NATIONAL CAPITAL ASTHMA COALITION

Feedback From Coalition and Community Members

KEY INFORMANT STUDY – TIME TWO

Purpose:   For the past two years, the National Capital Asthma Coalition (d/b/a DC Asthma Coalition [DCAC]) has a participated in a Key Informant Study funded by The Robert Wood Johnson Foundation (RWJF). The study, conducted in all seven RWJF-funded Allies Against Asthma sites, is designed to answer the basic question of “How can coalitions affect asthma outcomes?” Through direct interviews by the study’s researchers of people who are involved in DCAC and who are familiar with asthma control efforts in this community, the study provides DCAC’s members and the RWJF Allies Against Asthma National Program Office at the University of Michigan School of Public Health with information relevant to the perceived impact of the coalition in the community. It also provides a more in-depth picture of DCAC’s organization, function, and effectiveness.
Evaluator:  Battelle, an independent, non-profit research organization under contract with the RWJF Allies Against Asthma National Program Office, is conducting and analyzing the results of this study with approval from the Battelle Institutional Review Board.
Time 2 Dates:  November-December 2004 (Time 1 in-person interviews conducted June 2003).
Method:  Via telephone, Battelle researchers Carlyn Orians and Susan Pearce conducted the interviews. They spoke with 13 stakeholders during Time 2 [out of 15 original respondents in Time 1]. Respondents represented coalition leaders, members, outsiders, and staff. As shown in Table 1, they had several different occupation types and represented nine different sectors.
Table 1.
 DC Respondents by Participant Type, Times 1 (2003) and 2 (2004)
	DC Respondent Characteristics
	Time 1 (N=15)
	Time 2 (N=13)

	Participant Type
	
	

	Leader
	5
	5

	Member
	3
	3

	Outsider
	5
	3

	Staff
	2
	2

	Occupation Type
	
	

	Health care professional
	4
	3

	Education professional
	1
	1

	Other professional
	10
	9

	Sector
	
	

	Academic/Research
	1
	1

	Advocacy Organization
	2
	2

	Business
	2
	2

	Clinical/Medical
	3
	2

	Coalition
	2
	2

	Environment
	1
	1

	Insurance
	1
	1

	Housing
	1
	-

	Public Health
	1
	1

	Youth Settings
	2
	1


Coalition Structure and Staffing
DCAC currently has fiscal relationships with The Community Foundation for the National Capital Region and the American Lung Association of DC. The RWJF funds are paid through the Community Foundation and ALADC serves as the administrative agent. But this will likely change soon as the coalition transitions to a corporate non-profit entity with 501(c)(3) status. The change in structure is “driven by our concern with sustainability as Allies funding comes to an end.” At this point in time “we have filed, have our incorporation papers, but don’t yet have our IRS status.”
The decision to become a non-profit was made in the traditional decision-making style of the coalition. The Executive Committee deliberated on the issues, brought their recommendation forward to the full coalition, then it was opened up for all coalition members to give their input. “I don’t think there was anyone that opposed that decision because it seems like a logical progression for us.” The larger coalition meets quarterly and “still brainstorms and works on priorities.” The Executive Committee is transitioning to an Executive Board but its style of operation is not expected to change that much, and it will still be the primary decision-making body focused on setting goals and finding funding. “We’ve really been running like a corporation and we still will.” The Board meets every two months. 
There are several smaller committees: Environment, Education, Data/Surveillance, and Health Services. However the committees are less active during implementation than they were during the planning phase. Instead, interdisciplinary teams were created around the primary intervention. These teams met for eight months, took the summer off, and have not yet reconvened due to financial pressures the coalition is currently facing. The primary source of funding that the coalition has is the money from RWJF. The coalition has had difficulty collecting additional money that was pledged.
Leadership was described as a strength of the coalition. “The leadership of the coalition is one of its major strengths. They have kept the coalition well organized and in contact with a number of organizations in the greater Washington area.” In describing the strong leadership, members praised both the Executive Director and the Board:

[Executive Director] is incredible, vested, energetic, and deserves a lot of credit for holding this together. She deserves to continue in a leadership position.
The Board is… committed, dedicated, with us a long time.
Four staff members support the coalition: the Executive Director, a Project Director, and two Community Health Workers. A project coordinator left the project in the past year and she was not replaced. “This was a loss to the coalition because she was tremendously respected and knew the community so well.” Members praised the quality of the staff:
It’s more like working with a handshake – if they say they are going to do something, they will do it. These are people of integrity and I trust them.

They demystify asthma so you have an understanding of it and are not as frightened by it but have more control. They help parents and children understand asthma in a very hands-on way. 

They are using very culturally sensitive people.

Communication among members is facilitated by a newsletter and the use of email in addition to meetings. 
There had been a hiatus where we weren’t getting any information and there were no coalition meetings. That worried me quite a bit. Then I noted a concerted effort on [Executive Director] part to improve the communication.

The newsletter that [Executive Director] puts out from the coalition, the meetings they have, facilitate the interchange of ideas and experience. There is absolutely no question that occurs.
Membership

The membership has not undergone any major changes since June 2003. Many respondents spoke of the diversity of the membership as a strength: 

I’m not sure that there are any organizations working in asthma that are not at the table.
I am very impressed with the diversity they have in the organization – the fact that you have the leading universities, the hospitals, the not-for-profits, aligned also with the DC hospital association, I find to be pretty outstanding.

I see the same people over and over and [they] seem to have such a nice working relationship. So much consistency.
Despite the general satisfaction with the membership, there are some gaps that respondents noted. These include housing representatives, the media, parents, and people with ties to funding:
We had media at the table at the beginning and they dropped out. It would have been helpful if we could have sustained that. I don’t know why they left.

We definitely identified gaps. . . needing to have more housing representation on the coalition.

We started with a pretty good number of parents of asthmatic children but Unfortunately, due to logistics and the time of the meetings even though we tried to accommodate them, we haven’t had as active a group of parents.

I would like to see people who could play a greater role of support and funding at the table.

In the past year, the staff has made a concerted effort to revitalize and develop a systematic process for managing the coalition membership. The original structure imposed a formal commitment that “asked for letters from their boss and it was too much.” The current approach is to email members and prospective members, listing the benefits, but not asking for formal commitment from the organization. The response has been tremendous. From one email this past year, “we got 78 who responded as individuals and 37 organizational members.” The email also asked for interest in participating on subcommittees. The systematic aspect of the new arrangement is in the way the information is collected and stored. The information obtained via email is being entered into a membership database. For staff, the response was “invigorating.”
One challenge that respondents noted is that “this type of coalition is driven by individual commitment.” When people leave their positions or change their focus, often it is difficult to maintain the involvement of their organization. “If circumstances change for an individual, we often lose the organization.” Another challenge noted is that once a research project has been established, there is a tendency to lose community organizations that do not serve the selected target area or population; they have less vested interest in the activities of the coalition.
Interventions

DCAC has developed one broad intervention, the collaborative intervention demonstration project, as a way to model a comprehensive system of care for children with asthma. The model being used is based in part on a RAND study that found that a multidisciplinary approach is effective. The Inner City Asthma Study had similar findings. In DC, multidisciplinary teams representing many organizations convened in three high-risk neighborhoods. Families who are referred are served with a case management model in which the home environment and clinical care are addressed. The demonstration project addresses several of the Project Reach categories used by Allies Against Asthma to track the types of activities the coalitions are engaged in: System Integration and Linkages, Training Individuals who Work with Children with Asthma, and Home Visiting.
Other areas for coalition activity include involvement in community outreach events, which corresponds to the Project Reach categories: Educating Children with Asthma Outside of Their Home, and Educating Parent Caregivers Outside of Their Home.

The primary interventions of DCAC include the following:

	· Demonstration project
	Comprehensive case management project including case management teams, Tracking System, and Physician Education through PACE training and promotion of guidelines

	· Community outreach activities including asthma days
	Asthma workshops, participation in health fairs, and coordination of coalition events and programs, including bilingual Asthma Days at the Capital Children’s Museum and World Asthma Day Fairs


Intermediate Impacts

At this stage in the life span of the Allies coalitions it is unrealistic to expect to see changes in asthma control outcomes such as reduced morbidity. But it is possible to see changes in intermediate outcomes and in the community capacity to address asthma issues. Thus, this evaluation focused on identifying impacts in the following areas:

· knowledge, skills, priorities and activities of individual members

· priorities and activities of organizational partners

· people and organizations engaged in asthma efforts in the community

· exchange of resources and collaboration among players involved in the coalition

· collaboration with other asthma-related organizations in the community or state   
· mobilization of external resources 
· application of new knowledge and skills outside the specific funded activities

· visibility of the coalition

· legislative and policy efforts

· cross-sector or system-wide impacts

· dissemination of results

· direct impacts on the target population

At this point, because the demonstration project has only been partially implemented, DCAC’s main impacts have come through increased collaboration of stakeholder organizations both within and outside of the coalition and through education and outreach which has taken off this past year. The impacts of collaboration include increased data sharing, sharing of educational materials, sharing of research, access to referral networks, and support for member programs. A major collaborative effort has been to coordinate the activities of the coalition and the CDC-funded DC Department of Health asthma planning initiative. 
DCAC has also generated in-kind support from partners and has worked with member organizations to apply for grants and other sources of funds. Results of applications are still pending. Respondents are pleased with the visibility that has been generated and are also pleased that new partners have come on board to provide referrals of patients for the demonstration project. They do not yet feel that they have made an impact on policy and systems changes, and legislation. Impacts on the target population directly have come through education and outreach efforts that have provided education and improved referrals for additional information. So far, 22 families have benefited directly from the demonstration project. Further details about observed impacts are provided in Table 3 [omitted]. 

Future Activities and Impacts

DCAC respondents see the sustainability of the coalition to this point as a strength of the coalition process and expect it to continue into the future. The coalition is currently seeking status as a 501(c)3 non-profit organization. Respondents believe that this change will enhance long-term sustainability by allowing for the submission of a broader range of funding opportunities as well by expediting decision-making through the creation of a board of directors. 
We are making the coalition a non-profit 501(c)3. This will allow us to compete for funding and should enhance our ability to seek external funding.

However, respondents also recognize the potential for conflict as member organizations come into competition for funding with the coalition.

Respondents hope to expand the reach of the demonstration project to include a larger number of eligible children and families. They also plan to partner with member agencies and others to continue to provide community outreach services and provider training. Though they have not yet secured additional funds, respondents are hopeful that they will be able to do so in the future. 

I would love to see them get more funding because I see them as having the ability to reach out further and do more. … They have the expertise, the people, and the dedication. If they got more funding I think they would even do more in the community than they even do now. 

Additional details about future sustainability are provided in Table 4 [omitted]. 

Value Added of the Coalition

Participants describe asthma as a complex disease that cannot be solved by one sector alone and that requires the collective action of a coalition. 

Asthma is not a disease that can be managed by health care professionals alone. It really is a disease that can only be managed with multiple players involved and there needs to be an entity like the asthma coalition to try and coordinate those efforts.

I believe it does take a coalition - no one group can do this.
We have also capitalized on the diversity of experiences to tackle a complex problem. We have used the coalition to corral many talents.

They describe DCAC as a coalition that has been effective at identifying needs and gaps, targeting what’s important, and playing a critical role in ensuring that there are programs for addressing asthma in the community. The coalition is seen as a vehicle to increase awareness of asthma and as a catalyst for action. Trust and credibility are additional words that were used to describe the coalition.
No question it’s targeting what’s important.
They certainly have my trust and have a lot of credibility.
A summary of respondents’ comments about the value added of the coalition is provided in Table 5 [omitted].
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