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Every state and territory has a Council on Developmental Disabilities. 
 
In 1986, Councils could choose one or more priorities from the federal law.  
The four priorities included: 
 �  case management 
 �  child development 
 �  alternative community living arrangements 
nonvocational social development activities 
 
The Minnesota Council on Developmental Disabilities chose case management based 
upon public hearing testimony.  
 
 
 Within the area of case management, we funded: 
        
 �  a vouchers project which preceded self- determination projects,                                   
 �     lap top computers to assist case managers,                                               
 �  a project to train parents/people with disabilities as case managers.  
 
 We had funds left over: $99,258 to be exact. 
 
1986 Factors 
What We Knew: 
  �  The average age of volunteers in national disability organizations was 54 
years old and increasing. 
 
  �  The average age of national leadership was over 60-70 years old. 
 
  �  The number of letters in favor of changing Medicaid to make it more 
consumer and family friendly was 300, while those opposed to Medicaid reform totaled 
30,000. 
�  People with disabilities and families were inundated with action alerts, but few 
people responded because they didn’t know how to make calls, write letters or testify. 
 
�  The division was growing between self-advocacy and the parent movement; the 
vision that each had for the role, responsibilities and participation of people with 
developmental disabilities in the community was very different. 
No one  
was preparing  



the next generation of leaders. 
An idea was born! 
Against the backdrop, a hearing was held in Congress on September 19, 1986. The 
hearing featured panels of experts. After three hours of testimony, the final speaker was a 
young mother who was given lots of conflicting advice prior to her presentation. The 
witness said, “Medicaid is incoherent. The state pays for a person’s care in an institution 
but not at home. It is heartless to force spend downs to poverty level on people with 
disabilities.”  
This was an important event in making decisions about the left $99,258. 
Why weren’t we preparing  young people to testify before Congress? These skills could 
be taught in a safe and supportive environment. The following Monday, Colleen Wieck 
and Ed Skarnulis discussed the need for a training program to prepare adults  with 
disabilities and parents to speak on their own behalf. The training program was called 
Partners in Policymaking.  
What if we focused on providing the best and most current information, bringing in 
national experts with a vision and experience in the topic areas and giving participants the 
chance to apply new skills.  
 
What is Partners in Policymaking®? 
A leadership program designed for individuals with disabilities, and parents of young 
children with disabilities to learn state of the art knowledge and how to influence public 
officials at all levels of government.  
 
 State of the art has changed since we began the program in 1987. Influencing refers to 
effective communication with public officials by calling, writing, meeting and testifying.  
Partners in Policymaking is an innovative national and international model of leadership 
development totaling 128 hours of instruction presented in eight monthly sessions.  
 
The time commitment during the program year is much greater than the weekend 
sessions. There are readings, homework assignments and the completion of a public 
policy project prior to graduation.  
 
The Minnesota Council on Developmental Disabilities approved the basic design 
principles of Partners in Policymaking in 1986. 
 
Basic Design:  
 �  A series of weekend training opportunities 
 �  Open to consumers and parents of young children 
 �  Who have not been involved before in the 
  disability movement 
 �  Mentoring with an elected official would be one aspect of the program 
 �  Recruitment of applicants through the existing network of organizations 
 �  Strong commitment needed by participants 
 �  Funds available for child care, personal assistance, and transportation 
 
 



Topic Areas 
    the foundation of the Partners in   Policymaking leadership training program. 
 
HISTORY 
History of Services 
 Parent Movement 
Self-Advocacy 
Independent Living  Movement 
Education 
Inclusion 
 
Quality 
 
Specific     Strategies 
 
Assistive Technology 
State of the Art 
Local Government 
  Service Coordination 
 
 Futures Planning 
 
Self-Determination 
   
Choice and Control of Resources 
Employment and Housing 
Supported, Competitive Employment 
Supports for families 
Home ownership/control 
Congress 
  Create a vision for 2015 and beyond 
  Understand how a bill  
     becomes a law 
  Identify critical federal issues 
State Legislature 
Successful Techniques for  Advocating 
 Deliver Testimony 
 Meet Public Officials and    Discuss Issues 
 
 
Board Membership 
Conducting a Meeting 
 
 
 Understanding Parliamentary Procedure 
Partners Growth 



 
1987 Minnesota began the program 
1988 New Hampshire  
1989 Arkansas  
1990 Iowa and Colorado 
1990 Washington 
National Academy held in California- 
 Ed Roberts and the Minnesota Developmental Disabilities Council worked to 
secure federal funding for a national academy held in California. All states were invited; 
twelve states joined Minnesota in attending the academy, 
 including: Alabama, California, Colorado, Connecticut, Illinois, Indiana, Iowa, 
Louisiana, New York, Ohio, Texas and Virginia. Everyone received a three-ring binder 
on how to replicate the program. 
1991 Alabama, California, Connecticut, Illinois, Indiana, Iowa, Ohio, Louisiana & Texas 
1992 Georgia, Illinois, Nebraska, New York,  North Carolina, Ohio, Pennsylvania, 
and  South Dakota 
 1993 Florida, Hawaii, Michigan, Missouri, Montana, New Mexico, North Dakota, 
Oregon, Tennessee, Utah and West  Virginia 
 1995 United Kingdom: Manchester, London, Bristol and Scotland 
 1996 Virgin Islands 
 2000 N. Mariana Islands 
 2002 The Netherlands 
 2004 New Zealand 
 
Federal funds were again secured to host an Academy in Texas in 1992 and 1993. The 
original thirteen states were invited (twelve attended) and an additional twelve states 
attended including:  
 
 Arkansas Hawaii New York 
 Alabama Illinois North Carolina 
 California IndianaOhio 
 Colorado Iowa Oklahoma 
 Connecticut Louisiana South Dakota 
 Delaware Minnesota Tennessee 
 Florida Mississippi Texas 
 Georgia New Mexico Virginia 
   West Virginia 
In 1992 Georgia, Illinois, Nebraska, New York, North Carolina, Ohio, Pennsylvania, and 
South Dakota began  
In 1993, eleven states and one territory were added to the National Academy:  
 Alabama IndianaNorth Dakota 
 Alaska Iowa Ohio 
 Arizona Kentucky Oregon 
 Arkansas Louisiana Pennsylvania 
 California Michigan South Carolina 
 Colorado Minnesota South Dakota 



 Delaware Missouri Tennessee 
 Florida Montana Texas 
 Georgia Nebraska Utah 
 Hawaii New Hampshire Virginia 
 Idaho New Mexico West Virginia  Illinois New York Commonwealth of the 
Northern Mariana Islands   
 
In 2000, the Commonwealth of the No. Mariana Islands also began the Program.  
 
 United Kingdom sites include: Manchester, London, Bristol, and Scotland.   
 
The Netherlands graduated their first class in December 2002. 
 
 The Republic of Ireland and Northern Ireland, and New Zealand have begun programs.  
 Vermont is the only state that does not yet have a Partners in Policymaking program. 
Academies were also held in Kentucky in 1996 and in Manchester in 1997 and 2003. 
Onsite visits occur today with coordinators visiting other states.  
 
Portugal and Scotland have joined in and started  programs.   
 
There is interest from several countries: Egypt, Australia, Canada, Europe, and South 
America.  

Cumulative Growth of Partners Graduates 
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Quality Principles For Course Integrity 
Competencies �   Leadership 
 
Experiential  
 Learning �  Length of Time 
 
Diversity �  Sufficient Funding 
 
National Speakers �  Evaluation 
 
Best Practices �   Not an Organization 
How do programs short change  
integrity? 
No competencies �  Insufficient funding 
 
Lectured at �  No evaluation 
 
No diversity �  Promotes status quo 
 
Instate Speakers �  Insufficient funding 
 
Followers �  Shortened session time 
 
Measuring Outcomes 
 
In 1998 the Minnesota Council began measuring its products and services against the five 
outcomes in the Developmental Disabilities Act:  
 
 �  INDEPENDENCE:   choice and control 
 
 �  PRODUCTIVITY:   improved employment, or    
 contribute to the household  
 
 �  SELF DETERMINATION: taking control of the     
 funding  
 
 �  INTEGRATION and INCLUSION:  full participation and    
  regular contact with people without disabilities  
IPSII 
Class results vary, but we see a positive trend toward increased IPSII.   
 
 
 2005: 
80% Independence 
 
80% Productivity 



Longitudinal Study Data
(ISPII Results) 

Collected September 2005
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80% Integration and Inclusion 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Participant Feedback 
 
Since 1987, our Minnesota Council has evaluated the program using several questions. 
This is a sample of the results across eight classes of evaluation data:  
100% rate the program as good to excellent 
 
98% indicate satisfaction in securing appropriate services 
 
97% rate their skills in advocacy as good to excellent 
Participant Accomplishments 
 



Our Minnesota Council has analyzed evaluation reports from across dozens of programs. 
We have concluded that a typical class of 35 graduates (within a year) will produce the 
following outcomes: 
 
 �  30 news articles 
 �  95 presentations 
 �  49 testimonies at public hearings 
 �  600 phone calls                                                                         �
 350 letters to public officials 
 �  150 visits to public officials 
 �  20 appointments to committees,     boards, 
commissions 
 �  20 elected to advocacy offices 
 
Iowa Partners report summary:  Partners nurtures leadership ability; affects 
policymaking; builds self-esteem 
 
Washington D.C. (ADD Staff): Our (DD) Council presented an inservice to ADD staff, 
and they issued this news release through the Associated Press: “A relatively modest 
investment of resources can yield great and long lasting results. It’s hard to know 
sometimes that what we try to do here in D.C. can have such a strong impact on families 
all across the United States. It’s very encouraging.”  
New Hampshire: I arrived quite irate, scattered, hysterical. The system had me baffled, 
bitter, and drained of all energy. I had lost sight. I was busy trying to fix all the broken 
parts of my son. What’s happened is nothing short of a miracle. Partners was one of the 
most exciting and important things to every happen to me.” 
 
Georgia: “I am truly grateful for the opportunity to participate in such a wonderful 
program. I was depressed and overcome by despair. I was frequently contemplating the 
negative aspects of my life. Thanks to Partners, I think positively – changing what I can, 
rather than just complain about it.” 
Georgia: “We have used the information and training received in Partners to make 
remarkable progress towards our goal of inclusion, acceptance and opportunities for 
people with disabilities. Partners has helped to empower my community.” 
 
Georgia: “I am very hopeful for the future. I see my son as happy, educated, 
meaningfully employed, living independently or with true friends. I see him proudly 
taking his place in a community which cares about him and accepts him just the way he 
is.” 
Illinois: “The Partners project is far and above the most exciting thing happening in the 
advocacy and empowerment areas nationally. It has opened doors of opportunities.” 
 
Minnesota: Partners affirmed my life and journey with Emily. It was a teaching process 
that created space for questions that did not depend on answers. It opened me to new 
horizons and affirmed the search. Our lives have changed.” 
 



Minnesota: Partners made me feel straighter and become taller in my chair.” 
 
Minnesota: There is no comparison between my four year degree and Partners. I gained 
more knowledge, creativity and practicality than ever deemed possible. You changed my 
life, expectations and career.” 
 
Minnesota: “Partners has given me strength through their intense program. It is literally 
energizing. I have the power and knowledge to start fighting and keep fighting.”  
 
Delaware: Our state doesn’t have early intervention. I used to be angry that the parents 
before me didn’t advocate sufficiently enough to get legislation passed. I’m putting my 
anger to work.”  
 
Delaware: “I was scared when I testified – No, I was very, very, very, very nervous. I can 
only get better.” 
 
North Dakota: “I learned more in one weekend than all the conferences in my life. It was 
the most valuable time.” 
New Mexico: “Self-advocates seek crosswalks with signals, a lengthened walk period, a 
pedestrian overpass, or alternative signals for people who are blind when a friend with 
developmental disabilities was killed crossing a street.” 
 
Minnesota: “Our son was hiding under the bed when the school bus came, very 
frustrated, not learning and withdrawn. Now, he’s happy and outgoing, learning and 
contributing.” 
 
Alabama: “Partners received the Lotus Award.” 
 
Michigan: “Because of Partners, I see clearer.”  
“Partners is not just a training I went through, but something that will remain a part of 
me.”  
“Partners has expanded my network of friends and contacts. This program has changed 
my life and given me the strength to strive for a better future.” 
 
Michigan: “I will no longer be intimidated, insecure, assuming, defenseless or alone. I do 
feel empowered.”  
“I have learned of opportunities available to me. I should have a choice and a voice in 
planning my future.” 
“I’ve gained a strength and fortitude that I thought I had lost; I’ve rekindled a part of me 
that will not take no for an answer.” 
 
 
Missouri: 



 
Minnesota has sponsored reunions, regional meetings, mini grants for graduates, 
individual leadership grants, and now we sponsor quarterly graduate training sessions on:  
 
 �  Grant Writing 
 
 �  Mediation and negotiations 
 
 �  Facilitating meetings 
Outreach to Diverse Groups 
Since 1992, our Minnesota Council has sponsored outreach efforts to underserved 
communities.   
 
The outreach programs are steps to the Partners program.  
 
We discovered in our baseline assessment that African American families stated:  
 �  100% do not know their rights 
 �  100% do not know how to get services 
 �  75% do not know how to best communicate  with service 
providers/delivery systems to get  services.  
 
Basic information is presented in culturally competent methods to African American, 
Native American, Hispanic, and Asian groups.  



Bob Riddell who owns the smallest telephone company in Minnesota. He not only helped 
his family, he volunteered to help other families with their IEPs.  
   From USA TODAY--Featured in the article are successful examples of inclusion from 
Iowa graduates. 
 
    The Minnesota Council worked with Joe Shapiro on his six-month study of special 
education issues for U.S. News and World Report. The study included positive stories 
about inclusion, but all of them were edited out before publication. 
 
Mike Williams continues to be an activist and is interested in going online to help others. 
Making Headway in England 
From a South Dakota graduate in the New York Times:  
 
“On August 15, 1998, with the support of the South Dakota Rehabilitation Services, 
Easter Seals South Dakota, and several other agencies, I secured full time employment as 
a dispatcher for River Cities Transit System. I have worked hard to learn voice 
recognition technology software, which helps me use my computer and type just as fast 
as everyone else. I am good at what I do and love my job.” 
 
“I find I need less medical care: I am making friends and acquaintances.” 
 
“I depend on attendant care services every day to participate in the community and 
prepare for work. Attendant care is a necessity, not a luxury that I can go without. I had 
to ask the company I work for to reduce my salary from $7.50 an hour to $5.50 so I could 
receive help paying for this care. 
 
“I am a humble person from South Dakota: yesterday was the first time I had ever been 
on a plane. My wants are simple: I am just trying to make a better life for myself and my 
family, but too many barriers are blocking my path towards economic independence.” 
 
Jerry Newport graduated from the California Partners Program. He realized he had 
Asperger’s syndrome as an adult when he attended the movie “Rainman” and could 
answer the math problems faster than Dustin Hoffman.The Saturday graduation lunch 
was held poolside, but Jerry went back to the room where lunch was always served. Two 
moms saw him and brought him to the pool. He told the coordinator it was the first time 
he felt like he was part of the human race.Jerry founded a support group for adults with 
Asperger’s. His story was featured in the Los Angeles Times, and Steven Spielberg 
optioned his life story in the movie Mozart and the Whale. Jerry also appeared on 60 
Minutes.  
 
Pat Tietz is an activist in building inclusive communities in her hometown of Shakopee 
by joining the Chamber of Commerce, getting to know her county commissioners and 
constantly teaching others  
 
Doris Clark of Bristol, U.K. spent most of her life in segregated facilities. She credits a 
circle of friends and Partners in Policymaking for enabling her to become a public 



speaker. Recently, she traveled to America and gave a keynote presentation at a self 
determination conference. 
 
Barbara Gill from Minnesota  
wrote a book published by  
Bantam/Doubleday/Dell entitled,  
Changed By A Child. 
 
Jan Ormasa, a Minnesota graduate, became a special education director and hosted a full 
day meeting with a presidential candidate to discuss full funding of special education.  
 
Lori Guzman was an airline mechanic for (Northwest Airlines). She changed her career 
and became an attorney after seeing the slides from the Willowbrook Institution.  
 
Julie Kenney from Minnesota was accepted into the mid-career master’s program at 
Harvard University. She is now pursuing a full scholarship from the Bush 
Foundation.Julie has a medical technology degree, but has been an active citizen lobbyist 
at the State legislature for years.  
 
Joel Barnett of Texas has been though tough times since graduation. He owns an online 
travel agency, writes a newspaper column and uses fill-in-the-blank ADA complaint 
forms to make buildings accessible, including the Post Office.  
 
Lynn Zaritsky from Utah was a journalist prior to her disability. She decided after 
graduation from Partners to pursue a weekly column about disability issues. Her success 
has enabled her to pursue national syndication.  
 
www.partnersinpolicymaking.com/makingyourcase 
 
  Tell your story in writing and in person; 
  Identify the policymakers who can help bring about the changes you need; 
 Write effective letters and e-mails; 
Conduct productive meetings with policymakers; 
 
 Give effective testimony and answer questions; and 
 
 Organize with others to tackle community issues. 
 
www.partnersinpolicymaking.com/employment 
Understand the hiring process and how it might differ for people with developmental 
disabilities; 
 Understand supported and competitive employment; 
 Identify a “circle of friends” who can help you achieve your dream; 
 Know your strengths, skills and interests and how they might translate into a career; 
 Understand natural supports and how they might help you succeed; 
 Create a resume or portfolio that presents you and your abilities in the best light; 



 Know how to network and identify potential employers; 
 Be prepared to evaluate a job offer to make sure it fits your skills and dreams! 
www.partnersinpolicymaking.com/education 
Understand the history of education of children with developmental disabilities; 
 Know and understand the key laws governing special education and how they protect 
your child’s rights; 
 Understand the elements of an individualized education program and the role parents 
play in its creation and implementation; 
 Know how to advocate for your child to ensure a positive, quality educational 
experience; 
 Understand your rights to due process if you feel your child’s educational rights have 
been violated. 
www.partnersinpolicymaking.com/history 
Learn how people with disabilities lived, learned and worked from  ancient times to the 
present; 
Recognize ways in which history repeats itself and how those abuses continue today 
under new names;  
Connect early glimmers of progress with current initiatives. Learn  about some of the 
people throughout time whose efforts changed the course of history for people with 
developmental disabilities;  
Explore recent progress and celebrate the groundbreaking efforts that are creating a more 
just, inclusive society; 
Apply these lessons to create a vision for a future that embraces all people, regardless of 
ability. 
www.partnersinpolicymaking.com/living 
Self-Determination and the importance of personal choice and life- planning; 
 
Self-directed services and financial control, including examining funding sources;  
 
Family Support and how it has changed over the years; 
 
The financial, physical and emotional resources that can help your family stay together;  
 
Community Living and some of the many options available to help people with 
developmental disabilities live independently in the community;  
 
Assistive Technology and how it is changing the way people with  developmental 
disabilities live, work and play. 
For More Information, visit: 
 
http://www.mnddc.org/extra/publications.htm 
Or 
www.partnersinpolicymaking.com 
 
Link to publications, web sites, program evaluation results, contact info for state Partners 
coordinators, and some of the successes and achievements of Partners graduates.   



 
If you would like to subscribe to the Partners Graduate ListServ, please email:   
 
majordomo@iglou.com 
The Minnesota Developmental Disabilities Council has trademarked/registered the name: 
    
   Partners in Policymaking�  
 
which means: 
We have also copyrighted any of our work. International replication sites sign licensing 
agreements with our Council. 
Why did we do this? To protect the name: to preserve the name for the training programs. 
 
Your guide to a positive experience in... 
Partners in Policymaking 
Be on time... 
At your seat and ready before the speaker begins. 
 
Coming back from breaks and meals. 
 
Your agenda will give the time for every session, break, and will also tell you when it is 
free time. 
Be prepared... 
Bring your homework. 
 
Bring workbooks and other note-taking materials. 
 
Be comfortable. (Bring a sweater in     case the room is cold.) 
Alcohol and other substances are not permitted. 
Respect each Partner... 
Use “People First” language. 
 
Turn your cell phones to “silent” or “vibrate.” 
 
Each Partner has a Right to Learn and each Partner learns differently. 
 
Respect confidential information. 
 
Remember, we are all equal and deserve each other’s respect. 
 
Respect the time of each speaker... 
He or she has prepared an important presentation for you. Please give them your 
attention. 
 
It is important that every Partner gets to hear the speaker. 
 



Suggestion: Use a break time to ask the speaker a more personal question. 
Listen... 
Listen to others when they are talking. 
 
Listen for the right time to ask questions. 
 
Wait for breaks, mealtimes and other “free time” to share your experiences with others. 
A friendly reminder: It’s hard to listen when you are talking. 
Take turns... 
Talking and using the microphone. 
 
The microphone is your friend, but don’t forget to share. 
Participate... 
All the activities are designed to increase your skills. 
 
If you need assistance with an activity, ask another Partner for help. 
 
Remember that everyone has strengths, everyone has needs, and everyone is included. 
You are going to stretch. 
Becoming a Partner means: 
Learning new things, and 
New ways of thinking about things. 
 
You will stretch your brain by thinking new thoughts. 
Don’t worry– it won’t hurt! 
 
You’ll learn 2 new words right away... 
Parking Lot- What do you do when you have a question or concern that cannot be 
answered right at that moment? Write it down and put it “in the Parking Lot.” It will be 
answered later– we promise! 
 
U-Turn– when the discussion has gone way off topic, saying “U-Turn” will remind 
everyone to turn around and go back to the discussion. 
You’ll meet new people... 
Plan to get to know at least 5 new people during each weekend session. 
 
 
In 5 months, you will know everybody! 
 
You’ll have homework... 
For each month’s homework you will: 
Complete a written assignment; 
Fill out a Time Match form; 
Write Thank-You notes; and 
Share the information you received and learned with someone in your community. 
Expect chicken– every time! 



It takes EVERY Partner working together for EVERY Partner to have a positive 
experience! 

 


