 
controlling supports and the workers who support them.

14
32

3 
sc



Cost-Effective Quality

Person-directed supports and services are a more cost-effective way to meet people’s 
needs. However, these options must not be used to cut services people rely on. Unions 
and disability advocates should work together for program designs and funding that will 
ensure adequate supports for people with disabilities, fair compensation for their workers, 
and a more stable and competent workforce, so that all people with disabilities have the 
supports necessary to pursue a life of meaning in the ways they choose. 

Target Audiences

These Guiding Principles are designed to benefit workers and individuals who direct 
(or have the desire to direct) their own supports, including people across the lifespan with 
varying types and levels of disability. It is recognized that support from workers may look 
very different depending on the individual’s needs and may include activities such as 
“hands-on” personal care assistance, peer support, and other supports required for ordi-
nary life experiences. Regardless of the degree of the person’s disability, age, or support 
needs, these Guiding Principles are intended to ensure that people have choice and con-
trol over their plans, supports, and services when workers seek to improve their conditions 
of work through a collective voice. This document applies to various approaches that sup-
port people to select, hire, and dismiss their own workers, including any and all person-
directed supports and services. These may include programs with employer authority, 
budget authority or both. This document applies to all models of Financial Management 
Services used in person-directed supports and services including Fiscal/Employer Agent, 
Public Authority, Agency with Choice and Fiscal Conduit models.

How to Use These Guiding Principles

These principles are offered as guidelines for forming partnerships among individuals 
who control (or would like to control) their supports and services, advocates, workers, 
worker organizations, local and state agencies, and other community-based organizations 
with the ultimate goal of advancing choice and control for those who require supports 
and services while also respecting and upholding workers’ rights and addressing workers’ 
needs. 

The Guiding Principles grow out of the vital common interests of individuals and the 
workers who support them, but also address the areas in which interests can diverge. 
Adhering to these Guiding Principles provides all parties a foundation from which to 
build or enhance individuals’ choice and control while also addressing the critical needs 
of the workforce essential to the success of community-based supports. 

While forming the above partnerships, parties may wish to adopt and/or build upon 
sections of the Guiding Principles through an open dialogue as they work to reflect local 
conditions and the voices of those who have not yet contributed to the design of these 
principles. However, it is recommended the parties strive to use the Guiding Principles in 
its entirety, since the document is comprehensive, its points are interrelated, and the content 
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is designed to help protect the rights and interests of both groups. Full endorsement by 
both communities will be a prerequisite for implementing these Guiding Principles. In 
the event conflict arises in a partnership, solutions should be sought within these Guiding 
Principles. 

 

GUIDING PRINCIPLES

SYSTEMS DESIGN

Control over Supports and Services

In order for people to forge meaningful lives in their communities, they shall have 
the ability to control their supports and services. This includes having access to person-
directed supports and services of any kind, such as an individual allocation where the 
person decides how this funding is used. With control over supports and services, comes 
individual responsibility to use public dollars in accordance with program requirements. 
Individuals shall also have the ability and freedom to seek freely chosen and conflict of  
interest free assistance to inform their decisions whenever necessary (as discussed in 
systems of support).

Allowable Purchases Utilizing an Individual Budget

In systems using individual budgeting, people shall have the choice to spend their 
individual budget allocation on a wide range of supports and services (e.g., to hire workers 
and/or purchase items and other services). The individual shall have the ability to make 
creative, nontraditional purchases based on their individual needs. Although the ultimate 
goal is to meet the needs of the individual, some purchases may benefit the worker directly 
(e.g., financing additional worker training or additional worker benefits such as child care) 
or indirectly (e.g., funding transportation or purchasing equipment that assists with safe 
participant transfers). 

Systems of Support

In systems using individual budgeting, participants shall have access to freely chosen, 
individualized, and conflict of interest free support (e.g., support brokerage, financial 
management services, and a representative option) to inform him or her of choices and 
to assist the individual to gain independence or remain independent. All individuals shall 
have access to payroll support for hired workers, including assistance with the payment 
of taxes, insurance, and benefits. In all person-directed options, some individuals may 
choose to select, manage and dismiss their workers on their own, while others may seek 



assistance with one or more of these responsibilities. This means that no one, by virtue 
of degree of disability or age, shall ever be excluded from the option to control his or her 
supports and services. 

Hiring, Firing, and Supervising Workers

In all person-directed options, individuals shall have the right to be the “employer” for 
purposes of hiring and dismissing workers (with freely chosen assistance as needed). 
Critical functions of this status shall include the right to hire who the individual wants 
(including friends and relatives) as well as the right to supervise/direct, assign tasks, 
schedule (with no minimum time blocks), evaluate, train, and terminate employees. 

Worker Pay and Benefits

In all person-directed options, the state or county shall be responsible for setting 
compensation standards for workers. The state or county may choose to offer types of  
compensation that are best provided collectively to a workforce, such as health benefits, 
paid time off, retirement, access to training (as discussed in the training section), and 
combining hours from multiple jobs to qualify for benefits. This would provide a basis for 
advocacy for improved funding and compensation to attract and retain workers in this 
field, resulting in greater choice for individuals to hire and retain competent support. 

Workers shall have the opportunity to organize and bargain over a compensation 
package, including the collective benefits listed above (e.g., access to affordable family 
health insurance), development of career paths access to training (as discussed in the 
training section), and, for individual budget systems, a floor to wages. Individuals served 
shall not be able to opt out of a negotiated compensation package or their workers’ 
decision to participate in a union. Subject to specific laws at the state or local level, 
individuals may use their Individual budget to pay workers more than the wage floor or 
make other improvements to compensation (e.g., provide room and board for the worker). 
The individual may also offer workers noncompensatory arrangements independent of a 
collective bargaining agreement, such as time off for school or bringing children to the job. 

Job Descriptions and Work Assignments

In all person-directed options, individuals shall have the authority and responsibility to 
determine job descriptions and work assignments, which can be accomplished with freely 
chosen assistance from any source.

Access to Career Ladders

In all person-directed options, workers should receive a decent wage for the work they 
perform, commensurate with the skills they have at any level of their career. In order to 
give workers a path to a better life, they shall have the opportunity to organize and bargain 



not only over wages, but over the development of career paths that lead to improved com-
pensation tied to such things as increased skill development, training, or responsibility. 
Participation in career ladder opportunities shall be optional for the worker and all train-
ing shall be developed in partnership with individuals who receive services. In systems 
using individual budgeting, participants may use their individual budgets to supplement 
any established career path with additional educational, monetary or other incentives for 
their employees. 

Safety for Individual and Worker

In all person-directed options, people with disabilities must be allowed the dignity of  
risk to engage within the community, pursue employment and/or asset development, seek 
friends and relationships, and be in control of their lives. The best way to mitigate risk is 
ensuring that people have adequate resources, freely chosen supports, and real relation-
ships with members of their community. 

To augment existing state or federal requirements, significant safety needs of the individ-
ual and worker shall be addressed in the individually developed plan and discussed during 
the hiring and orientation process. Individuals shall have access to resources to address 
safety for themselves and their worker, including funds for equipment, training and hous-
ing modifications. Both the individual and the workers shall have information on how to 
identify and report abuse, neglect, and exploitation. 

Training

Within both the disability and labor communities there are strong disagreements on the 
role of training of direct support workers when people control their own supports. There-
fore, issues around the training of direct support workers will be addressed at the local or 
state level as part of the collaboration between disability advocates and labor. These Prin-
ciples shall guide their work. 

When training programs exist, they should promote the acquisition of the basic values 
and skills needed to support individuals who direct their own services and supports. Peo-
ple who require long-term supports and services have diverse needs and preferences and, 
therefore, require workers who provide services and supports in diverse ways and in ways 
that are determined by the individual served. 

Training programs should be funded independently of individuals’ budgets, unless an 
individual chooses to supplement. Training programs should recognize that individuals 
often hire friends and family who already have significant experience supporting the indi-
vidual. And they should be implemented in ways that expand the pool of available work-
ers and that facilitate people hiring the workers of their choice. For example, training can 
be provided in locations, at times, and using methods that facilitate access by workers and 
individuals with disabilities.



When designed and implemented consistent with these Guiding Principles, training of  
workers can provide individuals with more choices in finding and retaining workers who 
meet their unique needs and preferences. Developing basic skills increases worker mobil-
ity and thereby gives individuals greater choice among workers, keeps skilled workers in 
the field, gives workers increased opportunity for career development and better pay, and 
improves retention. 

When training programs exist, the curriculum must:

• Be designed in collaboration with people directing their own supports and services and 
workers who support them.

• Reflect the values and practices of self-determination and independent living, including 
supporting individual rights and control, the ability to pursue competitive and supported 
employment, and the desire to live a life of dignity and meaning in their own communities.

• Reinforce that acquired skills need to be applied differently depending on the needs and 
preferences of the individual and at the direction of the individual. 

• Include best practices for injury prevention for the worker and participant.

• Be delivered by experienced and competent instructors, including workers, program 
participants and family members, who are familiar with the best practices in choice and 
control.

WORKER WORGANIZATIONS

Emerging Worker Organizations
When local circumstances make it impractical for workers to organize into a union with 

collective bargaining rights, workers and people with disabilities should work together to 
increase their influence on the design and funding of their programs. This collaboration 
can also lay the foundation for future organizing.

Disability advocates, direct support workers, and labor advocates should start by agreeing 
on a framework for collaboration, based on these Guiding Principles. The parties can 
focus their collaboration on issues which are important to and benefit both parties, such as 
improved funding, defending the program, workforce skills improvement, and increased 
wages and benefits that can lead to better retention.

Disability advocates, direct support workers, and labor advocates should collaborate on 
advocacy goals to increasingly establish working relationships, mutual understanding, and 
trust between their communities. The parties must share responsibilities for both decision-
making and direct action. The parties should focus on efforts that can achieve results, re-
enforcing the benefits of collaboration. To get results, the parties should develop strategies 
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such as political, legislative, legal, public education, media, regulatory, and direct action.

Action plans can include specific steps, timelines, and responsible parties. Creation 
and implementation of action plans should build capacity for both disability and worker 
advocates. 

Both disability and worker organizations must be governed by and represent the interests 
of their own constituency. Both types of organizations should work together to improve 
public perceptions of their respective communities and their rights to organize to represent 
their own interests. Both types of organizations should support each other in developing 
formal mechanisms and organizations to strengthen the disability and worker voice.

The principles below may also be applied to emerging worker organizations.

Unions

Right to Form a Union

Long-term supports and services systems must assure that workers are compensated 
decently to attract and retain workers in this field. To achieve this outcome, these systems 
must be designed to give workers a practical means to bargain with the government by 
organizing into a union, if  they choose. In a partnership, labor and disability advocates 
work together toward these goals. 

Representation of Program Participants

Through a council or other mechanism, individuals who receive supports and/or services 
shall be at the table from the start and have an integral role in systems design, including 
any collective bargaining process and the governance of systems that support individuals 
to direct their own supports and services including the organizational structure for the 
administration of supports and services.

Collaboration

Unions and partnering disability advocates shall work together to ensure both workers 
and individuals who hire workers are adequately informed about union activities such as 
outreach, methods of contact, collective bargaining goals and practices, as well as ongoing 
collective bargaining and advocacy activities. 

Unions and their disability partners shall designate central contact people who can 
answer any questions or concerns from their communities related to worker organizing. 
Open meetings between disability and labor advocates shall also be used to communicate 
planned activities and address concerns. Unions shall involve disability advocate partners 



in the training of union organizers and the development of curriculum to ensure an 
understanding of participant privacy issues, as well as principles of self-determination 
and independent living. Union and disability advocates should work together on outreach 
efforts.

Union Outreach

Workers seeking to form a union and any union staff who support them shall have 
the ability to contact workers by telephone, mail, and visits to their homes, and workers 
shall have the right to accept or refuse contact. The process for contacting workers shall 
acknowledge that workers are employed in the private homes and work settings of the 
individuals they support, and that many workers are family members who live in the same 
household. Therefore, workers seeking to form a union and any union staff who support 
them shall:

• Respect the privacy of the individual receiving support by not seeking information about the 
individual or the individual’s place of residence. 

• Seek to contact workers at their own home and not at their employer’s home, unless that is 
also the worker’s home. 

• After initially contacting workers, keep lists of those who wish to have further contact and 
those who do not. When workers and participants share the same home, lists shall also note 
when the participant and worker have asked to have meetings in other locations.

• Clearly and promptly identify their name and affiliation with the union when contacting 
workers.

• Provide literature during home visits on worker rights and the rights of individuals receiving 
services that relate to union activities, and that includes contact information for any further 
questions or concerns.

Work Stoppages

Work stoppages such as strikes can have a devastating impact on those losing support 
services. Therefore, disability and worker advocates seek to resolve any impasse in collective 
bargaining with the government funder through binding arbitration or other means not 
involving strikes or other work stoppages that would interfere with the delivery of services. 

Impact on Supports and Services

As a general principle, enhancements to workers’ wages and benefits shall be paid for 
through increased funding. Improvements in compensation shall not infringe upon the 
adequate financing for the model’s administration and services. Unions and disability 
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advocates should work together for program designs and funding that will ensure adequate 
supports for people with disabilities, fair compensation for their workers, and a more stable 
and competent workforce, so that all people with disabilities have the supports necessary 
to pursue a life of meaning in the ways they choose. 

 

PARTICIPATING ORGANIZATIONS
This documenT was creaTed Through a collaboraTion of The  

following organizaTions:

ADAPT – ADAPT is a national grassroots community that organizes disability rights activists 
to engage in nonviolent direct action, including civil disobedience, to assure the civil and human 
rights of people with disabilities to live in freedom. 

Center for Self-Determination – The Self-Determination movement has been led by the 
Center for Self-Determination which provides both training and technical assistance to a wide 
variety of public and private organizations, and individuals of all ages. Starting in 1993, the 
Self-Determination movement was initiated with the goal of reforming the current system of  
long-term supports for all individuals who need support through control of the system resources. 
The movement has matured into one where individuals decide where and with whom they live, 
pursue real membership in the community, preserve or develop long-term relationships of their 
choosing, and work to overcome the effects of forced impoverishment. 

National Resource Center for Participant Directed Services (NRCPDS) – Drawing on 
more than a decade of experience with participant direction, the Resource Center seeks 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. As a university-based center with the mission 
to advance participant direction through the provision of education, training, policy analysis, 
and research, the NRCPDS recognizes the needs of workers must be respected for participant 
direction to succeed and grow. The NRCPDS does not assume a political position or advocacy 
role pertaining to the topic of unionization. The role of the NRCPDS throughout this project has 
been to provide guidance to ensure these Guiding Principles reflect the principles of participant 
direction. Thus, we believe these Guiding Principles if  implemented faithfully will preserve the 
rights of individuals under participant direction if  and when workers choose to form a union.

Service Employees International Union (SEIU) – With more than 2 million members, SEIU is 
the nation’s fastest-growing and most influential labor union in the United States. Over the last 
20 years, SEIU has worked closely with leaders in the disability rights movement to expand the 
availability and quality of home- and community-based services and supports for people with 
disabilities of all ages. 

Topeka Independent Living Resource Center – A civil and human rights organization 
advocating for justice, equality, and essential services for a fully integrated and accessible society 
for all people with disabilities. 
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Agreement to guiding principles: 
Today, November 16, 2011, we affirm our endorsement of these Guiding Principles for Partnerships with 
Unions and Emerging Workers Organizations When Individuals Direct Their Own Services and Supports; 
a document that supports the aspirations for freedom and dignity of people with diverse disabilities of 
all ages and the workers who support them. 

Signed by: 
Bob Kafka, Organizer, ADAPT 

Tom Nerney, Director, Center for Self-Determination 

Kevin Mahoney, Director, National Resource Center for Participant-Directed Services 

Erin McGaffigan, Public Policy and Operations Lead, National Resource Center for Participant-Directed 
Services 

Mary Kay Henry, International President, Service Employees International Union 

Kirk Adams, Executive Vice President, SEIU Healthcare Division 

Leslie Frane, Director SEIU Public Services Division 

Mike Oxford, Executive Director, Topeka Independent Living Resource Center 
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