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Tokenism

Token

When you invited me
onthis 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.

| have a right

to be heard.

TOKEN

How | hate the word.

From The Inside Out, Poetry by Gall
Bottoms.

When you treat someone like ¢
token, it makes the person feel
I EEA Uil O Aii18¢C
for what they can offer. It
makes them feel like you only
see their disabilities and worry
AAT 66 xEAO OE?R:
People get tired of only being
seen as havimdisabilities.
AEAU AT 160 1EE
their disabilities all the time.
They would rather show peopils
their abilities, show what they
cando.

From, Tokenism) O $1 AOT &
Good byiz 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 developmentdikabilities 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 needgmultiple needs that are interrelated or interconnected,
requiring coordnation from multiple systems; and/or
B. The depth of their need needs requiring serious or intense Hfeng 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 orditifey

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 s#dftermination and participation;

D. Usually cannot exeise 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.

s oA A N
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Final Reportand Recommendations

Overview

Over the past twenty years, sedfdvocacy organizations, Developmental
Disabilities Councils (DDCs), University Centers for Excellence in Developmental
Disabilities (UCEDDSs), Protection aAdvocacy (P&As), State Developmental
Disabilities agencies, and others have embraced multiple strategies to increase the
number of sefadvocates on boards and decisiomaking bodies. The immergence of
the selfadvocacy and mental health consumer movemsgbntributed greatly to the
expectation that policymaking and other types of advisory and governance entities
should include individualwith disabilities at the tableSimilar to efforts by other
marginalized groups, to gain influencmdividuals withn 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 wagydesli todetermineA.
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 actisitighose firdings,
along with thorough irdepth dialogue with organizational leadership and self
advocatesform the basis ofecommendations for best practices based on affirmed

examples of successful representation. In short, we wanted to determine how far



individuals with complex and/or high support needs have moved "beyond tokenism"
and into authentic leadership roledong wth those factors or activities that have
contributed to their ascent.

The earliesteffort to identify organizations that included people with disabilities
in leadership roles also engaged individuals with developmental disabilities in the
design and chection of data (Powers et. al., 2002). The National Center for Self
determination and 2% Century Leadership conducted surveys of University Affiliated
Programs (now referred to as UCEDDSs) and Developmental Disability Councils (DDC)
focusing on strateges 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 disabilitieas directly involved.

Since that time, three additinal 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 rolesdowever, 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, 280LIlewellyn, 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 gate 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 SeHAdvocates Becoming Empowered, and interviews with 35
organizationsm 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 trly 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 Natioal Associations for entities funded by the U.S. Administration
on Developmental Disabilities (ADD) under the Developmental Disabilitieg[2Dt
Councils, UCEDDs, and P & Asddng with our other project partnersvas essential to
the development and disseination 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 Il and Il followed by conclusionslaacommendations for further efforts in
this area.As suchthe results of the study provide a clear baseline of what has been

accomplished to date ahthe challenges that remain
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Summary of the review of the literature
The emergence of a viable antbrant disability rights movement forged new
perspectives on the role of people with disabilities in all aspects of modern society.
3EIi El AOEOEAO AAOxAAT OEEO i1 OAiI AT Oh OEA AEOE
movements were noted in a number of early lises about the disability rights
i T OAT AT 060 AOI 1 OOETT j $OAEACAONR Xini Qs ) T E
methods deployed to achieve social change as well as the institutional structures
targeted forreformr ET A1 OAET C OE Aiblé tAebpdwer@@tihidds Beidd OE O
OEA OAOEITAITEOU 1T £ AAI ET EOOOCAOEOA 1T 0 T OCAT EUL
)T AAAT OAAT AA O1 EOO POAAAAAOGOI OOh OEA AE
objective of claiming a positive collective identity challengaab 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,thedbduC AAT AT A £ O O1 1 OEET C
xEOET 600 0006 j#EAOI AOITh Xiing [ EOOT OAA OEA 1/
a place at the table where such decisions were being made. And, to the extent that
doors to greater opportunities began to open, thoselividuals 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 inteltaal and developmental

disabilities in leadership roles. The emergence of this group within the disability rights

12



movement afforded them the opportunity to assert their right to influence decisions
made that would effect their daily lives. The satfivoacy 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 dnepts 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 leagtershi
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. Unfortunatelyyery little information regarding the provision of suppisrto
individuals with complex needsas 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 trainng 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 effortiglded 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, b qualitative and/or quantitative research articles, 24 publications that

describe or elaborate on what specific supports may be needed and how they are



provided, 11 training manuals and handbooks, and six articlégeros by authors with
developmental dsabilities.

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, selddvocacy organizations, Developmental Disabilities Councils,
State Developmental Disabilities agencies, UCEDDs and others have embraced
multiple strategies to increase the number of salivocates on boards and decision
making bodies. Theemergenceof the selfadvocacy and mental health consumer
movements contributed greatly to the expectation that policyaking and other types
of advisory and governance entities should include individuals with disabilities at the
table.

As thisreview 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 tonake 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 the individual with a disability witmdividual
transformationviewed 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 transformationglut 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 Trable 1pay particular &ention 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 mag 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 ongdiance in one particular area.

Table 1:Five elements of transformational board inclusion

Elements of Board
Inclusion Descriptors

Individuals are recruited, treated, and respected as full

member of the board and organization

Individuals receive and share information in formats ths

Deliberate Communication | can be understood and are included in the@oing

dialogue of the board and organization

Individuals are provided with the means to be present

and are @gaged in carrying out the responsibilities of

board members in roles and activities that reflect their

the interests and preferences

Individuals provide input and assistance that is importa

Meaningful Contributions | to the board and organization in wayisat utilize their

gifts, talents, and experiences.

Individuals enhance or alter the substance, direction, a

outcomes of board and organizational purposes, policié

and practices in ways that positively impact the lives of

people with disabilities.

Authentic Membership

Full Participation

True Influence

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

of supports referenced emerged. Supports relating to deliberate communication were



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
provisionof 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) idividuals with complex needs aseiccessfully engagein leadership
roles when adequ& 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 fuly 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
elementsof 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 studyiaititely 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@ngaged in leadership rol@s

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 withcomplex and/or high needs who aeegaged inéadership 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 omeother organizations across the

country?

17



Method

Multiple approachesvere utilized to conduct this researchThe primary
activitiesconsisted of
1. aninternational 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. afocus group with 16 members of the board of directors and nine advisors of

Self Adrocates Becoming Empowered, and,

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

states.

The international review of the literature gereted research questions and

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

survey along with the focus groups anddepth interview guides.

Interviews with Michigan Stakeholders

In person and telephone intemivs were conducted with twentyhree key
individuals from Michigan. These included 14 of theVliéhiganDevelopmental
Disabilities Council members aral four of itskey staffpersons, and th&xecutive

Directors of the Michigan Protection and Advocabys., the Arc of Michigan, the

Developmental Disabilities Institute, Wayne State University and UCPA of Detroit.



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
DevelopmentalDisahlities. The workshop included sevem@hcil Executive Directors.
The group develope 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 utilitygre-meetings and facilitation (see Appendix
G).These items wee used in developing the National Overview Survey and the

Interview Guide

The National Overview Survey

The National Overview Suey was developed to identifgrganizationsthat are
including people witttomplex needs, the supports and strategies theywe found to
be effective, and the impact of their inclusion as the outcome of their includibinty
national experts were consulted during the developmentta National Overview
Survey (se Appendix E). Through these discussions, it @laarthat there was little
knowledge of which organizations were successfully including people with complex
and/or high needs iteadership roles and/or other aspects of their programs and

activities.

19



As a result of thesdiscussios, it was decided that asking as nmgy individuals
and organizations to respond to the survay possible woulderve to;1) identify the
groups including peopleith complex and/or high needand, 2) capture the current
best practices currently inusét EA  #1 O1 AE1 60 AAAET EOQOETT 1T & #11
Needs was specifically included in the survesior to distribution, he survey was
reviewedby 25 national disability experts and fietdsted by ten organizational leaders
(see lisprovided in Apendix B. The field tests resulted in the substitution of levels of
support needs in the place of specific typesiability labels. The levels of support
needsconsisted of: 1) difficulty reading, 2) difficulty being understood, 3) difficulty
understarding 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 marorganizations as possible, mastthe major national
disability organizations were recruiteto 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#%tlibuted the survey as well as the Arc, US, UCPA,

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

disability advocay and provider organizations€e AppendixXg)

Focus Groups
The purpose of the focus groups was to abta wider perspectivef inclusive
practices frompeople with complex and/or high support needs. This approach has

since become a standard approach to obtaining input from adults with complex

20



communication needsHelmsley, Baladin, & Toghe2008). Fiveregional focus groups
were carried out in Michigan and another with the national-self’ocacy organization,
Self Advocates Beoming Empowered (see full reports in Appendix C and H).
Altogether, 10Zocus groupparticipants(seetable 2) provided input nto the
study on their experiences with participating in organizations as members and/or in
leadership role®f which. Sixteenl(6) of the focus group participantsad complex
and/or high support need&inally, 97 percent of the focus group participaints
Michigan were members of local RICCs and as such had experience with group
membership.! O AAAE &£ AOO CcOil Obh OEA #1 O1 AEI 60 AAA

needs was read and distributed to the participants.

Table 2 Focus group participants bydation

Focus Grougd.ocation Participants with Disabilities

Marquette, Ml 3

Grand Rapids, M 22

Monroe, Ml 31

Flint, Ml 16

Gaylord, MI 3

Self Advocates Becoming Empowere 27
Minnesota

Total 102

Best Practices InDepth Interviews

In-depth phone interviews were conducted with 35 organizations identified as
successfully including people with complex and/or high ngsde Apendix . The
purpose of the organizational interviews was to more fully identify and examine the
techniquesand methods found to be most successful in including people with complex

needs in their governance and organizational activitide Best Practices Interview

21



Guide(see Appendix B)sedfor the indepth interviews was based on the resulfsthe
focus goups andNational Overviewsurvey 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 recommendationAs part of he National Overiew Survey 30
organizationswere identifiedthat includedtwo or more people with complex and/or
high support needsn leadership roles Twentyeight of these organizations were
contacted and asked to participate in the Best Practices IntervieWss analysis
coincidesx EOE OEA A@OAT OEOA OAOAAOAE A&OTI1I xi1 AT 8C
OAOGEAxh &EOI I i AT 60 OO0 Oréev@medds A Key fackhb T OO OE A
leading to successful inclusion in organizations
Specific questions askeduring 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, ancetimpact 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 splimg, 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

2Two organizations were excluded due to significant amounts of missing data in their
survey results.
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be located (Patton, 1990From this approah, an additional seven organizations were
identified for potential interviews.
Altogether, 35 interviews with organizations from 32 stat®sre completed
Almost all, 90%, of the interviews weo®nducted with the Executive Directods the
organizations This underscored the high interest in the res@t&d T AOAOAA AU OEA C

activities.



Introduction to the Results

The purpose of the Beyond Tokenism National Study was to identifyotrst
practicescurrentlybeing used to suppoiindividuals with complex and/or high neeits
leadership roleshat the offer opportunitiesto 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 ational Overview Survey. In the second part of the
summary, we provide a synthesis of what we learned from the best practiegsgth
interviews and focus groups. Findings from both parts of the summary are applied to
specific recommendations for actigrto be taken by the Michigan Developmental
Disabilities Council as well ashetr organizations seeking to promote greateiversity
amongst its leadership.

As is the case with studies of this scoprad as the first study to focus primarily
on individuas 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 Maial Overview Survey and Best
Practices Interviews were predominately professional§hereforethe findings here

do not reflect a complete picture of what the individuals themselves have found to be
the most effective practices at promoting their inslion in leadership roles.

To some degree e National Overview Survey questions were opemterpretation,

24



National Overview Surveys that were missing key data relevant to the analysis and
interpretation of these findings had to be deleted, thus loweritme overall response

rate.

&ET AT T Uh OEA OOOAUB8O AEOAOOA AAOCEGEOEAO CAT 2
than initially anticipated and necessitated an initial prioritization of analyses in order to

generate a report that would be of use to theoadest range of audiences.



Part I. Perspectives of People with Developmental Disabilities

The perspectives of individuals with disabilities weteritified and collected by
two methods, the review of the literature anfibcus groups conducted with individuals
in Michigan and one with the board of directors of S&tfvocates Becoming

Empowered.

Perspectives Found in the Literature

Only six items about having experienced This small but insightful

tokenism first hand as individuals with delopmental | collection of work
illustrates the breadth and
disabilities were located despite an expansive search| depth of consideration
that individuals with
developmental disabilities
have given their
commitment to broader
2 AOEET EET Glot supsihdlyOiie@dicks ofd | representation in civil
societyo

for such work. Carlson noted the lack of such

perspectives in his 2010 artice,ET 6§ © OEA 9

persons with IDs themselves are wally absent from

DEEI T Ol PEEAAI AEOAT OOOA AAT 6O OEAI 86
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 poetryinside Ot, (2004), Georgia poet Gail Bottorhsuccinctly
AAOAOEAAO EAO AgPAOEAT AA xEOE OT EATEOI EIT OE

91 6 PIET O 61 1A ATA ORAODDEAOD DAUKROO7TAI Ed¢
AT1T60 OAIl OEAI )Y8i EOOO EGEGNITHokKhate ) EAOA
that word.

3 Gail Bottoms served as President of People First of Georgia, Inc. from 1997 to 2000
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In an earlier work published by the Oregon Council on Developmental
Disabilities in 1999, Liz Obermayer (Weintratj national leader in the sedfdvocacy
movement shows great insight into how her understanding of what it mida 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 | was being treated like a token but lldowot see it. People
cannot always see when they are being treated like a token. So | resigned
because | felt like she wanted me to. | let them know | felt like they were
treating me like a token. | wrote that in a letter because it felt better. Alidid O
really know what | was writing, but | felt like | needed to write them. Later |
missed the Board, both the glory and fun parts of being on the Board. | missed
I AAOT ET ¢ ET & Oi AGETT 1T OEAOO x1 O1I AT8O ETT X
)T EAO Xiii AOGAUG &0 TTEATEEGCIT 1T Ahoe / AAOI AU
identify three ways to stop tokenism; 1) involve people with disabilities on boards of
directors, 2) involve more than one sealflvocate, and, 3) support true participation.
More recent articles and papers bylfsadvocates have focused more on the
barriers encountered as members of boards of directors and research teams (Shoultz,
2003 and Robinson, 2006JiaNeli’ (Shoultz, 2003) describes her efforts to help make

the process of research and its findings a&sible to individuals with intellectual and

developmental disabilities,

4 Liz Obermayer Weintraub is employed as a Quality Enhancement Sjsaiath the
Council on Quality and Leadership, she is also a former chairperson of the Maryland
Developmental Disabilities Council.

5Tia Nelis is a research associate at the Rehabilitation Research and Training Center
and Aging with Developmental Disdliies located at the University of lllinois at
Chicago.
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y £ EO60O0 CiEI ¢ O AA AEOOCAI ET ACGAA O DPAT PI

talk about it with people with developmental disabilities first. (p. 6).

Robinsorf (2006) provided gtensive 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

AAAT T T TAAGETT O £ O PATPI A xEOE 1 AAOT ET C E

problem. The presenter is the one that is challenged teach in ways that

everyone can learn. (p. 1)

Finally, Kreb$(2011) stressed the importance of moving beyond tokenism as
more seltadvocates claim their seats at the table,

Seltadvocates should not just take up a spot so organizations can check the

self-advocate box in their checklist. Once satfvocates 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 selfadvocates speak. Next, sedflvocates need to learn to kan

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. Howevern 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

’Bill Krebs is a Peer Trainer for the Beyond Tokenism project funded by the
Pennsylvaia Developmental Disabilities Council.
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hand authenticity and passion must have been curtailed by the confines of professional
discourse.
Focus GroupPerspectives

The primary themes that emerged fno the What I try to do at first is listen,

you know, as to what is going
on, and then look at the
the barriers members felt impeded their materials that | had given to me
You know, they usually give yoL
inclusion as group members and the challenges stuff or send you stuff. | let
them know what form | needed
they had to overcome in order to participate. and you know, pay attention to
that. Because some of the
boards and things have been
EAOA AO AZEOO0OON
ETTx ATUITA 10O
expressed repeatedly by the Michigan focus El'l x xEAOO0O CI
you have to start somewhere.
group participants was the lack of transportation

| was on a state committee on
For example, the van scheduled to bring more o4y cation and all they wanted
people to do was gm and say
yes to the materials that they
show up. R SR ou B Jsimtes
AOEET ¢ NOAOOEI
The focus group with the leadership of ~ some people to ask questions

and it changed how they wantec
SelfAdvocates Becoming Empowered yielded  people to do stuff.

focus group discussions in Michigan centered or

The most significant barrier to greater

participation in Michigan DD@ctivities

individuals to the Marquette focus group did not

AAGA OEAOC OAZl AAOCAA Of --SABE focus group participant AO
experience with service in leadership roles on

local, state, and national levels. Individual responses to the questions raised were then
categorized using the essential elemerits board inclusion. More than half of the

responses, 56 percent, focused equally on factors that contributed to full participation
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and true influence. Deliberate communication was addressed 19 percent of the
responses, authentic membership by 15 pergemd 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 engagethe 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 tluded 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 Il: Findings fromthe National Overview Study

The National Overvievurvey generated a very high level of interest. Aimost all
of the Develpmental Disability Councilg majority of UCEDDSnd Protection and
Advocacy agencies completed the surv&pllow-up with goups that had not initially

completed thesurvey was mae viaemailsand phone call$o their Executive Director.

Study respondents demographic results

In all, a total of 160 survey responses were considered sufficiently complete for
further analysisFigure lprovidesa graphic depiction of the distribution of National
Overview Survey respondents by type of organizatiohhe majority of responses to
the National Overview Survey were from Developmental Disabilities Councils. The

specific breakdown of responséy organizational typeis providedn Table 3

Figure 1Distribution of National Overview Survey respondents by organizational type

Type of Organization

O Developmental Disabilities Council

B Protection and Advocacy agency or Disability
Rights Network

O University Center for Excellence in
Developmental Disabilities (UCEDD)

OCenter for Independent Living

B Non-profit advocacy organization

O Self-advocacy organization

@ Service provider

O State Developmental Disabilities operating

agency
@ Other:
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Table 3National Overview Survey responses by organizational type

Surveys Percentage of
Organization Completed Participation

DD Councils* 49 86% of all Councils
5#%$%$60 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

*The DD Actandates that DD Council comprise 33%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 individualsom all of the reporting organizationwere
identified as having a developmental disabilitklthough the data needed to analyze
the entire response set for the percentage of individuals with complex and/or high
support needs were insufficient; the DDCHCEDS, and P&As reported five percent

(109) of the total number of individuals serving as having complex and/or support needs.
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Table 4:Number of individuals with complex and/or high support needs

# People with
Surveys # People # People Percentage Complex/High
Organizations Completed serving with DD with DD Support Needs*

DD Councils 49 1,277 377 30% 68
University 33 628 187 30% 31
Programs
Protection & 25 314 54 17% 10
Advocacy
Total ADD 107 2,218 617 28% 109
groups
State DD office 4 65 21 32% Not specified
advisory
committees
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%

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

Afurther breakdown of demographic informatiofor the 109 ADD funded

entitiesis provided in Table 5

Table 5 Additional demographidgnformation provided by 106 DDCs, P&As, and
UCEDDs

COMPARISON OF ADBUNDEDORGANIZATIONS*
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%




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%
Morethan 6 years 22% 21% 29%
% with 2 or more pople with complex and/or high supporteeds DDC UCEDD P&A
Complex/highsupport 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 acommunication device 8% 15% 4%
Personal Care Assistant 77% 58% 8%
Hearing 10% 0% 8%
Difficulty Being Understood 46% 45% 8%
Difficulty Reading 7% 61% 8%
Difficulty Seeing 23% 9% 8%
Difficulty Understanding the Discussion 75% 45% 13%
*Based on numbebf organizations reporting

Note: Percentages account for missing data

Study Results Specific to Complex anfdr High Support Needs

In order to provide a clear focus on factors that contribute to the inclusion of
individuals with complex and/or higtupport needs, responses fro@8 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 boautirettors
(Erkut, Kramer, & Konrad, 2008; Kristie, 20Tarchia, 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 individualgh complex and/or high
needs The pimary questions answered with regard to the&8 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 mogiartant?

3. What outcomes areonsidered 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 activititbsav
broad rarge of audiences, including individuals with complex and/or high support needs.
For thisportion of study, several subsets of the datdtained from the National
Overview Studywere utilized toprovide for more robust analyses of the outcomes.
These subset include data from:

1. Results that were deemed complete responses from within the data sstch a
total N of 160 resposes;

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

3. Results from the 28esponses from DDC&JCEDDs, and P&As thagported having

two or more individuals with complex and/or high support needs idédgeship roles



were then analyzed as the subset beliewedold the most informed responses
based on their experience; and,
4. Results from the three organizations thegported 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 inclusionnafividuals with
complex and/or high support needs amongst the ADD funded ent(geg figure 2)
Developmental Disabilities Councils lead the way with regard to inclusion followed by

UCEDDs.

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

Analysis of variance of High/Complex by Type of Organization

Filters: No filters
One-way ANOVA result:
F=4.918 p = 0.00895 **

Mean of High/Complex is significantly different by value of Type of Organization.

Distribution of variable High/Complex
Type of Organization Obs. Minimum Median| Maximum Mean Std Deyv|
Developmental Disabiliti. .. 49 0.0 1 7 1.265 1.705
University Center for Exc... 36 0.0 1 4 0.8889 0.9791
Protection and Advocac... 31 0.0 0.0 4 0.3226 0.8321

Organizations that responded to the survey were asked to identify those
supports they provided to individuals with disabilities in order to\pde for their
inclusion. All 27 response options included in the sumwene noted as being used.
However, hetotal frequency count shouhe five supports cited most frequently were

accessible meeting space, board orientati@nd orrgoing training financial assistance,
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having two or more individuals serve, and atsnce wih travel arrangementgsee
table 6)

When asked to identify theupports they considered to be most importaoit
the 27 optiongprovided, the five supports citedhost frequentlywere 1)accessible
meeting space?) adapted meeting proceduresg)finandal assistances)leadership
commitment to inclusion, and) having twoor more individuals servgsee table 7).
These findingsndicate thatsupportsthat are moreintangiblesuch as changeas
organizational structures and practices are needed in otdeassure inclusion.
Supports morenoted by selfadvocatesand in the literature had much lower rankings,
for example: the se of mentorganked 12'; written policiesand bylaws ranked 15;

adapted materialganked17é A hvikdna ntentor duringneetingsranked18"-



Table 8 Total support counts by 2groups providing support to 2 more individuals
with complex and/or high needs
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Table7: Supports ranked in ordesf importanceby 28 groups providing support to
2 ormore individuals with complex and/or high needs

[y
o

O R, N W M 01 O N O ©

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 he impact of laving 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 increaseddlusion. Only one outcome, expanded influence with

policymakers reflects a focus on the organization.
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Table 8 Greatestimpactrankingsof 28 groups having 2 or more peopiéth
complex and/or high needs
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The results described thus far atese for a subset of the overall data of groups

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

However, withinthis 28-group sulset, three organizations reported having five or more

individuals with complex and/origfh support need# leadership rolesFinal analyses

were conducted to determine whether any differences in ranking of supports

importance(see table 9br impact(see table 10) wouldmerge.
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Table 9:Most important supportsdentified bythree groups with 5 or mor@eople
servingin leadership roles

25
2
15
1
H B = = =
0 T T T T T T
Accessible Financial Leadership Mentor Pre-meetings Serve on  Written policies
meeting space  assistance commitment to committees
inclusion

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

25
2

1.5
1

) I I I I l:
0 . . . . . .

Expanded Stronger Increased  Expanded view Expanded Quality Increased
organizational interpersonal program of people with program improvement  inclusion of
influence with  relationships  emphasis on  disabilities  opportunities  oversightby  people with

external among board  community capabilities  for people with  people with disabilities
policymakers members inclusion disabilities disabilities

Whenthe results of the 2&8roup subset of data are compared to thegBup

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

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

meetings were inktided in the top five ranking by thed@oup subset. Finally, a similar

comparison of the greatest impact results of the-gBup subset of data to theesults
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of the 3-group rankingagain resulted in three items that were consistent with both
groups: expnded influence with external policymakers, stronger interpersonal
relationships and expanded views of the capabilitiep@bple withdisabilities. Two

impact items reported by the 3group subset

were different: increased program emphasis This finding would appear

to indicate that as the

on community inclusion and expanded ..
y P numbers of individuals

program opportunities for people with with co.mplex and/_or high
needs in leadership roles
disabilities. This findingwould appear to increases, so does the

focus on inclusion and
program opportunities for
people with disabilities.

indicate that as the numbers of individuals
with complex and/or high needs in leadership
roles increaseso does the focus oimclusion

and programopportunitiesfor people with disabilities.
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Part Ill: Findings frOmthe Best Practices InRDepth Interviews
In-person and telephonenterviews wereconducted with 35 organizations;
including21 organizations identified from the National Overview Survey and 18 from
the snowball recommendationsThe nterviewstypically lased 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 groufise purpose of the

interviews was to more fullidentify and examine the

techniques and methodsrganizations havdéound to If the Goernor

asked you to do this

be most successful in including people with compley .
J Peop g job for the State of

and/or high support needs imeir governance and Texasthe Council
should do whatever
organizational activities. it takes to get you
S I | th df th here?
everal general themes emerged from the Roger Webb, Texas
interviews.First, all of the successful organizations DDC
felt like they were not doing enough. They often
AACAT xEOEh O4EEO xEI 1| Howdo weget T OAOOEA>

people thatare all
when the interview ended, they commented on how, over KY to come to

. . _ our board meetings?
useful he interview had been and how it made them

Well, we always tell
think of things they were doing and how they might OEAI OEAO

dobetter. 3AAT 1 AR OAOAOAI EJ ( a‘zlrl‘?gto“eedthem AR OO0 A
Ai160 CEOA 600 Ali OEAO A Marsha EAOA 1 Al

Hockensmith, KY
those but none are tested. There is no evidence tha) P&A
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A 11TxAA AUh 0O) 6560 | have to tell youl really
think it comes down to

Finally, while there may not be a building relationships

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 hose 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 themase also found within the Best

Practices interviews. What follovis

D  OA Afbrh hbare | |

this section are examplesf effective O O O R A c .
I I Ao Ol AA A |

> Ou

)
A

practices for promoting
transformationd board inclusiondentified by thedirectors of the Best Practices
organizations.This includes summaries of how needed supports are identdietl how
the use of mentors has beemplemented in ways that meet both the needs of the
individual as well as the organizatidpastly, we haveincludedstories thatillustrate

how the lives ofndividuals with complex and/or high support needsad the
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organizations that supporthem, havebeen affected by an unrelenting commitment to

their inclusion in leadership roles.

Effective Practicesfor Authentic Membership

O) 00 Al 1 AAT OO| patSeybold, Commonwealth
The Best Practices organizations Council on Developmental
were very aggressive about

Disabilities (KY
identifying and involvingeople with | — oo es *Y)

complex needs in their organization. The council made a
A major means of recruitment was
the leadership training they were commitment a long time ago that

providing mostly through Partners in
Policy-Making or a similar training
model they sponsored and/or fundec
The training programs were opated
either directly or through a relationship and as soon as that
contractor. The groups ensured that
significant numbers of people with | Persais appointed, a more
complex needs were included in the
training events. This provided the
organization the opportunity to get their mentor and they are
to know people with complex needs
before exending them a full responsible in making sure the new
invitation.

when a new member comes on the

council, we have a mentor/mentee

seasoned council member becomes

member has everything they would

need for the meeting. 2) We also spend time with whoever comes with the new
member; the Councilperson wipend 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 usuplfades out over time
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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 what motivated us to include so many people? Because it has to be
that way! Seweral years agour advisory board wasomprisedmostly the mothersof
adult children withintellectual or developmental disabilitiesThis is an advisory board
of persons with disabilitieg the board must be diverse including representation from

disability, minority and geographipopulations.

O #1 061 AEIT 1

Qu

SEATTTT "OI1AoOh 7UTITETC "TOAOITO
-1 00 OECT merihdnew dndidhave tp keddhest with you. Not

AOGAOUTTA xAO OAITEETC 10O EI OAOAAOET ch AOO xA

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

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

AOGO Ai 01 TAx 1 Ai AAOOh OF OEAO xEAT OEAU AAjl A

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

Best Practie 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,0$1 UT O x A1l
AT T 1 AT Oaways Axpldin

| OOAT i AGh O7EAO
EAOA EO OIlFiodhy, C |
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 th
meeting and people are given the
opportunity to review them in a
pre-meeting to entance their
understanding and give them time
to formulate their own ideas and
opinions.

Sheila Romano, IllinoisDD Council
One of our chairpersons had severe
speech difficulties and everything had
to be revoiced. A personal assistant
did this for him. He a neutral person;
sometimes his wife would helpNe
now have another member ith
extreme speech difficultiesye

offered a computerwith voice
capabilities Now, he has a
communication device and &pay
someone to prept 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 commands for example, all in

favor, all approved, so they would be

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

understand and he is now a Committee Clgit A A EAT 8 O

1A0 OEAO CAO

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

him to clarify.
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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
i AAOET ¢ xEEIT A OEA 1T AT OI O Agpl AET O OI OEA DPAC
that they fully understand whatiti®©EAO UT 06 OA O1T OET ¢ 11 8
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. Thershlat | have
AAAT x1 OEET ¢ xEOE EAOA AAAT OAOU cCciiT A AAT OO
in the council meeting so that no one person dominates; every voice is h&amndlly,
we try not to write any documents above & 4r 6" grade readindevel 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 disabtly and hehas 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 s happen with the board members that they would engdue, but it was
sort of a seamless proceskle began speaking out more using his assistant to do so
and the engagement from the board became more involved in bringiinginto those

conversations
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Linda West, Washington State Developmental Disabilities Council
Our Director has a knack for connecting the per@ocomments that may be off
the mark to the current content. Our chairperson makes sure everyone gets the chance

to speak. She will askthem f&@EAEO 1 PETET 18 O0%$1 UI O xA1T O Oi

Alison Lozano, New Jersey Developmental Disabilities Council

We wse 2 paddles (like table tennis ones) during the Council meetings for voting.
One is green and one is rédle darted doing this wherltwas d the Utah DD Council.
Onealsohasanexclamation on one side and question mark on the otheverybody
on the Council has to ugkese This gives everybody the same opportunity to speak.
They are a great equalizeFhen the conversationwill not be dominated by

professionals.

Roger Webb, Texas Council for Developmental Disabilities

Anotherpersom ET OEA DAOOh AEAT 6 O buthéwas O EAOA
difficult to understand. 8,wediscussedwitE EI OEAO EA AT OIl AT60 AA A
member unless people can really understand what he has to say and he needs not be
uncomfortable if we ask either him to repeatr ask if his attendant can help give us a
summary of it. Everyone on the council ne@dsinderstandthat it takes time and not

be impatient.
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Effective Practices for Full Participation

The organizations that were most
had adapted the format of their
meetings to include the following: 1
small discussion groups at
meetings, 2) roomsirranged as
small round tables with groups
sitting together vs. hollow square
hotel style, 3) short presentations a
meetings followed ly discussions in
small groups. fequent breaksare
often helpful so that the person
could work with a support
person/mentor.

While most orgnizationsmet
guarterly for full meetings, almost
all the Best Practice groups met
more frequently in committees or
workgroups in person or in person
using regionalideo hookups and
some via phone calls.

Heidi Lawyer, Virginia DD Councll
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 Devebpmental
Disabilities

We really simplified our packet
and agenda we have like a picture
agenda nowz 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, sbdt someone is paired with a seasoned person or a

o

AT OP1 A 1T &£ OAAOGITAA PATPI A AT A OEAT OEAOGGSO
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We do a lot less presentation at our meetings and large goowpd 6 OA CT 1T A Ol

Oi ATT AO cOil O6bp xi1 OE AT A OEAO OAAI O O1 EAI B AA
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.
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Pre-meetings are used as a means
to help the complex needs prepare
for the meeting. Premeetings 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 organizabnal staff
member.

Group meetings are frequently led
by the Executive Director and/or thi
Chairperson and usually held the
evening before or morning of the
business meetings.

Best Practice organizations were
generous in allowing for
accommodation expases often
needed for travel, meal, PCA,
support person, overnight stays an
other support accommodations. It i
important to point out that most of
the Best Practice organizations
were under stringent State travel
regulations and had to find or
negotiateworkarounds, 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, PCAand contracted
transportation.
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COT OPO AT UI T OAR AAAAOQGOA
hard to talk to the person except the
people on your left or right. Another
OEETI ¢ xEOE A 1 AOCAO cOI ¢
hear. We set up 6 or 7 tables with
groups of 5 and then we do like a
committee approacty 1 A QIR for
AAT 00 wo | ET OOAOh AT A OEF
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.

7A80A Cci OOAT OAAITIT U I
feedback that peple like the
just sit and listen. How do you make
this work using small groupsunusual
for most council to do this? We do a

lot of that through our committee

work. And, also with quick updates. |
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mean like dumg the business meeting, the committee who chose like the grant team.
We have review teams forourgragx A AT 160 EAOA OEA xET 1 A Al O1
to have the grantees come in and do short updates of their projects so people will feel
like they uRAOOOAT A xEAOB8O EADDPAT ET C8 7EAT OEAU A
for the council to talk aboug so, how will I bring this back to my community.

We do have emething called Consumer Caucu®d O CAOOET ¢ A 1 EOOI A
part of a committee stucture, so it meets during lunch or during a time when other
AT T T EOOAAOG AOCAT 80 1T AAOGET Cc 11 7AAT AGAAU AT A E
AEAAA T £ OE i-ddvoEatE, althouditl e tdsay)thdt pobably as many as
9 seltadvocates go tat. We encourage the mentors to go with the new person. They
Ci OEOI 6CeE OEA AcCcAT AA AEAAA 1T &£ OEI A AT A EO ¢
xEAO EO CIEITC O EAPPAT N EAOAGO xEAO xAB30OA C(
xAGA 1 EEAUDID AAAOOAEQGIIA OEAOS8O Al O OEA OEI A
guestions.

| always think we need to do more to make our materials more
accessible/understandable. | also think we need to figure out the more formats that

lend themselves to havinguthentic participation and by everybody a universal

design for meetings and materials

Roger Webb, TexagCouncil for Developmental Disabilities
If the Gowernorasked you to do thsi job for the State of Texas, the Council
should do vhatever it takes to get you tmeetings We have always started at thevel

of how do you help facilite a process sthat each ofour 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
OEAUG OA O71 OET Qnakeb a dferdhceOEAU EAAAI E

4EA OOAOA APPAAOO OOAOAT OAEI AOOOAI AT 60 C
related to the business of the organization, so some of those issuesA AT 1 60 x1 OOU
too much about whatitcostA AAAOOA OEA ' 1 OAOT TimgtoAdd AEAAA OE.
iU AT AOA 1T AT AAO AT A OEAO 1 AAT O Ui O8B0A 00BDI C
a way to help you get here. At times that means we pay for accessible lift vans and
AOEOAOO O1 bDbEAE ODP A DPAOOIT A&AOIiI OG&EAEO ETIT A
having the meeting, usually in Austin, with or without an attendznt they have an
attendantwho wantsto drive, we rent the van for theng we have rented power chair
or scooter so that the person, if they choose to fly, can have lift vehicles rmeaet &t
the airport.

Peoge with cognitive disabilities we obviously will pay for someone to fly with
themif they prefer we have made arrangements to contract with someone in their
community, too, who also gets meeting materials, will arrange to meethite
individual before the meeting to review the materials so that person can hopefully
better understand tle content. hey also have a chance to chat with us if they both
EAOA NOAOOETI T O OEAU AiT160 NOEOA O1 AAOOOAT As
that when they show up, they understand what we sent them and vthatCouncil is
going to be taking action on? We probably go a little bit further with people with
ET OAT 1 AAOOAT AEOAAEI EOQEAO O 1 AEA OgeOA OEAU

of how do you make it simple.



Some of the materialshared by other CounciSEAO ) 6 OA Al xAUuO AAA1
ET AOA(q El x O 1T AEA 100 Al ACAT AA o©l OEAO E
xEAOB O OEA A DA ARDGRAI M AGCHAGToQEEHOOID Qb adion
required. Some councils print their agendas with symbols or icons. We do it more with
boxes at the bottom thaexplains theAT OEAEDAOAA AAOQOETT 1T 0 1 OO0OAT I
what we call a tab sheet in our meetibgder sothat it all stays together and the
ACAT AA OAEZAOAT AAO OEA OAA 1 0i ARO OEAO EAO OE
the binderwith the informationabout the item that might say, for example, that this
item goes to 2 standing committees plus the cmil and it has 3 differg box lines at
the bottom with information about theexpected action.
31 OEAOA AOA 1100 1T £ AEALAEAOAT O OAAET ENOAC
discussions and to draw in each of the participants in a fun way and to suakehat
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 numbepoh€ls have formal
written agreements between the @incil 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, hag discussios with the Council member and ti@hair (or me)about
EOOOAOS 7A OOEIlT EAOA A 110 T £ EOOOAO OEAO
One of my council members hasetty 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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OEA AAOEAO i1 OEA &OiI10 1T A£# EEO AEAEO AT A 1AR
to turn pages. He comes with an attendant who is also his driver alu fvith
personal things; checks on him; helwgh mealh A OO OEA 1 AT AAO AT AOT 8 C
AOOAT AAT O O0I AA OEOOEiI ¢ AU EEI Ail OEA OEI A
everybody else.

In the meeting about supporting Council members had many suggestions
on supportng people with cognitive disabilities on their board. What most of us across
AT O1T AEI O ACOAAAR EO6O0 11 0 ATAEMARIEG E@ERANDA EDI
you needto do to be a DD Council member. Yo@ét to figure out what they need to
gettherex EAO OEAU T AAA O O1 AAOOGOAT A OEA 1 AOAOE/

voted on.

Karen Schwartz, \érmont DD Council
We try with all the materials that we send out to people we think about the
accessibilityevel 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
OEAU xAT O OEA |1 AOGAOEAI 8 %BAI Bl Aqg EOG O AAOE
someoneelse’ AU x AT O OADPAOAOA OEAAOOS 7A Oou OI i
use a week before the meetirgwe 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\&ersatile staff here.

One of our seladvocates is autistic and we have an administrative assistant

that connects with him very well. At the meeting, we have a poster, what helps at
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meetingsz a list of basic things. We have some guidelip@se ched 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 game

with this member guidethaE © A OET OOAO OAOOEIdimodeledA EOE O OA

from the Green Mountain SelAdvocates guidelines and has photos of every member

Effective Practices for Meaningful Contributions

Best Practi il Beth Swedeen, Wisconsin Board
St [MelaliEes Qe elilAe o= for People with Developmental

aggressively found, created and Disabilities
involved people in many roles.
They givepeople roles-everyone has | 7/ A5 OA OOUElagvocatés EAOA OA
an assignmentTheyhave persa
focus on an area interested; projects
included addressing unmarked grave| \yhen we anything, like a
cemetery unmarked gravesanddoing
trainings around key issues, tell their| presentation, we have cpresenters
stories They carry ouspeaking
engagementsgive testimony,and
attend other meetings

be part of everything we do, so

who are s#-advocates and they

might just tell something from their

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

POl i OAT 11T 0AO £ O AT AOA DPOI EAAOOS AEAU ATl
applications, but are part dhe discussion team. Like, we may provide the synopsis

orally to them, but then in the projectiy can be part of the decisiemaking around

xEEAE DPOI PT OA1 O xA30OA CciEITCc O1 &£01 A8

56



AnnalLobosco, New York State Developmental Disabilities Planning Council

| 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 thingsi OEAO AT 1 OAOOAOEIT 1T OEAO 1 ATU 1T &£ OEAI
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
shoudor& T O1 AT 80 AT EOS AEAU CAOA OO0 A xEITTA 1
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 CaucusiEA E OB A O Gsitd ndake seQi@teverybody 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
PointthatbashR AT 1T U OAEAhQ O 7asdivitat woudd hélg yGuAdhd indkd O
AT CACAA ET 1 00 xmedliees peopleniin@Ev@lopméntal diabildies
AOA Al 1 OAOA A Imudh trolblefconimdinizatiegA Throviddd time and

an environment thatallowed them to speak. They tolds that they would like

1. Mediaz Youube, Webinars, audio recordings, conferences calisostly 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 hara fbem and that they

prefer to ge thingsauditorily.



2. They like premeeting conference calls to discuss projects and motions.

3. They want information presented in short versions and

4. TEAUBS OA Acddplgk, amin@leséthan 16 point fmint, overview of our

funding motions.

5. 4AEAUB8 OA AOEAA OEAO

meetings.

A

6. They like having smbgroup discussions¢metimes2-3 people sometimes ugo 8

people).

Effective Practices for True Inflence

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 visitig
legislative aids.

They have peoplesview all
proposal notes so they can be pal
of the discussion and decision

| AEET ¢ EZ OEAU
materials. Almost all state reps
are the directors of state Agencies
They sit next to people in the
meetings it impacts them

Emily Rogers, Washington State
Developmental Disabilities Council

We do thinglike having people
write their own messages to their
legislator. We have people write
legislative agenda eachyegr ) 06 O
focusing on what is important to people
with developmental disabilitiesOne of
the things that we havelone of late is
makesure that every single person has
the opportunity to sgak up, whether

OE A 06 O thérie@nimiication
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device or some sort of assistance.

We had an idea around the Respettfianguage Bill and we talked o
legislator who was going tbe the prime sponsor. ®met with him as a group and
discussed what needed to go into i¥We got one of the legislat@ 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 180 people, who have made a comimid T O OEAO OEAUGS OA

willing to receive a phone call from me at any time during those sassso that if

there is something that comes upAvd OA AAT A O OAAIT 1 U AECOOA

Transformational OQutcomes 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 GiewvaTribe appointed to Council and at the

first meeting the tribe sent seven elders and did the HongrCeremony 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 onDevelopmental Disabilities
You are going to have to work but there igr@at benefit. It has been critical to

our work with legislators.
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Mary Gordon, Nebraska Planning Council on DevelopmealDisabilities
The fact that the Council has people with high needs serving influences other

State agencies to have people serve deit 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? |
OEETE EAOET C OEA OAITET AAO OEAO EOB8O0 110 AATC
OiTih EOG8O AAT 0O PAT PI A xEOE Whdekredl EOEAONh A
lives are impacted by the thingswe do. | 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 ofNorth Carolina

) OEET E x A OA codpfe ¢ffningsFl) iSthabdur p@ythekship
organizationsz people that profess the same things that we gbave sort of a glass
ceiling for people with disabilities in terms of a leadership role. | believe that people are

thinking differently about whais possible with people with disabilities.

60



Effective Practices forNeed Specific Supports

Theessential elements for transformational board inclusion focus on the areas
that will result in benefitdo the indvidual board or council membeas 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. tnfation specific taovercoming
thesetypes of barriers are included here in the context of effective practices that
address specific needs or challenges. These needs and challenges can relate to
organizationalpractices or constraints as well as those inherent to the digegsili

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

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

Specific Tasks Included:

x Review agenda and meeting
materials prior to the meeting
Serve as a go to person to addre
Issues as needed

x  Assist with arranging
transportation

x May attend premeetings

x May attend meeting

x May explain items at the
meetings

x May assist the person at the
meeting

X

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 th
by: 1) having direct discussions wit

the support person/metor and a

contract with that spelled out their

responsibilities. Finally most of th
support persons/mentors were
paid.

All of the BestPracticesorganizations
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 Practiceorganizations
provided some type of support person or
mentor either formally or informally.
Many Best Practicesorganizationshad
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.
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Effective Practices for Addressing ransportation Barriers

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 persa 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 hav
contracted directly with outsid
vendors,obtainedexemptions
for rental cars and other travel
restrictions by making it clear
that they areADA
accommodations

Althoughwe have not identified
transportation as an essential element
for transformational board inclusion, i$
A OOAIT AT AT 6O AAOOE
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 Richad, 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
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MarshaHockensmith. Kentucky Protection and Advocacy
How do weget people hat are all over KY to come taur board meetings? Well,
xA Al xAUO OAI 1l OEAI OE A Gerizllg @idforgthamitrat O AEAA 2
we willcoverall expenses for them to attend and participate as a member of our board.
These expenses includeavel, lodging, attendant care, and others needed to ensure
they can fully participate in board meetings. We provided car remthtpuess, in short,
we getthem here by doing our best to accommodate what they need.
How do wemanage to pay for car rentalsSort of like reimbursement for
mileage, lodgingattendant care and other thinggx A8 OA OAAIT 1 U EAAT 80 EA,
difficulty with this either. How do weanage to get around the travel restrictions?
Board membersadhere to the sameguidelines and rules regarding mileage, lodging
and meal reimbursement as set forth by the feds, the same as is requir@&#staff.
We do, unless otherwise approved, &tiwithin the 50 milesule to cover expenses for
lodging. Howdowee OAT O AT AGAADPOEIT 1T ¢ hispoldidshusti U Al 1T )
documentthe need for this accommodatioasit OAT AOAOG O1 AT ET AEOEAOAI

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

Over the last decade people with comumicationneedswho use augmentative
and/or alternative communicatiodevices have begun to be includedeéadership roles
Interviews with theBest Practicegroupswho haveindividualswith communication
needs identified significant barriers remain with regard to device utilizaiod how
they are addressedl’he National Overiew Survey showed people witomplexand/or
high needswho had communication difficulties involved PD Network organizations
in the following numbers: DD Council 15%; UCEDD 8%, and Protection and Advocacy
4%. And yet twice as many peoplavolved inUCEDDSs (15%) had communication
devices compared to DD Council (8%) and P and A (4%). This mosthikebsult of
OEA 5 # %$ hd@dss td StaieASsistive Technology Projects.
Many Councils had people with communication difficulties serving as offioe
committee chairpersons. Mamyere pre-programed with voice commands like,
O7TAT ATT A AOAOUAT AUhO O0$i ) EAOA A 11 OEIThS
5#%$$60 xAOA AAT A O OAAAEOA OOPDPI OO0 A& O AT
Assistive Telinology Projectghat were part of their organizations. Successful
organizations found that while the hardest issue was waiting for the person to type in
OEAEO OAODBI T OAOh 1T OAO OEI A OEAU AAI A O OAIlC
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 sef challenges for the organizations. A staff person or
personal care assistant often provided interpretation.-R&cing, repeating or
OAPEOAOET ¢ OEA PAOOIT60 OPAAAE xAO AOANOAT Ol

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

Effective Practices at Supporting People with AttentionSupport Needs

An increasing number of individuals with complex and/or high support needs
included in leadership roles require supports related to decrepdistractions or
stressors that diminish their ability to maintain attention to business matters during
meetings. The practice ofdentifying and providing supports and/or other special
accommodationdor individuals with these support needsreatively new Protection
and Advocacy organizations, with their PAMI (Protection and Advocacintividuals
with Mental llinessfouncils, have had the most experienc&s such, thdest
Practices organizations in this study carried out a nunifestrategies 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 additional meeting roomavailableshould
meetingsbe too long. One orgnizationprovidesan audio feednto this room to enable
continued participation. Anothehas found that providing members wittarphones
has assisted them with staying focused the topisbeing 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 itemare 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 time&keepers and honor the call for breaks when resed. Meeting rooms are also
arranged to limitor mitigate environmental distractions such aser lighting,
inadequate or uncomfortable seating provisions, temperature fluctuations, and noise
intrusions. kally, 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 me@ssons to teach u3he
Review of the Literature established that a foundation of knowledge regarding
supports for effective board inclusi@xistsand thatmore research in this area is
needed toassurethat future practices will be, in fact, evidencedsal. An analysis of
the literature also provided the opportunity to evaluate whethgpes of supports
reported to be in use are distributed across key elements of board inclusion; authentic
membership, deliberate communication, full participation, meagful 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 witomplex and/o high support needs
affirmed the fndings of the literature review, inasmuch as they reportedt much
work remains to be done before they will consider themselves to be fully included in
leadership roles or othesocial and civic opportunitiefEEven sothe results of the
National Overview Studglo 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, tiaypar, have
begun to set the standard for inclusive board practices.

Theresults of theNational Overview Studwlso indicate thasome of the
respondents have begun to recognize the transformational benefits of moving beyond

the provision of token reprgentation 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.
Theseorganizations, for the most part, are those thais a minimum, include two or
more individuals with disabiliés with complex and/or high support needs in leadership
roles. The successes of the Best Practice organizations identified by-thepth
interviews provide substantial evidence in this regard.

The findings of the Best Practicesdaepth interviews show that th8est
Practice organizations haveontributed a significant body of knowledge regarding
effective supports foindividuals with complex needs in leadership rol@hese
organizations cledy 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
O1T AAUG O AEOAOOAadvaricell eridbrnrients. 1 T CEAAT T U

What became clear from thimterviewswas thatBest Practice organizations all
highly value all of their members and are willing to expend great effoedioieve their
involvement They do not cut corners say that is too difficli or too much to do. The
work is both hard and requires continuous and sustained effort. It requires great
amounts of creatiity along with old fashioned sticlo-t AT A OOOU AT T OEAO xAU
attitudes. Finally, financial resources and large amounts of gtafé 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. Eveniso, it
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heartening to note thakeach Best Practice organizationfecused on enhancinthe

participation of all of its membershipot justthosewith disabilities.

-ATU T &£#£ OEA AARAOO POAAOEAAO AOA AAOGECT AA C

the massive amonts of information generated through public policy formulation and
advocacy functions. Thus, effective use of best practices finds that we all befidfis.
is one of the greater lessons that inclusion in general has tauginstherimportant
note is that many of the practicesuly 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 evidendleat 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) 08 O 1 1 DA 10A AE ABDO &OATob&dersaliyA O A
successful requires a cultural shift in how expectorganizatiors that affect the daily
lives of people with disabilities to operatdt is not enough to simplprovide a seat at
the table for individuals vth disabilities; complex or otherwise, without providing the
supportsneeded for them tchave trueinfluenceas board membersSuccessful
inclusion require®rganizatiors to change theistandard operating procedure§Ve
must recognize and accept that tio otherwise is to perpetuate tokenism in its most

pernicious form
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Successful inclusion is decepdly simple in that many of the Best Ractices
appear, at face value, to be commaneven ordinaryBecause of this,hHey are easy to
dismiss and devaluesaunimportant. The common is often not appreciated.
Additionally, ro oneparticularBest Practicess, in of itselfcriticalfor success. It is
whenthey are takertogether that they form a powerful set of practices that can
change an organizatial® cultue and lead to successful inclusideach of the Best
Practicescan evokegreat depthand transformational powewhen fully understood.

It is likely that nany of us have used some of gepractices andelieve
ourselves to béamiliar 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
madeavailable and in some casssnply dismissed as unnecessary or burdensome.
During the interviews, we wergequently told,® h, we know that other groups
provide mentors or praneetings,fetc]h AOO xA A8 1 OEADOA OEGQOQAT EUA(C
not realize that even though they wereiscessfully providing supports for some
elements of board inclusion, thegould belimiting the effectivenessf the people they
sought to include by not making available the full range of what might be necessary for
them as individuals.

User friendly, asy-to-read materials are perceived to be one of the largest
unsolved challenges. This iagadoxical since many hoto manualsexist which are
little used. For example, it is commonly acknowledged that a best practice is enlarged

type, simple fonts and syibols. This is relatively easily accomplished with modern
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computer software andsoogle images. Yethe results from the National Overview
Study indicate thafewer than one half of the success organizations were
implementing this.We believethat the resuts of this study calls the questietWhat
will it take for the Best Practices to become standard practices that are used
everywhere?

Wehope you will join us in this very rewarding and challenging endeavor.
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Recommendations

AEAT 11T xETC OAATI T AT AAOCETEIO QOAR 2AOAAEEAE OEAR
(T x AAT OEA #1 O1 AEl AT A OEA #1 O1 AEI 60 GCOAT Of
includes, improve how well it supports them in full participation, and advocate for full

inclusion in tle activities of others?
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2AO0EI T AT Ag "AOO O0OAAOEAA CcOi OPO A& O A EI OAOA
AT CACAT AT O T A& AlThisintludéd thhe Ede ofirofrid fafleSEuds, group

discussions and possibly facilitators to increase the involveroéetveryone 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 teeart,

interactive meetings were one of the most effective methods for obtaining

participation from all members but particularly people with complex neeadise small

discussion groups as a regular part of Council meetings. Changingéleéng format

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

Q8 CIAAA OkA ICIOACA R ABDEA CO xEOE PAI DI A xEOE Ail DI

AO01 1 #1 O18AEI 1 AAOET ¢O

0 GARAAOET ¢O AAT AA EAI A ET AEOEAOAI 1T U xEOE OEA
-AAOET ¢ EAT A OEA AOGATEI ¢ AAAEI OA OEA A&OI 1T #iC
OEA DPOI O ATA AiT10 1 &£ OEA AEAEAOAT O 1 AOET AO 1
I AO®I DEAO xEI1T EAOA OEA AARAOO AEO xEOE #1 Ol Al
2AO0EI T AT Ag "AOO O0OAAOEAA T OCAIN KANGBOIECD O A&l OT £
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5. Recruit new people with coplex needs to serve on Council

While appointing someone to the Council is a longemm 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.



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 PolicyMaking a a similar training model they sponsored and/or funded.

Recruitment to Councilis along®@ A O HOT AAOO OANOEOET ¢ OEA

6. Support and require grant projects to include people with complex needqdaamers,

participants and implemnters.

N s o~ A o~

(

"AOO O0OAAOEAA T OCATEUAOEITO ET Al OAAA OANOEORA

negotiations to ensure the participation of people with complex needs. They also
worked closely with grantees during implementation to ensure participation in @toje
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.

¢ 80AET Elz@ 1 BDEA ix GBeuire bk indusidh of people with complex

support needs aplanners andgarticipants in all DD Council funded training events

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

This provides a tremendous opportunity to involve peopiéh complex needs in
Council activities. Most Best Practice organizations use training events as a major
recruitment method towards greater involvement, generally through a PartAers
Policy training modelThese events provided the organization the oppmity 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 egong oversight. Several Coui& made
this a requirement in thie Request for Proposal documents aadiarding 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 oppotyuo 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 pa#gitipand
potentially copresenters. 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 (Developmeraabilities 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 Cound(CEDD or the P and A),
equally successful. States that were particularly effective were: Kentucky, Colorado,

New Mexico, Georgia, Kansas, Maine, North Carolina and Illinois.



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 Disabilitieemmunity 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 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 cutisaakd 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 peopthe wit
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 undegstrin
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 aslalgm 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 disabilitie 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:

1 Washington Sta¢ DD Council employs a person with intellectual disabilities
full time to provide training and technical support to their satfvocacy
groups. They created a Public Policy organization with a person with
developmental disabilities as its director.

1 Wisconsn DD Council helped their sedidvocacy 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 suppaahgprojects 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.Trainingz Create a Clearinghouse to provide knowledge and imfation of the

N s o~ A o~ ~ -

0" AOO 0OAAQGEAAO A1 O YT Al OGAET ¢ 08\ P11 A xEOE (E

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 ldentify 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 patrticipation and engagement. Council should explore
directly and through the RICCs and grant projects how people with complex needs can
be assisted to serve on poliegaking and governmental bodies, testify at legislative

hearings, péticipate as cepresenters and leaders in training events.

15.Includepeople with complex need® serveas 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

complexneeds in value enhancing roles that make a significant difference.

X8 AAT OEAU AT ACBDDOGAMABEIBRAOOOOAET OEA AAEA

Eil Al OAA PAT PI A xEOE AiibiAg 1 AAAOS
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X 8Technology: Experiment with innovative technologych as:

1 Talking web pages (ReadSpeakeadopted by theFlorida DD Council)

1 iPads (text to speech)

1 Webinars

1 Headsets at meeting® reduce distractions

1 Regional video conferenameeting systemghat two DD Councils are using
to bring together peopldocally for statavide meetings (Delaware and

Montana DD Councils).

18 Create a&Community of Practice to share knowledge and inforina to sustain the

effort z Create an online and iperson community of practice for support and
sustainability.

Rationale: Inclusion for people with complex support needs will be atferg task.

The effort will have to be sustained over time. The sssful DD Councils all described
the importance of receiving help from their peers, sharing ideas, afgenson

discussions as critical to their success.

19. Pursue and create Community Building projects as spear headed by Georgia DD

Councilz There iggreat 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 currentymovement amongseight to ten Developmental
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Disability Coundsto embrace Community Building through Asset Basedmmunity
Development. This modebioneered byProfessorJohn McKnightijs different from

past Council efforts in that is seeks a collaborative effort with communiRegher than
asking the communityto do something for the Council, it asks what can the Council do
for the community and in so doing include people with disabilitidsis effort has been
most adopted by the Georgia Council and includes people gighificantcomplex

needs as participantdnterestingly, the Georgia Council has made two learning tours to

Michigan to see local programs at the Arcadia Institute and the Boggs Center.

Y @Disseminatiory Spread the word in order to garner support and partners

Hold a Forum for key stakehatdsand make presentations at Michigan conferences on

Best Practices for Including People with Complex Needs.

W BCreate technical expertise in the creation of Easy Read materials in the Michigan DD

System

Rationale- Difficulty with materials due tditeracy issues was the number one item
cited by the Executive Directors who were interviewad amajor barrier to involving
more people with complex support needs. There is a movement to createftisadly
materials called Easy Read that hesextensve knowledgebaseand 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.

kkkkkkkkkkkkkkkk *kkk
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Appendix A: Review of Literature

Previously submitted.
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Appendix B: Instrumentation

Beyond Tokenism National Overview Survey via Survey Monkey

Part 1: Organizational Overview

Note: We have extended the cutoff date to March 31st in order to obtain additional participants.

This survey is being conducted on behalf of the Michigan Developmental Disabilities Council. The purpose is to identify
the best practices that disability organizations are using to fully include people with developmental disabilities with high
support needs in their leadership development, public policy and community activities.

The results of the survey will create a snapshot of the best practices currently being used across the country.

The survey is being widely distributed by more than twelve national disability organizations including DD Councils,
Protection and Advocacy agencies, University Centers for Excellence in Developmental Disabilities, State Developmental
Disabilities departments and many others (a complete list is provided below).

Your participation is vital in helping to create this important knowledge base of best practices that organizations can use
to fully include people with developmental disabilities.

The survey consists of 20 questions and will take approximately 20 minutes to complete.

We will send everyone completing the survey an Executive Summary of the Best Practices Report. We will also invite
you to a special Webinar on Beyond Tokenism.

If you have any questions about the survey, please contact Mark Friedman, Ph.D., Director, National Beyond Tokenism
Board Diversity and Inclusion Study. Email: mark@mtadvocacy.com Cell phone: 615-812-4950.

Thanks for your help.

If you prefer to complete the survey by phone, please call 615-812-4950 or on paper by downloading the form at
https://bluefire-beyondtokenismtraining.pbworks.com/w/file/58702705/Survey%20paper%20version.pdf

The Survey Partners include the following organizations:

1. National Association of Councils on Developmental Disabilities (NACDD).

2. National Disability Rights Network (NDRN) - Protection and Advocacy agencies.

3. National Association of State Developmental Disabilities Directors Services (NADDDS).
4. Self-Advocates Becoming Empowered (SABE).

5. American Association on Intellectual and Developmental Disabilities (AAIDD).

6. The Arc of US

7. TASH

8. ANCOR

9. American Speech and Hearing Association, Special Interest Group on AAC.

10. Association of Assistive Technology Act Programs (ATAP).
11. Rehabilitation Engineering and Assistive Technology Society of North America (RESNA).
12. Autism National Committee (Autcom).

Please answer the following questions:
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