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Tokenism 
 

 
 

  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
 
 
 
 
 
 

Token 
 
When you invited me 
on this board. 
You didn't say I'd 
be ignored 
But you have made it very clear, 
That all you want is  
my body here. 
You point to me and  
to others say 
We have a self advocate 
on our board. 
You don't tell them 
I'm just ignored.  
I have a right 
to be heard. 
TOKEN 
How I hate the word. 
 
From The Inside Out, Poetry by Gail 
Bottoms.  
 

When you treat someone like a 
token, it makes the person feel 
ÌÉËÅ ÙÏÕ ÄÏÎȭÔ ÁÐÐÒÅÃÉÁÔÅ ÔÈÅÍ 
for what they can offer.  It 
makes them feel like you only 
see their disabilities and worry 
ÁÂÏÕÔ ×ÈÁÔ ÔÈÅÙ ÃÁÎȭÔ ÄÏȢ  
People get tired of only being 
seen as having disabilities.  
4ÈÅÙ ÄÏÎȭÔ ÌÉËÅ ÔÁÌËÉÎÇ ÁÂÏÕÔ 
their disabilities all the time.  
They would rather show people 
their abilities, show what they 
can do.   

 
From, Tokenismɂ)Ô $ÏÅÓÎȭÔ ,ÏÏË 
Good by Liz Obermayer [Weintraub].   
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Definition of Complex and/or High Support Needs 
 
The Michigan Developmental Disabilities Council (2012) defined complex and/or high 
support needs as,  
 
The needs of people with developmental disabilities that characterize the most 
vulnerable members of our community.  They may be considered to have complex 
and/or high support needs because of: 

 
A. The breadth of their needs ɀ multiple needs that are interrelated or interconnected, 

requiring coordination from multiple systems; and/or 
B. The depth of their need ɀ needs requiring serious or intense life-long supports. 

 
People with complex and/or high support needs are those who: 

 
A. Are the least likely to get the supports they need to experience ordinary life; 
B. Typically spend most of their time in segregated settings; 
C. Often experience discrimination, social exclusion, or isolation in ordinary daily life 

unless they get specific support for realizing self-determination and participation; 
D. Usually cannot exercise choice or participation in activities unless:   
 

a. Specific opportunities to be involved are offered to them, and  
b. Appropriate assistance to engage in them is made available.  

 
 
 
 
 
 
 
 
 
 
 
 
 

 
.ÏÔÅȡ 4ÈÅ ÓÔÕÄÙ ÕÓÅÄ ÔÈÅ #ÏÕÎÃÉÌȭÓ ÄÅÆÉÎÉÔÉÏÎ ×ÉÔÈ ÁÌÌ respondents 
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Final Report and Recommendations 
 
 
Overview 

 
 Over the past twenty years, self-advocacy organizations, Developmental 

Disabilities Councils (DDCs), University Centers for Excellence in Developmental 

Disabilities (UCEDDs), Protection and Advocacy (P&As), State Developmental 

Disabilities agencies, and others have embraced multiple strategies to increase the 

number of self-advocates on boards and decision-making bodies.  The immergence of 

the self-advocacy and mental health consumer movements contributed greatly to the 

expectation that policy-making and other types of advisory and governance entities 

should include individuals with disabilities at the table. Similar to efforts by other 

marginalized groups, to gain influence, individuals within intellectual and 

developmental disabilities have had to confront tokenism and the lack of commitment 

to their inclusion.   

 The purpose of the Beyond Tokenism: People with Complex Needs in 

Leadership Roles national study described in this report was designed to determine A. 

How other groups include people with complex and/or high support needs in their 

leadership development, public policy advocacy, and community activities; and, B. How 

the Council can better include them and support them in its activities.  Those findings, 

along with thorough in-depth dialogue with organizational leadership and self-

advocates, form the basis of recommendations for best practices based on affirmed 

examples of successful representation. In short, we wanted to determine how far 
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individuals with complex and/or high support needs have moved "beyond tokenism" 

and into authentic leadership roles along with those factors or activities that have 

contributed to their ascent.   

 The earliest effort to identify organizations that included people with disabilities 

in leadership roles also engaged individuals with developmental disabilities in the 

design and collection of data (Powers et. al., 2002).  The National Center for Self-

determination and 21st Century Leadership conducted surveys of University Affiliated 

Programs (now referred to as UCEDDs) and Developmental Disability Councils (DDC) 

focusing on strategies utilized to promote participation. At that time, surveys received 

from 38% of the UAPs and 54% of the DDCs (an overall response rate of 46%) reported 

a total of 193 individuals with disabilities1 as directly involved.   

  Since that time, three additional overview studies have been conducted (Blisard, 

2003; Moseley, 2006; and Patterson, 2012).   These three studies show a progression of 

greater involvement on the part of individuals with intellectual and developmental 

disabilities in leadership roles.  However, these prior overview studies did not include a 

specific focus on individuals with complex and/or high needs.  Within the body of 

empirical research, only four studies were identified that provided such an analysis 

(Hemsley, Balandin, & Togher, 2008; Llewellyn, 2009; Mitchell, 2009; and Radermacher, 

Sonn, Keys & Duckett, 2010). 

  The data collected and analyzed in this report were gathered from five primary 

activities; a comprehensive review of the literature, a workshop with representatives of 

                                                        
1 Study did not indicate whether any of these individuals had developmental disabilities 
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18 state developmental disabilities councils, national online survey completed by 160 

organizations, five focus groups with individuals in Michigan and one with the board of 

directors of Self-Advocates Becoming Empowered, and interviews with 35 

organizations in 32 states. Overall, more than 400 people participated in the study.   

 When taken together, these data provide a clear picture of what organizations 

are currently doing to assure that the presence of individuals with complex and/or high 

support needs truly results in furthering their missions and outcomes.  The complexity 

of this undertaking was such that the support and participation of a number of 

organizations and individuals was necessary to achieve its desired outcomes.  The 

cooperation of the National Associations for entities funded by the U.S. Administration 

on Developmental Disabilities (ADD) under the Developmental Disabilities Act (DD 

Councils, UCEDDs, and P & As), along with our other project partners, was essential to 

the development and dissemination of the national overview study.   

 An overview of the specific activities and methods used to develop, gather and 

analyze the data follow this introduction.  The results of each component are reported 

in Parts II and III followed by conclusions and recommendations for further efforts in 

this area.  As such, the results of the study provide a clear baseline of what has been 

accomplished to date and the challenges that remain. 
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Summary of the review of the literature 
 
 The emergence of a viable and vibrant disability rights movement forged new 

perspectives on the role of people with disabilities in all aspects of modern society.  

3ÉÍÉÌÁÒÉÔÉÅÓ ÂÅÔ×ÅÅÎ ÔÈÉÓ ÍÏÖÅÍÅÎÔȟ ÔÈÅ ÃÉÖÉÌ ÒÉÇÈÔÓ ÍÏÖÅÍÅÎÔȟ ÁÎÄ ×ÏÍÅÎȭÓ 

movements were noted in a number of early histories about the disability rights 

ÍÏÖÅÍÅÎÔȭÓ ÅÖÏÌÕÔÉÏÎ ɉ$ÒÅÉÄÇÅÒȟ ΧίήίɊȢ   )ÎÉÔÉÁÌ ÁÎÁÌÙÓÅÓ ÏÆ ÓÉÍÉÌÁÒÉÔÉÅÓ ÆÏÃÕÓÅÄ ÏÎ ÔÈÅ 

methods deployed to achieve social change as well as the institutional structures 

targeted for reformɂÉÎÃÌÕÄÉÎÇ ÔÈÅ ÎÅÅÄ ȰÔÏ ÍÁËÅ ÖÉÓible the power that hides behind 

ÔÈÅ ÒÁÔÉÏÎÁÌÉÔÙ ÏÆ ÁÄÍÉÎÉÓÔÒÁÔÉÖÅ ÏÒ ÏÒÇÁÎÉÚÁÔÉÏÎÁÌ ÐÒÏÃÅÄÕÒÅÓȱ ɉ3ÈÁËÅÓÐÅÁÒÅȟ ΧίίΩɊȢ 

 )Î ÁÃÃÏÒÄÁÎÃÅ ÔÏ ÉÔÓ ÐÒÅÄÅÃÅÓÓÏÒÓȟ ÔÈÅ ÄÉÓÁÂÉÌÉÔÙ ÒÉÇÈÔÓ ÍÏÖÅÍÅÎÔȭÓ ÅÁÒÌÙ 

objective of claiming a positive collective identity challenged two critical established 

preconceptions about people with disabilities at that time; their ability to control the 

course of their daily lives and their capacity to influence the cultural mechanisms used 

to define their place in society.  As such, the ensuÉÎÇ ÄÅÍÁÎÄ ÆÏÒ ȰÎÏÔÈÉÎÇ ÁÂÏÕÔ ÕÓ 

×ÉÔÈÏÕÔ ÕÓȱ ɉ#ÈÁÒÌÅÔÏÎȟ ΧίίήɊ ÍÉÒÒÏÒÅÄ ÔÈÅ ÄÅÍÁÎÄÓ ÂÙ ÐÅÏÐÌÅ ÏÆ ÃÏÌÏÒ ÁÎÄ ×ÏÍÅÎ ÆÏÒ 

a place at the table where such decisions were being made.   And, to the extent that 

doors to greater opportunities began to open, those individuals with disabilities given 

admittance have encountered the same degrees of tokenism as other marginalized 

groups.   

 Since 1992, a growing amount of attention has been paid to ascertaining the 

most effective ways to support individuals with intellectual and developmental 

disabilities in leadership roles.  The emergence of this group within the disability rights 
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movement afforded them the opportunity to assert their right to influence decisions 

made that would effect their daily lives.  The self-advocacy movement forged 

significant leadership who in turn began to question the societal structures that had 

contributed to paternalistic and authoritarian forms of marginalization.  Whereas 

initiatives to dismantle aspects of those structures were begun by parents and 

professionals, these struggles gained greater legitimacy when individuals with 

intellectual and developmental disabilities began to take their place at the table.    

 As more individuals with developmental disabilities gained access to leadership 

roles on boards of directors, advisory committees and other decision making entities, a 

growing body of information has emerged that describes the progress such efforts have 

made.   Unfortunately, very little information regarding the provision of supports to 

individuals with complex needs has emerged within this knowledge base.   

 The review of literature conducted for this research included results from an 

extensive search of international literature including journals, web pages, and past 

project training manuals and documents. Scholarly databases were searched using 

keywords such as: board inclusion, tokenism, women and boards, disabilities and 

leadership development, public policy advocacy, community activities, as well as others.  

The search effort yielded a total of 60 items that were categorized and analyzed from 

citizen participation and organizational development perspectives.  These items include 

four prior national overview studies of overlapping categories of disability focused 

organizations, 15 qualitative and/or quantitative research articles, 24 publications that 

describe or elaborate on what specific supports may be needed and how they are 
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provided, 11 training manuals and handbooks, and six articles or items by authors with 

developmental disabilities. 

 Most of the significant knowledge in the field is contained in printed how to 

manuals and guidelines published and/or funded by Developmental Disabilities 

Councils and University Centers for Excellence in Developmental Disabilities.  Over the 

past twenty years, self-advocacy organizations, Developmental Disabilities Councils, 

State Developmental Disabilities agencies, UCEDDs and others have embraced 

multiple strategies to increase the number of self-advocates on boards and decision-

making bodies.  The emergence of the self-advocacy and mental health consumer 

movements contributed greatly to the expectation that policy-making and other types 

of advisory and governance entities should include individuals with disabilities at the 

table.   

 As this review was conducted, themes relating to the provision of supports 

emerged from the literature.  The theme of Individualized Supports (and Mentors) was 

most prevalent with attention paid to the broad range of types of supports needed as 

well as how best to make them available.  The themes of Financial Supports and 

Coordination and Communication were more frequently subsumed within the theme of 

Individual Supports.  Factors relating to the theme of Leadership Development were 

largely equated with changes in the individual with a disability with individual 

transformation viewed as a result of having a leadership role.  Finally, factors relating to 

the overall outcomes were found to be in keeping with the need to attend 

organizational transformational put forth by Fredette, et al. (2007).   
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 In order to provide for a systematic analysis, five elements essential to inclusive 

board practices were subsequently synthesized from the themes described as above.  

The five elements, described in Table 1, pay particular attention to a range of factors 

that influence inclusive practices and make it possible to categorize the types of 

supports described as important.  It also affords prospective users of these tools with 

the ability to discern which of those identified may be the most useful and possible 

gaps that should be supplemented by other approaches.   Finally, the application of the 

elements enabled this review to ascertain whether attention was paid to a full range of 

functions needed for inclusion rather than an overreliance in one particular area.  

Table 1:  Five elements of transformational board inclusion 

  
 Despite the limited number of studies reviewed, a small, but distinct distribution 

of supports referenced emerged.  Supports relating to deliberate communication were 

Elements of Board 
Inclusion Descriptors 

Authentic Membership 
Individuals are recruited, treated, and respected as full 
member of the board and organization 

Deliberate Communication 
Individuals receive and share information in formats that 
can be understood and are included in the on-going 
dialogue of the board and organization 

Full Participation 

Individuals are provided with the means to be present 
and are engaged in carrying out the responsibilities of 
board members in roles and activities that reflect their 
the interests and preferences 

Meaningful Contributions 
Individuals provide input and assistance that is important 
to the board and organization in ways that utilize their 
gifts, talents, and experiences.   

True Influence 

Individuals enhance or alter the substance, direction, and 
outcomes of board and organizational purposes, policies 
and practices in ways that positively impact the lives of 
people with disabilities.    
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referred to the greatest number of times followed by those relating to full participation 

and meaningful contributions. Less attention was given to the impact of support 

provision on individual or organizational transformation.  However, when considering 

the challenges individuals with complex needs experience in this area, enhanced 

provision of supports in this area would appear to have great merit.  Nonetheless, 

additional attention to supports that would facilitate greater board inclusion in other 

areas may have the capacity to mitigate the barriers to deliberate communication. 

 Within the majority of these materials specific supports felt to be useful were 

identified.  Following a thorough analysis of these items, four primary conclusions can 

be drawn: 1) individuals with complex needs are successfully engaged in leadership 

roles when adequate attention is paid to their individual support needs, 2) research and 

training materials to date have focused exclusively on supports and adaptations that 

enhance the capacity of individuals with the intellectual and developmental disabilities 

to more fully participate, without concomitant consideration of the training needs of 

their fellow board or committee members, and 3) the identification and description of 

supports that have been found to be useful have not been put into the context of the 

elements of board and organizational development.   

 The findings of the review of the literature were used in the development of 

instruments and activities needed to complete the Beyond Tokenism National Study.  

The activities carried out to complete the study ultimately included cooperative and 

assistance from over 400 individuals.   
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Research Questions 

The specific research questions for this study included: 

1. How many people with high and complex needs, developmental disabilities and 

other disabilities were engaged in leadership roles?   

2. What supports were considered to be the most important to provide by survey 

respondents?  

3. What outcomes were considered to be the have the greatest impact on the 

individuals with complex and/or high needs who are engaged in leadership roles? 

4. What outcomes were considered to have had the greatest impact on the 

organizations? 

5. What effective practices and other recommendations did the respondents from the 

Best Practices Interviews share? 

6. How do ADD funded programs compare to one another organizations across the 

country? 
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Method 

 Multiple approaches were utilized to conduct this research.  The primary 

activities consisted of: 

1. an international review of the literature,  

2. interviews with Michigan stakeholders,  

3. a Beyond Tokenism Workshop at the annual meeting of the National 

Association of Councils on Developmental Disabilities (NACDD) in 2011,  

4. a national overview survey conducted via the internet,  

5. five focus groups conducted with 75 individuals in Michigan,  

6. a focus group with 16 members of the board of directors and nine advisors of 

Self Advocates Becoming Empowered, and,  

7. in-depth interviews with representative(s) of 35 disability organizations in 32 

states.    

 The international review of the literature generated research questions and 

provided additional information used to formulate the questions included in the online 

survey along with the focus groups and in-depth interview guides.    

Interviews with Michigan Stakeholders   

In person and telephone interviews were conducted with twenty-three key 

individuals from Michigan. These included 14 of the 16 Michigan Developmental 

Disabilities Council members and all four of its key staff persons, and the Executive 

Directors of the Michigan Protection and Advocacy, Inc., the Arc of Michigan, the 

Developmental Disabilities Institute, Wayne State University and UCPA of Detroit. 
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These interviews served as background information assisting with the development of 

the study.  

Beyond Tokenism Workshop at NACDD, 2011 

 We conducted a Beyond Tokenism workshop with 22 members of 18 different 

State DD Councils at the 2011 Conference of the National Association of Councils of 

Developmental Disabilities. The workshop included seven Council Executive Directors. 

The group developed a set of barriers and success methods for overcoming the barriers. 

These items included tangible items such as help with logistics, mentors, plain 

language materials as well as the utility of pre-meetings and facilitation (see Appendix 

G). These items were used in developing the National Overview Survey and the 

Interview Guide. 

The National Overview Survey    

The National Overview Survey was developed to identify organizations that are 

including people with complex needs, the supports and strategies they have found to 

be effective, and the impact of their inclusion as the outcome of their inclusion. Thirty 

national experts were consulted during the development of the National Overview 

Survey (see Appendix E). Through these discussions, it was clear that there was little 

knowledge of which organizations were successfully including people with complex 

and/or high needs in leadership roles and/or other aspects of their programs and 

activities.  
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As a result of these discussions, it was decided that asking as many individuals 

and organizations to respond to the survey as possible would serve to; 1) identify the 

groups including people with complex and/or high needs; and, 2) capture the current 

best practices currently in use.  4ÈÅ #ÏÕÎÃÉÌȭÓ ÄÅÆÉÎÉÔÉÏÎ ÏÆ #ÏÍÐÌÅØ ÁÎÄ ÏÒ (ÉÇÈ 3ÕÐÐÏÒÔ 

Needs was specifically included in the survey. Prior to distribution, the survey was 

reviewed by 25 national disability experts and field-tested by ten organizational leaders 

(see list provided in Appendix E).  The field tests resulted in the substitution of levels of 

support needs in the place of specific types of disability labels. The levels of support 

needs consisted of: 1) difficulty reading, 2) difficulty being understood, 3) difficulty 

understanding the materials at the meeting, 4) using a mobility device, 5) using a 

personal care assistant, and 6) using a communication device.   

In order to reach as many organizations as possible, most of the major national 

disability organizations were recruited to distribute the online survey. Fifteen national 

organizations agreed to distribute the survey to their membership and affiliates. All 

three of the national associations of DD Councils, Protection and Advocacy agencies 

and University Programs (UCEDD) distributed the survey as well as the Arc, US, UCPA, 

National Association of DD Directors Services, TASH, Ancor and many other national 

disability advocacy and provider organizations (see Appendix E) 

Focus Groups  

 The purpose of the focus groups was to obtain a wider perspective of inclusive 

practices from people with complex and/or high support needs.  This approach has 

since become a standard approach to obtaining input from adults with complex 
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communication needs (Helmsley, Baladin, & Togher, 2008).  Five regional focus groups 

were carried out in Michigan and another with the national self-advocacy organization, 

Self Advocates Becoming Empowered (see full reports in Appendix C and H). 

 Altogether, 102 focus group participants (see table 2) provided input into the 

study on their experiences with participating in organizations as members and/or in 

leadership roles of which.  Sixteen (16) of the focus group participants had complex 

and/or high support needs. Finally, 97 percent of the focus group participants in 

Michigan were members of local RICCs and as such had experience with group 

membership.  !Ô ÅÁÃÈ ÆÏÃÕÓ ÇÒÏÕÐȟ ÔÈÅ #ÏÕÎÃÉÌȭÓ ÄÅÆÉÎÉÔÉÏÎ ÏÆ ÈÉÇÈ ÁÎÄ ÃÏÍÐÌÅØ ÓÕÐÐÏÒÔ 

needs was read and distributed to the participants. 

Table 2: Focus group participants by location 

Focus Group Location Participants with Disabilities 
Marquette, MI 3 

Grand Rapids, MI 22 

Monroe, MI 31 

Flint, MI 16 

Gaylord, MI 3 

Self Advocates Becoming Empowered, 
Minnesota 

27 

Total 102 

Best Practices In-Depth Interviews 

In-depth phone interviews were conducted with 35 organizations identified as 

successfully including people with complex and/or high needs (see Appendix F).  The 

purpose of the organizational interviews was to more fully identify and examine the 

techniques and methods found to be most successful in including people with complex 

needs in their governance and organizational activities.  The Best Practices Interview 
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Guide (see Appendix B) used for the in-depth interviews was based on the results of the 

focus groups and National Overview Survey. Most of the interviews were conducted via 

phone and lasted about an hour. 

The organizations to be interviewed were identified from the National Overview 

Survey and additional recommendations. As part of the National Overview Survey, 30 

organizations were identified that included two or more people with complex and/or 

high support needs in leadership roles.  Twenty-eight of these organizations were 

contacted and asked to participate in the Best Practices Interviews.2 This analysis 

coincides ×ÉÔÈ ÔÈÅ ÅØÔÅÎÓÉÖÅ ÒÅÓÅÁÒÃÈ ÆÒÏÍ ×ÏÍÅÎȭÓ ÓÔÕÄÉÅÓȟ ÃÉÔÅÄ ÉÎ ÔÈÅ ÌÉÔÅÒÁÔÕÒÅ 

ÒÅÖÉÅ×ȟ ÆÒÏÍ ×ÏÍÅÎȭÓ ÓÔÕÄÉÅÓ ÔÈÁÔ ÒÅÐÏÒÔ ÔÈÅ ÉÎÃÌÕÓÉÏÎ ÏÆ three women as a key factor 

leading to successful inclusion in organizations. 

Specific questions asked during the interview focused on what factors 

contributed to the their success, how they differed from other groups, what supports 

and strategies they found to be most effective for the inclusion of individuals with 

complex and/or high support needs, and the impact their inclusion had on the 

organization.   

 At the end of each interview, they were asked to identify other organizations 

they knew to be successfully including people with complex and/or high needs. This 

technique, called snowballing or chain sampling, asks subjects to recommend other 

potential subjects based on their knowledge and experience. This technique has been 

found to be particularly effective at identifying hidden groups that might otherwise not 

                                                        
2 Two organizations were excluded due to significant amounts of missing data in their 
survey results. 



 23 

be located (Patton, 1990). From this approach, an additional seven organizations were 

identified for potential interviews. 

 Altogether, 35 interviews with organizations from 32 states were completed. 

Almost all, 90%, of the interviews were conducted with the Executive Directors of the 

organizations. This underscored the high interest in the results ÇÅÎÅÒÁÔÅÄ ÂÙ ÔÈÅ ÓÔÕÄÙȭÓ 

activities. 
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Introduction to the Results 

 The purpose of the Beyond Tokenism National Study was to identify the best 

practices currently being used to support individuals with complex and/or high needs in 

leadership roles that the offer opportunities to influence policies and practices within 

the disabilities field.  In the first part of the executive summary, we provide an overview 

of what we learned from the National Overview Survey.  In the second part of the 

summary, we provide a synthesis of what we learned from the best practices in-depth 

interviews and focus groups.  Findings from both parts of the summary are applied to 

specific recommendations for actions to be taken by the Michigan Developmental 

Disabilities Council as well as other organizations seeking to promote greater diversity 

amongst its leadership. 

 As is the case with studies of this scope, and as the first study to focus primarily 

on individuals with complex and/or high support needs, the results must be interpreted 

with consideration given to other factors including:  

Notwithstanding the contributions to the data made by individuals with complex 

and/or high support needs, respondents to the National Overview Survey and Best 

Practices Interviews were predominately professionals.   Therefore, the findings here 

do not reflect a complete picture of what the individuals themselves have found to be 

the most effective practices at promoting their inclusion in leadership roles. 

To some degree, the National Overview Survey questions were open to interpretation, 
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National Overview Surveys that were missing key data relevant to the analysis and 

interpretation of these findings had to be deleted, thus lowering the overall response 

rate. 

&ÉÎÁÌÌÙȟ ÔÈÅ ÓÔÕÄÙȭÓ ÄÉÖÅÒÓÅ ÁÃÔÉÖÉÔÉÅÓ ÇÅÎÅÒÁÔÅÄ ÓÉÇÎÉÆÉÃÁÎÔÌÙ ÇÒÅÁÔÅÒ ÁÎÄ ÒÉÃÈÅÒ ÄÁta 

than initially anticipated and necessitated an initial prioritization of analyses in order to 

generate a report that would be of use to the broadest range of audiences. 
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Part I:  Perspectives of People with Developmental Disabilities 
 
 The perspectives of individuals with disabilities were identified and collected by 

two methods; the review of the literature and focus groups conducted with individuals 

in Michigan and one with the board of directors of Self-Advocates Becoming 

Empowered.  

Perspectives Found in the Literature 

 Only six items about having experienced 

tokenism first hand as individuals with developmental 

disabilities were located despite an expansive search 

for such work.  Carlson noted the lack of such 

perspectives in his 2010 article, 7ÈÏȭÓ ÔÈÅ %ØÐÅÒÔȩ 

2ÅÔÈÉÎËÉÎÇ !ÕÔÈÏÒÉÔÙȟ ȰNot surprisingly, the voices of 

persons with IDs themselves are virtually absent from 

ÐÈÉÌÏÓÏÐÈÉÃÁÌ ÄÉÓÃÏÕÒÓÅ ÁÂÏÕÔ ÔÈÅÍȢȱ  

 Yet, when evidence of such voices is studied, it is clear that the persons 

themselves have been engaged in a philosophical discourse of their own.  For example, 

in her collection of poetry, Inside Out, (2004), Georgia poet Gail Bottoms3 succinctly 

ÄÅÓÃÒÉÂÅÓ ÈÅÒ ÅØÐÅÒÉÅÎÃÅ ×ÉÔÈ ÔÏËÅÎÉÓÍ ÉÎ ÔÈÅ ÐÏÅÍȟ Ȭ4ÏËÅÎȭȠ 

9ÏÕ ÐÏÉÎÔ ÔÏ ÍÅ ÁÎÄ ÔÏ ÏÔÈÅÒÓ ÓÁÙȟ Ȭ7Å ÈÁÖÅ Á ÓÅÌÆ-ÁÄÖÏÃÁÔÅ ÏÎ ÏÕÒ ÂÏÁÒÄȢȭ  9ÏÕ 
ÄÏÎȭÔ ÔÅÌÌ ÔÈÅÍ )ȭÍ ÊÕÓÔ ÉÇÎÏÒÅÄȢ ) ÈÁÖÅ Á ÒÉÇÈÔ ÔÏ ÂÅ ÈÅÁÒÄȢ  4/+EN.  How I hate 
that word. 
 

                                                        
3 Gail Bottoms served as President of People First of Georgia, Inc. from 1997 to 2000 

ȰThis small but insightful 
collection of work 
illustrates the breadth and 
depth of consideration 
that individuals with 
developmental disabilities 
have given their 
commitment to broader 
representation in civil 
society.ȱ 
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 In an earlier work published by the Oregon Council on Developmental 

Disabilities in 1999, Liz Obermayer (Weintraub)4, a national leader in the self-advocacy 

movement shows great insight into how her understanding of what it meant to be a 

token grew over time and how the enticements of status and privilege available to 

members of most boards of directors influenced her initial reticence to express her 

dissatisfaction.  

My friend saw that I was being treated like a token but I could not see it.  People 
cannot always see when they are being treated like a token.  So I resigned 
because I felt like she wanted me to.  I let them know I felt like they were 
treating me like a token.  I wrote that in a letter because it felt better.  I diÄÎȭÔ 
really know what I was writing, but I felt like I needed to write them.  Later I 
missed the Board, both the glory and fun parts of being on the Board.  I missed 
ÌÅÁÒÎÉÎÇ ÉÎÆÏÒÍÁÔÉÏÎ ÏÔÈÅÒÓ ×ÏÕÌÄÎȭÔ ËÎÏ× ÁÂÏÕÔȢ ɉÐȢ ΨɊȢ 
 

 )Î ÈÅÒ Χίίί ÅÓÓÁÙȟ Ȱ4ÏËÅÎÉÓÍɂit ÄÏÅÓÎȭÔ ÌÏÏË ÇÏÏÄȟȱ /ÂÅÒÍÅÙÅÒ ×ÅÎÔ ÏÎ ÔÏ 

identify three ways to stop tokenism; 1) involve people with disabilities on boards of 

directors, 2) involve more than one self-advocate, and, 3) support true participation.   

 More recent articles and papers by self-advocates have focused more on the 

barriers encountered as members of boards of directors and research teams (Shoultz, 

2003 and Robinson, 2006).  Tia Nelis5 (Shoultz, 2003) describes her efforts to help make 

the process of research and its findings accessible to individuals with intellectual and 

developmental disabilities,  

                                                        
4 Liz Obermayer Weintraub is employed as a Quality Enhancement Specialist with the 
Council on Quality and Leadership, she is also a former chairperson of the Maryland 
Developmental Disabilities Council. 
5 Tia Nelis is a research associate at the Rehabilitation Research and Training Center 
and Aging with Developmental Disabilities located at the University of Illinois at 
Chicago. 
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 )Æ ÉÔȭÓ ÇÏÉÎÇ ÔÏ ÂÅ ÄÉÓÓÅÍÉÎÁÔÅÄ ÔÏ ÐÅÏÐÌÅ ×ÉÔÈ ÄÅÖÅÌÏÐÍÅÎÔÁÌ ÄÉÓÁÂÉÌÉÔÉÅÓȟ ×Å 
 talk about it with people with developmental disabilities first. (p. 6). 
 
 Robinson6 (2006) provided extensive examples of how to make presentations 

that everyone can understand at a RICC Leadership Retreat sponsored by the Michigan 

Developmental Disabilities Council, 

 If we want everyone to understand, we need to present information in ways that 
 fit their learning style and abilities.  In the past people talked about special 
 ÁÃÃÏÍÍÏÄÁÔÉÏÎÓ ÆÏÒ ÐÅÏÐÌÅ ×ÉÔÈ ÌÅÁÒÎÉÎÇ ÐÒÏÂÌÅÍÓȢ  "ÕÔ ÔÈÅ ÐÅÒÓÏÎ ÉÓÎȭÔ ÔÈÅ 
 problem.  The presenter is the one that is challengedɂto teach in ways that 
 everyone can learn. (p. 1) 
 
 Finally, Krebs7 (2011) stressed the importance of moving beyond tokenism as 

more self-advocates claim their seats at the table,  

Self-advocates should not just take up a spot so organizations can check the 
self-advocate box in their checklist.  Once self-advocates are on boards, we 
need to speak out and have a voice.  This means having the confidence to speak 
out when you are at a meeting.  It also means that boards need to be open to 
letting self-advocates speak.  Next, self-advocates need to learn to be an 
effective board member.  They can only do this with help from the board. (p. 24) 
 

 This small but insightful collection of work illustrates the breadth and depth of 

consideration that individuals with developmental disabilities have given their 

commitment to broader representation in civil society.  The experiences of other 

individuals with developmental disabilities who took part in board and leadership 

development activities were also captured in the context of research and project 

reports.  However, in comparison, one is left to wonder about how the richness of first-

                                                        
6 Andre Robinson served as the Chairperson of the Michigan Developmental Disabilities 
Council from 2002 to 2013 
7 Bill Krebs is a Peer Trainer for the Beyond Tokenism project funded by the 
Pennsylvania Developmental Disabilities Council. 
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hand authenticity and passion must have been curtailed by the confines of professional 

discourse.  

Focus Group Perspectives 
 
The primary themes that emerged from the 

focus group discussions in Michigan centered on 

the barriers members felt impeded their 

inclusion as group members and the challenges 

they had to overcome in order to participate.  

The most significant barrier to greater 

participation in Michigan DDC activities 

expressed repeatedly by the Michigan focus 

group participants was the lack of transportation.  

For example, the van scheduled to bring more 

individuals to the Marquette focus group did not 

show up.  

 The focus group with the leadership of 

Self Advocates Becoming Empowered yielded 

ÄÁÔÁ ÔÈÁÔ ÒÅÆÌÅÃÔÅÄ ÔÈÅ ÍÅÍÂÅÒÓȭ ÂÒÏÁÄÅÒ 

experience with service in leadership roles on 

local, state, and national levels.  Individual responses to the questions raised were then 

categorized using the essential elements for board inclusion.  More than half of the 

responses, 56 percent, focused equally on factors that contributed to full participation 

 What I try to do at first is listen, 
you know, as to what is going 
on, and then look at the 
materials that I had given to me.  
You know, they usually give you 
stuff or send you stuff.  I let 
them know what form I needed 
and you know, pay attention to 
that.  Because some of the 
boards and things have been 
ÈÁÒÄ ÁÔ ÆÉÒÓÔȟ ÂÅÃÁÕÓÅ ÉÆ ÙÏÕ ÄÏÎȭÔ 
ËÎÏ× ÁÎÙÏÎÅ ÏÒ ÉÆ ÙÏÕ ÄÏÎȭÔ 
ËÎÏ× ×ÈÁÔȭÓ ÇÏÉÎÇ ÏÎȟ ÙÏÕ ËÎÏ× 
you have to start somewhere.   
 
I was on a state committee on 
education and all they wanted 
people to do was go in and say 
yes to the materials that they 
had sent out.  So, I started 
ÁÓËÉÎÇ ÑÕÅÓÔÉÏÎÓ ÁÎÄ ÉÔȭÓ ÈÁÒÄ ÆÏÒ 
some people to ask questions 
and it changed how they wanted 
people to do stuff.  
 
--SABE focus group participant 
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and true influence.  Deliberate communication was addressed 19 percent of the 

responses, authentic membership by 15 percent, and meaningful contributions by 10 

percent.   

 The results of the focus groups show the concerns of the individuals with regard 

to inclusion are focused primarily on full participation (being present at the table and 

having the supports needed to engage in the agenda) and true influence (feeling that 

their input and contributions impacted the outcomes of the meeting or policies of the 

organization).   Strategies for achieving success in these areas that were referred to 

most frequently by participants included adapted materials, receiving assistance from 

mentors (or other individuals) to process information and provide input during the 

meetings, and dependable transportation.   
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Part II:  Findings from the National Overview Study 
 

The National Overview Survey generated a very high level of interest. Almost all 

of the Developmental Disability Councils, a majority of UCEDDS, and Protection and 

Advocacy agencies completed the survey. Follow-up with groups that had not initially 

completed the survey was made via emails and phone calls to their Executive Director.   

Study respondents demographic results 

 
In all, a total of 160 survey responses were considered sufficiently complete for 

further analysis. Figure 1 provides a graphic depiction of the distribution of National 

Overview Survey respondents by type of organization.   The majority of responses to 

the National Overview Survey were from Developmental Disabilities Councils.  The 

specific breakdown of responses by organizational type is provided in Table 3. 

Figure 1: Distribution of National Overview Survey respondents by organizational type 

 

    
 
 

Type of Organization

Developmental Disabilities Council

Protection and Advocacy agency or Disability
Rights Network
University Center for Excellence in
Developmental Disabilities (UCEDD)
Center for Independent Living

Non-profit advocacy organization

Self-advocacy organization

Service provider

State Developmental Disabilities operating
agency
Other:
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Table 3: National Overview Survey responses by organizational type 

*The DD Act mandates that DD Council comprise 33% - 36.6% people with DD 

 Table 4 summarizes the distribution of the results from the 160 complete 

responses with regard to the composition of council/board/advisory committee.   As 

shown, 25 percent of the individuals from all of the reporting organizations were 

identified as having a developmental disability.  Although the data needed to analyze 

the entire response set for the percentage of individuals with complex and/or high 

support needs were insufficient; the DDCs, UCEDS, and P&As reported five percent 

(109) of the total number of individuals serving as having complex and/or support needs.  

 

 

 

 

Organization 
Surveys 

Completed 
Percentage of 
Participation 

DD Councils* 49 86% of all Councils 

5#%$$ȭÓ 33 49% of all UCEDDs 

Protection & Advocacy 25 44% of all P & As 

Total ADD groups 107  

 

State DD office 4  

Providers 25  

Advocacy 21  

Other 3  

Total non ADD 55  

Total all 160  
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Table 4:  Number of individuals with complex and/or high support needs  

 
*The response rate to this specific question was 83% of the 160 surveys completed. 
 

 A further breakdown of demographic information for the 109 ADD funded 

entities is provided in Table 5.    

Table 5:  Additional demographic information provided by 106 DDCs, P&As, and 
UCEDDs 

COMPARISON OF ADD FUNDED ORGANIZATIONS* 
  DDC UCEDD P & A 

Reported Numbers N=49 N=33 N=25 

Total people serving  1,277   627   314  

People with Developmental Disabilities  377   186   54  

Percentage with Developmental Disabilities 30% 30% 17% 

  

Gender (all people serving)       

Men 39% 30% 47% 

Women 61% 69% 53% 

  

Ethnicity (all people serving) DDC UCEDD P & A 

White/Caucasian 82% 66% 67% 

Hispanic/Latino 3% 9% 6% 

 
Organizations 

Surveys 
Completed 

# People 
serving 

# People 
with DD 

Percentage 
with DD 

# People with 
Complex/High 

Support Needs* 
DD Councils 49 1,277 377 30% 68 

University 
Programs 

33 628 187 30% 31 

Protection &  
Advocacy 

25 314  54 17% 10 

Total ADD 
groups 

107 2,218 617 28% 109 

  

State DD office 
advisory 
committees 

4 65 21 32% Not specified 

Providers 25 291 56 19% 1 

Advocacy 21 327 52 16% 6 
Other 3 74 10 14% Not specified 

Total non ADD 55 757 139 18% 7 

Total all 160 2,975 756 25%  
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Black/African American 7% 14% 14% 

Asian/Pacific Islander 4% 7% 7% 

Native American 3% 2% 5% 

Other 1% 1% 1% 

  

Age (People with DD) DDC UCEDD P & A 

Under 25 years old 8% 17% 8% 

26-55 years old 77% 70% 77% 

56 plus 15% 13% 15% 

  

Length of Time Served (People with DD) DDC UCEDD P & A 

1 year 17% 24% 19% 

2-3 years 35% 28% 29% 

4-5 years 26% 28% 24% 

More than 6 years 22% 21% 29% 

  

% with 2 or more people with complex and/or high support needs DDC UCEDD P & A 

Complex/high support needs 38% 31% 8% 

  

% with 2 or more people with this support need DDC UCEDD P & A 

Use a mobility device 60% 73% 17% 

Use a communication device 8% 15% 4% 

Personal Care Assistant 77% 58% 8% 

Hearing 10% 0% 8% 

Difficulty Being Understood 46% 45% 8% 

Difficulty Reading 77% 61% 8% 

Difficulty Seeing 23% 9% 8% 

Difficulty Understanding the Discussion 75% 45% 13% 

*Based on number of organizations reporting 

Note: Percentages account for missing data 

 

Study Results Specific to Complex and/or High Support Needs 

In order to provide a clear focus on factors that contribute to the inclusion of 

individuals with complex and/or high support needs, responses from 28 organizations 

that reported having two or more individuals with complex and/or high support needs 

in leadership roles were separated for additional analyses.  This criterion was 
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established based on the aspect of the literature review that reported significantly 

better outcomes when three or more women served together on a board of directors 

(Erkut, Kramer, & Konrad, 2008; Kristie, 2011; Torchia, Calabro, & Huse, 2011).     

 The Beta Analysis Tool provided online by Survey Monkey and SPSS statistical 

package were utilized to analyze these data.  These results provide an initial glimpse 

into the depth and breadth of the inclusion of individuals with complex and/or high 

needs. The primary questions answered with regard to these 28 organizations included: 

1. What types of supports are these organizations currently providing to 

individuals with complex and/or high needs? 

2. What types of supports do these organizations report to be the most important? 

3. What outcomes are considered to be the most significant as the result of their 

inclusion of individuals with complex and/or high needs in leadership roles? 

 To answer these questions, this study carried out a number of activities with a 

broad range of audiences, including individuals with complex and/or high support needs. 

For this portion of study, several subsets of the data obtained from the National 

Overview Study were utilized to provide for more robust analyses of the outcomes.  

These subsets include data from: 

1. Results that were deemed complete responses from within the data set, hence a 

total N of 160 responses; 

2. Results from the 107 responses from DDCs, UCEDDs, and P&As,  

3. Results from the 28 responses from DDCs, UCEDDs, and P&As that reported having 

two or more individuals with complex and/or high support needs in leadership roles 
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were then analyzed as the subset believed to hold the most informed responses 

based on their experience; and, 

4. Results from the three organizations that reported having five or more individuals 

with complex and/or high support needs in leadership roles were examined. 

 An analysis of variance based on the number of organizations reporting, 

indicated a statistically significant difference in the inclusion of individuals with 

complex and/or high support needs amongst the ADD funded entities (see figure 2).  

Developmental Disabilities Councils lead the way with regard to inclusion followed by 

UCEDDs. 

Figure 2:  Analysis of number of individuals with high/complex needs by type of 
organization 
 

 

 Organizations that responded to the survey were asked to identify those 

supports they provided to individuals with disabilities in order to provide for their 

inclusion.  All 27 response options included in the survey were noted as being used.  

However, the total frequency count show the five supports cited most frequently were 

accessible meeting space, board orientation and on-going training, financial assistance, 
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having two or more individuals serve, and assistance with travel arrangements (see 

table 6).   

 When asked to identify the supports they considered to be most important of 

the 27 options provided, the five supports cited most frequently were 1) accessible 

meeting space, 2) adapted meeting procedures, 3) financial assistance, 5) leadership 

commitment to inclusion, and 5) having two or more individuals serve (see table 7).  

These findings indicate that supports that are more intangible such as changes in 

organizational structures and practices are needed in order to assure inclusion.   

Supports more noted by self-advocates and in the literature had much lower rankings, 

for example: the use of mentors ranked 12th; written policies and by-laws ranked 15th; 

adapted materials ranked 17thȭ ÁÎÄȟ Èaving a mentor during meetings ranked 18th. 
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Table 6:  Total support counts by 28 groups providing support to 2 more individuals  
      with complex and/or high needs 
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Table 7:  Supports ranked in order of importance by 28 groups providing support to      
    2 or more individuals with complex and/or high needs  

 

  

And finally, what the 28 groups identified as the most important impact of 

having 2 or more individuals with complex and/or high support needs in leadership roles 

is presented in table 8. The impact of having individuals with developmental disabilities 

included in leadership roles show the top four to be those that reflect a focus on the 

individual; leadership opportunities, expanded view of capabilities by others, stronger 

relationships, and increased inclusion.  Only one outcome, expanded influence with 

policymakers, reflects a focus on the organization.    
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Table 8: Greatest impact rankings of 28 groups having 2 or more people with      
complex and/or high needs 

 

The results described thus far are those for a subset of the overall data of groups 

that include two or more individuals with complex and high needs in leadership roles.  

However, within this 28-group subset, three organizations reported having five or more 

individuals with complex and/or high support needs in leadership roles.  Final analyses 

were conducted to determine whether any differences in ranking of supports 

importance (see table 9) or impact (see table 10) would emerge.    
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Table 9:  Most important supports identified by three groups with 5 or more people 
serving in leadership roles 
 

 

Table 10:  Greatest impact by three groups with 5 or more individuals with complex 
and/or high support needs in leadership roles 
 

 
 

When the results of the 28-group subset of data are compared to the 3-group 

the ranking of three of the top five remained the same: accessible space, financial 

assistance, and leadership commitment.  However, the importance of mentors and pre-

meetings were included in the top five ranking by the 3-group subset.  Finally, a similar 

comparison of the greatest impact results of the 28-group subset of data to the results 
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of the 3-group ranking again resulted in three items that were consistent with both 

groups: expanded influence with external policymakers, stronger interpersonal 

relationships and expanded views of the capabilities of people with disabilities.  Two 

impact items reported by the 3-group subset 

were different:  increased program emphasis 

on community inclusion and expanded 

program opportunities for people with 

disabilities. This finding would appear to 

indicate that as the numbers of individuals 

with complex and/or high needs in leadership 

roles increases, so does the focus on inclusion 

and program opportunities for people with disabilities. 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

 
This finding would appear 
to indicate that, as the 
numbers of individuals 
with complex and/or high 
needs in leadership roles 
increases, so does the 
focus on inclusion and 
program opportunities for 
people with disabilities. 
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Part III: Findings fr0m the Best Practices In-Depth Interviews   
 

In-person and telephone interviews were conducted with 35 organizations; 

including 21 organizations identified from the National Overview Survey and 18 from 

the snowball recommendations.   The interviews typically lasted an hour and followed 

the Best Practices Interview Guide compiled from the results of the review of the 

literature, the National Overview Survey, and the focus groups. The purpose of the 

interviews was to more fully identify and examine the 

techniques and methods organizations have found to 

be most successful in including people with complex 

and/or high support needs in their governance and 

organizational activities.  

Several general themes emerged from the 

interviews. First, all of the successful organizations 

felt like they were not doing enough. They often 

ÂÅÇÁÎ ×ÉÔÈȟ  Ȱ4ÈÉÓ ×ÉÌÌ ÂÅ Á ÓÈÏÒÔ ÉÎÔÅÒÖÉÅ×Ȣȱ (Ï×ÅÖÅÒȟ 

when the interview ended, they commented on how 

useful the interview had been and how it made them 

think of things they were doing and how they might 

do better.  3ÅÃÏÎÄȟ ÓÅÖÅÒÁÌ ÉÎÔÅÒÖÉÅ×ÅÅÓ ÓÁÉÄȟ Ȱ0ÌÅÁÓÅ 

ÄÏÎȭÔ ÇÉÖÅ ÕÓ ÁÎÏÔÈÅÒ ÃÈÅÃËÌÉÓÔȢ 7Å ÈÁÖÅ ÍÁÎÙ ÏÆ 

those but none are tested. There is no evidence that 

If the Governor 
asked you to do this 
job for the State of 
Texas, the Council 
should do whatever 
it takes to get you 
hereɂ 
Roger Webb, Texas   
DDC 
 

How do we get 
people that are all 
over KY to come to 
our board meetings?   
 

Well, we always tell 
ÔÈÅÍ ÔÈÁÔ ×ÅȭÒÅ 
going to feed them 
wellɂ 
Marsha 
Hockensmith, KY 
P&A 
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one wÏÒËÓ ÂÅÔÔÅÒ ÔÈÁÎ ÁÎÏÔÈÅÒ ÏÒ ÁÔ ÁÌÌȢȱ 4ÈÉÒÄȟ ÔÈÅ ÍÏÓÔ ÆÒÅÑÕÅÎÔÌÙ ÍÁÄÅ ÃÏÍÍÅÎÔ 

×ÁÓȟ Ȱ)ÔȭÓ ÎÏÔ ÒÏÃËÅÔ ÓÃÉÅÎÃÅȟȱ ÓÏÍÅÔÉÍÅÓ 

ÆÏÌÌÏ×ÅÄ ÂÙȟ Ȱ)ÔȭÓ ÊÕÓÔ ÈÁÒÄ ×ÏÒËȢȱ  

 Finally, while there may not be a 

silver bullet or secret sauce, there are many 

examples of best practices commonly used by the successful organizations. Because 

these are not prescriptive or absolute, we call these Effective Practices. We define this 

as those methods and processes that have been found through trial and error to be 

effective for successfully including people with complex needs in organizational 

activities.    

Effective practices and transformational outcomes 
 
As indicated earlier, common themes were identified within the review of literature as 

well as input from the focus groups.  These themes were also found within the Best 

Practices interviews.  What follows in 

this section are examples of effective 

practices for promoting 

transformational board inclusion identified by the directors of the Best Practices 

organizations. This includes summaries of how needed supports are identified and how 

the use of mentors has been implemented in ways that meet both the needs of the 

individual as well as the organization. Lastly, we have included stories that illustrate 

how the lives of individuals with complex and/or high support needs, and the 

    

Ȱ)ÔȭÓ ÒÅÁÌÌÙ ÉÍÐÏÒÔÁÎÔ for a board 
ÍÅÍÂÅÒ ÔÏ ÂÅ Á ÂÏÁÒÄ ÍÅÍÂÅÒȢȱ 

 

I have to tell you, I really 
think it comes down to 
building relationships.  
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organizations that support them, have been affected by an unrelenting commitment to 

their inclusion in leadership roles. 

 
Effective Practices for Authentic Membership 

 
Pat Seybold, Commonwealth 

Council on Developmental 

Disabilities (KY) 

 The council made a 

commitment a long time ago that 

when a new member comes on the 

council, we have a mentor/mentee 

relationship and as soon as that 

person is appointed, a more 

seasoned council member becomes 

their mentor and they are 

responsible in making sure the new 

member has everything they would 

need for the meeting.  2) We also spend time with whoever comes with the new 

member; the Councilperson will spend time discussing the role of the person who is 

providing the support to them.  When a more seasoned council member is assigned to a 

new council member, the chair does the assignment.  Everyone with or without a 

disability gets a mentor and that usually fades out over time. 

Ȱ)ÔÓ ÁÌÌ ÁÂÏÕÔ ÒÅÌÁÔÉÏÎÓÈÉÐÓȢȱ 
  

The Best Practices organizations 
were very aggressive about 
identifying and involving people with 
complex needs in their organization.  
A major means of recruitment was 
the leadership training they were 
providing mostly through Partners in 
Policy-Making or a similar training 
model they sponsored and/or funded. 
The training programs were operated 
either directly or through a 
contractor.  The groups ensured that 
significant numbers of people with 
complex needs were included in the 
training events. This provided the 
organization the opportunity to get 
to know people with complex needs 
before extending them a full 
invitation. 
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Marsha Hockensmith, Kentucky Protection and Advocacy (State Agency) 

 Why such a high number of people with significant needs serving on the 

advisory board ɀ what motivated us to include so many people?  Because it has to be 

that way!  Several years ago our advisory board was comprised mostly the mothers of 

adult children with intellectual or developmental disabilities.  This is an advisory board 

of persons with disabilities ɀ the board must be diverse including representation from 

disability, minority and geographic populations.  

3ÈÁÎÎÏÎ "ÕÌÌÅÒȟ 7ÙÏÍÉÎÇ 'ÏÖÅÒÎÏÒȭÓ #ÏÕÎÃÉÌ ÏÎ $ÅÖÅÌÏÐÍÅÎÔÁÌ $ÉÓÁÂÉÌÉÔÉÅÓ  

 -ÏÓÔ ÓÉÇÎÉÆÉÃÁÎÃÅȢ  )ÔȭÓ nothing new and I have to be honest with you.  Not 

ÅÖÅÒÙÏÎÅ ×ÁÓ ÔÁÌËÉÎÇ ÏÒ ÉÎÔÅÒÁÃÔÉÎÇȟ ÂÕÔ ×Å ÄÉÄÎȭÔ ×ÁÎÔ ÁÎÙÏÎÅ ÔÏ ÂÅ ÔÈÅ ÖÏÉÃÅ ÆÏÒ 

anyone else.  So we started mentoring so that people would have someone that they 

could talk to and then we extended it to where it was not only people with disabilities 

ÂÕÔ ÁÌÓÏ ÎÅ× ÍÅÍÂÅÒÓȟ ÓÏ ÔÈÁÔ ×ÈÅÎ ÔÈÅÙ ÃÁÍÅ ÏÎ ÂÏÁÒÄȟ ÉÔ ÄÉÄÎȭÔ ÍÁÔÔÅÒ ÔÈÅÉÒ 

background or who they were ɀ they understood the council better.   
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Effective Practices for Deliberate Communication 

Sheila Romano, Illinois DD Council 

One of our chairpersons had severe 

speech difficulties and everything had 

to be re-voiced. A personal assistant 

did this for him.  He a neutral person; 

sometimes his wife would help.  We 

now have another member with 

extreme speech difficulties; we 

offered a computer with voice 

capabilities. Now, he has a 

communication device and we pay 

someone to prep it for him. He is now 

on our Executive Committee.  The 

Chairperson of another committee has 

a touch talker and worked at home to 

put in commandsɂfor example, all in 

favor, all approved, so they would be 

preprogrammed.  The Council pays a person to help him.  He is very difficult to 

understand and he is now a Committee Chair ɀ ÈÅ ÄÉÄÎȭÔ ÌÅÔ ÔÈÁÔ ÇÅÔ ÉÎ ÔÈÅ ×ÁÙȢ 0ÅÏÐÌÅ 

have gotten better at understanding him over time and we have gotten better as asking 

him to clarify.  

Best Practice board build a culture 
that promotes listening to people 
with complex and/or high needs. 
The chairperson makes sure 
everyone gets the to give people 
time to express themselves 
The chairperson ask for their 
opinions,   Ȱ$Ï ÙÏÕ ×ÁÎÔ ÔÏ ÍÁËÅ Á 
ÃÏÍÍÅÎÔȩȱ ÁÎÄ always explain 
ÏÕÔÃÏÍÅÓȟ Ȱ7ÈÁÔ ×Å ×ÉÌÌ ÂÅ ÄÏÉÎÇ 
ÈÅÒÅ ÉÓ ÖÏÔÉÎÇ ÏÎ ØÚÚȢȱ  Finally, 
there is always time built in for 
discussion.   
  

 

 

Materials are adapted in a variety 
of easy read ways; icons, graphics, 
color codes and organized in ways 
that facilitate understanding. 
Materials are sent in advance of the 
meeting and people are given the 
opportunity to review them in a 
pre-meeting to enhance their 
understanding and give them time 
to formulate their own ideas and 
opinions.    
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Pat Seybold, Commonwealth Council on Developmental Disabilities (KY) 

 We have a rule that any time we have a motion, the motion is made, we stop the 

ÍÅÅÔÉÎÇ ×ÈÉÌÅ ÔÈÅ ÍÅÎÔÏÒ ÅØÐÌÁÉÎÓ ÔÏ ÔÈÅ ÐÅÒÓÏÎ ×ÈÁÔ ×ÅȭÒÅ ÖÏÔÉÎÇ ÏÎ ÁÎÄ ÍÁËÅ ÓÕÒÅ 

that they fully understand what it is ÔÈÁÔ ÙÏÕȭÒÅ ÖÏÔÉÎÇ ÏÎȢ 

 We use microphones.  We make sure that person has access to the microphone.  

We have a council member that uses augmented communication and it takes a while 

for her to type everything in and everyone is respectful of that.  The chairs that I have 

ÂÅÅÎ ×ÏÒËÉÎÇ ×ÉÔÈ ÈÁÖÅ ÂÅÅÎ ÖÅÒÙ ÇÏÏÄ ÁÂÏÕÔ ÍÁÉÎÔÁÉÎÉÎÇ ÔÈÁÔ ÃÏÎÔÒÏÌ ×ÈÁÔȭÓ ÇÏÉÎÇ ÏÎ 

in the council meeting so that no one person dominates; every voice is heard.  Finally, 

we try not to write any documents above a 4th or 6th grade reading level and that has 

made a huge difference. 

Dave Richard, The Arc of North Carolina 

 We have another man on our board that has a significant physical disability and 

some cognitive disability and he has an assistant who works with him as part of his 

services.  For him, it made more sense that his assistant would be his voice.  What was 

awkward at first when he came on the board, members would ignore him and only go 

to his assistant or they would ignore the assistant and only talk to him.  What we 

tended to see happen with the board members that they would engage him, but it was 

sort of a seamless process.  He began speaking out more using his assistant to do so 

and the engagement from the board became more involved in bringing him into those 

conversations. 
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Linda West, Washington State Developmental Disabilities Council 

 Our Director has a knack for connecting the personȭs comments that may be off 

the mark to the current content. Our chairperson makes sure everyone gets the chance 

to speak. She will ask them for ÔÈÅÉÒ ÏÐÉÎÉÏÎȢ Ȱ$Ï ÙÏÕ ×ÁÎÔ ÔÏ ÍÁËÅ Á ÃÏÍÍÅÎÔȩȱ 

Alison Lozano, New Jersey Developmental Disabilities Council 

 We use 2 paddles (like table tennis ones) during the Council meetings for voting. 

One is green and one is red. We started doing this when I was at the Utah DD Council.  

One also has an exclamation on one side and question mark on the other.  Everybody 

on the Council has to use these. This gives everybody the same opportunity to speak. 

They are a great equalizer. Then, the conversation will not be dominated by 

professionals. 

Roger Webb, Texas Council for Developmental Disabilities 

 Another personȟ ÉÎ ÔÈÅ ÐÁÓÔȟ ÄÉÄÎȭÔ ÌÉËÅ ÔÏ ÈÁÖÅ ÈÉÓ ÓÕÐÐÏÒÔ ×ÉÔÈ ÈÉÍȟ but he was 

difficult to understand.  So, we discussed with ÈÉÍ ÔÈÁÔ ÈÅ ÃÏÕÌÄÎȭÔ ÂÅ ÅÆÆÅÃÔÉÖÅ ÁÓ Á 

member unless people can really understand what he has to say and he needs not be 

uncomfortable if we ask either him to repeat, or ask if his attendant can help give us a 

summary of it.  Everyone on the council needs to understand that it takes time and not 

be impatient. 
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Effective Practices for Full Participation 

Heidi Lawyer, Virginia DD Council 

 We used to have a really long 

table but one year ago we changed to 

round tables with microphones. It 

helps people speak up. 

 

Beth Swedeen, Wisconsin Board for 
People with Developmental 
Disabilities 
  
 We really simplified our packet 

and agenda ɀ we have like a picture 

agenda now ɀ we got that idea from 

Oregon and not come up with it 

ourselves.  We have set up peer 

mentors for all of our new board 

members not just advocates, so that someone is paired with a seasoned person or a 

ÃÏÕÐÌÅ ÏÆ ÓÅÁÓÏÎÅÄ ÐÅÏÐÌÅ ÁÎÄ ÔÈÅÎ ÔÈÁÔȭÓ ÓÏÍÅÏÎÅ ×ÈÏ ÔÈÅÙ ÃÁÎ ÓÉÔ ÂÙ ÉÎ Á ÍÅÅÔÉÎÇ 

ÁÎÄ ÔÕÒÎ ÔÏ ÆÏÒ ÉÎÆÏÒÍÁÔÉÏÎ ÉÆ ÔÈÅÙ ÄÏÎȭÔ ÕÎÄÅÒÓÔÁÎÄ ÓÏÍÅÔÈÉÎÇȢ    

 We do a lot less presentation at our meetings and large group ɀ ×ÅȭÖÅ ÇÏÎÅ ÔÏ 

ÓÍÁÌÌÅÒ ÇÒÏÕÐ ×ÏÒË ÁÎÄ ÔÈÁÔ ÓÅÅÍÓ ÔÏ ÈÅÌÐ ÂÅÃÁÕÓÅ ÉÆ ÙÏÕȭÒÅ ÓÉÔÔÉÎÇ ÁÔ Á ÔÁÂÌÅ ×ÉÔÈ ÏÎÌÙ 

4 other people, then we try to have facilitators there to elicit ideas from everyone and 

makes sure that everyone gets a chance to participate.    

  

The organizations that were most 
had adapted the format of their 
meetings to include the following: 1) 
small discussion groups at 
meetings, 2) rooms arranged as 
small round tables with groups 
sitting together vs. hollow square 
hotel style, 3) short presentations at 
meetings followed by discussions in 
small groups.  Frequent breaks are 
often helpful so that the person 
could work with a support 
person/mentor.  
 
While most organizations met 
quarterly for full meetings, almost 
all the Best Practice groups met 
more frequently in committees or 
workgroups in person or in person 
using regional video hookups and 
some via phone calls. 
 
   
 



 51 

 7Å ÁÃÔÕÁÌÌÙ ÄÏÎȭÔ Õse large 

ÇÒÏÕÐÓ ÁÎÙÍÏÒÅȟ ÂÅÃÁÕÓÅ ÉÔȭÓ ÖÅÒÙ 

hard to talk to the person except the 

people on your left or right.  Another 

ÔÈÉÎÇ ×ÉÔÈ Á ÌÁÒÇÅÒ ÇÒÏÕÐȟ ÉÔȭÓ ÈÁÒÄ ÔÏ 

hear.  We set up 6 or 7 tables with 

groups of 5 and then we do like a 

committee approach ɀ ÌÅÔȭÓ talk for 

ÁÂÏÕÔ ΨΦ ÍÉÎÕÔÅÓȟ ÁÎÄ ÔÈÅÎ ÌÅÔȭÓ 

switch it up and everybody goes to a 

different table.  This way people get to 

talk to different people and it helps 

them to get to know the other board 

members better.   

 7ÅȭÖÅ ÇÏÔÔÅÎ ÒÅÁÌÌÙ ÃÌÅÁÒ 

feedback that people like the 

ÉÎÔÅÒÁÃÔÉÖÅ ÆÏÒÍÁÔȠ ÔÈÅÙ ÄÏÎȭÔ ×ÁÎÔ ÔÏ 

just sit and listen.  How do you make 

this work using small groups ɀ unusual 

for most council to do this?  We do a 

lot of that through our committee 

work.  And, also with quick updates.  I 

 Pre-meetings are used as a means 
to help the complex needs prepare 
for the meeting. Pre-meetings are 
held individually or as a group with 
the people with complex needs. 
Individual meetings are usually 
facilitated by a paid support person 
or by an organizational staff 
member.  
Group meetings are frequently led 
by the Executive Director and/or the 
Chairperson and usually held the 
evening before or morning of the 
business meetings.  

  
Best Practice organizations were 
generous in allowing for 
accommodation expenses often 
needed for travel, meal, PCA, 
support person, overnight stays and 
other support accommodations. It is 
important to point out that most of 
the Best Practice organizations 
were under stringent State travel 
regulations and had to find or 
negotiate workarounds, waivers or 
approvals for these additional 
accommodation expenses. These 
expenses included additional car 
rentals, overnight stays for persons 
traveling less than 50 miles, meal 
costs, PCA, and contracted 
transportation. 
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mean like during the business meeting, the committee who chose like the grant team.  

We have review teams for our grants ɀ ×Å ÄÏÎȭÔ ÈÁÖÅ ÔÈÅ ×ÈÏÌÅ ÃÏÕÎÃÉÌȢ  4ÈÅÎȟ ×Å ÔÒÙ 

to have the grantees come in and do short updates of their projects so people will feel 

like they unÄÅÒÓÔÁÎÄ ×ÈÁÔȭÓ ÈÁÐÐÅÎÉÎÇȢ  7ÈÅÎ ÔÈÅÙ ÄÏ ÁÎ ÕÐÄÁÔÅ ÔÈÅÒÅȭÓ ÁÌ×ÁÙÓ ÔÉÍÅ 

for the council to talk about ɀ so, how will I bring this back to my community. 

 We do have something called Consumer Caucus.  IÔȭÓ ÇÅÔÔÉÎÇ Á ÌÉÔÔÌÅ ÂÅÔÔÅÒȢ  )ÔȭÓ 

part of a committee structure, so it meets during lunch or during a time when other 

ÃÏÍÍÉÔÔÅÅÓ ÁÒÅÎȭÔ ÍÅÅÔÉÎÇ ÏÎ 7ÅÄÎÅÓÄÁÙ ÁÎÄ ÉÔȭÓ Á ÃÈÁÎÃÅ ÔÏ ÐÕÌÌ ÏÕÔ ÙÏÕÒ ÁÇÅÎÄÁ 

ÁÈÅÁÄ ÏÆ ÔÉÍÅ ÉÆ ÙÏÕȭÒÅ Á ÓÅÌÆ-advocate, although I have to say, that probably as many as 

9 self-advocates go to it.  We encourage the mentors to go with the new person.  They 

ÇÏ ÔÈÒÏÕÇÈ ÔÈÅ ÁÇÅÎÄÁ ÁÈÅÁÄ ÏÆ ÔÉÍÅ ÁÎÄ ÉÔ ÇÉÖÅÓ ÕÓ Á ÃÈÁÎÃÅ ÔÏ ÅØÐÌÁÉÎ ÁÓ ÔÏ ÈÅÒÅȭÓ 

×ÈÁÔ ÉÓ ÇÏÉÎÇ ÔÏ ÈÁÐÐÅÎȠ ÈÅÒÅȭÓ ×ÈÁÔ ×ÅȭÒÅ ÇÏÉÎÇ ÔÏ ÔÁÌË ÁÂÏÕÔȠ ÈÅÒÅ ÁÒÅ ÓÏÍÅ ÔÈÉÎÇÓ 

×ÅȭÄ ÌÉËÅ ÔÏ ÈÅÁÒ ÆÒÏÍ ÙÏÕ ÁÂÏÕÔ ÁÎÄ ÔÈÁÔȭÓ ÁÌÓÏ ÔÈÅ ÔÉÍÅ ÆÏÒ ÔÈÅ ÎÅ× ÐÅÒÓÏÎ ÔÏ ÁÓË 

questions. 

 I always think we need to do more to make our materials more 

accessible/understandable.  I also think we need to figure out the more formats that 

lend themselves to having authentic participation  and by everybody ɀ a universal 

design for meetings and materials. 

Roger Webb, Texas Council for Developmental Disabilities 

 If the Governor asked you to do this job for the State of Texas, the Council 

should do whatever it takes to get you to meetings.  We have always started at the level 

of how do you help facilitate a process so that each of our members are able to there; to 
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show up; to engage in discussion and understand the materials, so that they know what 

ÔÈÅÙȭÒÅ ÖÏÔÉÎÇ ÏÎ ÁÎÄ ÔÈÅÙ ÆÅÅÌ Ét makes a difference. 

 4ÈÅ ÓÔÁÔÅ ÅØÐÅÃÔÓ ÔÒÁÖÅÌ ÒÅÉÍÂÕÒÓÅÍÅÎÔÓ ÔÏ ÂÅ ȰÒÅÁÓÏÎÁÂÌÅ ÁÎÄ ÎÅÃÅÓÓÁÒÙȱɂ

related to the business of the organization, so on some of those issues ×Å ÄÏÎȭÔ ×ÏÒÒÙ 

too much about what it costs, ÂÅÃÁÕÓÅ ÔÈÅ 'ÏÖÅÒÎÏÒ ÄÅÃÉÄÅÄ ÔÈÁÔ ÙÏÕȭÒÅ ÇÏing to be 

ÍÙ ÂÏÁÒÄ ÍÅÍÂÅÒ ÁÎÄ ÔÈÁÔ ÍÅÁÎÓ ÙÏÕȭÒÅ ÓÕÐÐÏÓÅÄ ÔÏ ÃÏÍÅ ÁÎÄ ×Å ÈÁÖÅ ÔÏ ÆÉÇÕÒÅ ÏÕÔ 

a way to help you get here.  At times that means we pay for accessible lift vans and 

ÄÒÉÖÅÒÓ ÔÏ ÐÉÃË ÕÐ Á ÐÅÒÓÏÎ ÆÒÏÍ ÔÈÅÉÒ ÈÏÍÅ ÁÎÄ ÔÒÁÎÓÐÏÒÔ ÔÈÅÍ ÔÏ ×ÈÅÒÅ ÅÖÅÒ ×Åȭre 

having the meeting, usually in Austin, with or without an attendant ɀ if they have an 

attendant who wants to drive, we rent the van for them ɀ we have rented power chair 

or scooter so that the person, if they choose to fly, can have lift vehicles meet them at 

the airport. 

 People with cognitive disabilitiesɂwe obviously will pay for someone to fly with 

them if they prefer; we have made arrangements to contract with someone in their 

community, too, who also gets meeting materials, will arrange to meet with the 

individual before the meeting to review the materials so that person can hopefully 

better understand the content.  They also have a chance to chat with us if they both 

ÈÁÖÅ ÑÕÅÓÔÉÏÎÓ ÔÈÅÙ ÄÏÎȭÔ ÑÕÉÔÅ ÕÎÄÅÒÓÔÁÎÄȢ  !ÇÁÉÎȟ ÈÏ× ÄÏ ÙÏÕ ÈÅÌÐ ÐÒÅÐ ÐÅÏÐÌÅ ÓÏ 

that when they show up, they understand what we sent them and what the Council is 

going to be taking action on?  We probably go a little bit further with people with 

ÉÎÔÅÌÌÅÃÔÕÁÌ ÄÉÓÁÂÉÌÉÔÉÅÓ ÔÏ ÍÁËÅ ÓÕÒÅ ÔÈÅÙ ÈÁÖÅ ÔÈÁÔ ÏÐÐÏÒÔÕÎÉÔÙȢ  )ÔȭÓ ÁÌ×ÁÙÓ Á ÃÈÁÌÌÅÎge 

of how do you make it simple. 
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 Some of the materials shared by other Councils ÔÈÁÔ )ȭÖÅ ÁÌ×ÁÙÓ ÂÅÅÎ ÉÎÔÅÒÅÓÔÅÄ 

ÉÎ ÁÒÅȡ  ÈÏ× ÔÏ ÍÁËÅ ÏÕÔ ÁÎ ÁÇÅÎÄÁ ÓÏ ÔÈÁÔ ÉÔ ÍÁËÅÓ ÉÔ ÃÌÅÁÒÅÒȠ ×ÈÁÔȭÓ ÁÎ ÁÃÔÉÏÎ ÉÔÅÍ or 

×ÈÁÔȭÓ ÔÈÅ ÅØÐÅÃÔÅÄ ÁÃÔÉÏÎ ÆÏÒ ÁÎ ÉÔÅÍȠ ×ÈÁÔȭÓ ÊÕÓÔ Án information item with no action 

required.  Some councils print their agendas with symbols or icons.  We do it more with 

boxes at the bottom that explains the ÁÎÔÉÃÉÐÁÔÅÄ ÁÃÔÉÏÎ ÏÒ ÏÕÔÃÏÍÅȢ  7ÅȭÖÅ ÇÏÎÅ ÔÏ 

what we call a tab sheet in our meeting binder so that it all stays together and the 

ÁÇÅÎÄÁ ÒÅÆÅÒÅÎÃÅÓ ÔÈÅ ÔÁÂ ÎÕÍÂÅÒ ÔÈÁÔ ÈÁÓ ÔÈÅ ÉÔÅÍ ÂÅÈÉÎÄ ÉÔȢ  4ÈÅÒÅȭÓ Á ÃÏÖÅÒ ÓÈÅÅÔ ÉÎ 

the binder with the information about the item that might say, for example, that this 

item goes to 2 standing committees plus the council and it has 3 different box lines at 

the bottom with information about the expected action. 

 3Ï ÔÈÅÒÅ ÁÒÅ ÌÏÔÓ ÏÆ ÄÉÆÆÅÒÅÎÔ ÔÅÃÈÎÉÑÕÅÓ ÔÈÁÔ )ȭÖÅ ÓÅÅÎ ÆÏÒ ÐÅÏÐÌÅ ÔÏ ÍÁÎÁÇÅ ÔÈÅ 

discussions and to draw in each of the participants in a fun way and to make sure that 

people are engaged, but sometimes those things slow it down so much that the people 

that are caught up in the first place are really bored.  There are no silver bullets on a lot 

of this. 

 As far as having a support person speaking; a number of Councils have formal 

written agreements between the Council and the support people or at least guidelines 

so they understand their role.  We have shied away from doing it that way and usually, 

if need be, have discussions with the Council member and the Chair (or me) about 

ÉÓÓÕÅÓȢ  7Å ÓÔÉÌÌ ÈÁÖÅ Á ÌÏÔ ÏÆ ÉÓÓÕÅÓ ÔÈÁÔ ×Å ÄÏÎȭÔ ÈÁÖÅ ÇÏÏÄ ÁÎÓ×ÅÒÓ ÆÏÒȢ   

 One of my council members has pretty significant physical limitations that result 

in him always using a power chair.  He has limited ability to get materials in and out of 
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ÔÈÅ ÂÁÓËÅÔ ÏÎ ÔÈÅ ÆÒÏÎÔ ÏÆ ÈÉÓ ÃÈÁÉÒ ÁÎÄ ÎÅÅÄÓ ÁÓÓÉÓÔÁÎÃÅ ÆÏÒ ÔÈÁÔ ÁÎÄ ÉÔȭÓ ÄÉÆÆÉÃÕÌÔ ÆÏÒ ÈÉÍ 

to turn pages.  He comes with an attendant who is also his driver and helps with 

personal things; checks on him; helps with mealsȟ ÂÕÔ ÔÈÅ ÍÅÍÂÅÒ ÄÏÅÓÎȭÔ ÌÉËÅ ÆÏÒ ÈÉÓ 

ÁÔÔÅÎÄÁÎÔ ÔÏ ÂÅ ÓÉÔÔÉÎÇ ÂÙ ÈÉÍ ÁÌÌ ÔÈÅ ÔÉÍÅ ÁÔ ÔÈÅ ÍÅÅÔÉÎÇ ÂÅÃÁÕÓÅȟ ÔÈÅÎȟ ÈÅȭÓ ÎÏÔ ÌÉËÅ 

everybody else.   

 In the meeting about supporting Council members, we had many suggestions 

on supporting people with cognitive disabilities on their board.  What most of us across 

ÃÏÕÎÃÉÌÓ ÁÇÒÅÅÄȟ ÉÔȭÓ ÎÏÔ ÁÎÙÔÈÉÎÇ ÕÎÉÑÕÅ ÔÏ ÐÅÏÐÌÅ ×ÉÔÈ ÓÉÇÎÉÆÉÃÁÎÔ ÄÉÓÁÂÉÌÉÔÉÅÓȟ ÉÔȭÓ ×ÈÁÔ 

you need to do to be a DD Council member.  YouȭÖÅ got to figure out what they need to 

get there, ×ÈÁÔ ÔÈÅÙ ÎÅÅÄ ÔÏ ÕÎÄÅÒÓÔÁÎÄ ÔÈÅ ÍÁÔÅÒÉÁÌÓȟ ÓÏ ÔÈÁÔ ÔÈÅÙ ËÎÏ× ×ÈÁÔȭÓ ÂÅÉÎÇ 

voted on. 

Karen Schwartz, Vermont DD Council 

 We try with all the materials that we send out to people we think about the 

accessibility level and also how accessible they are in terms of the print.  We have a 

couple of members with vision impairments and each one of them has a different way 

ÔÈÅÙ ×ÁÎÔ ÔÈÅ ÍÁÔÅÒÉÁÌȢ  %ØÁÍÐÌÅȡ  ÉÔȭÓ ÅÁÓÉÅÒ ÆÏÒ ÕÓ ÔÏ ÂÌÏ× ÓÏÍÅÔÈÉÎÇ ÕÐ ÔÏ ΨΦ ÆÏÎÔȠ 

someone else mÁÙ ×ÁÎÔ ÓÅÐÁÒÁÔÅ ÓÈÅÅÔÓȢ  7Å ÔÒÙ ÔÏ ÍÁÉÌ ÅÖÅÒÙÔÈÉÎÇ ÔÈÁÔ ×ÅȭÒÅ ÇÏÉÎÇ ÔÏ 

use a week before the meeting ɀ we send it by email.  The members that may need 

more time understanding we check in with them before the meeting.  We do this over 

the phone.  We have a versatile staff here.   

 One of our self-advocates is autistic and we have an administrative assistant 

that connects with him very well.  At the meeting, we have a poster, what helps at 



 56 

meetings ɀ a list of basic things.  We have some guidelines ɀ we check in with people to 

give the time at the meeting to read the information.  When new members come on 

board we do an orientation and we have a handbook, and then our members came up 

with this member guide that ÉÓ Á ÓÈÏÒÔÅÒ ÖÅÒÓÉÏÎ ÁÎÄ ÉÔȭÓ ÖÅÒÙ ÁÃÃÅÓÓÉÂÌÅ ÁÎd modeled 

from the Green Mountain Self-Advocates guidelines and has photos of every member. 

Effective Practices for Meaningful Contributions 

Beth Swedeen, Wisconsin Board 
for People with Developmental 
Disabilities 

7ÅȭÒÅ ÔÒÙÉÎÇ ÔÏ ÈÁÖÅ ÓÅÌÆ-advocates 

be part of everything we do, so 

when we anything, like a 

presentation, we have co-presenters 

who are self-advocates and they 

might just tell something from their 

own experience of what works for them.  We do have self-advocates reviewing all of our 

ÐÒÏÐÏÓÁÌ ÎÏÔÅÓ ÆÏÒ ÂÏÁÒÄ ÐÒÏÊÅÃÔÓȢ  4ÈÅÙ ÄÏÎȭÔ ÊÕÓÔ ÎÅÃÅÓÓÁÒÉÌÙ ÒÅÁÄ ÔÈÅ ×ÒÉÔÔÅÎ 

applications, but are part of the discussion team.  Like, we may provide the synopsis 

orally to them, but then in the project they can be part of the decision-making around 

×ÈÉÃÈ ÐÒÏÐÏÓÁÌÓ ×ÅȭÒÅ ÇÏÉÎÇ ÔÏ ÆÕÎÄȢ 

 

  

Best Practices organizations 
aggressively found, created and 
involved people in many roles.    
They give people roles--everyone has 
an assignment. They have person 
focus on an area interested; projects 
included addressing unmarked graves 
cemetery unmarked graves, and doing 
trainings around key issues, tell their 
stories.  They carry out speaking 
engagements, give testimony, and 
attend other meetings 
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Anna Lobosco, New York State Developmental Disabilities Planning Council 

 I would say at this point is that the biggest thing we do is asking our members.  

Recently, we had a conversation with our consumer members around the topic of 

engagement and, what would it take to be more engaged in our work.  They told us 

many things iÎ ÔÈÁÔ ÃÏÎÖÅÒÓÁÔÉÏÎ ÔÈÁÔ ÍÁÎÙ ÏÆ ÔÈÅÍ ÈÁÄÎȭÔ ÔÏÌÄ ÕÓ ÉÎ ÔÈÅ ÌÁÓÔ Ϋ ÏÒ ΧΦ 

years.  The work that we do, especially using public funds, requires that they have some 

capability to look at pretty complex funding motions and make decisions whether we 

should or sÈÏÕÌÄÎȭÔ ÄÏ ÉÔȢ  4ÈÅÙ ÇÁÖÅ ÕÓ Á ×ÈÏÌÅ ÏÔÈÅÒ ÓÅÔ ÏÆ ÍÁÒÃÈÉÎÇ ÏÒÄÅÒÓ ÔÈÁÔ ×ÅȭÒÅ 

trying to work on.  Right now we are focused heavily on providing information in ways 

that will help them in making good funding decisions 

 Our current Caucus CÈÁÉÒÐÅÒÓÏÎȭÓ ÐÕÓÈ is to make sure that everybody has a 

chance to be involved.  So before we talked about leadership, we said, maybe we need 

to take a step back and talk about engagement.  So we came up with a 6 slide Power 

Point that basiÃÁÌÌÙ ÓÁÉÄȟ Ȱ7ÈÁÔ ÉÓ ÅÎÇÁÇÅÍÅÎÔ and what would help you to be more 

ÅÎÇÁÇÅÄ ÉÎ ÏÕÒ ×ÏÒËȩȱ  2ÉÇÈÔ ÎÏ× ÏÕÒ members, people with developmental disabilities 

ÁÒÅ ÁÌÌ ÖÅÒÂÁÌ ÁÎÄ ÄÏÎȭÔ ÈÁÖÅ ÔÏÏ much trouble communicating.  This provided time and 

an environment that allowed them to speak.  They told us that they would like:  

 
1. Media ɀ Youtube, Webinars, audio recordings, conferences calls ɀ mostly they were 

a little less intrigued with paper and many of them had indicated, for the first time, 

that they have difficulty reading or that reading is hard for them and that they 

prefer to get things auditorily.   
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2. They like pre-meeting conference calls to discuss projects and motions.   

3. They want information presented in short versions and  

4. TÈÅÙȭÖÅ ÁÓËÅÄ ÆÏÒ Á one page, and no less than 16 point font print, overview of our 

funding motions.   

5. 4ÈÅÙȭÖÅ ÁÓËÅÄ ÔÈÁÔ ÏÕÒ ÓÔÁÆÆ ÃÏÎÔÁÃÔ ÔÈÅÍ ÐÅÒÉÏÄÉÃÁÌÌÙ ÂÙ ÐÈÏÎÅ ÉÎ ÁÄÖÁÎÃÅ ÏÆ 

meetings.   

6. They like having small group discussions (sometimes 2-3 people, sometimes up to 8 

people). 

Effective Practices for True Influence 

Emily Rogers, Washington State 
Developmental Disabilities Council 
 
 We do things like having people 

write their own messages to their 

legislator. We have people write a 

legislative agenda each yearȢ )ÔȭÓ ÒÅÁÌÌÙ 

focusing on what is important to people 

with developmental disabilities. One of 

the things that we have done of late is 

make sure that every single person has 

the opportunity to speak up, whether 

ÔÈÁÔȭÓ ÔÈÒÏÕÇÈ their communication 

Most Best Practice organizations 
involved people with complex 
and/or high support needs by 
helping them testify to the State 
Legislative Committees or other 
policymaking bodies.   Many had 
more general annual legislative 
days that involved visiting 
legislative aids.    
 
They have people review all 
proposal notes so they can be part 
of the discussion and decision-
ÍÁËÉÎÇ ÉÆ ÔÈÅÙ ÃÁÎȭÔ ÒÅÁÄ ÔÈÅ 
materials.   Almost all state reps 
are the directors of state Agencies. 
They sit next to people in the 
meetings it impacts them.      
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device or some sort of assistance.  

 We had an idea around the Respectful Language Bill and we talked to a 

legislator who was going to be the prime sponsor.  We met with him as a group and 

discussed what needed to go into it.  We got one of the legislatorȭs staff to draft the bill. 

We came with the idea and they put it into the language that needed to go into the bill. 

When they needed someone to testify we had people there. We have a Rapid Response 

Team, a team of about 15-20 people, who have made a commitÍÅÎÔ ÔÈÁÔ ÔÈÅÙȭÒÅ 

willing to receive a phone call from me at any time during those sessions, so that if 

there is something that comes up wÅȭÒÅ ÁÂÌÅ ÔÏ ÒÅÁÌÌÙ ÆÉÇÕÒÅ ÏÕÔ ×ÈÁÔȭÓ ÇÏÉÎÇ ÏÎȢ 

Transformational Outcomes for Individuals  

Deborah Swingley, Montana Developmental Disabilities Council  

 We met with each Tribal Council when we had Council meetings in their areas. 

We were able to have a member of the Chippewa Tribe appointed to Council and at the 

first meeting the tribe sent seven elders and did the Honoring Ceremony for him at our 

meeting. They presented him with a tribe blanket and a spirit pouch. 

Transformational Outcomes for the Organizations 

Deborah Swingley, Montana Council on Developmental Disabilities   

 You are going to have to work but there is a great benefit. It has been critical to 

our work with legislators. 
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Mary Gordon, Nebraska Planning Council on Developmental Disabilities 

 The fact that the Council has people with high needs serving influences other 

State agencies to have people serve on their committees, too. 

Donna Gilles, Partnership for People with Disabilities at Virginia Commonwealth 
University  

 What do you think has been the most successful influence that he has had?  I 

ÔÈÉÎË ÈÁÖÉÎÇ ÔÈÅ ÒÅÍÉÎÄÅÒ ÔÈÁÔ ÉÔȭÓ ÎÏÔ ÁÂÏÕÔ ÍÅ ÁÎÄ ÉÔȭÓ ÎÏÔ ÁÂÏÕÔ ÔÈÅ ÏÔÈÅÒ ÆÏÌËÓ ÉÎ ÔÈÅ 

ÒÏÏÍȟ ÉÔȭÓ ÁÂÏÕÔ ÐÅÏÐÌÅ ×ÉÔÈ ÄÉÓÁÂÉÌÉÔÉÅÓȟ ÁÎÄ ÎÕÒÔÕÒÉÎÇ ÔÈÁÔ ÒÅÁÌÉÚÁÔÉÏÎ that their real 

lives are impacted by the things we do.  I think their presence and vigilance and their 

knowledge and their honesty have taught people that their efforts have to mean 

something. 

Dave Richard, The Arc of North Carolina 

 ) ÔÈÉÎË ×ÅȭÒÅ ÂÅÇÉÎÎÉÎÇ ÔÏ ÓÅÅ Á couple of things; 1) is that our partnership 

organizations ɀ people that profess the same things that we do ɀ have sort of a glass 

ceiling for people with disabilities in terms of a leadership role.  I believe that people are 

thinking differently about what is possible with people with disabilities. 
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Effective Practices for Need Specific Supports 

 The essential elements for transformational board inclusion focus on the areas 

that will result in benefits to the individual board or council member as well as the 

organization where he or she hopes to have a leadership role.  Barriers to achieving 

success in any of these areas cut across all five elements and, in the case of 

transportation challenges, appear to be universal.  Information specific to overcoming 

these types of barriers are included here in the context of effective practices that 

address specific needs or challenges. These needs and challenges can relate to 

organizational practices or constraints as well as those inherent to the disabilities 

individuals with complex and/or high needs experience. 
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Effective Practices in the Use of Mentors and Other Support Persons 

All of the Best Practices organizations 

provided some type of support person or 

mentor to each person with complex 

needs. This was accomplished in a wide 

array of ways.  

 Most Best Practice organizations 

provided some type of support person or 

mentor either formally or informally. 

Many Best Practices organizations had 

provided mentors in the beginning but 

the support had evolved to an informal 

process of the support being provided 

by a staff person or Council, Committee 

member. However, no matter how 

informal this process, all organizations 

continued to make sure this support 

continued to be provided over time. 

 

 

 The Support person/Mentor is 
different from a Personal Care 
Assistant.  Each role requires a 
different skill set. Some individuals 
may have both a personal care 
attendant and a support 
person/mentor.   
 

 

Specific Tasks Included: 
× Review agenda and meeting 

materials prior to the meeting 
Serve as a go to person to address 
issues as needed  

× Assist with arranging 
transportation  

× May attend pre-meetings 
× May attend meeting 
× May explain items at the 

meetings 
× May assist the person at the 

meeting 
×  

Almost all of the BP organizations 
cited problems with the support 
person/mentor speaking for the 
person or stepping over their 
bounds. Organizations had 
developed means of addressing this 
by: 1) having direct discussions with 
the support person/mentor and a 
contract with that spelled out their 
responsibilities.   Finally most of the 
support persons/mentors were 
paid. 
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Effective Practices for Addressing Transportation Barriers 

 Although we have not identified 

transportation as an essential element 

for transformational board inclusion, it is 

Á ÔÒÅÍÅÎÄÏÕÓ ÂÁÒÒÉÅÒ ÔÏ ÐÅÏÐÌÅȭÓ ÁÂÉÌÉÔÙ 

to access opportunities for inclusive 

leadership roles.  Because of this, we are 

including those practices that made a 

difference for the organizations that 

participated in the Best Practices 

Interviews. 

Dave Richard, The Arc of North 
Carolina 
 We reimburse well in terms of 

travel and other expenses that come 

with board members attending 

meetings.  Our policy is that no board 

member should ever have to take 

anything out of pocket to be a part of 

our board. 

 

 

 
It is important to point out that 
most people with complex 
needs do not drive nor have 
their own independent 
transportation.  
 
While this statement is obvious, 
the consequences and 
limitations this lack of 
transportation imposes on the 
ability of the person to 
effectively participate are often 
understated.  
 
Transportation was the most 
often cited issue from the 
Michigan Focus Groups 
conducted as part of this study 
and described previously.   
 
Best Practice organizations have 
contracted directly with outside 
vendors, obtained exemptions 
for rental cars and other travel 
restrictions by making it clear 
that they are ADA 
accommodations.  
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Marsha Hockensmith.  Kentucky Protection and Advocacy 

 How do we get people that are all over KY to come to our board meetings?  Well, 

×Å ÁÌ×ÁÙÓ ÔÅÌÌ ÔÈÅÍ ÔÈÁÔ ×ÅȭÒÅ ÇÏÉÎÇ ÔÏ ÆÅÅÄ ÔÈÅÍ ×ÅÌl.  Seriously, we inform them that 

we will cover all expenses for them to attend and participate as a member of our board.  

These expenses include; travel, lodging, attendant care, and others needed to ensure 

they can fully participate in board meetings.  We provided car rentalsɂI guess, in short, 

we get them here by doing our best to accommodate what they need.    

 How do we manage to pay for car rentals?  Sort of like reimbursement for 

mileage, lodging, attendant care and other things ɀ ×ÅȭÖÅ ÒÅÁÌÌÙ ÈÁÄÎȭÔ ÈÁÄ ÁÎÙ 

difficulty with this either.  How do we manage to get around the travel restrictions?  

Board members adhere to the same guidelines and rules regarding mileage, lodging 

and meal reimbursement as set forth by the feds, the same as is required for P&A staff.  

We do, unless otherwise approved, stick within the 50 miles rule to cover expenses for 

lodging.  How do we ÇÒÁÎÔ ÁÎ ÅØÃÅÐÔÉÏÎȩ  !ÃÔÕÁÌÌÙ ÁÌÌ )ȭÖÅ ÈÁÄ ÔÏ ÄÏ ÁÔ Ôhis point is just 

document the need for this accommodation as it ÒÅÌÁÔÅÓ ÔÏ ÁÎ ÉÎÄÉÖÉÄÕÁÌȭÓ ÄÉÓÁÂÉÌÉÔÙȟ 

including the need for the exception to cover overnight accommodation.   
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Effective Practices for Supporting People with Communication Needs 

Over the last decade people with communication needs who use augmentative 

and/or alternative communication devices have begun to be included in leadership roles.  

Interviews with the Best Practice groups who have individuals with communication 

needs identified significant barriers remain with regard to device utilization and how 

they are addressed. The National Overview Survey showed people with complex and/or 

high needs who had communication difficulties involved in DD Network organizations 

in the following numbers: DD Council 15%; UCEDD 8%, and Protection and Advocacy 

4%.  And yet twice as many people involved in UCEDDs (15%) had communication 

devices compared to DD Council (8%) and P and A (4%). This most likely the result of 

ÔÈÅ 5#%$$ȭÓ ÅÁÓÉÅÒ access to State Assistive Technology Projects.  

Many Councils had people with communication difficulties serving as officers or 

committee chairpersons. Many were pre-programed with voice commands like, 

Ȱ7ÅÌÃÏÍÅ ÅÖÅÒÙÂÏÄÙȟȱ  Ȱ$Ï ) ÈÁÖÅ Á ÍÏÔÉÏÎȟȱ Ȱ!ÌÌ ÉÎ ÆÁÖÏÒȟȱ Ȱ!ÌÌ ÏÐÐÏÓÅÄȢȱ 3ÅÖÅÒÁÌ 

5#%$$ȭÓ ×ÅÒÅ ÁÂÌÅ ÔÏ ÒÅÃÅÉÖÅ ÓÕÐÐÏÒÔ ÆÏÒ ÃÏÍÍÕÎÉÃÁÔÉÏÎ ÄÅÖÉÃÅÓ ÆÒÏÍ ÔÈÅÉÒ 3ÔÁÔÅ 

Assistive Technology Projects that were part of their organizations.  Successful 

organizations found that while the hardest issue was waiting for the person to type in 

ÔÈÅÉÒ ÒÅÓÐÏÎÓÅÓȟ ÏÖÅÒ ÔÉÍÅ ÔÈÅÙ ÃÁÍÅ ÔÏ ÖÁÌÕÅ ÔÈÅ ÐÅÒÓÏÎȭÓ ÉÎÐÕÔ ÁÎÄ ×ÅÒÅ ÍÏÒÅ ÐÁÔÉÅÎÔ 

about waiting. One organization had a member who used an Eye Gaze system and the 

members had to learn how to pose Yes/No questions that could be more easily 

answered. 
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People who were very difficult to understand but did not use communication 

devices posed a different set of challenges for the organizations. A staff person or 

personal care assistant often provided interpretation. Re-voicing, repeating or 

ÒÅÐÈÒÁÓÉÎÇ ÔÈÅ ÐÅÒÓÏÎȭÓ ÓÐÅÅÃÈ ×ÁÓ ÆÒÅÑÕÅÎÔÌÙ ÕÓÅÄ ÓÕÃÃÅÓÓÆÕÌÌÙȢ 3ÏÍÅ ÏÒÇÁÎÉÚÁÔÉÏÎÓ 

were able to help the person obtain and use a communication device over time.  

Effective Practices at Supporting People with Attention Support Needs 

 An increasing number of individuals with complex and/or high support needs 

included in leadership roles require supports related to decreasing distractions or 

stressors that diminish their ability to maintain attention to business matters during 

meetings.  The practice of identifying and providing supports and/or other special 

accommodations for individuals with these support needs is relatively new. Protection 

and Advocacy organizations, with their PAMI (Protection and Advocacy for Individuals 

with Mental Illness) Councils, have had the most experience.  As such, the Best 

Practices organizations in this study carried out a number of strategies similar to those 

used by organizations that support mental health consumers in leadership roles.  

 Specific strategies that the Best Practices organizations found to be useful 

include: Having extra meeting space or an additional meeting room available should 

meetings be too long. One organization provides an audio feed into this room to enable 

continued participation. Another has found that providing members with earphones 

has assisted them with staying focused on the topics being discussed.   

 This is an area where frequent breaks and rest periods has been found to be 

essential.  Opportunities to rest benefits members mentally and physically and can 
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generate the energy needed to see a meeting through to its conclusion.  This is 

particularly important when agenda items are emotionally charged and/or have the 

potential to trigger emotional and/or traumatic memories (such as discussions on 

preventing abuse). 

 To keep track with providing supports in this area, Best Practices organizations 

use timekeepers and honor the call for breaks when requested.  Meeting rooms are also 

arranged to limit or mitigate environmental distractions such as poor lighting, 

inadequate or uncomfortable seating provisions, temperature fluctuations, and noise 

intrusions.  Finally, Council members receive orientation on how service animals used 

by individuals who have attention related support benefit them and how to respond to 

their presence during meetings. 
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Discussion 
 

The Beyond Tokenism: Complex Needs Study has many lessons to teach us. The 

Review of the Literature established that a foundation of knowledge regarding 

supports for effective board inclusion exists and that more research in this area is 

needed to assure that future practices will be, in fact, evidence based.   An analysis of 

the literature also provided the opportunity to evaluate whether types of supports 

reported to be in use are distributed across key elements of board inclusion; authentic 

membership, deliberate communication, full participation, meaningful contributions, 

and true influence.  This analysis showed that although progress has been made in 

expanding opportunities, the transformational outcomes of these efforts have yet to be 

fully explored. 

The perspectives of individuals with complex and/or high support needs 

affirmed the findings of the literature review, inasmuch as they reported that much 

work remains to be done before they will consider themselves to be fully included in 

leadership roles or other social and civic opportunities.  Even so, the results of the 

National Overview Study do indicate that much progress has been made in expanding 

opportunities and engaging individuals with complex and/or high support needs in 

leadership roles. Developmental Disabilities Councils and UCEDDs, in particular, have 

begun to set the standard for inclusive board practices. 

The results of the National Overview Study also indicate that some of the 

respondents have begun to recognize the transformational benefits of moving beyond 

the provision of token representation to individuals with complex and/or high needs 
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who have been engaged in leadership roles as well as the organizations they serve.  

These organizations, for the most part, are those that, as a minimum, include two or 

more individuals with disabilities with complex and/or high support needs in leadership 

roles.  The successes of the Best Practice organizations identified by the in-depth 

interviews provide substantial evidence in this regard. 

The findings of the Best Practices in-depth interviews show that the Best 

Practice organizations have contributed a significant body of knowledge regarding 

effective supports for individuals with complex needs in leadership roles.  These 

organizations clearly began with approaches forged by their predecessors and self-

advocacy organizations and, through their own creativity and commitment, 

systematically expanded and added replicable processes and procedures for use in 

ÔÏÄÁÙȭÓ ÄÉÖÅÒÓÅ ÁÎÄ ÔÅÃÈÎÏÌÏÇÉÃÁÌÌÙ advanced environments.   

 What became clear from the interviews was that Best Practice organizations all 

highly value all of their members and are willing to expend great effort to achieve their 

involvement. They do not cut corners or say that is too difficult or too much to do. The 

work is both hard and requires continuous and sustained effort. It requires great 

amounts of creativity along with old fashioned stick-to-it ÁÎÄ ȰÔÒÙ ÁÎÏÔÈÅÒ ×ÁÙȱ 

attitudes. Finally, financial resources and large amounts of staff time are required.  

All of the Best Practices described in this report were formulated and 

implemented with one express purpose:  to empower individuals with complex and/or 

high support needs to attain active and effective leadership roles.  Even so, it is 
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heartening to note that each Best Practice organization is focused on enhancing the 

participation of all of its membership not just those with disabilities.  

-ÁÎÙ ÏÆ ÔÈÅ ÂÅÓÔ ÐÒÁÃÔÉÃÅÓ ÁÒÅ ÄÅÓÉÇÎÅÄ ÔÏ ÒÅÄÕÃÅ ÔÈÅ ȬÃÏÇÎÉÔÉÖÅ ÌÏÁÄȭ ÃÒÅÁÔÅÄ ÂÙ 

the massive amounts of information generated through public policy formulation and 

advocacy functions.  Thus, effective use of best practices finds that we all benefit.   This 

is one of the greater lessons that inclusion in general has taught us. Another important 

note is that many of the practices truly benefit all, just like the curb cuts were 

eventually found very useful by mothers with baby strollers, cross country runners, and 

bicyclers.  

The Beyond Tokenism: People with Complex Needs in Leadership Roles 

national study clearly provides the evidence that there is a set of Best Practices that 

lead to successful inclusion of people with complex needs. It is up to us to implement 

them on a daily and continuous basis. The work is simple and yet hard. As several 

people interviewed said, Ȱ)ÔȭÓ ÎÏÔ ÒÏÃËÅÔ ÓÃÉÅÎÃÅȟ ÉÔȭÓ ÊÕÓÔ ÈÁÒÄ ×ÏÒËȱ. To be universally 

successful requires a cultural shift in how we expect organizations that affect the daily 

lives of people with disabilities to operate.  It is not enough to simply provide a seat at 

the table for individuals with disabilities; complex or otherwise, without providing the 

supports needed for them to have true influence as board members.  Successful 

inclusion requires organizations to change their standard operating procedures. We 

must recognize and accept that to do otherwise is to perpetuate tokenism in its most 

pernicious form.  
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 Successful inclusion is deceptively simple, in that many of the Best Practices 

appear, at face value, to be commonɂeven ordinary. Because of this, they are easy to 

dismiss and devalue as unimportant. The common is often not appreciated. 

Additionally, no one particular Best Practices is, in of itself, critical for success. It is 

when they are taken together that they form a powerful set of practices that can 

change an organizationȭs culture and lead to successful inclusion. Each of the Best 

Practices can evoke great depth and transformational power when fully understood.  

 It is likely that many of us have used some of these practices and believe 

ourselves to be familiar with them.  Yet, the findings in this study show that individuals 

with complex and/or high support needs as well as other developmental disabilities 

continue to report that, in their experiences, these practices are not systematically 

made available and in some cases simply dismissed as unnecessary or burdensome.  

During the interviews, we were frequently told, Ȱ/h, we know that other groups 

provide mentors or pre-meetings, [etc.]ȟ ÂÕÔ ×Å ÄÏÎȭÔ ÄÏ ÔÈÁÔȱȢ  4ÈÅÓÅ ÏÒÇÁÎÉÚÁÔÉÏÎÓ ÄÏ 

not realize that even though they were successfully providing supports for some 

elements of board inclusion, they could be limiting the effectiveness of the people they 

sought to include by not making available the full range of what might be necessary for 

them as individuals.   

User friendly, easy-to-read materials are perceived to be one of the largest 

unsolved challenges. This is paradoxical since many how-to manuals exist which are 

little used. For example, it is commonly acknowledged that a best practice is enlarged 

type, simple fonts and symbols. This is relatively easily accomplished with modern 
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computer software and Google images. Yet, the results from the National Overview 

Study indicate that fewer than one half of the success organizations were 

implementing this. We believe that the results of this study calls the question--What 

will it take for the Best Practices to become standard practices that are used 

everywhere? 

We hope you will join us in this very rewarding and challenging endeavor.  
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Recommendations 
 
 
4ÈÅ ÆÏÌÌÏ×ÉÎÇ ÒÅÃÏÍÍÅÎÄÁÔÉÏÎÓ ÁÒÅ ÂÁÓÅÄ ÏÎ ÔÈÅ 'ÏÁÌÓ ÉÎ ÔÈÅ 2&0 ×ÈÉÃÈ ×ÅÒÅȡ 

(Ï× ÃÁÎ ÔÈÅ #ÏÕÎÃÉÌ ÁÎÄ ÔÈÅ #ÏÕÎÃÉÌȭÓ ÇÒÁÎÔÅÅÓ ÉÎÃÒÅÁÓÅ ÔÈÅ ÎÕÍÂÅÒ ÏÆ ÐÅÏÐÌÅ ÉÔ 

includes, improve how well it supports them in full participation, and advocate for full 

inclusion in the activities of others? 

 

ΧȢ -ÅÎÔÏÒÓ ÁÎÄ 3ÕÐÐÏÒÔ 0ÅÒÓÏÎÓ ɀ $ÅÖÅÌÏÐ Á ÐÒÏÃÅÓÓ ÆÏÒ ÏÂÔÁÉÎÉÎÇȟ ÔÒÁÉÎÉÎÇȟ ÓÕÐÐÏÒÔÉÎÇ 

ÁÎÄ ÐÒÏÖÉÄÉÎÇ ÍÅÎÔÏÒÓȾÓÕÐÐÏÒÔ ÐÅÒÓÏÎÓ ÔÏ ÁÌÌ ÎÅ× ÍÅÍÂÅÒÓ ×ÉÔÈ ÃÏÍÐÌÅØ ÎÅÅÄÓȢ  

2ÁÔÉÏÎÁÌÅȡ 4ÈÅ ÐÕÒÐÏÓÅ ÏÆ ÔÈÅ ÍÅÎÔÏÒÓȾÓÕÐÐÏÒÔ ÐÅÏÐÌÅ ÉÓ ÔÏ ÐÒÏÖÉÄÅ ÁÄÄÉÔÉÏÎÁÌ ÓÕÐÐÏÒÔ 

ÔÏ ÐÅÏÐÌÅ ×ÉÔÈ ÃÏÍÐÌÅØ ÎÅÅÄÓ ÐÁÒÔÉÃÉÐÁÔÉÎÇ ÉÎ #ÏÕÎÃÉÌ ÁÃÔÉÖÉÔÉÅÓȢ "ÅÓÔ 0ÒÁÃÔÉÃÅ 

ÏÒÇÁÎÉÚÁÔÉÏÎÓ ÁÌÌ ÐÒÏÖÉÄÅ ÍÅÎÔÏÒÓȾÓÕÐÐÏÒÔ ÐÅÒÓÏÎÓ ÆÏÒÍÁÌÌÙ ÏÒ ÉÎÆÏÒÍÁÌÌÙ #ÏÕÎÃÉÌ ×ÉÌÌ 

ÎÅÅÄ ÔÏ ÅØÐÌÏÒÅ ÁÎÄ ÅØÐÅÒÉÍÅÎÔ ×ÉÔÈ ÔÈÅ ÄÉÆÆÅÒÅÎÔ ÍÅÁÎÓ ÏÆ ÐÒÏÖÉÄÉÎÇ ÍÅÎÔÏÒÓȾÓÕÐÐÏÒÔ 

ÐÅÒÓÏÎ ÆÒÏÍ ÔÈÅ ÏÐÔÉÏÎÓ ÄÅÓÃÒÉÂÅÄ ÉÎ ÔÈÅ &ÕÌÌ 2ÅÐÏÒÔȟ ÄÅÔÅÒÍÉÎÅ ×ÈÁÔ ÍÏÄÅÌ ×ÉÌÌ ÂÅÓÔ ÆÉÔ 

ÔÈÅ #ÏÕÎÃÉÌ ÁÎÄ ÄÅÖÅÌÏÐ ÁÎ ÉÍÐÌÅÍÅÎÔÁÔÉÏÎ ÐÒÏÃÅÓÓȢ 4ÈÅ ÐÒÏÃÅÓÓ ÓÈÏÕÌÄ ÉÎÃÌÕÄÅ Á 

ÐÏÌÉÃÙ ÏÒ ÓÔÁÔÅÍÅÎÔ ÏÎ ÔÈÅ ÐÕÒÐÏÓÅ ÁÎÄ ÒÏÌÅ ÏÆ ÍÅÎÔÏÒÓ ÁÎÄ ÓÕÐÐÏÒÔ ÐÅÒÓÏÎÓȟ ÔÒÁÉÎÉÎÇ 

ÁÎÄ ÓÕÐÐÏÒÔȢ 3ÅÖÅÒÁÌ ÅØÁÍÐÌÅÓ ÕÓÅÄ ÂÙ "ÅÓÔ 0ÒÁÃÔÉÃÅ ÏÒÇÁÎÉÚÁÔÉÏÎÓ ÁÒÅ ÉÎÃÌÕÄÅÄ ÉÎ ÔÈÅ 

!ÐÐÅÎÄÉØȢ  

 

ΨȢ  -ÏÄÉÆÙ #ÏÕÎÃÉÌ -ÅÅÔÉÎÇÓ ÔÏ ÂÅ )ÎÔÅÒÁÃÔÉÖÅ ɀ -ÏÄÉÆÙ #ÏÕÎÃÉÌ ÍÅÅÔÉÎÇÓ ÔÏ ÕÔÉÌÉÚÅ ÓÍÁÌÌ 

ÇÒÏÕÐ ÒÏÏÍ ÓÅÔ ÕÐÓȟ ÄÉÓÃÕÓÓÉÏÎÓ ÁÎÄ ÐÏÓÓÉÂÌÙ ÆÁÃÉÌÉÔÁÔÏÒÓ ÆÒÏÍ ÔÈÅ ÇÒÏÕÐȢ 
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2ÁÔÉÏÎÁÌÅȡ "ÅÓÔ 0ÒÁÃÔÉÃÅ ÇÒÏÕÐÓ ÆÏÕÎÄ ÉÎÔÅÒÁÃÔÉÖÅ ÍÅÅÔÉÎÇÓ ÓÉÇÎÉÆÉÃÁÎÔÌÙ ÉÎÃÒÅÁÓÅÄ ÔÈÅ 

ÅÎÇÁÇÅÍÅÎÔ ÏÆ ÁÌÌ #ÏÕÎÃÉÌ ÍÅÍÂÅÒÓȢ This included the use of round table setups, group 

discussions and possibly facilitators to increase the involvement of everyone and 

particularly people with complex support needs. This was particularly true of the 

organizations including the most people with complex needs. Many groups utilized 

facilitators with each group to further participation. As described in the report, 

interactive meetings were one of the most effective methods for obtaining 

participation from all members but particularly people with complex needs. Use small 

discussion groups as a regular part of Council meetings. Changing the meeting format 

can be a difficult process as people accommodate themselves to a different format.  

 

ΩȢ 0ÒÅ-ÍÅÅÔÉÎÇÓ ɀ #ÏÎÄÕÃÔ ÐÒÅ-ÍÅÅÔÉÎÇÓ ×ÉÔÈ ÐÅÏÐÌÅ ×ÉÔÈ ÃÏÍÐÌÅØ ÎÅÅÄÓ ÐÒÉÏÒ ÔÏ ÔÈÅ 

ÆÕÌÌ #ÏÕÎÃÉÌ ÍÅÅÔÉÎÇÓȢ  

0ÒÅ-ÍÅÅÔÉÎÇÓ ÃÁÎ ÂÅ ÈÅÌÄ ÉÎÄÉÖÉÄÕÁÌÌÙ ×ÉÔÈ ÔÈÅ ÐÅÒÓÏÎ ÐÒÉÏÒ ÔÏ ÔÈÅ ÍÅÅÔÉÎÇ ÏÒ 'ÒÏÕÐ 

-ÅÅÔÉÎÇ ÈÅÌÄ ÔÈÅ ÅÖÅÎÉÎÇ ÂÅÆÏÒÅ ÔÈÅ ÆÕÌÌ #ÏÕÎÃÉÌ ÍÅÅÔÉÎÇȢ #ÏÕÎÃÉÌ ×ÉÌÌ ÎÅÅÄ ÔÏ ÅØÁÍÉÎÅ 

ÔÈÅ ÐÒÏÓ ÁÎÄ ÃÏÎÓ ÏÆ ÔÈÅ ÄÉÆÆÅÒÅÎÔ ÍÅÔÈÏÄÓ ÏÆ ÐÒÏÖÉÄÉÎÇ ÔÈÉÓ ÁÎÄ ÄÅÔÅÒÍÉÎÅ ÔÈÅ 

ÍÅÔÈÏÄÓ ÔÈÁÔ ×ÉÌÌ ÈÁÖÅ ÔÈÅ ÂÅÓÔ ÆÉÔ ×ÉÔÈ #ÏÕÎÃÉÌȢ  

 

2ÁÔÉÏÎÁÌÅȡ "ÅÓÔ 0ÒÁÃÔÉÃÅ ÏÒÇÁÎÉÚÁÔÉÏÎÓ ÆÏÕÎÄ ÉÎÄÉÖÉÄÕÁÌ ÁÎÄ ÇÒÏÕÐ ÐÒÅ-ÍÅÅÔÉÎÇÓ 

ÃÏÎÔÒÉÂÕÔÅÄ ÔÏ ÔÈÅÉÒ ÁÂÉÌÉÔÙ ÔÏ ÍÏÒÅ ÆÕÌÌÙ ÐÁÒÔÉÃÉÐÁÔÅȢ 0ÒÅ-ÍÅÅÔÉÎÇÓ ÈÅÌÐ ×ÉÔÈ 

ÃÏÍÐÒÅÈÅÎÓÉÏÎ ÏÆ ÄÏÃÕÍÅÎÔÓ ÁÎÄ ÄÅÃÒÅÁÓÅ ÃÏÇÎÉÔÉÖÅ ÏÖÅÒÌÏÁÄȢ 
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ΪȢ  7ÏÒËÇÒÏÕÐÓȾ#ÏÍÍÉÔÔÅÅÓȡ 2ÅÃÒÕÉÔ ÁÄÄÉÔÉÏÎÁÌ ÐÅÏÐÌÅ ×ÉÔÈ ÃÏÍÐÌÅØ ÎÅÅÄÓ ÔÏ ÓÅÒÖÅ ÏÎ 

×ÏÒËÇÒÏÕÐÓȾÃÏÍÍÉÔÔÅÅÓȢ  

7ÏÒË ×ÉÔÈ ÅØÉÓÔÉÎÇ ÇÒÁÎÔÅÅ ÐÒÏÇÒÁÍÓ ÔÏ ÉÄÅÎÔÉÆÙ ÁÎÄ ÉÎÖÉÔÅ ÐÅÏÐÌÅ ×ÉÔÈ ÃÏÍÐÌÅØ ÎÅÅÄÓ 

ÔÏ ÓÅÒÖÅȢ 

 

2ÁÔÉÏÎÁÌÅȡ 4ÈÅ ÓÔÕÄÙ ÓÕÒÖÅÙ ÁÎÄ ÉÎÔÅÒÖÉÅ×Ó ÓÈÏ×ÅÄ ÔÈÁÔ ÂÅÓÔ ÐÒÁÃÔÉÃÅ ÏÒÇÁÎÉÚÁÔÉÏÎÓ 

ÕÓÅÄ ×ÏÒËÇÒÏÕÐÓ ÁÎÄ ÃÏÍÍÉÔÔÅÅÓ ÁÓ Á ÍÅÁÎÓ ÔÏ ÉÎÖÏÌÖÅ ÁÎÄ ÒÅÃÒÕÉÔ ÐÅÏÐÌÅ ×ÉÔÈ 

ÃÏÍÐÌÅØ ÎÅÅÄÓ ÔÏ ÌÁÔÅÒ ÓÅÒÖÅ ÏÎ ÔÈÅ #ÏÕÎÃÉÌȟ ÃÏÍÍÉÔÔÅÅÓ ÁÎÄ ÂÏÁÒÄÓȢ 4ÈÅ 

7ÏÒËÇÒÏÕÐÓȾ#ÏÍÍÉÔÔÅÅÓ ÓÅÒÖÅ ÁÓ Á ÌÏ× ÒÉÓË ÍÅÁÎÓ ÔÏ ÈÅÌÐ ÐÅÏÐÌÅ ×ÉÔÈ ÃÏÍÐÌÅØ ÎÅÅÄÓ 

ÇÁÉÎ ÌÅÁÄÅÒÓÈÉÐ ÓËÉÌÌÓ ÁÎÄ ÔÅÓÔ ÔÈÅÉÒ ÉÎÔÅÒÅÓÔ ÉÎ ÆÕÒÔÈÅÒ ÉÎÖÏÌÖÅÍÅÎÔȢ 4ÈÉÓ ÐÒÏÃÅÓÓ ×ÉÌÌ 

ÐÒÏÖÉÄÅ #ÏÕÎÃÉÌ ×ÉÔÈ ÁÎ ÏÐÐÏÒÔÕÎÉÔÙ ÔÏ ÇÁÉÎ ÅØÐÅÒÉÅÎÃÅ ×ÉÔÈ ÍÅÎÔÏÒÓ ÁÎÄ ÓÕÐÐÏÒÔ 

ÐÅÏÐÌÅ ÁÎÄ ÔÏ ÍÅÅÔ ÁÎÄ ÇÅÔ ÔÏ ËÎÏ× ÐÏÔÅÎÔÉÁÌ #ÏÕÎÃÉÌ ÍÅÍÂÅÒÓ ×ÉÔÈ ÃÏÍÐÌÅØ ÓÕÐÐÏÒÔ 

ÎÅÅÄÓȢ 

 

5. Recruit new people with complex needs to serve on Council 

While appointing someone to the Council is a longer-term project, Council could be 

working with the following: 1) appointments process to enable the appointment of 

additional people with complex needs, 2) recruit new people from within its existing 

network of grantees including the training programs, RICCs and leadership 

development projects, and 3) providing leadership opportunities for new potential 

Council members.  
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Rationale: The Best Practice organizations were very aggressive about identifying and 

involving people with complex needs in their organization. A major means of 

recruitment was the leadership training they were providing, mostly through Partners 

in Policy-Making or a similar training model they sponsored and/or funded. 

Recruitment to Council is a longer-ÔÅÒÍ ÐÒÏÃÅÓÓ ÒÅÑÕÉÒÉÎÇ ÔÈÅ 'ÏÖÅÒÎÏÒȭÓ ÁÐÐÏÉÎÔÍÅÎÔȢ  

6.  Support and require grant projects to include people with complex needs as planners, 

participants and implementers. 

"ÅÓÔ 0ÒÁÃÔÉÃÅ ÏÒÇÁÎÉÚÁÔÉÏÎÓ ÉÎÃÌÕÄÅÄ ÒÅÑÕÉÒÅÍÅÎÔÓ ÉÎ 2&0ȭÓȟ ×ÏÒË ÐÒÏÄÕÃÔÓ ÁÎÄ ÇÒÁÎÔ 

negotiations to ensure the participation of people with complex needs. They also 

worked closely with grantees during implementation to ensure participation in project 

planning, implementation, advisory groups and training events. Inclusion goals were 

built into project work plans, reviews and RFP documents. Colorado and Minnesota DD 

Councils were particularly successful. 

 

έȢ  4ÒÁÉÎÉÎÇ %ÖÅÎÔÓ ɀ 7ÏÒË ×ÉÔÈ ÁÎÄ Òequire the inclusion of people with complex 

support needs as planners and participants in all DD Council funded training events  

Rationale: Council funds an extensive training network through its grantees.  

This provides a tremendous opportunity to involve people with complex needs in 

Council activities. Most Best Practice organizations use training events as a major 

recruitment method towards greater involvement, generally through a Partners-in-

Policy training model. These events provided the organization the opportunity to get to 

know people with complex needs before extending them a full invitation to join. The 
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organizations assured a high level of participation by working closely with the 

contractors through project workgroups or on-gong oversight. Several Councils made 

this a requirement in their Request for Proposal documents and awarding of contracts 

process. 

 

Michigan does not have such a training program but has a new training initiative 

currently in curriculum development. This provides a tremendous opportunity to ensure 

that the curriculum will use easy read materials and meet the needs of people with 

different complex needs. The training program also offers an opportunity to ensure 

that a significant percentage of people with complex needs will be participants and 

potentially co-presenters. This would demonstrate excellent role models for 

participants and other organizations. Successful examples include the Colorado and 

Minnesota DD Councils. 

 

8. Enlist the support of the DD Network partners (Developmental Disabilities Institute 

(UCEDD) and MI Protection and Advocacy) to work collaboratively on the inclusion goal.  

Rationale: Organizations that were successful in any one state frequently had one or 

more of their DD Network partner organizations (DD Council, UCEDD or the P and A), 

equally successful. States that were particularly effective were: Kentucky, Colorado, 

New Mexico, Georgia, Kansas, Maine, North Carolina and Illinois.  
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Michigan has a long history of the DD Network partner organizations working together 

to achieve goals. This is particularly important in this area as many other states have 

found this to be especially effective.    

 

9. Engage the Developmental Disabilities community in involving people with complex 

needs 

 

Rationale: The Developmental Disabilities system is a relatively small community. As 

the Council is more successful at involving more people with complex needs in a variety 

of activities, it will serve as a model to other DD organizations and influence their 

behavior. Involving these organizations at this early stage of implementation can result 

in more impact. A major change strategy is to involve the people you wish to change in 

the change process.  

 

10. Acknowledge and anticipate that additional financial and staff resources are needed 

to provide the supports and accommodations to successfully include people with 

complex needs.  

Rationale: It is clear that in this time of sequestration, budget cutbacks and future 

financial constraints there will be few additional funds to pay for accommodation 

expenses. This makes it even more important to acknowledge and plan how the goal of 

inclusion can be successfully accomplished in a time of financial constraints.    
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11. Provide Generous Reimbursement of Council Expenses and Obtain Travel Waivers if 

Necessary 

Transportation was the most often cited issue from the Michigan Focus Groups 

conducted as part of this study and described previously. Almost all people with 

complex support needs do not drive and require transportation from a third party.  

Travel problems directly limited the participation of people with complex needs in three 

of the five focus groups. Most of the Best Practice organizations were under stringent 

State travel regulations and had found workarounds, waivers or approvals for these 

additional accommodation expenses. These expenses included additional car rentals, 

overnight stays for persons traveling less than 50 miles, meal costs, PCA, and 

contracted transportation.    

 

Best Practice organizations all had generous expense reimbursement policies. Most had 

obtained special ADA approvals or waivers of state travel regulations to allow 

additional coverage. Several Council members mentioned this as a problem related to 

their participation in Council meetings and activities. Solving this issue will be 

particularly important as more people with complex needs are recruited to serve on 

Council, committees and workgroups.  

 

12. Employ people with disabilities as staff on Council and in Council projects.  
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The National Overview Survey identified a direct correlation between the number of 

staff with disabilities and additional people with complex needs being included. 

Examples of employment are:  

¶ Washington State DD Council employs a person with intellectual disabilities 

full time to provide training and technical support to their self-advocacy 

groups. They created a Public Policy organization with a person with 

developmental disabilities as its director. 

¶ Wisconsin DD Council helped their self-advocacy organization hire a person 

with complex needs as their director. 

Hiring a person with complex needs as a paid Council staff person is understandably a 

long-term project, however, Council can encourage and support grant projects to 

include people with disabilities as project staff. Several states give extra points for the 

inclusion of people with disabilities in the grant selection scoring process.  

 

13. Training ɀ Create a Clearinghouse to provide knowledge and information of the 

Ȭ"ÅÓÔ 0ÒÁÃÔÉÃÅÓ ÆÏÒ )ÎÃÌÕÄÉÎÇ 0ÅÏÐÌÅ ×ÉÔÈ (ÉÇÈ ÁÎÄ #ÏÍÐÌÅØ 3ÕÐÐÏÒÔ .ÅÅÄÓȢȭ 

Rationale: There is a great amount of knowledge available in this area. Many manuals 

and how to guides exist, however the knowledge is not widely known nor utilized. 

 

14. Identify roles and opportunities for the addition of people with complex needs into 

Council and grant activities, particularly for leadership development.  
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Rationale: Most of the Best Practice organizations were both creative and aggressive in 

identifying roles to enhance participation and engagement. Council should explore 

directly and through the RICCs and grant projects how people with complex needs can 

be assisted to serve on policy-making and governmental bodies, testify at legislative 

hearings, participate as co-presenters and leaders in training events. 

 

15. Include people with complex needs to serve as local leaders 

Local Leaders has been a successful and unique strategy and model implemented in 

Michigan. Local Leaders serve as very important role models to both the disability and 

the public. Local Leaders provide an untapped opportunity to include people with 

complex needs in value enhancing roles that make a significant difference.  

 

ΧάȢ )ÄÅÎÔÉÆÙ ÁÎÄ ÐÕÒÓÕÅ ÍÅÔÈÏÄÓ ÔÏ ÃÏÎÔÉÎÕÏÕÓÌÙ ÄÅÖÅÌÏÐ ÁÎÄ ÓÕÓÔÁÉÎ ÔÈÅ ÅÆÆÏÒÔ ÔÏ 

ÉÎÃÌÕÄÅ ÐÅÏÐÌÅ ×ÉÔÈ ÃÏÍÐÌÅØ ÎÅÅÄÓȢ  

2ÁÔÉÏÎÁÌÅȡ 4ÈÅ "ÅÓÔ 0ÒÁÃÔÉÃÅ ÏÒÇÁÎÉÚÁÔÉÏÎÓ ÈÁÄ ÁÎ ÕÎÑÕÅÎÃÈÁÂÌÅ ÔÈÉÒÓÔ ÆÏÒ ÉÍÐÒÏÖÅÍÅÎÔ 

ÁÎÄ ÄÏÉÎÇ ÂÅÔÔÅÒȢ 4ÈÉÓ ÇÏÁÌ ×ÉÌÌ ÒÅÑÕÉÒÅ ÅØÔÅÎÓÉÖÅ ÅÆÆÏÒÔ ÏÖÅÒ Á ÌÏÎÇ ÐÅÒÉÏÄ ÏÆ ÔÉÍÅȢ 4ÈÅÒÅ 

ÁÒÅ ÍÁÎÙ "ÅÓÔ 0ÒÁÃÔÉÃÅÓ ÔÏ ÒÅÐÌÉÃÁÔÅ ÂÕÔ ÔÈÅÒÅ ÁÒÅ ÎÏ ÓÉÌÖÅÒ ÂÕÌÌÅÔÓȢ "ÅÓÔ 0ÒÁÃÔÉÃÅ 

ÏÒÇÁÎÉÚÁÔÉÏÎÓ ÈÁÖÅ ÃÒÅÁÔÅÄ ÍÅÔÈÏÄÓ ÔÈÅÙ ÕÓÅ ÔÏ ÃÏÎÔÉÎÕÏÕÓÌÙ ÐÕÒÓÕÅ ÔÈÉÓ ÇÏÁÌȢ 4ÈÅÓÅ 

ÍÅÔÈÏÄÓ ÉÎÃÌÕÄÅ ÄÅÂÒÉÅÆÉÎÇÓȟ ÆÏÒÍÁÌ ÁÎÄ ÉÎÆÏÒÍÁÌ ÁÓÓÅÓÓÍÅÎÔÓ ÁÆÔÅÒ ÅÖÅÒÙ #ÏÕÎÃÉÌ 

ÍÅÅÔÉÎÇ ÔÏ ÁÓË ×ÈÁÔ ÅÌÓÅ ÃÁÎ ×Å ÄÏ ÔÏ ÅÎÈÁÎÃÅ ÐÁÒÔÉÃÉÐÁÔÉÏÎȩ /ÔÈÅÒ ÍÅÔÈÏÄÓ ÉÎÃÌÕÄÅÄ 

ÏÐÅÎ ÄÉÓÃÕÓÓÉÏÎÓ ÁÔ #ÏÕÎÃÉÌ ÁÎÄ ÓÔÁÆÆ ÍÅÅÔÉÎÇÓ ÁÎÄ ÁÐÐÏÉÎÔÉÎÇ Á ÄÅÓÉÇÎÁÔÅÄ ÓÔÁÆÆ 

ÐÅÒÓÏÎ ÁÎÄ #ÏÕÎÃÉÌ ÍÅÍÂÅÒ ÔÏ ÐÕÒÓÕÅ ÁÎÄ ÓÕÓÔÁÉÎ ÔÈÉÓ ÇÏÁÌȢ 
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ΧέȢ  Technology: Experiment with innovative technology such as: 

¶ Talking web pages (ReadSpeaker ɀ adopted by the Florida DD Council) 

¶ iPads (text to speech) 

¶ Webinars 

¶ Headsets at meetings to reduce distractions 

¶ Regional video conference meeting systems that two DD Councils are using 

to bring together people locally for statewide meetings (Delaware and 

Montana DD Councils). 

 

18.  Create a Community of Practice to share knowledge and information to sustain the 

effort ɀ Create an online and in-person community of practice for support and 

sustainability.  

Rationale: Inclusion for people with complex support needs will be a long-term task. 

The effort will have to be sustained over time. The successful DD Councils all described 

the importance of receiving help from their peers, sharing ideas, and in-person 

discussions as critical to their success.   

 

19. Pursue and create Community Building projects as spear headed by Georgia DD 

Council ɀ There is great interest in the Council for including people with complex needs 

in community activities. The Study explored this area with the Best Practice 

organizations. There is currently a movement amongst eight to ten Developmental 
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Disability Councils to embrace Community Building through Asset Based Community 

Development. This model, pioneered by Professor John McKnight, is different from 

past Council efforts in that is seeks a collaborative effort with communities. Rather than 

asking the community to do something for the Council, it asks what can the Council do 

for the community and in so doing include people with disabilities. This effort has been 

most adopted by the Georgia Council and includes people with significant complex 

needs as participants. Interestingly, the Georgia Council has made two learning tours to 

Michigan to see local programs at the Arcadia Institute and the Boggs Center.  

 

ΨΦȢ  Dissemination ɀ Spread the word in order to garner support and partners  

Hold a Forum for key stakeholders and make presentations at Michigan conferences on 

Best Practices for Including People with Complex Needs. 

 

ΨΧȢ Create technical expertise in the creation of Easy Read materials in the Michigan DD 

System 

Rationale - Difficulty with materials due to literacy issues was the number one item 

cited by the Executive Directors who were interviewed, as a major barrier to involving 

more people with complex support needs. There is a movement to create user-friendly 

materials called Easy Read that has an extensive knowledge base and expertise that is 

not widely known nor utilized in the US. 
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22. Native Americans  

During the Survey and Best Practice Interviews several DD Councils described 

innovative work they were doing with Native American tribes that may be of interest to 

the Council. They are: Arizona, Alaska, Montana, and Wyoming DD Councils.  

 

**************** ****  
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