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Presentation Goals

Provide a brief overview of the Massachusetts Real 
Choice Grant 

Describe the systems created for consumer 
involvement in the design, planning, and 
implementation of Real Choice activities

Provide suggestions for how to involve consumers 
in a collaborative process
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Massachusetts 
2001 Real Choice Grant

$1.3 million grant administered by UMASS Medical 
School Center for Health Policy and Research 
(UMMS/CHPR) in collaboration with State and 
Community Partners

Goal of the grant is to enhance the quality and 
accessibility of the present array of home and 
community-based long-term supports available to 
individuals with disabilities and long-term illnesses 
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Grant Partners
State Partners

Executive Office of Health & 
Human Services

Executive Office of Elder 
Affairs

Department of Mental 
Retardation

Massachusetts Rehabilitation 
Commission

Department of Mental Health

Department of Public Health

Community Partners

Older people and people 
with disabilities

Advocates and advocacy 
organizations

Families and caregivers

Service providers
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Three Phases to Our Grant

Phase One:  Information gathering and relationship 
building

Phase Two:  Pilot design and implementation

Phase Three:  Evaluation and recommendations for 
long-term sustainability
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Steps Toward Collaboration
January 2003

Community Living Forum held to seek consumer 
input on the Real Choice Grant

Consumers and advocates voiced frustration 
about their lack of involvement 

Consumer Nominating Committee appointed 

The direction of the grant was changed based on 
community input
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Steps Toward Collaboration
February 2003

Real Choice Consumer Planning and 
Implementation Group met for the first time

The Group chose a name to reflect their desired 
level of involvement

The Group identified issues important to the 
disability community
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RC Consumer Planning and 
Implementation Group 

Representation across age, disability, ethnicity, and 
geographic location 

Includes consumers, self-advocates, caregivers, and 
providers

Time needed to build trust within the group and with 
Grant and State partners

Met intensely over 6 months to learn about the needs 
of members and gain consensus on desired Real 
Choice pilot project
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Steps Toward Collaboration
May 2003

Real Choice Consumer Planning and 
Implementation Group hosted the second 
Community Living Forum to update the 
community on their involvement and their pilot 
idea

June/July 2003
Consumer and State Partners met as a full group 
(25 people) to develop a collaborative decision-
making model
Consensus was reached on the pilot idea and goal
The Collaborative Team was appointed to design 
the pilot
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RC Collaborative Team
5 representatives from the Real Choice Consumer 
Planning and Implementation Group

5 representatives from the State Partners Group

Decision-making entity for the Real Choice Grant

Designing and implementing the Real Choice pilot

Testing the effectiveness of “real” collaboration 
among state policy-makers and people with 
disabilities
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Staff Support and Coordination provided by 
UMASS Medical School

Consumer 
Planning and 
Implementation 
Group

State 
Partners

Collaborative 
Team 

Executive Office of Health and Human Services,
Office of Disability and Community Services,

and Office of Elder Affairs
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Steps Toward Collaboration
August 2003

First meeting of the Collaborative Team
Collaborative Team committed to a consensus 
decision-making process

December/January 2004

Collaborative Team completed the design of the 
pilot methods and a Review Committee was 
formed to assist with the “Request for Proposals”
(RFP)
RFP released January 27, 2004 and proposals are 
due March 27, 2004
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Real Choice Pilot
Goals are to increase the quality of life and 
independence of participants through cost-effective 
flexible funding

Systems to be applicable across disability and ages

Pilot components: 
uniform functional assessment process
individualized budgets & spending plans
fiscal intermediary support
community liaison support
consumer-defined quality system
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Larger Community Outreach
Public forums

Articles in community newsletters

Accessible website and advertising materials

Presentations during advocacy and provider 
meetings

Consumer group members educate their own 
disability communities
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“ABCs of Collaboration”
Found in “Stakeholder Involvement in Home and 
Community-Based Services”

Written by Bergman, A., Ludlum, C., O’Connor, D., 
Starr, J., and Terrill, C. (March 2002)

Provides information on how to involve 
stakeholders in planning, program development, 
and quality improvement related to home and 
community-based services

Developed for the Home and Community-Based 
Resource Network, www.hcbs.org
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A:  Anticipate Concerns
Identify and involve stakeholders early on 

Create an open process for planning in the early design 
stages
Seek new voices, but don’t forget established advocacy 
leaders
Allow time for consumers to identify their goals for the 
project

Be okay with not knowing everything 

Be okay with others knowing this as well
Be pro-active
Be willing to learn from mistakes
Create systems to address mistakes 
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A:  Anticipate Concerns
Get to know who you will be working with

Learn the history, values, and concerns for each group
Learn the history between various groups

Know that advocacy groups will be in different stages of 
their own group development

Find ways to work with even the smallest and newest 
groups

Show that you are serious about involvement

Allocate appropriate time and resources for meetings, 
accommodations, stipends, and transportation
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B:  Build Trust

Be pro-active, consistent, and transparent

Customer service is essential
Follow-up, follow-up, follow-up
Provide materials and information in a consistent 
manner over time
Be honest about the challenges you face
Trust the process yourself and allow time for the 
trust-building process
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B:  Build Trust

Allow time for a new cross-disability group to build 
relationships and trust within the group

This may be the first time the different groups have 
worked together since groups often work against 
each other to fight for limited funding resources
Encourage a consumer-controlled process to 
leadership and decision-making within the group
Allow time for group members to learn the needs 
and vision of other group members
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C:  Communicate Effectively

Ensure accessibility of meetings and all 
communication

Create easy to read charts and short summaries
Ask people what their needs are; do not assume
Create systems that people can rely on 
Plan early to ensure accessibility of location and 
documents 
Document meetings and next steps  
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C:  Communicate Effectively

If there is a challenge, put it out on the table  

People probably already know it exists
Identify a solution during meetings, not after 
meetings
Ensure all voices are heard
Push for consensus
Take time after meetings to talk with people
State agency representatives and stakeholders 
can forge agreement even during difficult times
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Conclusion:  Why Collaboration?

Collaboration creates a better product and buy-in

Those that use the services and supports are the 
experts

Viewing consumers as “collaborators” instead of 
“advisors” can begin to address a “them and us”
mentality
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Conclusion:  Why Collaboration?

Getting consumers involved on all levels, from the 
leadership team to task-specific work groups, 
provides consumers with a better understanding 
of the planning process and will ensure the end 
product meets the needs of consumers

Although collaboration may take more upfront 
time and resources, the end-result is a more 
efficient and cost-effective process
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For More Information…
Visit www.massrealchoices.org

Meeting summaries from RC Consumer Group & 
Collaborative Team meetings

Decision-making model

Project updates 

“Request for Proposals” document

Contact information:  Erin Barrett, Project Director 
508-856-8496 or erin.barrett@umassmed.edu


