Notes from NCCCP Breakout Session on Disparities 

June 26, 2007

Ken Chu (NCI):  

This meeting will be about administrative and substantive things 

Mary Anne Bright (NCI):  

This will be a forum for networking and relationship building. NPAC group is an advisory committee to provide technical expertise to you. 

Networking is important. You are encouraged to be in touch with one another. We will talk about work plans and provide a framework for the scope of work you will be doing. 

A baseline assessment will occur, probably in the fall. Then we'll fine tune the work plans. 

There will be a quarterly report template. 

Conference calls about what will happen will start in July. 

Ken Chu:  

We're looking for someone to chair those calls. 

This is about your being able to see a standard of performance and then trying to move to that level of performance. In disparities, it starts with tracking people. The tracking starts with the abnormal finding in screening and continues through to diagnosis and treatment. 

We will start with the ideal tracking program and then find out where the gaps and holes are in getting a person through screening and follow-up activities. 

Donna O'Brien (Community Healthcare Consultant): 

We asked Nora Katurakes and Deb Hood to convene you all and then come back with a template that you can commit to and that will be a baseline. 

This is the beginning of a partnership. We have a goal but you need to tell us how to accomplish that. 

Ken Chu: 

Philosophically, we're looking to create what the standard is: what needs to be done to track the activity. Each group then figures out where they are and what needs to be done to get to a certain level. The point is that we want to see where the bar is so that we know where we're going. We will move to it with problem solving: Let the group work together to solve it. We have external resources to help us move to get there. This strategy is consistent with what's happening with caBIG and the tissue bank. 

Question: What is the definition of disparities? 

Ken Chu: 

Disparities occur when the beneficial interventions are not accessed and used by everyone. The question is: given all the poverty and problems that people have, how do we help them make the decision to take advantage of the free program? 

The problem is the utilization of free programs, of the beneficial interventions: mammography; pap; colorectal screening; PSA testing; smoking cessation. We see declines in white groups, but not in other groups. 

From the operational point of view, we are moving toward getting people to get the tests, but that's not the end. For example, black women and white women have the same screening rates but the difficulty is that screening is not enough. 

You are the people who can move them through the system. You're the critical element in disparities because ultimately they stop because people get their treatment.  

Comment: 

I disagree with the comment that the cost of care is not a barrier. I don't want us to ignore the element of reimbursement. 

Donna O'Brien: 

This process is valuable only if it is sustainable and can be replicated.  Everyone will be interviewed about all of the connecting pieces. There are clearly issues about reimbursement. 

We want you to help us refine how the data are collected. We don't have a control group, but in a sense the control group is the fragmented pieces of cancer care as opposed to coordinated care. 

Comment: 

Even if medical care is funded, often social care is not. This is another area where care breaks down, even for people with insurance. Psychosocial care is not covered. 

Comment: 

Educational background is an important factor along with psychosocial and cultural characteristics, such as Hispanic heritage. 

Julia Rowland (NCI): 

You need to find out the best practices in your own backyard and share them with us. You may be able to share the best practices for how do people get coverage for the uninsured and under-insured. What could we learn about how you manage these issues? 

Ken Chu: 

Going back to outreach now, what have people done that has been successful? 

Nora Katurakes (Christiana Hospital, Newark, Del.): 

I will talk about 3 programs. The first involves an African-American group and prostate cancer screening. 

The second is chronic disease screening. We did this work in community events; churches; men's health groups. People love to get their blood pressure taken and talk about something else. Now there is a great opportunity to grow this program.  

The third is a colorectal state program. 

The tracking was Web-based for some and a form that could be scanned for other. 

Renea Duffin (Our Lady of the Lake Regional Medical Center, Baton Rouge, La.): 

In Baton Rouge, we have a program called C.A.R.E., with a medical mobile unit called Early Bird that screens for breast, prostate, and colorectal cancers. 

After screening they do education. We have tons of data but have not yet utilized it so it has not told us anything yet. We're in the process of analyzing it. We do a lot of education at health fairs and partner with barbershops, for example. 

We screen a lot of people but don't know how effective it is yet. No HPV screening at the moment because the funding is not there. 

Charity hospitals are at capacity because of Katrina. 

We have a 58 percent rate of smoking cessation, but the longevity is not yet known. We are tracking them and at the end of the year will follow up. 

Question: 

Can you do the breast and prostate screening at the same time? 

Comments: 

It may make sense to cross-link. For example, you may promote breast screening at the colorectal screening. Some have had success in bringing people along for other screenings or smoking cessation. 

It is a challenge to get people to send back cards for the FOBT.

Beverly Laird (Directors Consumer Liaison Group)   

She discussed ways to utilize available resources and the importance of working with the local Komen affiliates. She will be giving groups a list of names to call. 

Donna O'Brien:

Our feedback can go through Beverly. She can take it back to the groups she meets with. 

Patricia Maryland (Ascension Health of St. Louis, Mo.):  

We have been working over the last 3 years to help patients get the appropriate level of care. With our 1-Call Transfer Program, our goal is to say that we will accept the patient. 
How can we get patients in outlying regions to the main campus? Our goal is for patients to be accepted immediately and we guarantee them a bed within an hour. 
This is not cancer-specific, but we have medical oncologists on board to provide services and we are talking to others. A lot of what we are doing to move patients to the appropriate level of care can help us here. 

Diana Phillips (Ascension Health of St. Louis, Mo.):

We have a mobile van in Austin, Texas, with a bilingual team. It screens for breast, prostate, and skin cancers. Our hospice program has better rates than the national average.

We are considering an exercise program for cancer patients but do not want to reinvent the wheel. A quarter of our patients may have diabetes so a comorbidity program may be needed. 

James Bearden (Spartanburg Regional Hospital): 

The goal is to contribute to the science [through clinical trials] as well as help with disparities. I see this program as helping science as well as disparities.

Remember that some Pharma companies do work for the indigent. 

You can change legislation when you put together everyone working on cancer in the state. 

Andrew Salner (Hartford Hospital) discussed 6 projects. 

We found that you need to bring mammography to the people, so we got a mammography van with a machine that rolls out so that women do not have to be in the van. But now that we want to make it digital we may need to change. 

Barbershops: We trained barbers who would then give men information on prostate cancer. We partnered with 2 other medical centers.  

We have a program for disabled women. 

Ropes challenge course. People could create challenges and meet them. 

Support groups. A prostate cancer support group has been successful for 16 years with an average of 150 people per month. Pharma companies have underwritten some of this. 

New Beginnings is a support group for people after active treatment, which has helped many people during that vulnerable period. It has focused on breast cancer and involved yoga and Tai Chi. 

We have also have worked on palliative care. 

Wanda Jones (St. Joseph’s/Candler, Savannah, Ga.): 

We have a mobile mammography unit for screening and when women are diagnosed we do follow-up and we provide the surgeons if necessary. Our hospital writes off supported stays. We partner with groups such as 100 Black Men. 
We have done screening around Father’s Day. We also do clinical trials for breast, colorectal and lung cancer. 

In Georgia we passed a breast cancer license tag. The cost is $25 and $22 goes to a fund for awarding 25 grants. 

Comment: Studies have shown that there are not disparities in the military. This suggests that the problem is access. 
Julie Rowland:

[Regarding the license tag program] We might go back and find out how we can get access to these funds in our own areas. These are wonderful programs and could be models that we can share and deliver at other sites. 

Deb Hood (Catholic Health Initiatives of Denver, Co.): 

We finished a pilot program to try to increase colorectal cancer screening rates. We went into doctors’ offices and asked everyone who was eligible to be screened to get screened. Now that they have been through screening themselves, the physicians are more likely to recommend it to their patients. 

Support groups led by Spanish-speaking health educators have been successful at bringing many members of a family to the meetings. Often 1-6 members come, including children. The biggest issue is undocumented workers so we would welcome insights into how others are dealing with this issue. 
Comment: 

Lack of documentation often causes people to be lost to follow-up and this leads to disparities.

Comment: 
In [a city in] California, we have the fourth busiest emergency room in the state. Patients are admitted to the hospital because we don’t have outpatient set up. We’re going to hire nurse practitioners who will navigate patients through the system. 

In California, many undocumented patients fear that they will be deported, and this fear causes us to lose many patients in the middle of their treatments. 

Comment: 

Shortage of physicians was discussed and the possibility of using nurse practitioners.

Break 

Profiles were discussed and the need to improve outreach if we are going to meet targets. 

Mary Anne Bright: 

CIS tools are available and we need to establish partnerships between NCI and the groups. I encourage groups to take what’s been created at NCI and push it out so that no one has to reinvent the wheel. 

Comment: What strategies for outreach have been successful? 
Repetition, regularity, and word of mouth were cited. In addition:  
Regular meetings: e.g. first Monday of every month  

Door-to-door 

Inserts in bulletins

Personal invitations 

Church bulletins 

Flyers at barbershops and solons

Advertising on free cable

Health fairs can be a place to distribute materials such as save-the-date flyers 

Established groups and annual events are important; some people get annual screening at these events.  

“Word of mouth can be very important.” 

To have “a champion” helps: If you can capture the attention of the mayor or other prominent figure, the person can set an example as Katie Couric did. 
In Austin, the publisher of the newspaper is a prostate cancer survivor and gives free ad space.  

Discussion of group leaders:  

Deb Hood and Nora Katurakes volunteer to serve as co-leaders and there is unanimous approval and applause. 

Ken Chu:

Baseline data collection is coming soon. Your comments on what we are doing are as important as ours. If it's a baseline then you need to capture it; so if you have no way to collect the data we need to know that. 

This is different from what we would like to achieve even if we are not there yet. 

Donna O'Brien: 

The questions are things like: Do you have navigators and what kind of screening do you offer? What are all the pieces of your program? 

We would like the responses to be electronic and involve more checking off boxes than written responses.

Beverly Laird:

You need to ask whether minority women have the same choices as white women. For example, reconstructive surgery often is not covered. You need to look very carefully at that and don't make the assumption that women have equal access because I fear that they do not. 
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