
Comments and Thoughts Presented to COCA  
at the 2004 Annual Meeting 

1. Loved recommendations - Lets get moving. Would like to see group assume 
advocacy and leadership.  

2. Rename "Advocacy Leadership Council". 
3. Need to continue to develop leaders from all populations and who have experience in 

life of PWD. 
4. Recommend we take leadership role in reaching out to other leaders in our states 

(other organizations) 
5. Parents and PWD participating in site visits, reviews, grant review. A major resource 

to AUCD and other organizations 
6. Focus advocacy on the future 
7. How can COCA strengthen the individual UCEDD? 
8. Individual UCEDDs should decide who they should send to represent COCA and not 

limit membership 
9. Mistake to limit the number of UCEDDS represented in COCA. Will limit the work, 

focus, and importance of the Council 
10. Directors need to encourage other directors to send COCA reps to AUCD conference 
11. Is there a way to work with other organizations to have them include consumers and 

parents in the development of RFPs?  
12. Consumers need to help prioritize research activities 
13. Recommend a paragraph to describe consumer involvement to be used in all RFPs 

across the network 
14. Develop agenda items at AUCD conference that are meaningful to consumers and 

require that consumers and family members participate in every council, committee 
and task force. 

15. Describe what decent consumer participation is in grant writing 
16. Get information from old advocates rather than trying to recreate information. Save 

time and energy 
17. Don't leave out the training programs of UCEDD/LEND when considering consumer 

participation 
18. Make suggestions to federal agencies to prepare consumers to participate in peer 

review processes. Top ten things consumers need to do, ask for before they begin 
advising 

19. Would like to see liaison from AUCD national office. Facilitator to help identify 
goals and objectives. Ongoing support necessary. Web site, networking 

20. Need to regenerate enthusiasm for this endeavor. It is the right thing to do. 
21. CAC struggles are similar to other councils. More important than defining the number 

of members is defining the functions of COCA. Like the idea of coordinating 
involvement at AUCD conference. 

22. Utilize the expertise that PWD and family members can bring to the Council. 
23. One function of the council could be to communicate with the sub-network of PWD 

and family members who work in the DD network but are not active in COCA 
24. COCA Listserv open to anyone who wants to participate in everyday chats about 

these issues 



25. If COCA infuses into other councils and committees, does the voice of consumers 
become diffused?  

26. Do we want to take a bold step and consider a structure that will take us beyond the 
current COCA structure? 

27. COCA has always attempted to be a separate council and also get at least one 
representative on all councils, committees.  

28. We have been trying to develop a resource list of members for use at local, state, 
national, and person-to-person levels. Advocacy, lobbying, speakers bureau. Hasn't 
reached potential in part because of lack of support & resources. 

29. COCA has been a training ground for advocates/professionals 
30. Need to get over "them vs. us" mentality 
31. Need to have consumers involved at all levels and have the COCA Council, yet 

participate everywhere. Equal value of all participants in AUCD. 
32. Will PWD be heard on other committees or will we get lost? 
33. Both/and proposition. There is real benefit in learning together. 
34. One unique aspect of this work is the rich cooperation between PWD and family 

members within COCA. 
35. The strong state networks are not reflected at the national level and is much needed. 
36. COCA members have strong personal experiences in living with disability. How do 

UCEDDs learn about the needs of PWD in their states and how is this information 
used to set outcomes and determine what is researched?  

37. Other organizations have consumer councils that have very different roles. One thing 
they always ask is for you to serve on a committee so you will be more involved. 
We need to have a concensus on what next steps should be. One way to do that is 
through staff support and by developing a Long-term Strategic plan. 

38. The opportunity to have these discussions is critical. Get consumers out into the 
mainstream AND bring them together in a council. 

39. Serious challenges facing us on a national level. Any opportunity we have to join the 
larger constituency of families, etc. is critical. 

40. Bridge communication gaps. COCA and AUCD are so separate.  
41. COCA members must be accountable for their own participation. AUCD board must 

also be accountable for including consumer voices in decisions. 
42. We must be able to communicate honestly and respectfully.  
43. Is one consumer comfortable representing all types of disabilities? If COCA exists as 

a separate entity it can identify the most appropriate representative for the particular 
meeting or committee. 

44. Participation is not consistent from year to year. How can COCA provide coverage of 
all councils, meetings, etc when membership is low and unpredictable? 

45. We also lost the momentum of "getting things done" 
46. This council has achieved a great deal. 
47. At first we didn't feel that we were welcomed in other councils, we have been very 

successful in changing that. 
48. Support has been lost and it feels as if our achievements have been erased 
49. Consumers’ expertise is in their opinions within other groups in AUCD 
50. Directors are responsible for seeing that COCA reps get to the meetings they have 

committed to for the period of their appointment. 



51. New COCA reps need assistance in learning what their roles and responsibilities are 
52. Recommit staff to COCA and rejuvenate the mission and goals. 
53. Meeting prior to conference will help COCA schedule participation in other councils 
54. When COCA members participate in other group meetings, there are other PWD or 

family members serving there that are not COCA members. What is the unique role 
of the COCA rep on that committee? 

55. COCA members functions as the voice of the people we serve whereas others 
represent their job, etc. 

56. COCA members need to develop a list of priority issues, etc. from which they 
advocate at other meetings 

57. We need a professional facilitator to help us develop a strategic plan to get us on 
track. We have a new co-chair coming on board and need to start now in developing 
this plan 

58. We have not had the staff support we need and so we have struggled. 
59. We meet once a year and then I don't hear anything from COCA until the next year 
60. Don't think we need a facilitator. We had a plan and it was working well while we 

had staff support. Need to get back to where we were when we started and be the 
voice for consumers throughout this organization. I have told the Board every time 
we meet that we never got the support we needed to correct the problems. Its got to 
start with the board to give us the supports we need. 

61. Acknowledge the success in the changing the AUCD By-laws that added the COCA 
co-chairs to the AUCD board. Can't loose the sense of what we have achieved 

62. There is a different set of challenges that have emerged. Many changes at program 
level. Growing pain is about leadership - about moving PWD into leadership roles - 
not just participating. 

63. Direction from the top needs to be clear, staff for council and also to help individual 
members. Meetings must be scheduled to optimize participation 

64. Strategic plan needs to be reviewed periodically and updated. 
65. Focus on the moral obligation to represent people who are not primary consumers 
66. Consider a structure that assigns selected individuals with disabilities or family 

members to each of AUCD’s Councils, Committees, and possibly even the interest 
groups or other entities that tend to be fluid. This group of individuals would 
become the "core" of COCA and there would be a "term" of 2-3 years of their 
assignment. However, the Council would also be open to representation from all 
UCEDDs and communication would go from the COCA "core" to the whole 
network of individuals with disabilities and family members who are staff for all of 
the UCEDDs. COCA could also include some mechanism for bringing onto the 
Council representation from other parts of the network. This also would need to be 
by specific assignment, role and term. 

67. We need a purpose not based on our identity but based on our ability to perform a 
function 

68. Different members can be all actively engaged based on their strengths 
69. When you give someone a new responsibility, which one will you ask them to give 

up? 
70. Have meetings scheduled that allows for an annual future planning vision meeting, 

then have sub-groups with tasks to do 



71. There is a need to first develop long-term and short-term goals and objectives based 
upon what the COCA can establish - meaningful, ongoing work 

72. There is a need to first develop the technical assistance to keep COCA members 
connected in a meaningful, productive way throughout the year to keep members 
energized by their participation. This could result in a more consistent membership 
year to year. 

73. Function > Active Members > Return members 
74. Possible areas of focus for COCA:  
75. Leadership development to empower individuals with DD and their families to 

become leaders at the national level for AUCD policy and planning;  
76. Act as a forum facilitating individual and family leaders from our other ADD partners 

to bring together common issues and to develop a shared agenda;  
77. Become the future planning body that reflects the real world vision of individuals, 

families, and professionals; 
78. Become a leadership council that is responsible for strengthening local/state advisory 

activities and can also provide support to the ADD site review process (i.e. 
leadership for both direction - state, local, and national) 

79. The very nature of the COCA would necessitate the following considerations: 
80. That each UCEDD designate its representative reflective of who would best represent 

their center in accomplishing the goals of the COCA. 
81. Each UCEDD may have its own bylaws that determine membership 
82. The very diversity of the COCA is its strength and I would reconsider a specific 

protocol for membership 
83. Change the term away from "consumer" 
84. Perhaps start COCOA commitment with centers most committed - then rotate 
85. A COCA well-defined membership - but all centers can send individuals to attend 

conference 
86. COCAs role goes way beyond advice only; ongoing input and full participation in all 

aspects of AUCD. The guidelines, name, recruitment, and support of members, 
mission, etc. should reflect this greater role. 

87. In reference to the name of the council, it has taken some time for the COCA to 
establish itself and its name. A change now might be confusing and misleading. The 
alternatives offered did not, I feel, reflect the true intent of the COCA or future 
directions. Is the name change the most important of the issues the council is 
facing? 

88. 60 people on the council would not be an unwieldy group. Other councils have 
organizational structure. Not all members can attend yearly. 60 people are needed to 
bring the issues to the AUCD. A well supported and organized COCA of 40-60 
people would make significant contributions to AUCD 

89. Name: AUCD Council on Community Partnerships 
90. Make it a council (or committee) like others with a term of commitment (elected?) 
91. Do not use "consumers" to refer to only PWD and families with children with 

disabilities. (Does not match ADD definition as is) 
92. Please consider adding a central office position dedicated to providing leadership and 

TA to the network for consumer issues. Thanks. 



93. If COCA is a council with a set number of representatives, it should be balanced 
between self-advocates and family members and should represent diversity of 
UCEDD size and geography. Membership should also represent cultural diversity. 

94. I support the recommendations. What about electronic or telephone meetings of all 
UCEDD COCA chairs and a representative elected council that meets at AUCD, 
participates on board, etc 

95. I agree with the need for operational goals. Maybe this will create the need for 
working committees such as training, developing local councils, etc. Maybe one 
day we will have a self-advocate/PWD and/or family member as a presented with 
every session. 

96. With the receipt of the current concept paper, COCA is consolidating its voice and is 
positioning itself to be more effective. The question mark for me is, do we have a 
clear cut agenda of what we are trying to say with that voice. 

97. I would like to see sessions focusing on consumer councils and family issues. I want 
to be able to take information back that I can use. 

98. I would like our focus to be on disability awareness, because, to my way of thinking, 
respect and understanding comes from awareness, not the words or label. COCA is 
the perfect group to create the awareness on ALL levels. 

99. Page 12 of the report mentions that AUCD directors were to review the report in July, 
2004 and a revision of the paper was to be drafter based on UCEDD Directors' 
feedback & COCA workgroup. When will this revision be available and will you let 
UCEDDs know when it is out? 

100. Many refernces were made to participation. 1) Do members include LENDs? If 
so, membership could increase by 97 persons potentially; 2) Participation should 
not be exclusive; and 3) Faculty and staff with disabilities have to be more valued. 

101. It seems to me, after sitting in on only a few of the meetings these past couple of 
days, that something needs to be done to unify COCA more with the AUCD to 
accomplish our common goals. In order to do that, both the COCA and the AUCD 
need to make some changes. For one, it sounds like there have been a lot of 
communication gaps and its up to everyone to make more of an effort to bridge 
thoise. Also, in order to be a member of the COCA, a certain commitment must be 
made and goals have to be outlined so everyone has a clearer picture of their 
purpose.  

102. Have a certain percentage of the COCA board be non-employees to avoid the 
"tainting" effect that was a concern in this report. 

103. For a new name, consider "Council on Universal Participation" or Leadership 
council on Universal Participation". These names reflect the bio-psycho-social 
model of human function embodied in the International Classification of Function 
developed by the World Health Organization. The name would also include all 
folks, gets away from deficiet view, and encompasses cultural diversity. The 
acronym CUP or LCUP is, at lest, neutral. 

104. Provide leadership training and information regarding organizational development 
and change 

105. Members of the COCA should be individuals with disabilities, staff with 
disabilities, and family members. 



106. I believe each member should be selected by the consumers on each AUCD 
center's board, they should be selected for a least 4 year terms. 

107. Each AUCD center should send at least on person from each of the categories 
(individual with DD, staff with DD, family member) to COCA. The COCA should 
elect one member from each category to serve on the AUCD national board. 

108. The Arizona UCEDD is, and for many years has been, working in partnership 
with individuals with disabilities and their families to share expertise for the 
development of programs (support services and research projects and training 
programs) 

109. We (AZ) do not believe being a staff member of a UCEDD taints an individual's 
perceptions and contributions to COCA 

110. In our response (AZ) to the COCA concept paper submitted to AUCD in October 
of 2004, we recommend that a skilled facilitator (without personal ownership of 
COCA) assist COCA to further define its vision, mission, bylaws, and future 
goals/activities as they relate to the AUCD. 

111. We (AZ) do not feel the use of the term "consumer" is inappropriate. 
Furthermore, we don't believe the suggested alternatives are suitable replacements. 

112. New COCA members should be mentored and be encouraged to participate on 
various AUCD committees 

113. AUCD can express their support of COCA that aligns directly with the purpose of 
AUCD by allocating resources (staff support, web support…) that will reflect 
equitable leadership, meaningful participation, and reciprocal action. 

114. Having consumers, family members, UCE employees, and non-employees has 
already been done and is not a problem. If it aint broke, don't fix it. 

115. There is sometimes a lack of focus. Need to set goals and focus.  
116. Don't limit membership 
117. Should increase membership, not limit it. COCA needs a broad spectrum of 

expertise. 
118. There is not consistent attendance. Directors need to commit one representative 

for a limited number of years. 
119. It's not good to limit participation. Limits are caused by decreased monetary 

support because directors don't see a return on investment. 
120. It's not a problem to change names. It is a very problematic idea that one person's 

perspective (non-employee/grassroots experience) is more valuable than another 
(employee/professional experience) 

121. How many years would COCA representatives serve? New blood is a good thing. 
122. Employment with UCEDDs may expand perspective but doesn't taint it. All 

perspectives are valuable. 
123. UCEDD staff are in touch with consumers everyday 
124. Have we moved to the point we don't know what we're doing? Will people be 

partitioned? Wording of concept paper does not reflect full membership 
participation. 

125. It is important that COCA comments on and is included in policy development 
126. The most effective organization is one that has 3 leaders working as one. All 

bring unique strengths. Consumer involvement is working at the local/state level 
and is starting to work at the national level. 



127. Build more leadership. We don't have resources like UCED directors to develop 
leadership 

128. Think about structured facilitation to get process down. Get moving! 
129. We need a PNS grant 
130. We need to update the COCA web pages and add COCA meeting minutes to the 

web 
131. There are a lot of things to talk about and work out. We need to formalize the 

group. People need to see our successes. We need to profile them. 
132. Focus on process and develop a strategic plan. 
133. We haven't had a way to connect with the rest of AUCD and the network. We are 

isolated. Leadership within COCA has waned. We need a mechanism to 
communicate internally and between councils and with the board. 

134. COCA has a tremendous training capacity for other councils 
135. Include friends and advocates too 
136. We need to formalize membership and commitments to be consistent 
137. COCA is an unwieldy size. The question is, how do we choose members if the 

number is limited? 
138. The board must live to their commitments and to the AUCD mission statement. 
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