


Hilton North Raleigh, 3415 Wake Forest Road, Raleigh, NC 27609 ph 919-876-
0890

Directions

From RDU Airport, Charlotte and all points west: take |1-40 East towards Raleigh, take
Exit #289 (Wade Ave) and follow until Exit 4B for [-440 North/Hwy 64 Rocky Mount,
follow 1-440 to Exit #10 (Wake Forest Rd). Make a Left at light off exii, the Hilton is %
mile North on the left.

From Richmond or all points North; Take 1-95 South to -85 South and follow to US 1
South at Henderson, NC. Follow this route 40 miles into Raleigh and take 1-440 West.
Follow |-440 West to Exit #10 (Wake Forest Rd) Make a right at light off the exit. The
Hilton is 1/4 mile North on the left across from Duke Health Raleigh Hospital.

From Hwy 64, Rocky Mount, Greenville, NC and all point east: Take Hwy 64 West to
exit for 1-440 North at Tower Shopping Center. From 1-440, take Exit #10 (Wake Forest
Rd), turn right at the light off the exit. The Hilton is 1/4 mile north on the left across
from Duke Health Raleigh Hospital.



NCCDD STAFF ON CALL
JoAnn Toomey

(919) 872-2323

(Hotel Front Desk)

Please call the hotel front desk and ask them to call
JoAnn Toomey
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DRAFT
NC COUNCIL ON DEVELOPMENTAL DISABILITIES

Quarterly Council Meeting Minutes
Hilton Garden Inn, Cary, NC

November 21, 2014

MEMBERS PRESENT: Caroline Ambrose, Amanda Bergen, Crystal Bowe, Adonis Brown, Lisa
Byrd, Eric Chavis, Anna Cunningham, Kerri Eaker, Michael Groves, Samuel Miller, Wing Ng,
Desiree Peterson, Joseph Piven, Ron Reeve, |. Azell Reeves, Jim Swain, Vicki Smith, Peggy
Terhune, Dave Richard, David White, Eric Zechman {for Wayne Black)

MEMBERS ABSENT: Courtney Cantrell, John Carbone, Christina Carter, Robin Cummings,
Lourdes Fernandez, Wilson Finks, Crystal Foreman, Katie Holler, Representative Verla Insko,
Senator Tommy Tucker, Kelly Woodall

STAFF PRESENT: Chris Egan, Cora Gibsen, Shayna Simpson-Hall, loshua Strasburg, Steve Strom,
Melissa Swartz, JoAnn Toomey, Yadira Vasquez '

CONTRACTORS/GRANTEES PRESENT: Jennifer Bosk, Karen Hamilton, Gordan O’Neill, John
McCallum, Devika Rao, Beth Stalvey

GUESTS: Beverly Colwell, Renee Cummins, Barton Cutter, Mary Edwards, Renate Macchirole,
Dreama McCoy, Pam Dickens

WELCOME AND ATTENDANCE

Chairman Ron Reeve asked that any Council member with a potential conflict of interest, in
regards to the agenda, identify that conflict, so that it could be documented in the minutes and
acted upon, as necessary. Mr. Reeve reminded Council members of the requirements of
members to comply with the Statement of Economic Interest and Ethics Training. He also
reminded members of the emergency exits at the Hilton Garden Inn. Anna Cunningham then
conducted the roli call.

APPROVAL OF COUNCIEL MINUTES
Ron Reeve asked for approval of the August 2014 Council meeting minutes. A copy of the

minutes had previously been made available to Council members. Eric Chavis made a motion to
approve the minutes. Lisa Byrd seconded the motion. The motion was approved.



DIRECTOR'S REPORT

Chris Egan provided an overview of the meetings and conferences that he had attended in the
last couple of months. He shared briefly the feedback that he has been getting since meeting
with the non-agency Council members and that he would soon like to meet with agency Council
members. Chris thanked all members, contractors and staff for their hard wo: : over the past

months.

FINANCE REPORT

Anna Cunningham reminded membhers to complete their reimbursement forms and submit
them to staff. Ms. Cunningham gave a brief report on the financial status of the Council. A
copy of the report had previously been made available to Council members.

PUBLIC COMMENT

There were no public comments.

EXECUTIVE COMMITTEE REPORT

The Executive Committee members met September 15 and October 20, 2014. A copy of the
minutes of each meeting has been made available to Council members. Mr. Reeve asked each
member to review the minutes.

COMMITTEE REPORTS

Mr. Reeve requested presentation of committee reports. Please refer to the committee
minutes for a detailed description of the committees” work, including motions made in
committee. '

DISABILITY SYSTEMS CHANGE COMMITTEE -

Committee chair Samuel Miller presented the Disahility Systems Change Committee report.
Background information concerning the funding requests appears in the committee minutes.
Following are the motions presented on the floor for Council consideration:

Motion: Samuel Miller made a motion that the NC Division of Aging and Adult Services be
approved as the applicant selected for the NCCDD Guardianship initiative. Funding is approved
for up to $75,000 {level-funded) with a required minimum of 25% non-federal matching funds,
for year one of up to three years beginning with the period of January 1, 2015 to December 31,
2015. Peggy Terhune seconded the motien. The motion was approved.

Vicki Smith recused herself because DRNC applied for this RFA. Dave Richard, Eric Zechman and
Jim Swain recused themselves because they are DHHS employees.

Motion: Anna Cunningham made a motion to recommend the Executive Committee explore
resources for strategic planning expertise that could be used for staff and Councii member’s
growth and professional development to increase the likelihood of success in i nplementing the
five year plan. Eric Chavis seconded the motion. Following lengthy discussion, motion was
withdrawn. _

NCCDD November 2014 Council Meeting Minutes 2



Motion: Peggy Terhune made a motion that the Executive Committee review the potential of a
strategic plan. Desiree Peterson seconded the motion. The motion was approved.

Motion: Samuel Miller made a motion to endorse the outcomes and expectations developed
by the Stakeholder Engagement Group as outlined in their doecument and distributed in 2014.
Peggy Terhune seconded the motion. The motion was approved.

COMMUNITY CAPACITY BUILDING COMMITTEE

Committee chair |. Azell Reeves presented the Community Capacity Building Committee Report.
Background information concerning the funding requests appears in the committee minutes.
Following are the motions presented on the floor for Council consideration:

Motion: Anna Cunningham made a motion to grant NCCDD staff authority to release the
Request for Application {RFA) for the “NC ADA Network Fiscal Agent” for an amount up to
§35,000 (level-funded) for year one of up to three years beginning with the period of July 1,
2015 to june 30, 2016, with a required mintmum of 25% non-federal matching funds. A
recommendation was made to increase the allowable administrative costs to $5,000 as part of
the total contract of $35,000. Eric Chavis seconded the motion. The motion was approved.

Desiree Peterson recused herself because she is on the board of the Alliance of Disability
Advocates {the current contractor). Caroline Ambrose recused herself because she is employed
with the current contractor and Renate Macchirole recused herself because the agency she
works for may apply to the RFA.

ADVOCACY AND LEADERSHIP COMMITTEE

Committee chair Caroline Ambrose presented the Advocacy and Leadership Committee report.
Background information concerning the funding requests appears in the committec minutes.
There were no motions presented on the floor for Counail consideration.

NEW BUSINESS

Ron Reeve discussed briefly the input from the public on the State Plan. Ron also reminded
Council members to fill out there 2015 Committee Request Form and return them to staff.

Maotion: Peggy Terhune made a motion for staff to assess individual accommodations for
members to access Council communications. Eric Chavis seconded the motion. The motion

was approved.

Motion: Anna Cunningham made a motion to approve the NCCDD Strategic Cemmunications
Plan presented by O'Neill Communications and in line with the developmen* of the NCCDD
strategic plan, to begin implementing elements of the initiative within the next three months.
Desiree Peterson seconded the motion. The motion was approved.

NCCDD November 2014 Council Meeting Minutes 3



Motion: Crystal Bowe made a motion to grant NCCDD staff authority to draft the Request for

Application {RFA} for the “Jean Wolff-Rossi Fund for Participant involvement Fiscal Agent and

Program Manager” external initiative. Approval to release the RFA is planned 1o be requested
at the February, 2015 Council meeting, but may be delayed untii the May, 2015 meeting. Eric
Chavis seconded the motion. The motion was approved.

ELECTION OF OFFICERS

In an open election on the floor of the Council, Crystal Bowe and Adonis Brown were re-elected
Vice-Chairs and Anna Cunningham was elected Secretary/Treasurer. Committee Chairs are:
Samuel Miller, Disability Systems Change; I. Azell Reeves, Community Capacity Building; and
Caroline Ambrose, Advocacy and Leadership. Ron Reeve congratulated the returning elected
officers.

A request was made to take a look at the election process and the iength of office. Chairman
Ron Reeve will consider forming a committee to review the by-laws in regards to the election
process and tength of terms,

Michael Groves made a motion to adjourn. Anna Cunningham seconded the motion. Meeting
was adjourned.

Approved:
Anna Cunningham Secretary/Treasurer
Date:

NCCDD November 2014 Council Meeting Minutes 4
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NC Council on Developmental Disabilities (NCCDD)
Executive Committee Minutes
December 19, 2014
10:30 AM — 12:30 PM

Present: Carrie Ambrose, Crystal Bowe, Adonis Brown, Anna Cunningham,
|. Azell Reeves, Ron Reeve

Absent: Sam Miller

Others present: Eric Chavis, Chris Egan, Yadira Vasquez, Melissa Swartz,
JoAnn Toomey

2 Approval of Minutes:
The draft minutes of the October 20, 2014 Executive Commitiee meeting
were discussed.

MOTION: Adonis Brown made a motion to approve the November minutes.
Carrie Ambrose seconded the motion. The motion was approved.

Il Financial Update:
Yadira Vasquez reviewed the financial reports for the NCCDD. There was
some discussion on the FEY balances and initiative expenditures. Ron
Reeve asked the members if there were any further guestions and there
wWere none.

HI. Conference Funding Requests:

MOTION: Anna Cunningham made a motion to fund two speakers for up to
$3,000.00 for the Autism Society of North Carolina’s Annual Conference
being held March 27-28, 2015 in Charlotte, NC. Carrie Ambrose seconded
the motion. The motion was approved.

MOTION: |. Azell Reeves made a motion to fund two speakers for up to
$1,250.00 for the Arc of Davidson County's My Dreams, My Life: Third
Annual Self-Advocates Conference being held March 28, 2015 in
Clemmons. NC. Anna Cunningham seconded the motion. The motiorr was
approved.

V. Process for Strategic Planning/State Plan:
To follow-up the discussion and suggestions at the November Council
meeting, Ron Reeve suggested that a "sequence of events” be sent out to
all members the first week of January, 2015 so that they will be aware of
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North Carolina Council on
Developmental Disabilities

Advocacy and Leadership Committee Agenda DRAFT
February 12, 2015

9:45 am.—12:15a.m.

North Raleigh Hilton, Raleigh, NC

9:45 a.m. - 9:55 a.m. Introduction
s Welcome
» Completion of Financial Forms and
Conference Requests
s Approval of Minutes

9:55 a.m. — 10:35 a.m. Initiative Review
s Sibling Support

10:35 a.m. —10:45 a.m. Fiscal Update

10:45 a.m. — 11:00 a.m. Break
11:00 a.m. —11:30 a.m. Initiative Review

+ Partners in Policymaking

11:30 a.m. — 11:45a.m. Conference Funding Requests

Caroline Ambrosc

Bryce Coleman, Family
Support Director, First in
Famifies of North Carolina

Yadira Vasquez, NCCDD

Deborah Whitficla,
Executive Director,
Advocacy Institute, Inc.

Melissa Swartz, NCCDD

+ DRNC: Disability Advocacy Conference
« NCAPSE: Work Hard, Dream Big

o NC TIDE: Building Community

Connections
1:45a.m. - 12:10 p.m. Discussion of A&L Staff Change
12:10 p.m.— 12:15 p.m. Wrap ups and Reminders

ADVOCACY AND LEADERSHIP COMMITTEE
Caroline Ambrose, Chair

ka =n Armstrong

Way~~ Black; Alternate: Rick Zechman
Lisa Byrd

Michael Groves

Mary Edwards

Lourdes Fernandez

Crystal L. Foreman

Joshua Get inger*

Katie Haoller

Cheryl Powell*

Senator Tommy Tucker

Staff: Melissa Swartz/Chris Egan

*Temporary Committee Assignments

s o, NOOO0

Caroline Ambrose

Individual with DD
Public at Large

DSS

Individual with DD
Individual with DD
DAAS

Parent of child with DD
Individual with DD
Parent of child with DD
Individual with DD
Individual with DD
Legislative Representative
NCCDD



Advocacy and Leadership Committee
DRAFT MINUTES

Thursday, November 20th, 2014
9:45am - 11:45am

Members Present: Ad\focacy and Leadership Committee — Caroline Ambrose,
Adonis Brown, Michael Groves, Danielle Matula, Renate Macchirole, Katie Holler, Rick
Zechman

Members Absent: Lourdes Fernandez

Visitors: Mary Edwards, Mike Mayer, Jonathan Ellis, Matthew Potter, Barton Cutter,
David Taylor, and Sarah Potter

Staff in Attendance: Joshua Strasburg, JoAnn Toomey, Melissa Swartz, and Chris
Egan

Introduction:

Welcome: Chairperson Caroline Ambrose welcomed all members and provided an
oppeortunity for all to introduce themselves.

Approval of Minutes:

MOTION: Rick Zechman made a motion to approve the August 2014 Advocacy
and Leadership committee meeting minutes. Mary Edwards suggested that the
motion be revised to change her status in the August minutes from “member” {o
“guest” because the DAAS primary member has not been appointed yet. Adonis
seconded the revised motion. Motion was carried.

Initiative Review: NC Alliance for Direct Support Professionals

Renate Macchirole provided an update on the activities of the NCADSP initiative as
their first year comes to a cicse. She began with a brief review of the last year including
highlights such as including all people receiving support services, not just people with
I/DD. Renate explained that the NCADSP movement has support from every
LME/MCO, including giving opportunities for presentations, hosting kick-off sessions for
middle management, and supporting Direct Support Staff to attend the DSP conference,
in which 108 DSP’s attended. Renate briefly discussed CMS's core competencies for
DSPs and how that can positively affect the profession. The NCADSF webpage wasn't
developed in the first year of funding as planned, however the initiative staff have set up
a Facebook page to have a web presence.

Fiscal Update

JoAnn Toomey, NCCDD's Director of Operations, gave an overview of the fiscal status
of the organization. She provided Council members with information on each initiative
housed in the Advocacy and Leadership committee.




Initiative Update:

Mike Mayer and the Advocacy Ambassadors (Jonathon Ellis, Matthew Potter, and
Barton Cutter) presented their final report with recommendations to the committee.
Each committee member was given a copy of the final report to refer to during the
presentation. Matt summarized four major issues that were reported frequently:
infighting, conflicting persona! agendas, lack of a cohesive vision, and lack of resources
and support (both monetary ahd organizationai support). As far as recommendations
for strengthening the self-advocacy movement in NC, the three immediate areas of
emphasis suggested by the Advocacy Ambassadors are fechnical assistance to current
groups, communication and technology support for self-advocates, and leadership
development for self-advocates.

Wrap Up and Reminders:

Chairperson Caroline Ambrose reminded commitiee members to fill out their financial
reimbursement forms, and to let Cora Gibson know as early as possible when there are
conferences they would hke to attend.

MOTION: Rick Zechman made a motion to adjourn the November 2014
Advocacy and Leadership Committee meeting. Renate Macchirole seconded
the motion. The motion carried.
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EXECUTIVE SUMMARY

The N.C. Advocacy Ambassadors, in conjunction with the Community Resource
Alliance (CRA), were charged with assessing the current state of self-advocacy
within North Carolina under a 12 month grant from the North Carclina Council on
Developmental Disabilities (NCCDD). The Ambassadors, individuals who
themselves have disabilities, were recruited o reach out as a team to existing
grass roots advocacy organizations across the state and determine the elements
needed to ensure a robust self-advocacy movement in North Carolina.

The immediate goal of the N.C. Advocacy Ambassador Initiative team was to
identify the specific strengths and weaknesses of the existing movement and to
provide recommendations for rectifying weaknesses while bolstering existing
strengths.

Two separate surveys and extensive stakeholder interviews were used to gather
information. Resuits of the survey and interview process revealed that the current
state of self-advocacy is tenuous at best and that major areas of concern need to
be addressed to build a functiona! self-advocacy movement. Major emphasis
needs to be placed on the following areas:

e FEducation and training in current advocacy issues, advocacy skills, group
dynamics, collaboration, and communication

e Technical assistance for existing and emerging self-advocacy groups
towards more regular, well-attended, well-governed meetings and
connecting them with others and to address the other needs identified by
the groups, such as using technology to support their efforts,

o [dentification of self-advocates with leadership potential and the provision
of training for them

e Support to state agencies and provider organizations to ensure access to
processes and feedback that are accessible and self-advocate-oriented

Stakeholder Perspectives {Section {)
Stakeholders were interviewed regarding their feelings about the status of self-

advocacy in North Carolina. Stakeholders interviewed ranged from self-advocates,
current and former heads of advocacy (including self-advocacy) groups,



representatives of provider organizations, disability rights advocates and
attorneys, and state employees. The interviewees were guaranteed anonymity
and thus, gave the most candid answers possible regarding the problems they
saw facing self-advocacy.

The consensus among stakeholders is that the state self-advocacy movement is
dysfunctional and ineffective due to:

o [n-fighting

e Conflicting personal agendas

e Lack of a cohesive vision

o Lack of resources and support, both monetary and organizational

The picture of self-advocacy in North Carolina from the perspective of
stakeholders is, at present, a dire one. However, stakeholders were united in the
view that the situation could be vastly improved with adequate support provided
by the right team.

Group Survey Analysis {Section Il)

During the initial phase of the Advocacy Ambassador Initiative, the Ambassadors
encountered major hurdles in identifying pockets of active advocacy, both in
group form and among unaffiliated individuals, despite reports to the contrary.
Initially, the Advocacy Ambassadors began their exploration using the most recent
membership lists from the Association of Self-Advocates of North Carolina. Yet,
only a very small sample of member groups remained active in the wake of the
only statewide self-advocacy organization’s decline in 2008.

The responding organizations, although few, admitted needing and wanting
putside assistance to:

e Continue a self-advocacy, person-first focus

e Grow their membership

a  Remain viable as an organization

The low response speaks to both the low number of existing organizations and

the poor communication, engagement, and coliaboration among those that do
exist.



The few responding leaders of these organizations generally believe they are
working with a clear vision and mission and that the membership of their
organization clearly understands their purpose for existing as a self-advocacy
organization. However, if perceptions aligned with the current environment, the
status of self-advocacy groups would be substantially better, demonstrating
major outcomes for their constituencies. In short, the outcomes do not match the
beliefs of the responding leaders.

Individual Survey Analysis (Section [l1)

0Of the 172,000 people with IDD in the state, the Ambassadors were able to make
contact with approximately 500 self-advocates, nearly 300 of whom were
communicated with directly by the AAl team, but of which only seventy-six
people responded to the individual survey despite the well-coordinated attempt
to disseminate, publicize, and encourage candid responses.

Such a low response rate does not allow for reliable and comprehensive patterns
to be determined. The responses do reflect, however, a number of important
issues:
e [lack of understanding of pertinent issues _
e Unwillingness to share candid opinions and sentiments {suspected to be
because of perceived pressure or fear of retribution)
e The need for greater capucity to define personal support needs among
members of advocacy groups

Path Forward {Section IV)

To address these current realities, the Advocacy Ambassador Initiative team feels
that a multi-dimensional approach to strengthen and foster collaboration among
willing and interested parties is required to ensure that the state self-advocacy
movement becomes both unified and effective in its mission and objectives. This
includes direct collaboration with allies, such as Disability Rights North Carolinha.
These efforts will also include the development of a self-sustaining business
model to facilitate these goals on a long-term basis.

Initially, a strong emphasis will be placed on forging a cohesive infrastructure to:
e Strengthen and expand seif-advocacy groups



¢ Build communication between groups across the state
e Develop collaboration among self-advocate leaders

Facilitate self-sufficiency of the supports to sustain these efforts

To this end, our recommendations are that action be taken in four areas of most
immediate need:

-2

Technical assistance

Communication and technology

Leadership development and education

Developing and implementing a working “business” model to continue to

provide the above services and supports



Section I: Historical Contexts and Stakeholder Perspectives

Introduction

The N.C. Advocacy Ambassador Initiative team asked 13 individuals (hereafter
referred to as “respondents”) the same set of questions regarding their feelings
on the state of advocacy in North Carolina. The respondents were guaranteed
anonymity in their responses, and thus gave the most candid answers possible
regarding the problems facing advocacy for people with disabilities. Respondents
ranged from self-advocates with their own businesses to former heads of
advocacy groups to disability rights attorneys to even state employees.

While the types of experiences and differences in vantage point were vast, the
themes, issues, and solutions that emerged were generally very consistent. This
is both distressing and encouraging; the picture of advocacy in North Carolina as
of the time of this report is a dire one. However, it is clear based on what
respondents told us that a better future is definitely possible.

What Does an Effective, Statewide Advocacy Group Look Like?

Common themes for this section included an emphasis on things being run by
advocates for advocates. While allies and others would be an important part of |
the process, their main function should be that of support.

Types of support frequently mentioned include financial supports, transportation
support, and of course moral support. The establishment of an advocacy group
across the state would facilitate the ability of individual groups to flourish (for
example, specific disability sub-groups having places and ways to congregate
about issues that are important to them) and it would discourage isolation and
the jockeying for power between specific local or regional groups.

Rather, these individual groups would exist but alsc coilaborate and support one
another, to allow for simultaneous self-sufficiency and interdependence, and not
strictly focus on “independence” from all other groups.



Other common themes include the need for frequent and accurate
communication in ways that self-advocates could access and understand, the use
of technology to facilitate communication, and the need for clearly defined
visions, missicns, and goals for advocacy groups and the means to attain these
goals.

Thoughts on the Current State of Self-Advocacy in N.C.

The responses we obtained were rather universal regarding the current state of
self-advocacy in North Carolina.

While some respondents mentioned glimmers of effective self-advocacy through
organizations such as The Arc, in general the descriptions of the current status
were dismal.

Frequent terms used included “splintered”, “no collaboration”, “lack of support”,
and the potential for the image of a phoenix rising from the ashes. Several
respondents hadn’t heard of any ongoing efforts whatsoever, which is rather
telling by itself and speaks to the “tenuous at best” picture péinted by all 13 of
our extremely knowledgeable respondents.

While many mentioned no support from providers and allies, others also
mentioned the concerning issue of providers having “taken over” advocacy

groups and co-opting their agendas for their own purposes.

Current Rating of Self-Advocacy in N.C. from 1-10

Aggregating all of the 13 respondents, the average number for the current state
of advocacy In N.C. was 3.3. The lowest number given was a 0, and the highest
given was a b. The majority of respondents rated the situation ata3 ora 4.
Obviously this indicates an incredibly fractured system of self-advocacy at best,
and an utterly ineffectual and dysfuncticnal system at worst.

Unfortunately, the worst perspective was the one most frequent[y held. Clearly,
interventions and assistance are needed.



Thoughts on Some of the Biggest Problems Currently Facing the Self-Advocacy
Movement in N.C.

Common themes in this section are very apparent. Discussions of lack of support,
both financial and otherwise, were extremely common. Some talked about no
support whatsoever, which left self-advocacy groups on their own in an
environment in which they are unable to succeed.

Meanwhile, some respondents noted that, contrary to a lack of help,
unfortunately and too often, those who try to help self-advocacy groups
sometimes overstepped boundaries and pressed their own agendas on the groups
they claimed to be assisting. '

Transportation was another frequently mentioned barrier to effective self-
advocacy. 2

Finally, a lack of cohesion is clearly a problem, and it is mentioned in both the
context of egos and/or overpowering personalities among self-advacates, as well
as a demonstrated lack of understanding about what is required for an effective

self-advocacy group/effort.

Thoughts on Possible Solutions to the Problems with Self-Advocacy in N.C.

In addition to the above comments, common responses in this section included
assistance to help repair wounded relationships, support to connect the smaller
groups together, and the use of technology as a means to overcome certain issues
associated with transportation and a general lack of knowledge of the issues and
how those issues affected individual self-advocates and the community as a
whole.

Another common theme is the acknowledgment that individual agendas, and
sometimes those issues unigue to certain types of disabilities, are bound to exist
and are essentially unavoidable, but that such things are only a problem when
they overtake the collective agenda and goals that will benefit all.
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It can be inferred by many of these suggestions (and was directly stated by some).
that the creation of a body to advise, train, monitor, and link self-advocacy groups
is very much needed and would he very much welcomed by those who have
invested in the development of self-advocacy.

A “self-advocacy clearinghouse” is one possible option that was mentioned by
several participants. [t is important to remember, however, that steps would
need to be taken to ensure that self-advocacy movements would remain “by self-
advocates, for self-advocates”, and that guidance and the training would not
become overbearing and not usurp individual organizationai goals nor creativity
from local or regional self-advocacy groups.

What is the Ideal and Attainable Rating of Self-Advocacy in N.C. {from 1-10)?

The majority of respondents answered that the movement has the capability of
being a 9 or 10 on this scale with the right supports in place.

The respondents who chose 9 were clear to indicate that the reason they did not
say 10 was due to their desire to never suggest that there isn’t room for
improvement. Regardless, the potential increase was three times the current
average score.

While a few respondents rated it as a 6 or 7, they were clear to indicate that that
was meant to be more of a pragmatic answer with regards to what they actually
believed would happen without concerted efforts such as the Advocacy
Ambassador initiative, rather than a belief that things couldn’t be better than
that.

This is largely due to the need to manage many complex factors, including
personalities/power struggles, funding, and the like. It is our belief that with
proper interventions and activities, “the score” in the next couple of years could
getuptoan8orag.
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Thoughts on the Most Necessary Efforts/Resources to Bridge the Gap Between
Current and Ideal Scores

Once again, it was the consistency among the multiple themes that emerged was
notable. The most frequently mentioned resource mentioned as being needed
was people who were capable and trustworthy.

Many respondents mentioned that the self-advocacy movement needs focused,
dedicated leaders who will simultaneously take responsibility and maintain
humility while being able to skillfully manage historically strong personalities to
prevent a repeat of past efforts.

There were multiple inferences that people who are effective at keeping strong
personalities and egos in check would be a highly valued resource. Thisis both a
probiem and a solution that is agreed upon by the Advocacy Ambassador
Initiative team. Further, the solution cannot be “Raleigh Centric” as the need is
literally in every corner of the state. Therefore, the solution needs to be
statewide.

Other resources needed included technology {especially for improved
communication), funds to cover the costs associated with managing such an
effort {such as, training, communication), transportation, and “effective support
systems”. The need for intellectually accessible and effective training materials
and education was frequently mentioned.

Closing General Thoughts from Interviewees

The main themes in the closing thoughts were messages of support and approval
of the Advocacy Ambassador Initiative, and the strong belief among the
respondents that efforis to promote self-advocacy need to continue if there is
any hope for truly effective self-advocacy in NC,

We have received strong messages of support for advancing self-advocacy from
both individuals and advocacy organizations, such as The Arc, Disability Rights
North Carclina, and North Carolina Partners in Policymaking, as well as other
policy makers and implementers {such as LME/MCQ’s}), and some of the most
progressive providers.
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The only other common theme in the respondent’s closing messages was that
those trying to repair advocacy in N.C. will need to be very sophisticated in the
management of personalities and in conflict resolutions — and they must be
careful to avoid repeating the historic problems mentioned above.

12



Section I[: Group Survey Analysis

Context

The relationship between support staff and people with disabilities is typically
viewed as one involving unequal power — with the staff having more power than
the person with the disability. This can, and unfortunately frequently does, result
in fear. That fear, at its core, comes from the invaluable nature of support staff,
People with disabilities often fear the idea of saying something negative about
supports that could jeopardize their supports, because without the supports, the
people with disabilities feel helpless.

As a result, whether this fear is based in reality or not, the idea of being surveyed
about guality of life, especially when some of the questions relate to supports,
can be an extremely intimidating and frightening proposition for any person with
a disability reliant on such supports.

Consequently, this fear often translates to self-advocacy groups which do not like
being surveyed or questioned about their work for fear of revealing areas of
weakness and the fear of having the group taken over by service providers who
are not self-advocates themselves.

Surveying self-advocacy organizations proved to be a difficult task, but a smali
sample did respond to our effort. The surveys revealed that group leaders are
hesitant to be examined, and yet do desire some support to grow and build long-
term sustainability once they recognize a friendly, self-advocacy ally rather than
an entity offering what they perceive as controlling direction.

Dissemination Process and Challenges

During the initial phase of the Advocacy Ambassador Initiative, the Advocacy
Ambassadors encountered major hurdles identifying pockets of active self-
advocacy, both in group form and among unaffiliated individuals.

Initially, the Advocacy Ambassadors began their exploration using the most recent

membership lists from the Association of Self-Advocates of North Carolina. Yet, as
one might imagine, the information received from an organization that has been
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effectively inactive since late 2009 was extremely outdated, and only a small
sample of member groups remained active in the wake of the lead organization’s
decline. '

Once this list of groups and members was exhausted as a source of potential
survey participants, it became incumbent upon the Advocacy Ambassadors to
utilize their personal and professional networks to uncover additional advocacy
groups and individual advocates that existed outside of the old Association’s
membership.

Since this effort only yielded four additional self-advocacy crganizations that are
currently active being identified for survey purpaoses, the total study sample of
active groups surveyed was far smaller than the 20-30 that had been anticipated.

In surveying those remaining, active groups, there were a variety of barriers
encountered in gathering quality information:
o Qut-of-date or incorrect group information
e Polarization and a hesitation to collaborate, especially among a few self-
advocates that have historically been very active
s Challenges related to survey accessibility regarding the design of the
questions
e Lack of trust among self-advocates, i.e. a fear of the misuse of information
e The attempt to skew the data by some family members and/or providers

Analysis of Findings

Clearly Defined Vision & Mission

Of the self-advocacy organizations that responded, all believe that for the most
part they are working with a clear vision and mission, even if they couid not
articulate what these are beyond greater inclusion of people with IDD in the
community through community activities and volunteerism. In other words,
while the visions and missions of the groups are clear, the ability of many group
members to clearly articulate their vision and mission requires significant effort.
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The leaders of these organizations generally believe that the membership of their
organization clearly understands their purpose for existing as a self-advocacy
organization.

Responsive and Active Membership

Across the board, respondent organizations felt their membership is steady and
active. Any barriers identified that might impede a member’s regularity of
participation are seen as external to the management of the organization and are
equally spread among such reasons as work or school schedules, transportation,
or health. For the most part, though, organizations have a very small group of
regularly attending members participating in activities on a regular basis. This
type of membership base, though, does not necessarily lead to growth in new
membership.

Size of Organization

Of the respondents, the number of active members was quite a diverse range.
Two of the groups in smaller, rural communities have an average of five members
participating on a regular monthly basis. More than 20 members participate in -
one self-advocacy organization’s activities on a regular basis in a larger
community area. '

Yet another even larger organization in a major metro area reported gathering
between 30 and 50 members monthly. This group benefits from a diverse array of
transportation options, some independent drivers, carpooling, support staff
providing transportation, county-provided para-transit, and participants that live
within walking or a wheeichair’s rolling distance of the accessible meeting site.

Desired Involvement with Other Self-Advocacy Groups

A majority of respondents, while few, expressed interest in connecting with other
self-advocacy groups across the state, while a small number were unsure or
neutrai about this. The neutral or uncertain response stems mostly from a
concern that each community’s organization retain its own identity, a need to
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focus on solutions to the group’s unique community concerns, and not wanting to
dilute their local sense of camaraderie.

Respondents do acknowledge, however, that in advocacy a united voice of many
is stronger than scattered voices. The mechanism of how to go about uniting
groups separated by miles is a significant concern in a state with a very wide
geography and where service types and focus, as well as transportation
options/delivery are dramatically different.

Groups wonder what supports would be needed and potentially available for
connecting groups across the state, such as technology, transportation,
teleconferences, etc.

It is also acknowledged that it is important that everyone understands broad
self-advocacy issues well enough, with easy-to-follow and understand talking
points, to enable them to speak up and advocate together as an organized voice
rather than in a scattered way (or overly simplistic or highly individual ways)
that seems to lead to group frustration and leaves public officials further confused
about what is important among their constituents with disabilities.

Community Involvement of Self-Advocacy Organizations

All respondents agree that connecting with others is an important part of
advocacy and building community. Again, it is a question of how.

A multi-pronged approach will be important in connecting self-advocates to
advocacy issue information and forums. Approaches might include, but are not
limited to:

e Social media engagement,

¢ Teleconferences,

o Newsletter articles,

¢ (Op-ed pieces in the newspaper,

e - Supporting in-person meetings at a mid-point between where
current groups meet or switching between sites as accessibility,
transportatlon and communication technology allow (teleconference
ability, Wi-Fi access and high speed internet, etc.),
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s Holding advocacy town hall-style meetings,
e Hosting self-advocacy refresher seminars and retreats, visioning, and
planning strategy activities,

These diverse approaches must include advocates across a broad geography and
wide spectrum of abilities and personalities.

All respondents polled said they believed they were well-connected and engaged
with their communities where they live because they have-community leaders
come to their meetings to serve as presenters. As a result, respondents feel their
membership can identify their community leaders and understand their job.

Still, transportation is key to getting out in the community rather than just having
community contacts come to meetings. At least one of the three respondent
groups has agency funded transport to get the membership out to do community
service projects, and members do sometimes carpool with family or direct
support professionals to events outside their home community, but more
consistent accessible transportation is needed across the board.

Working with Policymakers

All respondents strongly affirm that working with their local, county, and
statewide policymakers is important in advocacy. Despite the above statement,
virtually all expressed the need to better know who their local leaders are, and/or
who to ask for support if they want to start an advocacy conversation or activity
in their community.

Finding or compiling a current ‘primer,” or easy-to-follow guide, for contacting
officials would be helpful if it also included local/regionally-specific contact
information, as well as models of letters and “scripts” that could be used to
practice conducting a meeting with one or more officials. It also appears that it
would be of benefit to provide information en how to converse on calls to local
officials — again in self-advocate friendly terminology that they could use as a
reference as needed. Of course, this will also need to be in multiple user
accessible formats. '
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Desire for Qutside Assistance

While the written survey resulted in only one self-advocacy organization directly
expressing a need for outside support, further conversation with the each of
other groups clarified that they were uncertain how they would utilize this
support, how deeply the support would/could be involved in their operations and
how they could be assured of an exit strategy once the suppert has been given.
Organizations clearly do not want to lose their local structure or focus as they
connect to outside resources.

Eventually, as a result of these conversations the majority of responding
organizations want, and express a need for, outside assistance to help them
continue with a self-advocacy, person-first focus, to help them grow their
membership, or to stay viable as an organization, despite the lack of survey
responses to this effect.

Funding Support

Two organization respondents receive financial support, and have designated
meeting space through local service providers. One self-advocacy organization is
attempting to be self-supporting with varying, and limited, results.

One of the respondent organizations desires more funding support so they can
address the membership’s transportation needs to and from meetings, in and
around the community, and across the state to practice their self-advocacy skills
and to heighten their voice on the state level.

The group further wants self-advocacy training in general, and specifically training
and funding support for publicity and printing materials, membership growth, etc.

Further, individual discussions among self-advocate members led to the
realization that virtually all of the responding organizations need some kind of
financial support and training on how to develop funding streams to meet their
future goals and objectives.
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Some funding will need to be directed toward training local self-advocate
organization leadership to fearn how to better communicate among themselves
and with their membership, in addition to helping their membership learn
effective meeting participation skills, and how to support each other when there
are communication and learning barriers. Finally, they will need training on how
to proactively {rather than reactively) communicate with their sponsoring agency
if one exists.

However, the single most serious issue among the self-advocacy organizations
was transportation. Accessible, affordable and available transportation to and
from meetings, to and from activities within the community and across the region
and state, including conferences, training, and self-advocacy social events is of
deep concern.

Once they know how to communicate effectively and establish group harmony,
organizations will want to be more present in their respective communities and
across the state to engage in self-advocacy activities.

Self-advocacy organizations want {and need) to clearly understand their funding
supports and other resources they can access, as well as have a voice in how their
organizational funds are spent. Gathering from responses and deeper discussion,
agencies hosting or supporting the self-advocacy organizations typically distribute
the funding for the self-advocacy organization to function and, as such, can
control the agenda of the local organizations. Further, the self-advocacy
organizations don’t always know how much money is budgeted for them, or for
what purpose. Self-Advocacy organization leaders and members desire more
fiscal education and supportive control, rather than their perceived situation of
no control or knowledge of their funding streams at all.

Quality of Membership Communications

Responding organizations generally stated that they communicate with their
membership at least in terms of reminders of monthly meetings. Two
organizations further responded that communicating more frequently, and in
different ways that others found more accessible, is always better,
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Currently, respendents communicate mostly by phone, but some do use email,
and most engage in impromptu conversations as members run into one another
in their home community.

All agreed they want to figure out ways to communicate better as a group among
the membership, as welt as between their organization and other advocacy
organizations. As of now, the communication between different self-advocacy
organizations is poor to nonexistent. Organizations will need to iron out intra-
organizational communication issues.’

Organizations would greatly benefit from leadership communications training,
how to effectively and safely use and access funding for U.S. postal mail, email,
and social media platforms. Only once this learning and practice are soiid can
branching out to learn how best to communicate between groups take place.

Concluding Concerns Among Respondents

Respondents had several concerns they hope to address — and hope that the
Advocacy Ambassador Initiative could assist with., These include:
e transportation

s better defining goals and objectives of the organization
s pinpointing funding resources

* remaining active, timely, and aware of national, state and local issues

Self-advocacy organizations want and need supports, but deeply want to develop
and maintain their own identity outside the agencies supporting them.
Responding crganizations expressed a real desire to define who they are and
want to be on their own terms without undue infiuence from an agency that does
not share their goals and aspirations. Self-advocacy organizations want, and
need, a better idea of what their group defining goals and objectives are,
beyond the identity of their hosting or supporting service provider. Finally, they
want to improve the drafting of their own agendas.

This is another area where leadership development and group communication
needs more strength.
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Section [II: Individual Survey Analysis

The overall approach to information gathering was built upon a combination of
presentations to existing self-advocacy groups {(a total of nine}, mailings to known
advocates across the state, presentations at conferences, and a variety of town-
hall styie, listening sessions. This effort resulted in the Advocacy Ambassadors
ultimately engaging with over 500 self-advocates from the mountains to the
Quter Banks, with 300 of these interactions being face-to-face. These included
the connections made at conferences such as NC Self-Advocates Conference,
Partners in Policy Making, and two presentations at the Carclina Youth Leadership

Forum,.

Survey Development

Two separate surveys were used for information gathering, one survey to assess
organizational need and a second to understand individual perspectives on
advocacy, both of which may be found in the Appendix 4 and 5 respectively {p.
62-75).

The intent of the Advocacy Ambassadors for the individual survey was to assess
the thoughts and feelings of individuals who have disabilities related to self-
advocacy, and to assist the Advocacy Ambassador Initiative of the N.C. Council on
Developmental Disabilities to understand what matters most to self-advocates,
and how to support people to obtain the assistance they need to have the lives
they deserve through coordinated self-advocacy efforts.

The Advocacy Ambassadors alsc sought to ascertain a person’s level| of
engagement with a self-advocacy group, and in what ways such engagement
enhances individual advocacy skills. The final version included a set of questions
pertaining to their understanding of the priorities of the NCCDD funded
Stakeholder Engagement Group. Those questions {(#14-29) relate to the outcomes
of: no waiting lists, integrated employment, inclusive living, asset development,
and an accountable system.

Dissemination Process and Challenges
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As referenced in the previous section, the Advocacy Ambassadors encountered
many ohstacles, as the vast majority of the remaining groups have become
polarized in the absence of unifying issues that they felt they understood. In
some extreme cases the Advocacy Ambassadors were met with an overt
unwillingness to collaborate. This has greatly affected both membership and
individual self-advocacy.

Although in a small minority of situations the Advocacy Ambassadors were unable
to circumvent these hurdles, in several situations relationships and trust were
successfully re-tooled on the basis of a deeper understanding of the initiative’s
mission, purpose, and goals. When collaboration was successful, Advocacy
Ambassadors were invited to speak at group functions, such as the 2014 North
Carolina Youth Leadership Forum, Partners in Policy Making, and several smaller
meetings of self-advocates throughout the state providing invaluable access to
additional respondents for both the individual and group surveys.

Analysis of Findings

Addressed below are the key findings drawn from the Advocacy Ambassadars’
investigation that consisted of surveying individual self-advocates across the state
of North Carolina. The vast majority of respondents to the individual survey came
from those advocacy groups to which the Advocacy Ambassadors made
presentations. Of the 172,000 people with I/DD in the state, the Advocacy
Ambassadors were able to make contact with approximately 500 self-advocates,
were able to talk directly with over 300 of them, however only seventy-six of
them were willing to respond to the individual survey despite the well-
coordinated efforts to disseminate, publicize, and encourage candid responses.

While such a low response rate does not allow for statistically valid
comprehensive patterns to be determined, the responses do reflect a number of
important issues across many people in virtually every area of the state.

These most significant of these issues are:

e The lack of understanding of pertinent issues, particularly in relation to
system wide advocacy;
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o Unwillingness to share candid opinions and sentiments in writing, either
for fear of information misuse or because of overt influence by family or
support personnel in answering questions (i.e. major discrepancies
between survey results and anecdotal data from private conversations is
evident), and;

e |ndividuals appear to be more capable of ascertaining their personal
contentment or additional support needs rather than those not involved
with such groups.

Despite an active effort to assure otherwise, it became readily apparent that the
survey questions were not as intellectually accessible (understandable} to more of
the self-advocates than had been anticipated from our trial rounds.

Thus, the Advocacy Ambassadors had to spend upwards of 70 hours
explaining/translating the questions to over 110 individual participants who
agreed to allow us to assist them (see below for further information).

The Advocacy Ambassadors received regular comments and questions regarding
certain portions of the survey, and the final results showed that many of the same
items questioned or commented upon in discussion were later skipped on the
paper survey, implying that there were a number of respondents who were
confused by some survey items (issues) but were not willing and/or able to
verbalize their lack of understanding {not willing to self-advocate for the
assistance they needed).

In an attempt to resclve this issue without rewriting the survey, which would have
invalidated previous responses, the Advocacy Ambassadors used a variety of
approaches, including leading entire groups through the questions one by one
and holding discussions about the question’s intent before giving people the
opportunity to respond.

The Advocacy Ambassadors also reminded participants regularly that the
Advocacy Ambassadors were readily available to answer any and all questions. At
times the Advocacy Ambassadors sat with self-advocates to support their
processing and understanding of each question of the survey.
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The seeming lack of understanding among self-advocates related to disability
system issues points to a natural inclination on the part of respondents to focus
on personal needs and their immediate struggles {see helow for further
discussion). In fact, for some advocates believe that the fight for their basic needs
may preclude their ability to collaborate with others under a unified vision of
system change, resulting in further polarization in the absence of identified
unifying issues that they can embrace.

Another significant factor that affected the quality of information acquired from
the surveys was observed in those instances where respondents needed direct
assistance to fill out questionnaires. While significant measures were
implemented to mitigate any effects from outside assistance, such as promoting
the use of the online survey and offering support directly from the Advocacy
Ambassadors during survey completion, eliminating all external influences of the
responses from support staff and/or family members proved difficult.

Over the course of the Advocacy Ambassador’s listening process it became
increasingly evident that the barriers self-advocates faced were openly
expressed in private conversations, yet survey responses showed vastly
different results. Of particular interest is the discrepancy between conversations
around the ability for one to choose where he/she lives or works and the
corresponding responses on the survey.

Though not always obvious to the casual ohserver, the Advocacy Ambassadors
observed potential conflicts of interest between providing candid answers to
some survey items and the fear of possible repercussions on an individual’s
care/support. Support personnel too frequently, though not necessarily
intentionally, iImposed undue influence on final responses.

Of major significance to the Advocacy Ambassador [nitiative is the recognition
from survey submissions that relatively few self-advocates exhibit a functional
understanding of advocacy issues at the system level.

To address the gap in understanding of overarching advocacy issues, it wiil be

paramount moving forward that a major emphasis be placed on education, both
through leadership development of individual self-advocates and technical
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assistance to self-advocacy groups in order to identify the key iss_ues pertinent to
their constituents and developing working agendas to effect change.

in defining a self-advocate driven agenda, the Advocacy Ambassadors expect to
see a greater willingness for honesty and candor to emerge as self-advocates
throughout the state begin to recognize and take ownership of a collective voice
free from the influence of external priorities.

The survey results provides some insight into how currently engaged self-
advocates view their support of others and themselves. This is especially true in
relation to efforts to improve community engagement, individuals’ living, work,
and financial situations, as well as support/service needs. However, based on the
answers directed at “how successful have your advocacy efforts been”, we find it
is difficult to ascertain if anyone thought any efforts they may have made on
behalf of others were successful or not.

The responses to the questions pertaining to system function and people’s
perception of it {question #20-23) revealed relatively little. We know from many
discussions with advacates, including self-advocates, at all levels, that there is a
belief that the system does not function in the best interest of the families and
individuals it is expected to serve. Unfortunately, the format responses to the
survey questions generally do not reflect those same sentiments.

The same issues again arise:

1. Are the survey answers being distorted by external forces?

2. Arerespondents avoiding answering negatively, and, if that is the case,
why?

3. Are the individuals in this sample somehow significantly different than the
larger population we have spoken with?

4. Is it possible that people we spoke with were giving us verbal answers they
thought we wanted to hear but these conversations do not reflect their
true opinions?

5. Finally, is it possible that the respondents simply do not understand these
questions, even though most seem to understand the questions when we
are in conversations with them?
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Regardless of the reason, there is at least one advocacy issue that needs to be
resolved (and probably several). These range from fear to lack of information to
an unwillingness to appear in need of support to giving answers to please others.

For example: Results to the questions #1-13 would indicate that a majority of self-
advocates feel confident with regard to personal control over where and how
they live, work, and engage in the community, and yet anecdotal feedback from
both self-advocates and industry professionals exposes several underlying
contradictions. When pressed, many advocates are actually unaware of their
freedom to choose anything of substance.

Further, rarely are self-advocates aware of the scope of existing options,
rendering them ill-prepared to make informed decisions. Even in situations
where self-advocates are sufficiently educated about existing possibilities, they
often feel resigned to their current situation in the face of what they perceive as
overwhelming system barriers.

Engagement with respondents also uncovered incongruities between observed
responses and feedback from conversations specifically around employment
opportunities and one’s ability to readily engage in the community of their
choosing. It was observed that a lack of education regarding employment
options and the individual right to requisite compensation paralleled the
education gap identified in other areas mentioned above. At the same time,
additional external influences such as availability of transportation seemed to play
a far more significant role-in perception of free choice by the respondents.

One aspect that remained consistent between survey results and interview
responses, conversations, and other accounts, was the overwhelming need for
increased opportunities for greater social and community engagement. Within
the survey itself, respanses to questions pertaining to advocates’ social lives and
need for community engagement (#7 & #8) were virtually the same. Nearly 75%
of respondents either Strongly Agree or Agree that they would like to know more
about ways to be connected to their community and would welcome support in
expanding their social lives. Given that the vast majority of the survey
respondents are, to one extent or another, already involved with an self-advocacy
group or are already identified as “strong self-advocates”, it stands to reason that
the broader )/DD population has an even greater need in this area.
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Findings and Observations

As survey responses, in general, frequently conflicted strongly with feedback from
the meetings, discussions, and verbal interactions with those involved in self-
advocacy groups, several conclusions may be distilled:

¢ Conflicting responses throughout the survey process point to an overall
state of disarray in the N.C. self-advocacy movement that has operated
without a cementing purpose or providing a force for change within the
community; _

¢ Continued influence of outside parties (service providers and/or family
members ar others) interferes with defining agendas for collaboration as
well as preventing a clear picture of the overarching needs of the |/DD
community overall;

e Social isolation and lack of connectedness persists as a barrier, even among
the most outspcoken advocates across the state;

« Transportation continues to be a bartier for many to becoming involved in
a group or making changes in their lives for work/education, living
arrangements, or expanding social contacts, and many are effectively
resigned to social isolation and minimal employment;

s Survey results differ substantially from direct conversations about system
accountability, service provision, and inclusion in system design, with
conversations being far more negative/critical, and;

e Much more education/training is required to close major gaps in most
self-advocates’ understanding of personal rights, housing options,
employment, finances and asset building.

Proposed Response for Enhancing Individual Self-Advocacy

(n light of the discrepancies between anecdotal observations (as an example,
being told by self-advocates that professionals overtook their efforts) and
documented survey results (which indicated they felt supported appropriately
and not overwhelmed or overtaken by staff), and as a response to the knowledge
gaps around such impeortant issues as self-determination, employment, living
situations, and system accountability, the Advocacy Ambassador [nitiative team
proposes a multi-faceted effort. '
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This would consist of at least the following approaches:

e Development of intellectually accessible modular “Leadership
Development” curriculum and other related educational curriculums to be
delivered to existing or “newly forming” self-advocacy groups and across
the 1/DD population, establishing a common reason for engagement;

s Development of an inter-group communication network founded upon
identification of common needs and priorities across the state;

e Technical assistance to support the self-advocates” ability to communicate
preferred life situations, including work and social engagement as well as
where they call home, to provider crganizations and other stakeholders;

o Development of invested self-advocates for leadership roles in existing and
new/developing organizations and;

e FEstablishment of mechanisms to enable self-advocate led agenda design
and infrastructure/support implementation.

The effect of these approaches would lead to lessening educational deficiencies
while enhancing self-advocates’ abilities to communicate their desires openly and

in a productive manner that fosters collaboration in many different situations.

The detailed recommendations are outlined in Section IV.
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Section IV: Recommendations for a Path Forward

Given the above observations concerning the state of self-advocacy in North
Carolina, a multi-dimensional approach to strengthening and fostering
collaboration among willing and interested parties is required to ensure that the
self-advocacy movement within NC becomes both unified and effective in its
mission and objectives.

Initially, a strong emphasis needs to be placed on forging a cohesive infrastructure
that combines strengthening and expanding self-advocacy groups, the
communication between groups across the state, and the development of self-
advocate leaders committed to collaborating.

To this end, our recommendation is that emphasis be placed on three most
immediate areas of need:

o Technical Assistance;

¢ Communication and Technology, and;

e Leadership Development

Additional consideration must also be given to the strategic design and formation
of an infrastructure that can support and harmonize the evolution of the state’s
self-advocacy movement over the coming years by self-advocate leadership.

In addition to these three focus areas targeting the enhancement and rebuilding
of a cohesive self-advocacy movement in North Carolina, continuing efforts must
huild on an established collaboration with the state through the Department of
Health and Human Services and Division of MH/DD/SAS in order to enhance
access to materials and information to self-advocate consumers.

Such coliaboration could take the form of one or more contracts to provide the
following:
o Evaluating current and newly designed materials for intellectual
accessibility and ease of understanding
e Translating materiais into consumer-friendly formats
¢ Obtaining consumer feedback
Support with distribution of materials to self-advocates
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¢ Providing information sessions and events throughout the state

regarding consumer advocacy and other topics pertinent to self-
advocates

Recommendations for Establishing and Infrastructure

As noted earlier, our findings reveal a substantial need for Technical Assistance
(TA}, both among existing groups and among pockets of self-advocates interested
in formalizing their activities. Activities within the realm of TA may include, but
are not limited to the four areas below:

e Strategic development for existing groups, many of which currently
operate without key components crucial for successful self-
governance such as: published mission and vision, defined goals, by-
laws, an identified leader/leadership, and effective Board dynamics

e Team building and communication skills

e Board development

e Incorperation and affiliation strategies for new groups

Technical Assistance efforts will also coincide with, and strive to reinforce, the
other two primary focal areas, Communication and Technology, and Leadership
Development. This approach serves to foster sustainability, capacity
development, and collaboration for both individual advocacy groups and the
state-wide self-advocacy movement.

Immediate recommendations include the following:

e Support for unincorporated groups interested in formalization

s Formation of standardized and replicable incorporation processes for
emerging groups

e Development of a modular curriculum on self-advocacy organization
and Board governance to include visioning and course setting, by-law
development, and Board function and operations

s Provide additional strategic development to self- advocacy groups as
further needs are identified
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A recurring theme throughout the investigation process, from conversations with
leaders of organizations and individual advocates, was the barrier of maintaining
long-term, meaningful engagement among groups and their membership.

Often, hidden beneath complaints of insufficient transportation or ineffective
uses of technology, is the struggle to engage self-advocates in ways that fosters
listening, collaboration, and respect, whether within the organization or
hetween groups of advocates. This has caused further isolation among many
self-advocates and groups across the state.

The second area of emphasis, Communication and Technology, would aim to
address this through:

s Assessing the specific communication and technology needs of self-
advocacy groups throughout the state, particularly those in which
transportation is an identified barrier to the group’s operations

e Fostering communication and collaboration among self-advocacy
organizations across the state

s |dentifying groups with aligned goals and interests

* Creating linkages between those groups tc promote mutual support.

Immediate recommendations include these items:

s Develop a Communication and Technology needs assessment for
existing self-advocacy groups

e Partner with local and state-wide technology resources to address
barriers with innovative solutions

e FEstablish an inter-organizational liaison network to enhance
conversation between groups

o Build inter-organizationat atliances through joint training on topics of
common interests

An essential aspect to assure positive and continued growth of self-advocacy
within North Carolina, and a fundamental prerequisite toward making the impact
of technical assistance and communication building efforts sustainable, is the
identification and development of self-advocates with the potential to become
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leaders within a unified movement across the state. These individuals must be -
recognized for their willingness to work effectively with diverse populations and
toward common goals.

As highlighted in other sections, historical leadership by self-advocates has been
rife with power struggles, personal agendas, and an overarching unwillingness to
coltabarate.

To address this, the third key area of emphasis, leadership development, will
focus on enhancing the skills of cooperation and leadership for both current as
well as up-and-coming self-advocates, through training that is not only self-
advocate developed and led, but also holds at its core, the principles of inclusion,
team building, and collaberation.

In addition to an identified historic unwillingness to collaborate across groups and
individuals alike, our interviews and surveys reveal an extremely limited
understanding of pertinent issues relevant to North Carolina self-advocates.

To address this, the approach proposed below for leadership development will
also prove essential in educating self-advocates about the following priorities:

o Asset development

¢ Integrated employment

s Inclusive living

s Person-centered planning

o Self-direction

s Medicaid HCBS changes and options

s System accountability, etc.

Through supporting emerging self-advocate leaders with an understanding of how
to integrate and advance these priorities within the self-advocacy movement, the

results of these efforts will have positive effects throughout the state.

Immediate recommendations around leadership development include the
following:
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e Development of training focused on collaborative
leadership/coalition building for self-advocate organizations to be
replicated as a train-the-trainer model

o Creation of leader identification mechanisms and tools for supporting
emerging self-advocate leaders

e Development of leadership/Board recruitment training curriculum
for self-advocate organizations

e Development of a personalized leadership development program for
emerging and established group leaders

e Ensure integration of principles outlined by the SEG into educational
modules 1o be delivered in parallel with leadership and TA modular
training

in addition to the above recommendations, it is crucial that consideration also be
given to the most efficient and self-sustainable means of implementation.
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National Picture Relative to N.C.

The National I eadership”
Consortium

at the University of Delaware

Best Practices in Self Advocacy Organizations:

(n this repe rt we provide a history of the self advocacy mover v ntin the Unitad States, a review
of existin ©. .2rature relevant to the self advocacy movement and the operation of self
advocacy ¢ zanizations and a discuss n of research conducted to identify best practices,
obstacles and, when known, paths to overcome obstacles to self advocacy organiza™ ns al ™y
to self-dire Lt and achieve s 'f-identified outcomes.

History of Self Advocacy:

In 1968, seif advocacy was first introduced as part of the civil rights movemer "n Sweden.
Iy writings by Benget Nirje addressed the disparities that many people with developmental
disabilities experience regarding sel” determination, respect and dignity {Shapirc, 1993}, Nirje
call. d for action to support people to choose and contrel how they lived their lives, including
“personat activities, education, independence, participation in decision makin , and informe*i~n
upen which to make decisions and selve problems {(Ward, 2005, p. 108).” '

One of the earliest known s i idvocacy groups was started in 1868 in Stockhelm as a social
club for people who were de . The “Stockholm Deaf Club” stif! operates today {World Institute
on Disability, 2005). This club’s foL ~dation and purpose are significant. it was the first non-
medically related organization that offered people with similar disabilities to come t¢  sther to
speak about issues they experienced and participate in social and community -tivities.

The independent living and disability rights movement gained momentum in the 1960s,
influenced by the social and poilitical consciousness of other civil rights movements of the
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period [Funk, 1987). Individuals with disabilities began relating their own oppression with that
of other disenfranchised groups {Lehr & Taylor, 1988).

Ideologies such as normalization {Wolfensherger, 1969} encouraged self advocacy movements
in the 1980s as “the drive for inclusion surfaced, criticizing ‘home-like’ and ‘job-like’ simuintnd
programs {(Pennell, 2001, p. 1).” Similarly, person centered thinking and planning models that
rece 1 dtheright of the person using supports as an individual with unique needs, goal and
ac ire . ligned with the principles of self advocacy. These principles were further defined by
People Firstin 1974 as members met to support one ancther and became active participants in
decisions affecting their lives {(Longhurst, 1994).

Most self a'dvocacy organizations were born out of dissatisfaction with current policies or
practices. Most addressed one or mare of these major issues: the need to close institutions,
end labeling, create legislation to prevent abuse in public institutions or group homes, address
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. »rectypes, change the criminal justice system to protect people with disabilities, assure tr *
people with disabilities achieve employment and receive competitive wages, incre se
~ ~~bership in local civic groups, and/or achieve inclusion in schools (Bullock, 2010}.

The concept of self-determination is based on the shift of power from the system to the
individual. The goa! of self-detarmination is to offer pr sple with disabilities opportunities to
choose how they live and by what means they will be supported (Pennell, 2001}. The overall
| of self-determination, explained by Martin and Marshall, is for pecple with disak'..ties to
be 'knowing of their choice, by knowing what they want and how to get it’ ([Pennell, 2001).
Four majar principles on which self-determination focuses are freedom, authority, support and

responsibility (Nerney, 2012).

There is considerable evidence demonstrating that when people with disabilities experience
self-det rmination, including choice and cantrol over their services and access to the
communities of their choosing, they have better outcomes. The work of the Council for Quality
and Leadership demonstrated that when people move from institutions to community settings
there is no trade off in health and wellness, freedom from abuse, or safety. Community living
results in better quality of life and social capital {Council on Quaiity and Leadership, 2008).
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B :inning in 1996, the Robert Wood Johnson Foundation provided $5 million dollarsto b p
st. tes change their current systems to those that support self-determination. Additionaigr ts
have be -n provided to organizations and groups such as People First and The Arc of the Un  d
St t i todevelop programs 1d trainings to promote and educat * people abcut self-

di " wrmination,

Historically however, well-accepted principles of self-d  ~rmination have not translated to the
sac .l and economic support of self advocacy groups in the United States. In countries suck 15
the United Kingdom, it is commen for sel advocacy ore 1izations to receive direct funding from
the government (Ramchara , 2005). In the U.S., however, "iere is no federal source of on-
going funding to self advocacy groups. Funding therefore is of en provided sporadica. y and on
a case-by-case basis. In some states, Developmental Disabilities Councils or other organizations
will write self advecacy organizations inte grants or other funding initiatives to both assure that
the voi. '5s of seif advocates are represented and to support the sustainability fself advocacy
or ;anizations. Adequate, o~ « oing funding for self advocacy efforts has been and © mains

limited due to financial and social barriers {Pennell, 2001; Kardell, 2012).

An additional problem is that there has been a lack of inclusion and r¢  ugnition of the self
advocacy community in broader soc al institutions and efforts, Due to the marain. " ation of
people with disabilities they have experienced great difficulty being rec__niz.  ds having a

le “timate and equal voice (Nussbaum, 2002). According o Wolf (2002) barriers to forming 2
self advocacy coalition include: turf issues, failure to act, dominance by professionals, poor links
to the community, minimal organizational capacity, funding, the ailure to provide and create
leadership, the costs of working together, and costs outwelighing the henefits.
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Additionally, self advocates often identify as a barrier to effective achievement of their
organizations’ goals that they are not given enough time to execute activities and that they do
not have sufficient funding to operate effectively. Often the lack of skill, training or support in
the areas of leadership, group management, negotiation and ways to access resources are
identified as barriers and limit self advocacy groups’ participation or efficacy in policy and
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advocacy-, 'ited efforts.

There has been little research about the structures and functions of self advocacy organizations
or how they function in re -tionship to a larger organization which provides funding or under
which they operate (umbrella crganizations). Some research has addressed the relationships
between self advocates and advisors. Trust and friendship are h'>+ ghted as importantin a
functional relationship betwe 'n self advocates and advisors {Tilley, 2011). Advisor/self

fvocate relationships can fall along a continuum of “person-led” at one end, when the advisor
provides support but self advocates are in fl. * control of all decisions and “advisor-dominated”
at the other end; when the advisor ov . r *2ps his/her role by infiu  cing or domin ..ing to too
great a de~ »e. Although there are anecdotal accounts of a wide range of refationships, from
person-led to advisar-deminated, actual research is limited and necessary to understand how
these relationships affect the function and operation of self advocacy organizations {Kardell,
2012).

Althouy . we know that self det~ = ina . 1 is relale J to better cutcomes for pe ple with
intellectual and devefopmental disabilities and that limiting choice and control is detrimental to
neople’s wellbeing, we have not successt 'y applied this knowledge in all instaN.C.es to the
successfL! Junction and operation of self advocacy organizations.

Research Questions

To be' in to address the gaps in knowledge related to the structural and operational supports
and b_rriers to operating effective self advocacy organizations. Issues that were examined
include the manner in which self advocacy groups operate; the relationships between self
advocate leaders, advisors and representatives of funding or umbrella organizations; as well as
structures within and outside of the self advocacy organization that either promote or hinder
successful cutcomes. This study focused on the following research questions:

s How do self advocate leaders, advisors and leaders of funding or umbrella organizations

see their roles in the management and functioning of self advocacy groups? Specifically:
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What are the differences and similarities between self advocate leadr--, advisors
and leaders of funding or umbrella organizations as they see their roles?

~ o How do thoese differences and/ or similarities affect the functicning of s¢ 'f
advocacy organizations?

e What are the operational and structural factors that support or hinder successful self
advocacy groups? Specifically:
What are the simtlar  »s amongst succes .ul self advocacy or 3-niza io-s?
o What are the cor~ on barriers, concerns or challenges that se  advocacy

organizations face?

Methodology
Sample

To = ither participants, res~ *~chers used purposive and snowball sampling technigues {Patton,

2002). First, an internet search for sta” *wide self-advocacy organizations for ¢ aple with

int lectuat and developmental disat . Jes was conduce 1 using national disabilities-related

websites. Emails weresenttoco i fe for st »wide self advocacy organizations as well as

ce. .icts for each siui2's Deww  pmental Disabilities CouN.C.il with a description of the project

and a request for the person being contacted to either participate in an Interview or send
tact information for peop  who met the participant criteria. Follow-up phone contact was
ide with people whao did not respond to em: . requests.

As contact information was gathered, each potentiar i Lerview participant was sent an email
containing a description of the project, a description of the participant role criteria and a

requ tto participate and/ or identify potential interview participants. Potential part ipants
were also sent a consent form explaining the purpose of the project, ensuring their
confidentiality and indica*'~ ; that the person could choocse not to participate at anyt . Each
participant agreed to the consent form by signing and sending it back electronically or by
consenting verbally during a recorded cor.versation.

As po’ tial respondents agreed to participate, researchers clar.,. :d the persan’s role within
th- self advocacy orgar «tionorumb |a organization to ensure that each p “ticipant met * e
criv cia. Ci'veria were as ‘ofiows:
s Self advocate leaders: Identify as a st fadvocate and hold a position of leadership
(prefi rably president] within the self advocacy orgar ration.
o Advisors: Have a formal role and currently act as an advisor to the self dvocacy
organization.
e Umbrella Organization Leader: Holds a leadership position in the umbrella organization
[definition below). _
« Umbrella Organizations: Organizations under which self advocacy organizations
operate. The self advocacy organization may receive funding from the Umbrella
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Organization and operates under the auspices of the organization or as a program of the
organization.

The final sample of individuals with whom interviews were conducted included fifteen self
advocate feaders, eleven advisors and nine leaders from umbrella organizations. The sample
included people from twenty-three states: New Jersey, Washington, Nevada, New York,
Pennsylvania, Delaware, Texas, Kansas, Massachusetts, indiana, Maine, Ohio, Alaska, Utah, The
District of Columbia, California, Rhode Island, Vermont, Wisconsin, North Dakota, Colorado,
Conpecticut and Louisiana.

Semi Structured Interviews

Researchers clarified each participant’s role in order to accurately categorize respanses and
analyze the similarities and differences in responses between self advocate leaders, advisors
and leaders of umbrella organizations. Each participant was interviewed over the phone or in
person by trained interviewers.

Researchers created a semi-structured interview for each type of participant. Semi-structured
interviews are useful when there are specific research guestions but little is known about the
interviewee. This approach allows the interviewee to respond to specific topics yet to answer in
ways that are relevant and meaningful to them {Patton, 2002). Semi-structured surveys allow
researchers to follow up with and clarify responses to ensure that they are truly capturing
people’s thoughts and experiences {Patton, 2002},

Each interview contained similar questions to allow researchers to triangulate responses and to
assess the similarities and differences among the responses of self advocate leaders, advisors
and leaders from umbrella organizations. Questions were worded to be relavant to each type
of participant. {Survey questions are attached in Appendix A).

Each interview lasted approximately thirty minutes with the shortest interview lasting fourteen
minutes and the longest lasting one hour and forty three minutes; this was an in-person group
interview of four self advocate leaders from Delaware. Interviews were recorded and
transcribed for analysis, however all identifying information, including name and arganization
was remaoved from the report to ensure confidentiality.

Analysis

Responses were analyzed using thematic analysis, a method used to identify, analyze and
report patterns within data {Boyatziz, 1998). Thematic analysis is a useful and flexible
qualitative method that allows researchers to explore and organize data (Braun & Ciarke, 2006).
Braun and Clarke (2006} suggest a six-phase process that was used which includes:

1) Familiarizing yourself with the data,
2) Generating initial codes,
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3) Searching for themes,

4} Reviewing themes,

5) Defining and naming themes, and
6} Producing the report.

Researchers reviewed the results from each interview and individually coded them for themes.

Themes were discussed, recoded and renamed by a group of researchers to increase the
reliability of the findings (Braun & Clark, 2006). Once themes were agreed upan, the results

were organized by research guestion to ensure that each topic area was adequately addressed.

Results and Findings

How do self advocate leaders, advisors and leaders from umbrella organizations see their
roles in the management and functioning of self-advocacy groups?

Participants described their own roles as well as their perceptions of the roles of the advisors
and umbrella organization leaders.

Self Advocate Leaders

Self Advocate Leaders, by and large, described themselves as the leaders of their self advocacy
groups using phrases such as, “l am in charge, | make the decisions.” Leading, as described by
the self advocates interviewed included tasks and responsibilities related to decision making,
determining the group’s goals, determining self advocacy initiatives and actions, defining roles
amang self advocate leaders and determining how the group’s funds should be spent.

Self advocate leaders recognized that these were their roles, however many of them also
recognized that their actual power and opportunities for decision making depended on the
other members of their group, the support received from their advisors and their relationship
with their umbrella organizations {where one existed). Many self advocate leaders described
conflicts between members within the group and problems stemming from people having
different goals or wanting to move in different directions. They indicated that sometimes the
advisor was asked to {or did) step in to resolve conflict among members,

Self advocate leaders also identified conflicts between themselves and their advisors or
umbrella organizations. They consistently described the role of an advisor as a support person
to clarify and guide but not someone who should be making decisions. However, they '
recognized that sometimes “they (advisors) think they know what's best” and that sometimes
the advisor did inappropriately share his/her opinions in a perceived effort to convince
members to agree.

Self advocates were sometimes unclear of the role and relationship with their umbrelia
organization (if they identified one as existing). In some cases they stated that because the
umbrella organization provided funding this sometimes led to a potential for conflict of
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interest. One self advocate leader indicated that the umbrella organization funded group
homes and also funded their self advocacy organization which spoke out in opposition of group
hames. A few self advocate leaders described frustration with their umbrella organization
because they “tell us what to do so that we can get funding.”

In many cas s, self advocate leaders recognized that in order to r- .cive funding from their
umbre ''a organization they had to provide a product or serve in a particular role such as
providing training or support to an organization or Developmental Disa.ilities Council. Many
did not fee! that they had enough of a say in the product they were expected to produce or the
role they were asked to play. Forinstance, one self advocate toid the researcher that the
Developmental Disabilities CouN.C.il telis them what kind of training they need and pays them
to provide training on that topic. While this person acknowledged that it was . ~derstood that
funds are limited and only available to mi :t particular needs, the self advocate leader did not
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feelthat it a'" ,ned with the principles of self-determination and self advocacy to be told what
type of training was needed instead of being a part of the process to identify training needs.

Advisors

Advisors consistently described their roles as responsible for providing guidance, support and
clarity but not to make decisions. Every advisor indicated that the self advocates were the
ultimate leaders and d¢ cision makers in the group and that their job was to take a back seat
and support the s¢ , advocates to be decision mak -s. Advisors did agr  that this was
sometimes a strusele and that they had to be very intentional in their roles. Some admitted to
“overstepping boundaries every now and ¢; ain,” due to having more experience, knowing
more about the situation and understanding the compfexity and the context more clearly. They
i 3 jnized that although they are passionate about the' issues addressed by the self advocacy
groups, they are not living the experiences of the self advocates and therefore felt that they
sometimes needed to provide an objective voice to the discussion.

Advisors also indicated that their role sometimes became that of the peacemaker, either
among self advocates in the group, or between the self advocates and the umbrella
organizations. One person indicated that there is often conflict among group members and that
when this occurs the role becomes that of a buffer to address the issue before the group as a
whole can move forward.
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The advisors also recognized the potential conflict of interest between the se If advocacy groups
and the umbrella organizations. They indicated that they sometimes felt ptessure from the
umbrelia organizations tc move the group in a particular direction in order to receive funding
and felt conflicted when they felt pressure to influence the self advocacy group in this way.
When this happened, a few people said that their role became that of an educator for the self
advocacy group and as a liaison betw  n e group and the umbrella organization. As
educators they tried to help the self advocal s understand . 2 pressures the umbreilla

¢ _¢nization was under or the conditions of the funding. They attempted to help the self
advocacy group understand the need for funding in order to succeed and trie | to objectively
present all sides and brainstorm possible outcomes with the group.

Leaders of Umbrella Organizations

Lead: rs of umbrella ¢ zanizat'ons expressed sometimes conflicting values and d »* ribed how
they negotiate that cor flict with the self advocacy organizations. Specifically, they ~ecognized
that as fune' s they have a level of power over the {0 ¢! oning and suceess ¢ *Y =~ advoccy
r+ pization and that this power has the potential to be in direct confiict with the ideclogies of

self adve. icy and self-determinati 1. They ¢ »scrib 7 efforts to work collabo tively with < If
advocacy organizations and leaders rather than hav ~~ power over them. Techniques
mentioned as being used to establish this collaboration included: consistent communication,

co iboration on funding opportunities such as grants and state initic  ves, involving the groups
and leaders in the planning stages of projects and fundir: opportunities, and evaluation of t+ v
own motives and actions towards st .. advocate leaders and groups to ensure that their
behaviors o~d funding opportunities are always in ali_ ~ment with the values of the group and
principles of seif-determination.

At the same time, the leaders from the umbrella organizations recaegnized that funds are
limited and funding opportunities must meet the needs of a particular group, community, etc.
They expressed frustration with the idea of funding sclely for the sake of the operation of the
self advocacy group if nothing was being produced that was of value to them as funders or their
communities. A few umbrella organization representatives described a constant
communication process that they have with the leaders of the self advocacy groups; they
indicated that they socmetimes need to remind the groups that funding is only available for
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certain projects and that the sustainability of their group may depend on participating in a
pro’ ctthatis not directly .ler _d with their interests and goals.

No umbrelia organization representatives discussed any specific conflicts of interest regarding
the values or practices of their ur br. . . organization and the vaiues and goals of the funded
self advocacy group. Br iuse researchers were trying to ensure that participants were able to
communic...> openly and honestly, they were not 'sked directly to discuss these potential
conflic 5. However, it is important to note the differences in responses with regard to poten. ..
conflicts of interest between the self advocate leaders and advisors and the leaders from the
umb. onw organizations.

What are the operational and structural factors that support or hinder successful self
advocacy groups?

The se " odve e leaders, t1 » advisors and the leaders from the umbrella or-~nizations w re
<.' asked to lientify t..¢ structures and systems that support or hinder the successfui

£ il 2 of a self advuue .y Orga o 1w, Each . uup noted that any particularfac -, ¢« n
have either a pr <"Jive or negative ei, >ct on the successful functioning of a self advocacy
€7 cuzaticn. For xample, each group identified the r¢ . .tionships among the three groups as

the main factor that can either support or hinder the functioning of the self advocacy group.
Relationships were described as either based on mutual respect and support ¢r based on what
self advoc, 28 perceived to be dic 2 n~ Zctivities and direction or an ir.” rest only in ac” vit s
that met the umbrella orga=’ ition’s needs or that could be funded.

"+~ successful functioning of a ser. advocacy organization was determined by the working
relationships among the self advocates, the advisors and the umbre'~ or: anization
representatives. Successful factors included relationships that were based upon resper , hat
honored the principles of self-determination and that made the goals of the __.. advocacy

© Qup a priority.

£

Interview: -, from cach group indicated that successful relationships inw yurated som .ty - of

prof:ssional - 1d/or bu ...ess model. For instance, leaders from umbi. lla org: nizations said that
when the self advocacy groups were formally invelved in the planning and development of
funding opportunities and were responsible for reporting their spending and outcomes to the
funders, the level of respect between the parties increased. One umbrellz organization leader
noted that as work was accomplished to professionalize the relationship hetween the umbrellz
erganization and the self advocacy group, the self advocacy groups felt and acted noticeably
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more professionally in all areas, including in their meetings, their trairings and their
presentations to "2 Jevelopmental Disabilities Council.

Self advocates and their advisors agrend that when the umbrella organizatic *reated them
with respect as a legitimate and profess.onal group, which included asking them to participa™
in the development of funding opportunities, involving them in g. nning proc-sses it.~.2a~ of
w ' hemwhat Ty will or will not ® d, guiding and supporting tt ) to find additional
sources of funding, and training tf 'm in areas such as leadership, grant writir 2, public
speaking, etc., they were more succe~~*u' and able to better advocate and grow as a group.

Additionally, each group noted that it was important for each member to know his or herro
and consistently act in accordance witr 1at role. When advisors are able to  nsis  tly
support, provide ¢ rity and guidance wit’ ocut expressing Lheir own opinions or acting in ways
that could be interpr :d as coercive, the self advo-ite lea -r-: ' more empowered, were

[ P — =~ Ly

I« ¢ satisfied with the « Licomes their groups achieved, and were by tt-r able to lead their
groups with confidence. Similarly, when the leaders of the umbrella organizations were able to
work with the self advocacy groups to plan Initiatives or «. . < funding opportunities and were
able to respect the group’s decision to decline an opportunity or to address a conflict of intey 25t
betwe ntt » two or irizations, both groups viewed th mselves as betterab’ to build a
collaborativ » 7 Slatic aship and be more successf. . One leader fromanumb.. 4ol n. ‘ion
described a collaboration process in which the Developmental Disabilit 's Cuw ~cil moved away
from being the main funder of the self advocacy group and took on a different role, working
tc, rther with the seif advocacy group to advocate on mutually important issues across th-
state. | ks person described this new relationship as a collaborator rather tha as a funder as
i.” | because it allowed the self advocacy group to operate more independently and allowed
them to advise each other and provide a common voice on statewide issues.

Ultimately, there was agreement that the succe ful “peration of self advocacy groups depends
on a respectful relationship amor 5 oll parties: the sc '\ advocate leaders, the ¢ visorsand t
representatives of the funding or umbreli: organizations. A mutual commitment to the self
advocacy organization’s right ta determine and achieve its own goals was pa- ~ount. Th .
findings align well with principles of self-determination, ideals related to person centered
practices and supporting people with intellectual and developmental disabilities to have choice
and control over every aspect of their lives,
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A focus on both respectful relaticrships omong representatives af aif growps ond business-like
proctices is the combinaiion that has the best chance of assuring thot self advocacy organizotions

emioy Bath the ovtonomy and support needed ko achieve their self-determined goals.

It is important to continually evaluate the practices and values of people who are in positions to
advise and fund self advocacy organizations to ensure that adherence to these principles is
consistently present. It is equally important that efforts are made to include self advocacy
groups in all stages of funding development and to provide training and support so self
advocate leaders understand the funding requirements under which their umbrelia or funding
organizations operate. A focus on both respectful refationships among representatives of all
groups and business-like practices is the combination that has the best chance of assuring that

self advocacy organizations enjoy both the autonomy and support needed to achieve their self-
determined goals.
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APPENDIX A

I LERVIEW QU ~TIO o

Questicns for Self-Advocate Leaders

1.

(" 1you d = ribe the nurpe ¢ und structure of ? (name . Torgani i 101
“up)
a. Prompts: why i group started 1, v what . on. what your goals are, what the
. oup du s, ho o uft o vou meet. who 1} sta” volunteers are, v ho th - leaders
a.e, how the ars aizatu n ' structured (whe vorks withy Tr wh ;2w her the
organization is un .- the umbrella of another  rganization and what
organi-.aiion that Iy
( nvoudescribe yourre v taselt  woo o leader in 7¢{ ame. o adv. cacy
organization T v}

a. Prowr < T < ription of job, major . "<roi ibilities, commor Jay to d. . tasks
> < the group have . e or m«re advisors; pe »l. w .o help the organi ... vt . Lisve
L geals?
1t omplicable- quo Jon 3 i« .., t.an you tell me Jbout your relationship with 3. v
(roup’s advisor? ¢ an you de <% ny wrallenses in v o ng with th crour o1 vs?

a. Prompts: howdo v fe [that the pers mis 't Ipful or not? Can you J s vibe t...

I rsoi sleader-hipr ” ? hewdo «uj ol that the advisorta'«>on, vreorl
ofal . wr pro’ than he or sh. <hould?

{f plicabli U nyo~* 'l 1ie about your ~up'srefatic .« yw ’ me

« t umbrella 1undin nisu o

a. Prompts: brnud 1s the b t part abou? as an umbrella for your

organization? . ..t are the problems or raal. ngw with them ’ ing 1. umbrella
organization?

Woat cyour«<. ' ostsw asa. ' -adv ..., Or inizair | and what: o~ rfed

vou to succeeu?
a. Prompt. po’ic.. | organizational structu, © spe ific p ple, rel " wnships with
other organizations, elc.

W. tarcthe biy L. st barriers or problems that you t' mk the organizationh . - needs to
address?

What are the big_ st barriers of problems that you face as a sel "advocate leader in your
organization? ’
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-, - - “

Questions for Advisors:

Can you describe the purpose and structure of
group)
a. Prompts: why the group started (for what cause), what the organization’s goals
are, what the group does, how ofien vou meet staffi volunteers, organizational
leadership structure (who works with/ for who)

7 (Name of organization or

(an you describe your role as an advisor to 7 (Name of zelf advocacy
organization or group)
a. Prompts: Description of job, major responsibilities, common tasks

Can you tell me about your relationship with the self-advocate leaders in your
organization?

What challenges do you face as an advisor?
a. Prompis: Can you describe circumstalN.C.es in which it wasn't clear how 1o best
advise the organization?

(If applicable: Can you tell me about your groups’ relationship with the ? (Name
of umbreila’ funding organization). Can you describe any challenges of which you are
aware with the organization beingunder  ’sumbrella?

What are the self advocacy group’s greatest successes as a self-advocacy organization,
and what supported them to succeed?
a. Prompis: policies, organizational siructures, specific people, relationships with
other organizations, ¢fc.

What are the biggest barriers that you face as an advisor to the organization?

Questions for Leaders of Umbrella/ Funding Organizations

1.

Can you describe your organization’s role and relationship with ? (Name of seif
advocacy organization or group)
a. Prompis: funding structure, supervisors, management and oversight

Can you describe the purpose and structure of 7 (name of the self advocacy
organization or group)
a. Prompts: why the group started (for what cause), what theiv goals are, what the
group does, how ofien you meet with self advocacy staff/ volunteers,
organizational leadership structure (who works with’ for who)

What are the greatest successesof 7 (Name of self advocacy organization) and
what supports them to succeed?
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a. Prompts: policies, organizational structures, specific people, relationships with
other organizations, elc.
4. What are the biggest barriers that your organization faces in relationship to ?
(name of self advocacy organization or group)
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Questions for Representatives Historically Involved with State-Wide Advocacy

1. What has been your experience/invoivement with self-advocacy in NC
{local, regional, or statewide}?

2. Are you currently active in self-advocacy in NC {local, regional, or
statewide)? If yes, how?

3. Can you describe in a sentence or two what you think effective state-wide
self-advocacy in NC would look like?

4. Can'you briefly describe the current state of self-advocacy in NC from your

perspective?

5. On ascale of 1-10, how effective do you think state-wide self-advocacy
efforts have been for people with (DD?

6. What do you think are the 5 biggest historic problems associated with
state-wide seif-advocacy in NC?

7. What would be your top 5 recommendations to correct these problems
and/or establish effective state-wide self-advocacy in NC?

8. On a scale of 1-10, how effective do you think state-wide self-advocacy
efforts COULD BE for people with ID/DD?

9. What potential resources do you envision being needed to achieve this
outcome/score?

10. Any closing thoughts, issues, concerns, suggestions?

11. Can you help us reach organizations or leaders?
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Self-Advocacy in NC - A Personal Survey ~ PUBLISHED VERSION

This survey is about your thoughts and feelings related to self-advocacy to assist the
Advocacy Ambassador Initiative of the NC Council on Developmental Disabilities to
understand what matters most to self-advocates and how to support peopie to obtain
the assistance they need to have the lives they deserve. This survey is confidential.

1. Self-Advocacy Means To Me: (please check all that cpply):
« Helping people learn about my disability
« Speaking for people who cannot speak for themselves
« Talking or writing to people who make laws about issues that concern me
» Speaking up for myself when i am upset about the way | am treated
« Making new friends and working together with them
« (Other (please explain)

2. | feel free to have hopes and dreams:
+  Strongly Agree
«  Agree
+ Neutral/Maybe
« Disagree

« Strongly Disagree
+ Not Sure/Don’t Know/Doesn't Apply

2 | belong to a self-advocacy group that meets my needs and expectations:
» Strongly Agree
+  Agree

« Neutral/Maybe

« Disagree

« Strongly Disagree

+ Not Sure/Don’t Knaw/Doesn’t Apply

4. I would like to be involved with a self-advocacy group/more self-advocacy
groups:
« Strongly Agree
+ Agree :
« Neutral/Maybe
. Diségree

« Strongly Disagree
s Not Sure/Don’t Know/Doesn't Apply
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Self-Advocacy in NC — A Personal Survey PUBLISHED VERSION

5.

[ feel | am able to change my living arrangements if I want to:
« Strongly Agree

«  Agree
+ Neutral/Maybe
« Disagree

» Strongly Disagree
« Not Sure/Don’t Know/Doesn’t Apply

| feel | am able to change my work and/or school arrangements if { want to:

+ Sirongly Agree

+ Agree
» Neutral/Maybe
+ Disagree

« Strongly Disagree
+ Not Sure/Don’t Know/Doesn’t Apply

[ would like to know about more ways to be connected to my community:
» Strongly Agree

+ Agree
« Neutral/Maybe
+ Disagree

« Strongly Disagree
« Not Sure/Don’t Know/Doesn’t Apply

! would like help in finding ways to expand my social life:
« Strongly Agree

« Agree
« Neutral/Maybe
« Disagree

« Strongly Disagree
» Not Sure/Don’t Know/Doesn’t Apply

1 would like to change where | live:
= Strongly Agree

» Agree
« Neutral/Maybe
» Disagree

« Strongly Disagree
» Not Sure/Don’t Know/Doesn’t Apply
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Self-Advocacy in NC - A Personal Survey PUBLISHED VERSION

10,

11.

12.

13,

| feel | get (or can change) the services and supports | really need:
= Strongly Agree

« Agree
» Neutral/Maybe
» Disagree

« Strongly Disagree
« Not Sure/Don’t Know/Doesn’t Apply

I want to learn more about my personal rights:
« Strongly Agree

« Agree
« Neutral/Maybe
« Disagree

= Strongly Disagree
» Not Sure/Don’t Know/Doesn’t Apply

| feel my personal rights are respected:
« Strongly Agree

« Agree
+ Neutral/Maybe
« Disagree

« Strongly Disagree
» Not Sure/Don’t Know/Doesn’t Apply

I feel empowered to make decisions about my life, including where and when |
work, live, love, play, and refax:
« Strongly Agree

« Agree
« Neutral/Maybe
« Disagree

« Strongly Disagree
« Not Sure/Don’t Know/Doesn’t Apply
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Self-Advocacy in NC— A Personal Survey PUBLISHED VERSION
Please tell us how much you agree with the following statements

1. | think that everyone who needs services and supports receives them (no waiting

list}).

« -Strongly Agree
s Agree

« Neutral/Maybe
« Disagree

s Strongly Disagree
+ Not Sure/Don’t Know

23 | believe everyone who needs services and supports should receive them without
having to be on a waiting list.
« Strongly Agree

+  Agree
« Neutral/Maybe
+ Disagree

« Strongly Disagree
+ Not Sure/Don’t Know

2 | live where | want to live
+ Strongly Agree
« Agree
« Neutral/Maybe
« Disagree

» Strongly Disagree
« Not Sure/Don’t Know

4, I think everyone should work in integrated community employment at
competitive wages, with the supports necessary to be successful
« Strongly Agree

« Agree
« Neutral/Maybe
« Disagree

» Strongly Disagree
« Not Sure/Don’t Know
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Self-Advocacy in NC — A Personal Survey PUBLISHED VERSION

e Everyone should live inclusively in the community, in housing that is not
segregated by disability, with people of their choice.
« Strongly Agree

s  Agree
« Neutrai/Maybe
« Disagree

« Strongly Disagree
« Not Sure/Don’t Know

6. Everyone should be able to develop personal and financial assets (like owning a
home, having a savings account, and other things that will help prevent you from
being totally dependent on others financially).

s Strongly Agree

« Agree
» Neutral/Maybe
» Disagree

+ Strongly Disagree
+ Not Sure/Don’t Know

7s The system currently involves consumers and families in the design,
development, oversight, and evaluation of services and the system.
s Strongly Agree

s Agree
» Neutral/Maybe
¢ Disagree

s Strongly Disagree
s NotSure/Don’t Know

3. The system is currently being continuously held responsible for their decisions,
are open and honest about the services and system, and must answer to the
public about if people feel they are doing a good job or not.

« Strongly Agree

« Agree
s Neutral/Maybe
= Disagree

« Strongly Disagree
"« Not Sure/DQ_n’t Know
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9, The system should be involving consumers and families in the design,
development, oversight, and evaluation of services and the system,
o Strongly Agree

s Agree
e Neutral/Maybe
e Disagree

s Strongly Disagree
e Not Sure/Don’t Know

10.  The system should be continuously held responsible for their decisions, be open
and honest about the services and system, and answer to the public about if
people feel they are doing a good job or not.

« Strongly Agree

= Agree
» Neutral/Maybe
« Disagree

» Strongly Disagree
« Not Sure/Don’t Know

Have you personally worked on any of the following items?

1. Have you helped yourself or another person receive services and supports they
need?
« Yes, quite a bit
= Yes, Some
« No
« Not Sure/Don’t Know

2. Have you helped yourself or another person find integrated community
employment at competitive wages?
« Yes, quite a bit
« Yes, Some
« No
. Not Sure/Don't Know

3. Have you helped yourself or another person to live with people of their choice
inclusively in the community?
s Yes, quite a bit
+ Yes, Some
+ No
s Not Sure/Don’t Know

e



Self-Advocacy in NC— A Personal Survey PUBLISHED VERSION

4. Have you helped yourself or another person to develop personal and financial
assets?

« Yes, quite a bit

« Yes, Some

« No

« Not Sure/Don’t Know

o Have you helped to make sure the system invelves consumers and families in the
design, development, oversight, and evaluation of services and the system?
& Yes, quite a bit
s Yes, Some
s No
s Not Sure/Don’t Know

6. Have you helped to make sure that the system is being continuously held
responsibie for their decisions, are open and honest about the services and
system, and must answer to the public about if people feel they are doing a good
job or not.

« Yes, quite a bit

« Yes, Some

= No

» NotSure/Don’t Know

Things | wish you had asked me about or other comments....

Self-Advocacy in NC — A Personal Survey PUBLISHED VERSION

THANK YOU VERY MUCH FOR YOUR HELP!
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OPTIONAL (NOT REQUIRED]):

Your Name:

Please give us information on the best way or ways to reach you:

Phone Number:

Email:

Home Address:
(Number) (Street)

{City/Town)

If you are mailing this back to us — please send it to:
CRA

102 West Ruffin Street
Mebane, NC 27302
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Self-Advocacy Organizational Self-Assessment PUBLISHED

Organization Name:

Organizational Representative: Date:

Advocacy Ambassador:

1. Our group has a clearly defined vision and mission:
| Strongly Agree
Agree
Neutral/Mayhe
Disagree
Strongly Disagree
Not Sure/Don’t Know/Doesn’t Apply

2. Our group has a dedicated, active membership:
Strongly Agree
Agree
Neutral/Maybe/Not Sure
Disagree
Strongiy Disagree
Not Sure/Don’t Know/Doesn’t Apply

3. If you have a dedicated and active membership, how many members do you
have?

4. Our group has a well-defined leadership structure:
Strongiy Agree :
Agree
Neutral/Maybe
Disagree
Strongly Disagree
Not Sure/Deon’t Know/Doesn’t Apply
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Self-Advocacy Organizational Self-Assessment

5. We would like to be involved with other self-advocacy groups:
Strongly Agree
Agree
Neutral/Maybe
Disagree
Strongly Disagree
Not Sure/Don’t Know/Doesn't Apply

PUBLISHED

6. Our group thinks that connecting with others is an important part of advocacy:

Strongly Agree

Agree

Neutral/Maybe

Disagree

Strongly Disagree

Not Sure/Don’t Know/Doesn’t Apply

7. Our group is actively engaged with various members of the community:
Strongly Agree
Agree
Neutral/Maybe
Disagree
Strongly Disagree
Not Sure/Don’t Know/Doesn’t Apply

8. Our group thinks that working with lawmakers and policy people is an important

aspect of advocacy:
Strongly Agree
Agree
NeutraI/Maybe.
Disagree
Strongly Disagree
Not Sure/Don’t Know/Doesn’t Apply
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Self-Advocacy Organizational Self-Assessment PUBLISHED

9. Our group has well defined priorities:
I Strongly Agree
Agree
Neutral/Maybe
Disagree.
Strongly Disagree
Not Sure/Don’t Know/Doesn’t Apply

10. Our group feels confident in our ability to meet possible new members:
Strongly Agree
Agree
Neutral/Maybe
Disagree
Strongly Disagree
Not Sure/Don’t Know/Doesn’t Apply

11. Our group accomplished last year's goals:
Strongly Agree
Agree
Neutral/Maybe
Disagree -
Strongly Disagree
Not Sure/Don’t Know/Doesn’t Apply

12. Our group is stable and strong:
Strongly Agree '
Agree
Neutral/Maybe
Disagree
Strongly Disagree
Not Sure/Don’t Know/Doesn’t Apply
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Self-Advocacy Organizational Self-Assessment

13. Qur group continues to get bigger, stronger, and more effective:

Strongly Agree

Agree’

Neutral/Maybe

Disagree

Strongly Disagree

Not Sure/Don’t Know/Doesn’t Apply

14. Our group has a clear vision for our future:
Strongly Agree
Agree
U Neutral/Maybe
Disagree
Strongly Disagree
Not Sure/Don’t Know/Doesn’t Apply

15. Our group could benefit from outside assistance:
. Strongly Agree
Agree
Neutral/Maybe
Disagree
Strongly Disagree
Not Sure/Don’t Know/Doesn’t Apply

16. Qur group has the funding to support our organization:

Strongly Agree

Agree

Neutral/Maybe

Disagree

Strongly Disagree

Not Sure/Don’t Know/Doesn't Apply
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Self-Advocacy Organizational Self-Assessment

17.0ur group communicates well with our membership:
Strongly Agree
Agree
Neutral/Maybe
Disagree
Strongly Disagree
Not Sure/Don’'t Know/Doesn’t Apply

18. Our group would like to communicate better with our membership:

Strongly Agree
Agree
Neutral/Maybe
Disagree
Strangly Disagree
1 Not Sure/Don’t Know/Doesn’t Apply

19. QOur biggest concerns are:

PUBLISHED

20. I wish you had asked me about..../other comments:
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THANK YOU VERY MUCH FOR YOUR HELP!

Please give us information on the best way or ways to reach you:

Phone
Number: Email:

Home Address:
{Number) {Street)

{City/Town} {Zip Code}

If you are sending this back to us — please fax it to 888-542-8555 or mail it to:

CRA
102 West Ruffin Street
Mebane, NC 27302
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Morica | Foster
Advocary Ambassador
Wester.1 N.C. Region
Phione:
7041902063
E-mail;

ambassadormonica [ 3Egmai.com

t ’ In Cur Survey Here: hem ffiny.cfcdilax

Jonathan Ellis
£ ocacy Ambasu .
E temM.C Regi i

oo
52 W6 1350

E-mail:

ambasmador fonadax@gasikoom

e In O ! hetpdftiny calcltlox

Matt Potter

A TG
A v Amtassador
11 Advisor

Fhene:
334056

Ema
arpd dovrrrl  Ppmailoom

Parts I srSa~ b - herpufriny.ccielt2ox

5. Bartorn Cutter

Advec y Ambassador
Cer LalN.C Region

Fhone:
19- 7414876

E-mailr

ambasador bartor@agmail com
Picase Participate In (. Survey Here hetp:  iny.cefeltdox
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About the Team Members

S, Barton Cutter

Barton is a professional leadership coach and mentor who uses his humor and
uncompromising wit to empower organizational leaders, youth with disabilities,
their families and professionals to discover a clear and powerful vision of their
own independence within the communities of their choosing.

He combines his life experience of living with Cerebral Paisy and his professional
background of leadership development to bring their vision to life through action
steps that are both inspiring and practical.

After receiving his BA from The University of Arizona, Barton spent several years
spearheading Youth Leaders in Action, an advocacy and leadership program for
junior high and high school age youth with disabilities. Under his direction, Youth
Leaders in Action developed a leadership curriculum to empower youth with
disabilities to advocate for themselves. Further, he was a driving farce behind a
statewide conference focused on youth with disabilities and post-secondary
education in which he united stakeholders with various interests under a commen
vision to achieve unified goals.

As the Co-Owner of Cutter's Edge Consulting, Barton has also served as the
Communications Director for The North Carolina Council on Developmental
Disabilities and Co-Coordinator for the Lifetime Connections Program with First in
Families of North Carolina. Throughout 2011 and 2012, he was a monthly
columnist for The News & Observer “Our Lives” column. Today, he continues his
work with various organizations through speaking and training nationally while
offering coaching to private clients.

Jonathan Ellis

Jonathan worked for Easter Seals UCP of North Carolina & Virginia in Wilmington,
North Carolina for seven years starting in April 2003. While he was there he
served in two roles. One was a liaison between the companies that Easter Seals
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worked with through their employment services. He also served as the Liaison
between the Social Security Administration and the people who have disabilities,
especially ensuring that their wages were reported in a timely fashion to Social
Security.

Jonathan has served in many public service roles, including as a N.C. Council on
Developmental Disabilities Board member from August 2005 through October
2013. Inthis role, Jonathan served as Chair of the Community Capacity Building
Committee from November 2005 through November 2008. Jonathan also served
on the Executive Committee as the Community Capacity Representative. He also
served as the Vice Chair of the Council and on the Executive Committee from
November 2011 through October 2013.

A well-known public figure and advocate, he has served on numerous other
committees and workgroups, currently including the Stakeholders Engagement
Group.

Jonathan holds a Bachelor of Arts in Communications with an emphasis in Public
Relations from St. Andrews University in 1996, located in Laurinburg, North

Carolina.

Monica l. Foster

Monica is a well-known N.C, advocate and vibrant woman who also happens to
live as an amputee on wheels, who was born with Spina Bifida and thrives in spite
of a diagnosis of Depression.

She lives in Landis, N.C., located in Rowan County, with her husband, Bryan and
their rambunctious cats, Annabelie and Poe, and own their wheelchair accessible
home. Monica is founder and president of BUTTERFLYWHEEL® Motivation,
Advocacy & Consulting, a personal and professional coaching and consulting
business that combines her passions for self-determined, independent living,
loving relationships, life coaching, energy work, disability access and inclusion. As
a professional coach, speaker and consultant, she specializes but is not limited to
working with people with disabilities, especially women and female disabled
veterans. She is known for working hard to forge alliances among community and
business leaders to build an ability conscious society.
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Monica, a former two-term Governor's appointee to the N.C. Council on
Developmental Disabilities and also a Governor’s appointee to the N.C. Statewide
Independent Living Council, is a professionally certified life coach, holding
endorsements and certifications in life purpose, career, master vision board, with
a Bachelor of Arts in English-Writing Studies from Pfeiffer University in 1995. She
is also a N.C. Certified Peer Support Specialist through the UNC Behavioral
Healthcare Resource Program.

Monica encourages clients and seminar attendees to lead lives ‘beyond limits’, as
she calls living a life impacted by various chalienges, especially disabilities, mental
health issues, and chronic iliness. She uses heart-based coaching activities that
nudge clients over, around, and through the obstacles they encounter within
themselves and in their communities. She encourages those she works with to
shift obstacles into opportunities and challenges into new chances to uncover
strengths and new ways to thrive.

Monica is also a nationally sought after speaker and consultant on various
disability projects. For example, in just the past few months, Monica presented
workshop sessions at the Atlanta Abilities Expo and the 40th Annual Nationa!
Spina Bifida Association Conference in Anaheim, California. She provides trainings
on self-advocacy, providing voluntary physical accessibility and disability
sensitivity in the workplace, and inclusion and awareness in the community and
schools. With a background in journalism, Monica regularly contributes to
disability and self-advocacy focused publications nationwide

Monica is passionate about building self-advocacy opportunities, community
collaboration, encouraging competitive employment and small business
opportunities. She is also deeply invested in supporting safe, healthy relationships
among pecple with disabilities as she spearheaded the N.C. Relationships
Initiative, as funded by the N.C. Council on Developmental Disabilities and
administered by Human Services Research Institute. She worked successfuily to
bring the wants and needs of self-advocates statewide together into one united
voice and document called, “A Credo for Meaningful Relationships”, which is now
distributed nationally.
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She currently serves on the Stakeholders Engagement Group, National Spina
Bifida Association’s Collaborative Care Network Planning Group, and is a founding
member and advisory council member of the newly reorganized Spina Bifida
Assaociation of the Carolinas {(SBANCSC).

Matthew Potter

Matthew currently serves as the Assistant Director to the Advocacy Ambassador
Initiative funded by NCCDD. He has been a public speaker and advocate for
people with disabilities for his entire life, though it began in earnest during high
school. Born with Cerebral Palsy, Matt decided very early on to rise above his
challenges and help others to do the same. Matt graduated from Wake Forest
University in 2009 with his BA in English.

He is a writer, speaker, Wake Forest sports fanatic, and part-time employee of the
Wake Forest University Athletic Department. Matt alsc recently began work as a
test evaluator for Measurement Incorporated in Greensboro. In speaking, Matt
aims to make a positive emotional impact on audiences by telling his story and
weaving it together with the stories of everyone listening.

Currently, Matt serves as @ member of the Board of Directors of both CenterPeint
Human Services and The Enrichment Center of Winston-Salem. He s also a
former Vice-President of the Winston-Salem Mayor’s Council for Persons with
Disabilities, Chair of the CenterPoint Human Services Intellectual/Developmental
Disabilities Advisory Committee, and a member of the CenterPoint Human
Services Consumer and Family Advisory Committee {CFAC).

As an advocate with nearly ubiquitous presence, including his current service on
the Stakeholder’s Engagement Group and the MH/DD/SAS Medicaid Waiver
Review Committee, Matt’s dream is to do all in his power to bring together
people of all disability service “silos,” regardless of who they are representing the
issues of intellectual/developmental disabilities, mental health, or substance
abuse services, or physical disability, and in the process help create a better
future for all through cooperation.
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Fiscal Update

The Council's Business Officer, Yadira Vasquez, provided an update o the
Community Capacity Building Committee of the current budget report and
expenses by committee and the status of the three federal fiscal years.

Wrap Up and Reminders

Chairperson |. Azell Reeves reminded members to submit their financial forms.
She asked that if members are interested, to please respond promptly when they
receive notification from Cora about upcoming conferences or other events.

Adjournment
Wilson Finks and Lisa Byrd made a motion to adjourn the meeting. 1t was
seconded by Desiree Peterson. Adjourned the meeting at 11:53 a.m
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9:15a.m. —9:30 a.m.

North Carolina Council on
Developmental Disabilities

Disability Systems Change Committee Agenda - DRAFT
February 12, 2015

09:15 a.m.~12:15 p.m.

Hilton North Raleigh/Midtown

Introduction
o  Welcome
e Approval of Minutes

Samuef Milter

9:30 am. — 9:45 a.m. Fiscal Update

Yadira Vasquez

Agency of Choice Model Intro

Beth Stalvey,
9:45 a.m. —10:10 a.m, Discussion NCCDD Contractor
Presentation of Agency of Choice Dakota Kirkland

Initiative Updates/Requests

« Completion of Financial Forms

10:10 a.m. — 10:40 a.m. o Medical/Health Home Karen Luken,
Faster Seals
10:40 a.m.~ 11:10 a.m. » Adult Care Homes Cas Shearin,
Disabifity Rights NC

11:10 a.m. — 11:20 a.m. e Break
11:20a.m. - 11:50 a.m. s Communications Initiative Samuel Miller

- Council Cross-cutting initiative

11:50 a.m. — 12:10 p.m. « Stakehalder Engagement Kelly Friedlander,
NASDDDS
12:10 p.m. —12:15 p.m. Wrap Up and Reminders Samuel Miller




Disability Systems Change Committee
SYSTEMS CHANGE COMMITTEE

Samue! Miller, Ph.D.: Chair

Kelly Waoadall Beauchamp

Crystal Bowe, M.D.

Courtney Cantrell; Alternate: VACANT

Christina Carter; Alternate: Andrea Misenheimer
Eric Chavis

Robin Cummings, M.D.; Alternate: Deb Goda
Wing Ng. M.D.

Desiree Peterson

Joe Piven. M.D.; Alfernate: Deb Zuver

Dave Richard, Deputy Secretary; Alternate: VACANT
Vicki Smith

Peggy Terhune, Ph.D.

Staff: Stave Stram

Parent of Child with DD
Individual with DD

Parent of Child with DD

Agency: Div. of MH/DD/SAS
Non-Profit Agency

Individual with DD

Agency: Deputy Sec., DHHS
Parent/Person with DD
Individual with DD

Agency: Carolina Institute for DD
Agency: DHS

AIDD Partner: DRNC

Local Non-Governmental Agency



Disabilities Systems Change Committee
DRAFT MINUTES

Thursday, November 20, 2014
09:45a.m.to 11:45 am.

Hilton Garden Inn, Cary, NC

Members Present: Samuel Miller, Kelly Woodall Beauchamp, Crystal Bowe, Eric
Chavis, Kerri Bennett Eaker, Sandy Ellsworth (for Courtney Cantreil), Wing Ng,
Greg Olley {for Joe Piven}, Vicki Smith, Peggy Terhune

Members Absent.Christina Carter, Rebin Cummings, Verla Insko, Dave Richard

Staff in Attendance: Steve Strom, JoAnn Toomey, Ron Reeve, Chris Egan,
Jennifer Bosk, Yadira Vasquez

Guests: Beth Stalvey, Kelly Friedlander, Cas Shearin, Karen Luken, Brian
Beauchamp, Monica Hamlin, Jim Jarrard, Dakota Kirkland and LeRoy Jarvis.

intreduction:

Welcome: Samuel Miller, chairman of the Disability Systems Change
Committee, called the meeting to order, welcomed all members, and provided an
opponunity for guests to introduce themselves.

Dr. Miller called for a motion to appfove the August 2014 Disability Systems
Change Committee minutes. Crystal Bowe made a motion to approve the
minutes. Wing Ng seconded the motion. Motion carried.

Fiscal Update:

s Council Staff Yadira Vasquez presented the review of the Council
administrative and program budgets and explained the details. Ms.
Vasquez's fiscal update presented the budget summary spreadsheet of the
three fiscal years from which all initiatives are funded and a one page
initiative update that provided budget information in an easy to read and
understand format on the initiatives, “Aduft Care Home Transition", "Medical
and Health Home with I/DD”, and “Medicaid Reform Stakeholder
Engagement”.

During the fiscal presentation, a discussion began on the new
communications initiative and the opportunity to develop a strategic plan.
Vicki Smith made the mction to authorize the Executive Committee to
explore resources and expertise to train both Council members and staff on
strategic planning. Crystal Bowe seconded the motion. Motion carried.



Dr. M ller and members thanked Ms. Vasquez for er presentatlon on =
fiscal defails of each pro.. t.

Recommendation for Funding from Selection Committee:

Cr. Miller asked anyone who . ad a conflict of interest in discussing t-.

rec 1mendations from the selection comr..*tee and any guests to wr
outside the comm®tee room. Jim Jarrard, Monica Hamlin, and Vicki S .+ h
exited the rcom during the discussion. Crystal Bowe presented the up “ate
on ' o selection comr tee m = ng. Followi. q ‘e presentation, Dr. "
cal .~ for a mot'~ ~ to accept the recommendation from the selection

co nittee. Kerri Eak r made a motion that the NC ™ 'vision of Aginn - 4
Ad: 'f Services be approved « s the applicant selected for the NCCDD

Gu rdianship ir* ~tive. Funding is approved for up to $75,000 with a

req rred minimum of 25 " nc  “ederal matche g funds, for year one of i3 to
3 y.ars from January 1, 2015 tc December 31  114. Kelly Woodall

Be: ‘champ seconded the motion. Motion carried.

Initiative Updates:

Kelly Friedlander, contractor fo- NASDDDS, =rov. '=d an update or 1

curr ntir aative. “Medicaid Reform S nkehc' " r [ gagement’. The SEG
has met two add.’ional times since the August Cr . 1¢il meeting and is

pre ~u 1g the me nbers for F: new year whent ~ Generai Assembly

rec :avenes in 2015, Jr. Mi requested that all Council members be 1
to tie e-mail dist cuton @« for all SEG comrespondence. Crystal Bowe

r - s amotion*r “rw rd the SEG re ~ort to the full Council for formal
ap~rwval and endorsere . Vicki Smith seconded the maotion. Mation

car .Jd. Dr. Miller thar ..ed Ms. F edlander fo her presc .fation.

Cas Shearin, Disability Rights NC, provided : update on the “Adult C +
Home Transifton nitiative including s ories of two individuals who have -
oo .d as candiZaters to move into the commur 7 along with the

ch'lenges and barriers each face to transition into the community. Fo. ., "ng
a question and a wer sess >n, Dr. Miier thanked Ms. Shearin for her

pre.eatation.

Karen Luken, contractor for F ster Seals UCP, provided an extensiv. = da -

on 1 e *Medical/He alth Home @ tiativ- Ms. | 'ken has been active in

- b« 2months condu  'ng community outreach and partner meet . s.
Ihe nrormation ga er.d is r portant to inform the Department on the

impu ‘ance of integrated medical and behavicral health and will be gali  "~a
stories from families and individuals to write up the consumer profiles that
high ~ht chaillenges and barriers to a-cessing healthcare. Dr. Bowe -4t~
members thanked Ms. Luken for her presentation. '



Agency of Choice Model and Discussion:

Following up on a discussion from the May Disability Systems Change
Committee, Kerri Eaker brought her son, Dakota Kirkland and his direct support
professional, LeRoy Jarvis, tc falk to the Committee about the “Agency of
Choice” model! for providing supports and services. Mr. Kirkland talked to the
committee members about how this model has helped him have greater choices
tc participate in his community. Mr. Jarvis presented the benefits of less
paperwork and greater support of the individual. Dr. Miller thanked Mr. Kirkland
for his presentation. Councii Staff, Steve Strom, invited Mr. Kirkland back for the
February Council meeting due to fime running out for a full presentation.

Wrap Up and Reminders:

Dr. Miller thanked the members of the Disability Systems Change Committee for
their work during the meeting and adjourned the meeting.



Viedjcal and Health Homes for People with Intellectual and Other Developmental

Disabilities: Coordination, Collaboration and Community

For the Year Two Contract (October 1, 2" { — s ptember 34, 2015)
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* Provide educational resources to dental professionals, DSP, individuals with /DD and
families on strategies that promote dental health.

Budget Qutline
Project team: $1,550
Supplies: $250
Contracted services: $14,800
Project Director: $4,800 plus $450 travel = $5,250
Nursing consultant: $3,900 plus $450 travel = $4,350
Summit speakers: $5,200 (honorarium and travel}

Other: $3,400 (Summit costs of $1,750 for meeting space, working lunch, and materials.
$1,650 for purchase of educational resources (curricula, books, DVDs) and materials
used in community meetings and educational events (refreshments, folders, pens, CDs)

NCCDD funds: $20,000
Match provided by Easter Seals/UCP: $6,667

Project total: $26,667.



State Plan

Year 1: Oct. 1 2011 thru Sept. 30 2012
Year 2: Oct. 1 2012 thru Sept. 30 2013
Year 3: Oct. 1 2013 thru Sept. 30 2014
Year 4: Oct. 1 2014 thru Sept. 30 2015
Year 5: Oct. 1 2015 thru Sept. 30 2016
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CHANGE
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5.3

‘NCCDD (5) Five - Year State Plan Identifications of

Council Meeting Aclivities
February 1213, 2015

 Activity Description

New Member Orientation '
New Member Introduction .
Ad Hoc Committee Interest Sclicitation

Partners in Policymaking

Sibling Support Initiative

~ Conference Funding Requests

Authority to Fund: ADA Network Fiscal Agent

Continuation Funding: ADA Network Initiative_

Upward to Financial Stability Initiative _

Agency of Choice Madel Discussion

Medical and Health Homes for People with Intellectual and
Other Developmental Disabilities: Coordination,
Collaboration and Community '

Bridging Practice and Policy: Transitions from Adult Care
Homes '

NCCDE Communications and Marketing Initiative
Enhancing Disability Stakeholder Engagement in Managed
Leng-Term Services/Supports and Primary/Acute Care
Systemns Coordination

Catalyst for Change — Be the Change Public Policy Initiative

NCCDD Communications and Marketing Initiative

SACOUNCILCouncil l\;ieeling Elemenlsi20i5 Council Méelings\Febmary 2015\5tale Plan RefalediFebruary 2015 Associalions.x!s

iof2



NCCDD{S} Five - Year State Plan Identlt'_canons of . ' : : © 20f2

5.3

52

5.1

Coundil Meeting Activifies
 February 1213, 2015

NCCDD Communications and Marketmg Inltlatlve

Request to Release Request forApphcahon Partrcnpant
[nvovlement Fund Adm!metretor

Contlnuatlon Funding: Catalyst tor Change Be the Change
Public Pollcy initiative

2016 - 2021 Five-Year State Plan Development Process

SACOUNCILCouncil Meeting Elementsi2015 Council Meetlﬁgs\FebﬁJary 201545tate Plan Relaled\Februan} 2015Associations.xjs
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Comprehensive List of Funded Iniatives
2011 - 2015 Five Year State Plan

State Plan Development

-

Partner with CIDD to assist NCCDD in data collection for programs under this goal.

2 Program Management/Program Quality Managemen.t {2011}

Supports Council Program Management Staff and thelr related office and travel expenses; develops,
manages, and evaluates statewide program activities across approximately 20 external initiatives and
multiple internal mrhatwes

(8]

Council Development initiative

Provides for the education and training of the membership of the NCCDD to enhance their decision-
making skills and abilities regarding practices and policies for people with intellectual and developmental
disabifities (DD} and their families.

Administrative Staff and Council Expenses

B

Comprises the capped 30% Administrative expense allowance for Council executive, management and
administrative staff and related office and travel expenses. Also includes budgeted expenses for quarterly
Council meetings and member reimbursements for Council meeting attendance.

w

Comprehensive Communications Plan

This initiative uses a sirategic, targeted and efficient communications program to produce a measurable
increase in awareness of the NCCDD and greater understanding and appreciation for Council activities.

[+2]

Putlic Policy Initiative

Framote and enhance education activities about the capabilities, preferences, and needs of individuals
with intellectual and developmental disabilities; develop and support coalitions that support the policy
agenda of the Council; as well as develop and support fraining in self-advocacy, educalion of policy
makers, and citizen leaderships skilfs.

4

Roufe to Success

An innovative logic model for assisting Councils in developing, implementing, and
evaluating initiatives, such that investments are more likely to produce the systems

change with which Councils are charged under the Developmental Disabilities Bill of Rights
and Assistance Act (P.L. 106-402).

MAHEC Mini Fellowship in Adult Developmental Disabilities

g

This initiative will fransform a physician training program on the care of adults with developmental
disabilities from prototype to a formal incubator initiative then develop a national consensus on the
curricular content of neuro development disorders for pre-medical, medical, graduate and post graduate
medical education.

JWR Participant Fund

[{=]

Funding for people with IDD and families to participate in diverse learning forums, garnering infermation
necessary to make informed choices, enhance advocacy and positively impact public policy

10 NC Partners in Poficymaking

This initiative teaches leadership skills, and the process of developing positive partnerships with elected
officials and other individuals who make policy decisions about services used by Narth Carolinians with
developmental disabilities and their families.

11 NC ADA Network

This initiative is designed to promote voluntary comphance with the Amerlcans with Oisabilities act (ADA}
through a stalewide, grassroots network of iocal afﬂhates

12 ADA Network Fiscal Intermediary

This initiative is designed o distribute funds to the ADA Nétwork affiliates, to the ADA Network Coordinator
and at the request of the ADA Network Coerdinator .
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Gomprehensive List of Funded Iniatives
2011.- 2015 Five Year State Plan

13 Advancing Strong Leaders in Developmental Disabilities

This iniiative creates a leadership program for the state's young professionals in the field of intellectual
and developmental disabilities (!DD). This leadership program will create a cohesive group of emerging
leaders who hold shared, core values; are equipped to advocate for and implement conterporary public
policy in the DD filed and are prepared to assume the responsibilities of the state’s current leaders as they
retire. .

14 Supported Employment Leadership Network (SELN}

NC Division Leaders providing techinical assistance to IDD agencies to
promote employment. '

15 Family Support: Coming of Age

This initiative will identify the barriers to accessing family support; developed recommendations for
removing such barriers; and recommend systems change siraiegies that are cost-effective and consistent
with the values that both families and sel{-advocates espouse.

16 Reaching the Summit of Success [Start 10/1/12)

This initiative offers students with intellectuat disabilities ongoing experiences and interactions with other
students within the context of a typical college environment, integrated with access to the activities and
services a college provides its students.

|7 Conference Funding

This initiative provides funding for content experl speakers to present at conferences approved
by the Council,

Learning and Earning After High School: The Rele of Transition Services in Raising Expectations and

'8 attitudes for Students with Intellectual Disabilities

With this contract, the NCCDD will create a sustainabte approach to providing transition services and
resources for students with intellectual disabilities, even with those with the most complex of these
disabilities. The approach will begin as early as middle school and continue through high school,

'8 Bridging Practice and Policy: Transitions from Adult Care Homes

The intent of this contract is fo create a cost-effective, policy and practice blueprint or "bridge" for people
with I'DD who currently reside in Adult Care Homes and prefer {o live in a home that they lease, share witn
people of their choice, or own. The initiative will clearly delineale practice innovations and policy changes
with the potential lo assist individuals with intellectual and developmental disabilities {o transition from
ACHs to homes of their own, with the appropriate services and suppoerts. It will also address barriers and
propase solutions,

Medical and Health Homes for People with intellectual and Other Developmental Disabilities:
Coordination, Cellaboration and Community

To ensure people with IDD receive the right care at right time in right setfing, the contracter will develop a
medical and health home modei with cross systems collaboration informed by individuals and families,
health networks, long-term support providers and policy stakeholders. An actionable model requires data-
informed input on needs, gaps, existing capacity and outcomes.

1 Emergency Preparation

To implement and maintain an emergency preparedness program that is inclusive of persons with /0D
and that builds capacity for disaster

Enhancing Disability Stakeholder Engagement in Managed Long-Term Services/Supports and
Primary/Acute Care Systems Coordination

This contract will be to support consumer and family involvement in several meetings related to the design,
planning steps, waiver or state plan changes, contract and policy language, readiness review components
consumer outreach, monitoring and oversight that is important for a well-informed redesign of the state's
Medicaid Waiver program.
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Comprehensive List of Funded Iniatives
2011 - 2015 Five Year State Ptan

23 Advocacy Ambassadors

To obfain a current and accurate assessment of the state of self-advocacy in North Carolina and receive
clear feedback from self-advocactes about how the NCCDD can best support and advance the self-
advocacy movement.

24 Project Search

To implement a high school transition initiative which is a business-led, one-year, school-to-work program
that combines classroom instruction, career exploration, and relevant joli-skills training through
strategically designed inlemships for students with 1/DD,

25 NC Direct Support Professional Association

Establiish a local chapter of NADSP to advance the quality of the workforce that supports individuals with
disabilities through increased competency, professionalism, and a voice in gecision-making.

26 Safety and Security: Addressing Sexual Violence and Domestic Viclence

To develop a meaningful, effective, and concise training for 1) providers of intellectual andfor
developmental disabifily {I/DD] services and 2) providers of generic domestic and sexual violence
prevention programs in the community.

27 Taskforce on Inclusive Chiid and Afterschool Care

This 18-month initiative is to invest in systems change effarts that promote and enhance the availability of
fully inclusive, high quality child and afterschool care environments, with an emphasis on facilitating
organizationa! or systems change that will iead to outcomes valued by families of children with intelleciual
and olher developmental disabilities. A taskforce will assist in the development of recommendations to

and funding barriers hindering the development of inclusive child and afterschoo! care environments for
children and youth.

28 NC Alliance for Full Participation/Employment First

This initiative is an 18-month grant designed to enhance and promote the collaborative efforts of North
Carolina’s AFP Steering Committee in substantially increasing the ability of individuals with developmental
disabilities to secure employment in regular, competitive, and inclusive selfings. The initiative's intent will
be met as a result of the provision technical assistance, including consultation and meeting facilitation,
through the University of Massachuseits’ Institute for Community Inclusion.

MAHEC Mini Fellowship in Adult Developmental Disabilities

This project will transform a physician training program an the care of adults with devefopmental disabilities
from prototype to a formal incubator project then develop a naticnal consensus on the curricular content of
neuro development disorders for pre-medical, medical, graduate and post graduate medical education.

30 NC Relationships Initiative (aka Real Relationships; Risks, and Responsibilities)

This 18-month initiative is to promote systemic change; provide education arcund and information about
healthy sexua! and intimate relationships; offer people with /DD opportunities for active participation in
identifying barriers and solutions; and increase community capacity/willingness to address altitudinal,
policy, and or regulatory barriers associated with such relalionships for people with I/DD.

31 ASANC - Infrastructure and Sta#f Support
This Project is designed to provide staff support and administrative services and supporis {o the Executive
Director, board and members of the Association of Self Advocates of North Carolina (ASANC).

32 ASANC - Building a Stronger ASANC:
This cne year initiative is designed {o suppor the Association of Self-Advocates NC (ASANC) in their

efforig to build a new stronger slructure for their Association that will provide leadership and supports
needed to build a strong organization where self-advocates make decisions and do the work, '
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coimprebensive List of Funded Iniatives
2011 - 2015 Five Year State Plan

33 Phase Il: NCCDS Research and Expansion Initiative

This initiative will assure access to and provide administration and coordination for all new CDS
participants; develop a comprehensive public awareness and marketing plan for general and targeted .
groups and promote CDS and outreach to providers agencies, Community colleges, universities, and
DHHS agencies ' :

34 bhase Il: Technical Assistance NCCDS Research and Expansion Initiative

This initiative wil pravide consultation, training, and technical assistance in suppoit of the Phase I-CDS
Research/Expansion initiative :

35 {Summit Implementation} Technical Assistance Collaborative (Ended 1/31/12)

This project aims to provide technical assistance to divisions within the NC Department of Health and
Human Services so that the recommendations outiined in the 2008 Summit on Developmental Disabilities
can be implemented successfully. The Division of MH/DDISAS and the Division of Medical Assistance will
be the primary recipients of this technical assistance.

36 Better Together Sibling Support Initiative

To address the various needs and barriers that siblihgs of a person with an intellectual or other
developmental disability face.
37 Upward to Financial Stability
This initiative promotes opportunities for pecple with I/DD to advance economic self-sufficiency by
developing financial literacy and assetf building skills.

38 Rethinking Guardianship: Building A Case For Less Resfrictive Aliernatives

The goal of the Rethinking Guardianship: Building A Case For Less Restrictive Alternatives tnitiative s to:
build a workgroup that will address changes needed to the guardianship statutes, policies, and practices
on an angoing basis; build a collection of relevant data to support innovative approaches to guardianship
alternatives; build a knowledge base of best practices including states that have adopted alternatives to-
guardianship and the Uniform Adult Guardianship and Protective Proceedings Jurisdiction Act and;build

long term support for change.

COUNCILCowmel Mealing € 2015 Caund Linzti ¥ Flan 17015 Comyp INSabva Ceserpnans Lntxin 4 OF 4

Priniad  1/30/2015 12:22 FM




OLD
BUSINLESS




MEMORANDUM

To: North Carolina Council on Developmental Disabilities
From: O’Neill Communications
Re: NCCDD Creative

O'Neill Communications presents the Council with various creative options for the
rebranding of NCCDD. Enclosed are options for the NCCDD logoe, the five-year plan
logo, website and slogans that encompass the input received from the focus groups, the
November Council meeting and conversations with partners and NCCDD staff.

Please note that the artwork is in black and white to merely show concepts. The
logos will be presented in color options at the Council meeting for input.

LoGos:
NCCDD Lego:

The logos incorporate the new brand strategy of NCCDD. The logos focus on NCCDD's
acronym, outreach to people and highlight its reach throughout North Carolina.

Five-Year Plan Logo:

The five-year plan outreach that will begin in March has been branded as an event by
NCCDD to increase engagement. The logo will be used when communicating about this
event throughout the State and for the listening sessions that will start in the spring.

WEBSITE:

The website templates provide a clean and streamiined lock; a responsive design®;
rotating banners that display most newsworthy/timely events with links to related pages;
a navigation bar in order of most searched areas through web analysis; blogging for new
content to increase traffic and engagement; and lots of pictures to show peopie, energy
and activity.

*Responsive design is optimized for mobile devices meaning that web content
reorganizes to fit tablets or phones. The copy stays large enough to read and also
improves search on Google or other search engine sites.

SLOGANS:

The slogans were crafted to capture the Council's goal and mission for effective
messaging and outreach.

We look forward to presenting these options to the Council at the February Council
meeting.

Thank you,
Gordon O’Neill Devika Rao
President/CEQ Account Manager
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Five-Year Plan Logo Concepis
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Slogans

Connecting People. Changing Communities.
Connecting People. Chonging Lives.
Innovation. Change. Inclusion.

Innovation. Change. Inclusive Communitfies.

-Fos’réring Innovation. Creating Change.
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Communications Initiative

November 2014: questions and answers raised during the Council meeting

1. Wheun is this the right time te begin the branding process?

The short answer is this is the perfect time to start the rebrandingprocess. Why? :

» Rebranding is best done during times of change so that the new brand can better reﬁect
the emerging situational enviconment.

o NCCDD has a new executive director and a new five-year planning process that will
begin this year. :

s Major Medicaid changes are under discussion and the pubhc is paying close attention to
the General Assembly and NC DHHS.

e This is part of the contract requirements to make recommendations about cur
branding.

2. The Council has expressed a strong desire for access to information among the various
comumnittees, executive committee actions and other Council communications. Whatis
being done about that?

As part of the contract requirements, O'Neill Public Relations will be introducing a new
website concept at the February Council meeting for member review and input. Some of the
features of the website will include:
+ A specific section for all Council meeting documents {agenda, minutes, etc.).
¢ Greater accessibility as compared to the current web site.
o Anexpanded information and resource section to better help people find the right
resource which is expected to increase website hits by 5 times and reduce bounce rates
by 50%.

3. How will information about current initiatives, important events and wider reach be
achieved through the communications initiative?

Communication through a wider reach is a hlgh priority of the communications effort. Some of
the activities will include:
» Significantly increasing the distribution list of individuals connected to the NCCDD from
1,000 to 5,000 will be a major focus to improve the NCCDD’s communications system.
o Utilizing this higher participation rate to shape the next 5-year plan.
e Organizing information about previous and current initiatives on the new website.

4. Will we have more access and visibility of hlstory ofthe organization and initiatives,
past and present?

There is value in summarizing historic perspective of the Counci] and the impact of its
initiatives over the years.
¢ (’Neil] Public Relations staff are building a narrative of the Council’s history and the
impact of the initiatives in areas such as education, employment, etc.
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e Information from official documents will be used to build a formative foundation of the
Council’s history and initiatives over the past years.

e This information will allow today’s Council and all future visitors to understand the
connective tissue that links the initiatives to specific systems change efforts to
strengthen community.

5. How can we communicate with each other privately through email ex forums as part of

our committee or Council work?

Sharing and learning through initiatives, activities of members can lead to new ideas and
serves to help people to be more informed.
& Council members do and can certainly communicate separately and privately.
However, committee processes and Council business is conducted publicly.
e A forum is planned for the website that is intended for Council and committee use, but
all traffic will be in the public view.

6. Could the 2014 proposed marketing and communications plan have leeen provided to
the Council in advance of the November 19" meeting?

Due to the compiexity of the contracting process, the RFA specified a start date of October 1,
2014, which left just six weeks until the draft communications plan was needed for the Council
meeting.

o The first priority was organizing six focus groups, which the NCCDD staff worked hard
to do the week of October 13 - all of which were completed by the second full week of
the contract period.

e During October and the first two weeks of November, the competitive and situational
analysis, the focus group assessments, strategic direction and creative development
processes were being worked on at the same time.

¢ The draft communications plan presented to the Council had to be completed by
Moenday, November 17 for use in meetings scheduled with NCCDD staff on the 18th and
for presentation to the Council on the 20th and 21st.

e Under the RFA requirements of completing the draft in the first 60 days of the contract,
O'Neill Public Relations actually finished the draft communications plan two weeks
-ahead of schedule so the Council could review it at the November Council meeting.

¢ lIdeally, two more weeks would have allowed O'Neill Public Relations to refine the draft
communications plan, but would have delayed the execution of the second phase. The
0'Neill Public Relations staff has been interested in and responsive to suggestions of
Council members and staff and are flexible in refining the plan on annongoing basis.

7. The 2014 proposed marketing and communications plan had a few errors in accuracy. .
What are the future strategies to promote accuracy of information on the web site and
other publically available doecumentation?

» (’Neill Public Relations completed the draft report in time for the November Council '
meeting but review time by Council members was not possible given timelines.
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» The draft document was intended for Council members and staff and was not.intended
for distribution outside its current format.

o Future work will be reviewed by staff of both 0’Neill Public Relations and the NCCDD
for accuracy prior to distribution and monitored after publishing or distribution to
maintain accuracy.

‘8. How can we clarify our sibling partner organizations?

The website will highlight sibling partner agencies (Carclina Institute on Dev.élopmentél
Disabilities and Disability Rights NC) and will showcase collaboration with those agencies on
initiatives and activities that have an impact on the disability community in North Carolina.

9. The Council serves the entire state but sometimes is perceived as focusing on the

Raleigh area, what will occur to increase awareness of the NCCDD as being a state-wide
.organization? _ . N

The NC Council on Developmental Disabilities represents all of NC.

e Events such as the ADA bus tour and five-year plan forums will occur in various areas of
the state. Logo and website designs will include the possibilities of use of the state map.

o Information about the initiatives will be included on the website to demonstrate efforts
to impact all of NC.

o The list of NCCDD contacts will increase and will be more representative of the state.
Infermation about NCCDD will clearly indicate the responsibility of the NCCDD to
represent individuals and families in all parts of NC.

10. Will NCCDD have a calendar of events and if so, what will be posted?

The new website will feature current initiatives and activities of the initiatives and other
events as recommended by staff and members. The amount of information will be monitored.

11. What will occur to help members and staff with a short “elevator” speech?

This activity is one of the deliverables of the communications contract and will be addressed at
alater time as the current priority is to get the new website ready.
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Current NCCDD 2011 - 2016 Five-Year State Plan Goals:
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Throughout the process for developing the State Plan, the Council should keep
in mind four key concepts:

Co ~ member engagement in the planning process
Collaboration w 11 the AIDD Network and other partners
Stakeholder input on state needs and the proposed plan
‘he use of data for planning purposes
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Figure 1: DD Act Requirements for the State Plan
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Anticipated Grant Start Date July 1, 2015
Anticipated End Date June 30, 2016

Public Policy Initiative

The "7 af ve comr s research, policy analysis, and best practices review to develop a strategic

- to - ... ncethe Cotn” 3r . sion. The work of the public policy initiative will eng ~~~ the

Co .7 aisnetworkio "orm n: ional and state programmatic, fiscal, and policy discus  n id
v 1 ~to positive decisions that improve the lives of individuals with developmental disabilit’ . and
Lo .k

RBu. 1 jonthe foundations established from 2010-2012, the North Carolina Council on

L . > ienta Disabilities will be positior d to increase the level of interaction with state and nat nal

<1 3inc - rmorep posefully promote its systems change agenda. Strategies to increase e
22 F2Zc .o inpolicy arena ..clude:

1y © _ _~ Council members through policy rescurce and training oppoi.. " .s;
2} +. et G membership in the development of position statements a~d other tools to
~ i, te core policy principles;
3 wo: ' to self-advocatr, ad enct rag rinvolveme o "1 put T yolicy: VTR,
.. . 3 .kages between grass roots a=d national/state system networks,
4} Shape pcicy direc, ons and needed act on from current Council funded initiatives and grantees.
5} W now 'y with the communications r aative to ¥ "orm self-advocates, fe .3, and
. k. o :rsof k. y polcy discussions and conortunities for action;
6} Gy .octin t!omind viauals v. h developme.aial disabilities and families on progral .~ atic and
~olicy iss! ~;
7) | = rolicy collaborative comprised of current and former Counc members, current and past
. o JPartners in Policymak.n¢  graduates to perforr *argeted pub”c policy actv = -
8) - " provde ongoing technica assistance to state leaders, partners, al . siakehol.'c s on
~o1.~ ~3 t2* ~f ect persons with developmental disa* ' ‘es;
9) compile u. a and impact statements to better inform current policy debates and decisions. and
10 " .val ot he goals and objectives outlined in the new five-year state plan.

M A . of is objective, the NCCDD will make available up to $60,000, for a twelve
(1 2) month penod o fund e project coordinator and in-house expenditures.

|



FORYOUR
INFORMATION |




Uniform Adult Guardianship and Protective Proceedings Jurisdiction Act

{UAGAPPJA)

Adult guardianship is a legal relationship under which a person is appointed by a court to act
on behalf of an adult deemed ‘incapacitated’ due to medical conditions, mental health, or I/DD.
The guardian then has the authority to make decisions about the person’s personal affairs {e.g.,
living situation), medical decisions, and/or financial affairs.

UAGAPPIA (pronounced “YOU-AH-GAP-IAH”) is a national law that addresses issues related to
jurisdiction of an adult guardianship case. This law is narrow in scope and does not apply to
broader guardianship laws. A second act, the Uniform Guardianship and Protective
Proceedings Act is @ more expansive and comprehensive act that addresses all areas of the
guardianship process.

UAGAPPJA focuses on three main areas:

1) determination of the most appropriate state for initial guardianship filing,

2) transfer of a guardianship action from state to state, and

3) recognition and registration of guardianship orders in states other than the primary
state of jurisdiction or filing

North Carolina is one of a handful of states that have not yet enacted UAGAPPIA.

Example: Sarah’s mother lives in North Carolina but is no longer able to live alone or make
financial or health decisions on her own. Sarah lives in Georgia and decided to move her
mother to Georgia with her. Sarah filed for guardianship in Georgia so she could manage her
finances and medical care. Sarah’s mother owns a home in NC but Sarah cannot sell the
house or manage assets until she has guardianship status in NC {which can take months and
can be expensive}. UAGAPPJA would set provisions for NC to recognize the guardianship
status from Georgia and Sarah would have the legal authority to more guickly manage her
mother’s assets here in NC.

In North Carolina, Clerks or assistant clerks of court serve as the judge for matters relating to
guardianship. The guardian can serve as a surrogate decision maker in all areas of a person’s life
(full guardianship) or only in certain areas {limited guardianship) where the Court deemed the
individual competent to make decisions {e.g., medical decisions, financial assistance}. Guardians
can serve temporarily or indefinitely depending on the nature of the incapacity.

At the national level, the Olmstead decision {1999) and Department of Justice settlements call
for individuals with disabilities to be placed in ‘less restrictive living and work environments to
give an individual as much controi over their life as possible’. However, in practice Courts make
decisions without a consistent interpretation of guardianship, or an understanding of less
restrictive alternatives to guardianship. Similarly, loved ones petitioning for guardianship of a
family member may not be informed of the full range of less restrictive alternatives which
would allow them to help their family member without removing all individual rights and
personal autonomy.

Summarized by the North Carofing Council on Developmental Disabilities
Updated: fanuary 2015



