Renewing Dialogue to Action (DtA) to Eliminate Breast Cancer Disparities Summit

Thursday, January 22, 2009

Toftrees Golf Resort and Conference Center

State College, PA
DtA Summit Summary

Welcome and Introductions 

Diana Fox, Director, Mission Delivery, American Cancer Society
Breast Cancer Screening in Pennsylvania: Screening Uninsured and Underinsured Women

Gene Weinberg, Director, Division of Community Epidemiology, Bureau of Epidemiology, 
Pennsylvania Department of Health
Breast cancer was the leading cancer diagnosed among Pennsylvania women in 2005 (9,505 cases).  The determinants of breast cancer mortality include: biological determinants and detection rates (incidence) as well as tumor characteristics and treatment (survival).  

Breast cancer death rates among blacks remain HIGHER than whites.

Reasons to consider for the elevated mortality rates:
· Incidence or disease risk is higher
· Less mammographic screening
· Disease is more virulent
· Availability of health care less
· Quality of care is not equal
· Environmental exposures are different
Factors implicated in disparities in survival between black and white women include the stage of disease at diagnosis.  The stage at diagnosis of the primary breast cancer remains the foremost determinant of ultimate outcome. 

Observations and Recommendations:

· Most women are not screened at recommended intervals even though a majority of women aged 40 and older have had a mammogram Improvements are needed to ensure timely screening according to recommended intervals. 

· Screening is commonly opportunistic rather than organized. 

· Access to medical care does not appear to be the basic problem inhibiting women to have a mammogram, but rather the reluctance of women to have the procedure.

· Women who have never had a mammogram remain at highest risk for dying of breast cancer.

· Screening programs should be carefully monitored, and outcomes should be devoted to using results to improve performance. 

· Programs need to carefully evaluate objective outcomes for reducing morbidity and mortality in the community.  Currently there appears to be over emphasis on process evaluation of screening programs

· For screening to be effective, programs must reduce the incidence rate of advanced breast cancer in a population so that more successful treatment is assured.  This is an objective outcome that will be useful in improving performance.

· Measures of diseases/conditions, risk factors, and the social-cultural environment of women need to be understood in subgroups,   including race and ethnic populations. This will require special studies to capture these data.

· Educational programs should carefully consider where they need to invest resources. Programs which focus on the entire community may not be the best investment as the vast majority of women have already participated in screening.   The effort should focus on the small numbers who have never been screened. 

· Without appropriate data on differences in type and characteristics of breast cancer, and data on quality of care, and mammography screening it is unlikely that we will disentangle the reasons for the differences in mortality between whites and blacks. 

· An epidemiology advisory group should be formed to help define important questions and methods for best understanding the distribution of breast cancer in the state, and evaluating program outcomes.

· There is the need to assess the impact of screening in the state; examining different racial, ethnic and income groups. 
· Available data – hospitalization data, Medicare, public assistance, as well as cancer incidence and mortality data need to be utilized to monitor screening activities and outcomes and plan interventions.
Advocacy Priorities and Strategies

Susan Roberts, Project Manager, Policy Initiatives, American Cancer Society   
1) 
Pennsylvania State Update and Overview: As part of his 2006-07 budgets, Governor Rendell proposed 1.7 million to Women’s Health Funding to provide annual breast and cervical cancer for women.  This action is a win among the women’s health care front, especially during a time in which Pennsylvania is facing an economic crisis forcing state budget cuts, pushing statewide programs to compete for funds.  So bad is the economic outlook that many believe the 2009-10 legislative session will for months be dominated by delicate decisions over how best to cut programs and raise taxes to make ends meet.  

On February 3rd, Governor Rendell will unveil his budget proposal to the legislature.  The budget must be enacted by July 1st, or the state will lose much of its ability to spend money.  In anticipation of budget cuts we will determine if our long term fight will be to sustain programs or fight for expansion of programs. 

· Opportunities: (1) To strengthen forces through communication and action and (2) quickly mobilize grassroots to contact key lawmakers to oppose or support legislation, or funding cuts.

· Strengths: (1) Focus on Access to Care issue utilizing projected health benefit; (2) strong grassroots through shared organizational structure; (3) allies within the legislature; (4) many voices at the table will serve as a FORCE MULTIPLIER!

2) The ACS is fighting cancer on four fronts in the area of government relations.  The four fronts are: 

· Supporting research and programs that prevent, detect and treat cancer

· Expanding access to quality cancer care, prevention and awareness

· Reducing disparities  in prevention and treatment

· Reducing and preventing suffering from tobacco-related illness

Federal Priority Area: Disparities, Increase funding for National Breast and Cervical Cancer Early Detection Program

State Priority Area: Disparities, Increase funding for breast & cervical cancer prevention, detection, treatment (Healthy Woman Program) 

3) 
Federal Update and Overview: The federal government plays a critical role in fighting cancer by providing lifesaving breast and cervical cancer screenings and access to treatment for low-income, uninsured, and medically underserved women, thereby saving thousands of women’s lives every year.  The economic crisis is a top priority for Congress and may slow down the funding process.  In addition, there are many competing health issues in need of funding. 

· Opportunities: (1) For legislation to be introduced to supplement current funding streams.

· Strengths: (1) The new administration has vowed to double funding to NIH within 10yrs., including additional funding for NCI and CDC; (2) the economy and health care are inner twined and can no longer be ignored; (3) focus on Access to Care issue utilizing projected health benefit; (4) for the first time in Washington all parties in a bipartisan fashion agree something needs to happen regarding health care reform causing a closer look at programs and services; (5) strong support from PA Congressional Delegation. 

4) 
Priority: Expansion of the National Breast and Cervical Cancer Early Detection Program (NBCCEDP). Due to flat funding, the program reaches less than 1 in five eligible women (20 percent) ages 50 to 64.  For the first time ever in 2006, the program actually served fewer women than the preceding year. 

5) 
Creation of a National Cancer Fund: In 2008, ACS CAN strongly supported legislation introduced in the House of Representatives to create a National Cancer Fund; ACS CAN will strongly advocate in support of the National Cancer Fund legislation in 2009.

Advocacy Priorities and Strategies Continued
     Dolores Magro, Director, Patient Advocacy & Conference Development, Pennsylvania Breast Cancer Coalition

1) Pennsylvania Breast Cancer Coalition Overview: 

· The PA Breast Cancer Coalition represents supports and serves breast cancer survivors and their families in Pennsylvania through education programming, legislative advocacy and breast cancer research grants.  (Mission statement).
· The PBCC advocates for women through our legislative initiatives, and with individual advocacy.
· Legislative victories (please see below). These victories change the “what is” into “what should be.”
· The PA Breast and Cervical Cancer Early Screening Act, signed into law November 2005, providing screening mammograms for women between the ages of 40 and 49.  The PBCC was able to see that Governor Rendell included $1.7 million into the 2006-2007 state budget to pay for those mammograms.
· The PBCC current focus in terms of advocacy is in increasing awareness about BCCPT, the free treatment program, through our statewide training seminars.
2) Legislative Victories (The following five items were enacted thanks to the advocacy efforts of PBCC
   supporters and dedicated legislators):

· Breast and Cervical Cancer Research Act Signed into Law May 1997

· Allows everyone in PA to designate all or part of their state income tax refund for breast cancer research

· All funds raised go directly to PA researchers
· Breast Cancer Reconstructive Surgery Coverage Act Signed into Law October 1997

· Provides insurance coverage for a 48-hour hospital stay and related breast reconstruction following a mastectomy

· Provides for opposite breast reconstruction for symmetry, and requires home health care visits for mastectomy patients discharged before 48 hours
· Extension for Medicaid for Breast Cancer Treatment Effective January 1st, 2002

· Extends the state’s Medicaid coverage to uninsured women diagnosed with breast or cervical cancer

· Covers any other medical needs through the period of treatment

· Entitles qualified women to immediate FREE treatment paid for through Medicaid
· Act 81- No Time Limit on Reconstructive Surgery Effective June 28, 2002

· Removes the 6-year time limit on mandatory insurance coverage for reconstructive surgery following mastectomy

· Directs that all healthcare policies also cover physical complications from breast cancer, including lymphedema and provides for prosthetics
· Pennsylvania Breast and Cervical Cancer Early Screening Act Signed into Law November 2005

· Establishes the Pennsylvania Breast and Cervical Cancer Early Screening Program within the PA Department of Health 
· Provides for breast and cervical cancer screening services for qualified women 40 to 49 years of age

· Services include screening mammograms, clinical breast examinations, pap tests, and pelvic examinations
Collaborative Strengths
Himmelman, Arthur T.  “COLLABORATION FOR A CHANGE:  Definitions, Decision-making models, Roles, and Collaboration Process Guide.”  Resolving Conflict: Strategies for local government. 1994 (Revised January 2002)
Collaborating is defined as exchanging information, altering activities, sharing resources, and enhancing the capacity of another for mutual benefit and to achieve a common purpose by sharing risks responsibilities and rewards. The qualitative difference between collaborating and cooperating in this definition is the willingness of organizations (or individuals) to enhance each other's capacity for mutual benefit and a common purpose. 

In this definition, collaborating is a relationship in which each organization wants to help its partners become the best that they can be at what they do. This definition also assumes that when organizations collaborate they share risks, responsibilities, and rewards, each of which contributes to enhancing each other's capacity to achieve a common purpose. Collaborating is usually characterized by substantial time commitments, very high levels of trust, and extensive areas of common turf.

Example: A public health department and a neighborhood health center exchange information about how they each support healthy early child development, decide to alter service schedules, share neighborhood outreach resources, and provide skill development training for each other's staff to enhance each other's capacity to support health early child development. 
	Key Components from Himmelman Model
	Priorities for Collaboration
Suggested by DtA Summit Participants

	Vision
	· Common vision

· Common goal

· Interested and passionate

· Buy-in, equal investment

· Equal enthusiasm

· Sustainability 

	Strategic Alliances
	· Build effective relationships

· Develop trust

· Be flexible

· Make sure the right people are at the table

	Structure
	· Have a plan/timeline

· Idea of the (desired) outcome

· Budget

· Dedicated team

· Regular meetings

· Follow-up contingency plan

	Communication
	· Open exchange of ideas to identify roles

· Effective and timely follow-up

· Communicate effectively

	Responsibilities
	· Assign tasks/organize

· Equalizer

· Open exchange of ideas to identify roles

· Shared responsibilities

· Partners willing to share workload

· Willing to compromise, take on other job duties

	Authority and Accountability
	· Equalizer

· Measurable outcomes

· Effective and timely follow-up

· Commit necessary time

	Resources
	· Assess available resources

· Sharing resources

· Shared group benefit

· Sharing assets

· Leveraging strengths

· Cross-silos, reduce duplication

	Rewards
	· Life after the project

· Legitimacy

· Increased visibility

· Community benefit

· Public trust


Priority Action Planning:  Increasing Screening for Uninsured and Under-insured Women 
What smallest next steps could have the biggest impact?

What can you offer?

What requests do you have?
*Refer to action plans attached below


· Education and Outreach to Special Populations (including Latino, Amish and Rural Poor)
· Grassroots Education, On-site Services and New Partnerships

· Maximizing Resources 

· Maximize Data Sharing to Prioritize Screening Efforts

· If PA received $10 million; how could we best spend it?

DtA Summit Next Steps


1. Continue the Dialogue to Action (DtA) 
PAC³ is interested in convening & leading the DtA next steps.  A conference call will be scheduled for April 2009 to continue the collaborative dialogue to action. 

· Collaboration, networking, sharing of resources and action planning
· All participants who attended the January 22, 2009 DtA Summit will be invited to participant on follow up conference call to discuss next steps

· Additional key stakeholders will be invited to participate on future DtA Conference Calls and/or Meetings   
2. Education and Outreach to Special Populations 
While PAC³ is already collecting information on a variety of special populations they have not been collecting specific information on breast cancer and special populations.
· Define specialty populations in PA
· Develop parameters to collect information on breast cancer activities and outreach
· Collect and report on activities and outreach from DtA Summit participants and additional key organizations across the state
· PAC³ will begin collecting and posting this new information 

3. Grassroots Education, Onsite Services and New Partnerships
Develop a white paper

· Determine content and next steps
4. Maximize Data Sharing to Determine Where to Focus Screening Efforts
Collect information on breast cancer screening costs
· Determine next steps
Renewing Dialogue to Action (DtA) to Eliminate Breast Cancer Disparities Summit

Thursday, January 22, 2009

Toftrees Golf Resort and Conference Center

State College, PA

DtA Summit Priority Action Plans

	Priority: Education and Outreach to Special Populations

	Barrier and Opportunities:

· Many definitions of specialty populations in Pennsylvania; coming to a comprehensive definition of “specialty populations” (B)
· Identifying key stakeholders (person(s)) and getting them to respond (B) on a regular basis
· Language/terminology difference (B)
· Increased knowledge and understanding of specialty populations and opportunities (O)
· Statewide information and collaboration (O)

	Stakeholders:

· Based on responses to 1B and 1C above.
· All “special population” serving organizations
· Identifying and build the network 

	Missing Resources:

· Who will work on this priority
· Time to respond and input information
· Commitment from invested stakeholders

	Objectives
	Activities / Tasks
	Person(s) 
Responsible
	Projected/Actual Completion Date
	Evaluation of Effectiveness

	Define specialty populations in PA
	1. Develop committee

2. Committee works collaboratively with PAC³ to enhance PA Cancer Resource Database
3. Develop a quick & easy survey 
4. Distribute survey to all organizations 
        represented at the DtA Summit
	
	
	

	Establish and enhance key stakeholders for sharing of education and outreach to the specialty populations, ongoing basis
	1. Collaboratively work with PAC³ for network of stakeholders for sharing and communication purposes
2. Communicate the purpose of the PA Cancer Resource Database to all DtA Summit Participants


	
	
	

	Collect, Compile and Publish education and outreach information for specialty populations, with partners, ongoing basis
	1. PAC³ / PA Cancer Resource Database
	
	
	

	Provide ongoing communication to stakeholders, submit education and outreach information and share others
	1. PAC³ / PA Cancer Resource Database
	
	
	


	Priority:  Grassroots Education and Onsite Services, Potential New Partnerships

	Barrier and Opportunities:

· Funding
· Turf wars
· Limitations to sharing/data
· Extreme business practices (bureaucracy); mistrust vs. trust; level of detail slows down process

	Stakeholders:

· Target audience
· Local recipients who are part of the planning process 
· PePs/care institution
· Advocacy groups (advisory groups)
· Providing opportunities for stakeholders to voice their concerns
· Provide opportunity around the association
· Priorities of the target population change quickly and diminish their energy to lifestyle choices

	Missing Resources:

· Ongoing Funds

· Resource to overcome barriers

	Objectives
	Activities / Tasks
	Person(s) 
Responsible
	Projected/Actual Completion Date
	Evaluation of Effectiveness

	Develop a white paper to cover screening, education and removing barriers


	1.  Develop Committee 

2.   Sharing of marketing/information materials

3.   Exploring funding potentials

4.   Peer review

5.  Submit and meet with legislative aides at Senate level
	
	
	

	Sustainability
	
	
	
	

	Local leaders are empowered to maintain programs/outcomes
	
	
	
	

	Ongoing partnership- refresh partnerships
	
	
	
	


	Priority:  Maximizing Resources

	Barrier and Opportunities:

· CDC- Paperwork

	Stakeholders:

· xxx

	Missing resources:

· xxx

	Objectives
	Activities / Tasks
	Person(s) Responsible
	Projected/Actual Completion Date
	Evaluation of Effectiveness



	Identify known resources (concrete)
	
	
	
	

	Reach out to potential resources
	
	 
	
	

	Make voucher or ______ donation to expand H.W. program and screen more people
	
	
	
	


	Priority:  Maximizing  Data Sharing to Consider Where to Focus Screening Efforts

	Barrier and Opportunities:

· Privacy of information
· Buy-in; Govern.
· Standardizing data
· Limited resources (using outside agency already funded)
· Partners- Pub/Put (everyone share and identify barriers)

	Stakeholders:

· Government (DOH/DPW/HWP) and Non-Government (Health and Community Systems)

	Missing Resources:

· Mandate

· Human Resources at all levels (capture data)

	Objectives
	Activities / Tasks
	Person(s) 
Responsible
	Projected/Actual Completion Date
	Evaluation of Effectiveness



	Collect related information on breast screening/cancer for planning, cost _____
	1. Identify key stakeholders

2. Determine task leader- convene groups

3. Standardize data

4.  Lobby/advocate

5. Collect/analyze data

6. Share results
	
	
	

	Use results to plan/prioritize to up screening funding and lessen mortality
	1. 
Convene DtA to share
	 
	
	

	Improve Outcomes, Decrease Morb/Mort.

(Convene Task Force)
	
	
	
	


	Priority:  If PA received $10 million in funding from the stimulus package, how could we best spend it to serve the most women?

	Barriers and Opportunities:

· ___  hard sell to the public and to the decision-makers that there are necessary administrative costs increasing the # of sites to see the women/accommodate—bringing more people to the effort—increased access, more choices

· We become more efficient

· Many change/new literature

· People understanding that men need service (B)

· no discrimination (O)

	Stakeholders:

· Dept. of H, PBCC, ACS, Dept. of Welfare, hospitals, healthcare providers (ask them to create and increase awareness)

	Missing Resources:

· Voices of the underserved populations/need their input in order to reach rest of that population

	Objectives
	Activities / Tasks
	Person(s) Responsible
	Projected/Actual Completion Date
	Evaluation of Effectiveness



	If money comes….
	1. Initiate meeting for HW administrative staff to work on best use of funds.

2. Reach out to disparate groups to recruit potential representatives to take info back to their communities, i.e. Amish, Latino, newly unemployed etc. union leaders.
	
	
	

	Ability to screen more 
	
	
	
	

	Education about mams and regular mammograms
	1. Post info on website for unemployed AND contact union leaders,
	
	
	

	Education & outreach to special populations
	
	
	
	

	Expand services to include interim/ovarian cancer
	
	
	
	


VISION: No one in Pennsylvania who needs cancer screening services of treatment will have to go without them. (BIG PICTURE)[image: image1.png]
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