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1.  Create an open process for planning in the early design stages 

 Seek new voices, but don’t forget established advocacy leaders 
 Allow time for consumers to identify their goals for the project 
 Be okay with not knowing everything (and be okay with others 
knowing this as well) 

 Be willing to learn from mistakes and create systems to address 
mistakes  

 Get consumers involved on all levels (from leadership teams to task-
specific work groups) to provide a better understanding of the 
planning process  

 Inform stakeholders that the ultimate goal of any systemic change is 
just that – systemic change.  Remind individuals that creating change 
is a slow process and it will require patience and a willingness to 
listen and negotiate in good faith.     

 
2.  Get to know who you will be working with 

 Learn the history, values, and concerns of various disability groups 
involved 

 Learn the history between groups 
 Know that advocacy groups will be in different stages of their own 
group development 

 Find ways to work with even the smallest and newest groups 
 
3.  Show that you are serious about involvement 

 Allocate appropriate time and resources for meetings, 
accommodations, stipends, and transportation 

 Be pro-active, consistent, and transparent 
 Follow-up, follow-up, follow-up 
 Provide materials and information in a consistent manner over time 
 Be honest about the challenges you face 



 
 
 
4.  Allow time for a new group to build relationships and trust 
within the group 

 This may be the first time disability groups have worked together 
since groups often work against each other to fight for limited funding 
resources 

 Allow time for group members to learn the needs and vision of other 
group members 

 Encourage a consumer-driven process to leadership and decision-
making within the group 

 Although meaningful involvement may take more upfront time and 
resources, the end-result is a more efficient and cost-effective 
process and product 

 
5.  Ensure accessibility of meetings and all communication 

 Create easy to read charts and short summaries 
 Ask people what their needs are; do not assume 
 Create systems that people can rely on  
 Plan early to ensure accessibility of location and documents  
 Document meetings and next steps   

 
6.  If there is a challenge, put it out on the table   

 People probably already know it exists 
 Identify a solution during meetings, not after meetings 
 Ensure all voices are heard 
 Push for consensus 
 Take time after meetings to talk with people 
 State agency representatives and stakeholders can forge agreement 
even during difficult times 

 
 
 
 
 
Additional Resource:  Bergman, A., Ludlum, C., O’Connor, D., Star, J. and 
C. F. Terrill (March, 2002).  Stakeholder involvement in home and 
community-based services:  Roles in state planning, program development, 
and quality improvement.   


