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The following stakeholders were in attendance at the November 1, 2006 Quality of Life Strategic Planning Meeting: 

	Eric Cacace
	Odyssey HealthCare of Wilmington

	Terri Clifton
	Nanticoke Health Services Cancer Care Coordination

	Eileen Curtin
	St. Francis Hospital Cancer Care Coordination

	Wendy Gainor
	Medical Society of DE

	Sharon Garrick
	Heartland Hospice Services, Inc.

	Madeline Lambrecht, Ed. D
	Delaware End of Life Coalition

	Susan Lloyd
	Delaware Hospice

	Marybeth McGeehan
	Vitas Innovative Hospice Care

	Janet Teixeira
	Cancer Care Connection

	Cindy Waddington
	Helen F. Graham Cancer Center Cancer Care Coordination

	Clare Wilson
	Beebe Medical Center Cancer Care Coordination


The following staff related members were in attendance at the November 1, 2006 Quality of Life Strategic Planning Meeting: 

	Ginger Calloway
	Wheeler & Associates Management Services, Inc. 

	Alisa Olshefsky 
	Division of Public Health

	Kathleen Russell
	Division of Public Health

	Betsy Wheeler
	Wheeler & Associates Management Services, Inc.


Welcome/Opening Remarks
Ms. Kathleen Russell and Ms. Alisa Olshefsky introduced themselves, welcomed the group and explained why the group was meeting. 

Ms. Alisa Olshefsky distributed copies of and explained the “Visual Representation of DCC Structure 2007-2011” to the group. Ms. Olshefsky  focussed the group’s attention on plans to add a Quality of Life Committee to the Delaware Cancer Consortium. She explained that a Quality of Life work group will be developed and commence with planning activities from December 2006 through June 2007. Workgroup meetings will not be conducted on scheduled Consortium days during that period  The formal  Quality of Life Committee is planned to become active July 1, 2007. At that time, the Committee will be scheduled to meet on established Consortium days (and others as indicated).
Participant Introductions

Meeting participants gave overviews of their individual agency sources of funding, mission and activities.  It was recognized that other stakeholders were invited but had scheduling conflicts. This report will be shared with all invited parties, and the entire list is recognized as a sampling of stakeholders and not the universe. Stakeholders present at the meeting included profit and not-for profit hospice organizations, hospital cancer centers, advocacy groups, non-profit human service organizations, and professional physician trade associations.
Group Discussion and Brainstorming
The group discussed availability of services related to quality of life, survivorship, and palliative care and identified possible opportunities and strategies for addressing gaps or current health system shortcomings.
Assessment of the Overall Adequacy of End of Life Care

Stakeholders underscored that generally, End of Life Care, Services, and Education:


- warrant increased, open, discussion with clients 


- are for patient and families


- are weakened as a result of being in a transitional position between treatment and Hospice.
What are the gaps in the transitional period of “Weakened” Service?

1) 
Transitioning to Home-Based Support


-
Provide education and facilitate access to home-based supports


-
Address needs of families who are separated by physical distance; e.g. sons/daughters who live in another country

2) 
Destigmatize The Word “Hospice”

-
Educate physicians, hospital discharge nurses, and other caregivers who are working with patients/families


-
Maximize “open access” to hospice providers so that they are available sooner, and potentially to a broader set of dx. Jumpstart the use of “hospice” services in situations other than those of crises. Define ways and populations for whom, hospice services can be presented as a support option to patients/families sooner.


-
Stakeholders conveyed a sense that “hospice does not equal death or abandonment”; rather it is continued “treatment” (which optimally keeps patients engaged in a process and maybe hopeful). Hospice providers indicated a desire that service offerings be presented in the contextual framework of “your care and treatment needs have changed and accordingly need to be updated”.

· Engage hospitals and hospital-based multidisciplinary staff in what the role and capacity of hospice is (so that they articulate it and disseminate it accurately)


- Utah was recommended as a state model that has longer length of hospital stay for end of life services

3) 
Health Professional Education


-
Promote availability of EOL resources


-
Increase provider ability to handle the issue of “terminality”


-
Address the attitudes and “programmed” behaviors of physicians who are working with potentially terminal patients (e.g. the practice patterns driven by practice guidelines, other regulations, liability, etc.)


-
Address the belief systems of providers as they relate to death and dying.
4) 
Consumer Education/Supports


-
Allay fears and encourage consumer willingness to access information/services/supports


-
Elicit (cancer survivor) consumer feedback about what they need to improve QOL post diagnosis

-
Improve the availability and adequacy of psychosocial supports


-
Engage NAMI and MHA


-
Stakeholders indicated that DCC Care Coordinator program is an asset; however the program is somewhat insular and institutionalized and needs to segue more to the private provider community. Need to strengthen the connection between hospital-based care coordination (and services) and services being prescribed and rendered in the private community.

- Hawaii was suggested as a possible state model for consumer education supports.

5)
Survivorship


-
We need to address the perceived feeling (on the part of patients) that treatment has ended and that support has stopped and that they (patients) will be “alone”.
- We need to address “fatigue” and the necessity and importance of maintaining physical strength to maximize treatment and rehab outcomes; including the use of nutritional supplements. Generally, stakeholders indicated that the promotion of general health and wellness is important and that consumers would perhaps benefit from the use of something like “wellness coaches”.

-
It was suggested that healthcare providers offer a summary of treatment rendered and the key information needed to report symptoms, and unresolved and new issues. This could potentially include the provision of a technological tool such as a jumpstick.

-
Christiana Care Health Services (CCHS) has a new model of survivorship programming/services that could potentially be replicated.
In the CCHS model, “Rehabilitation” is driven by the nature of the cancer diagnosis; e.g. reconstructive surgery, physical therapy, occupational therapy, nutrition, counseling and supplements.

-
Coverage or financial reimbursement for survivorship/rehabilitation services and supplies is critical.
6) 
Confronting “Terminality” 

When asked, stakeholders clarified that they meant helping patients to do just that, “confront terminal illness”; develop trust, and engage multiple caregiver parties in that process.

Recommendations for how to help confront “terminality” included:


-
Reduce fear in patient/family


-
Engage use of volunteers


-
Assist others in the home who assume a caregiving role


-
Pay for home-based custodial care


-
Provide/facilitate non-clinical home care supports; e.g. comfort givers

7) 
Financially Related Needs


-
An analogy was made to the need for “global fee” for treatment and survivorship care.

-
There is a compounded effect of co-pays and out of pocket expenses based upon the volume and frequency of services and treatments. Patient management of multiple payers; e.g. MC Part A, B, D and DPAP is mandatory and complex.

-
Insurance coverage doesn’t imply financial accessibility for patient.

-
Support and networking groups are needed; varying levels of intensity of these supports are needed.

-
Need for inner-city support groups (need to go where at-risk culturally adverse populations are located)


- 
Burial Expenses; particularly for indigent, is needed.
Stakeholders were posed the question of whether we should strive towards changing belief systems (given the seemingly insurmountable nature of that goal) or to conversely create new, specialized services & resources to address needs and gaps? Stakeholders were agreed on their sensitivity to creating a system of “handoffs” versus fundamentally trying to address the problems at hand. They believe that we must continue to educate physicians, other health professionals and consumers about End of Life and survivor issues. They did have consensus that doctors are the “drivers” in our healthcare system, and ultimately concluded that system change requires a concurrent investment of ongoing education and development of new, consumer responsive services and supports. Unfortunately, it seems that these issues are rather systemic in that we do not have operational models of chronic disease case management in place and indeed cancer, where once considered an exclusively terminal illness, is now, as a result of technological advance, more of a “chronic disease”. Education and supports to assist diagnosed patients and their families are thus necessary, over a longitudinal period, which is marked by distinct phases, stages, and needs. The later most stages of those periods are termed “end of life, survivorship, and palliative care” and are those that have been discussed for efficacy and opportunity in this focus group, and associated writing.
Next Steps

Ms. Alisa Olshefsky suggested that the group meet before February 2006 to put recommendations together. 

Commitment/contact information forms were distributed for completion by those interested in becoming an active member of the Delaware Cancer Consortium Quality of Life Committee. This form will also help identify other potential partners and possible contributions to the Committee.  Ms. Alisa Olshefsky explained that a DCC membership application should be completed for each person interested in becoming a DCC Committee member. Ms. Kathleen Russell asked the group to e-mail her or Ms. Alisa Olshefsky if they had suggestions on individuals to possibly chair the Quality of Life Committee once formalized. 

There was suggestion that there be a reach to cancer survivors for Committee involvement. Dr. John Goodill and/or Dr. Theresa Gillis were suggested as possible chairs of this work.
Documentation

The following documents were provided at this meeting and are available upon request to Ginger Calloway, Wheeler & Associates Management Services, Inc. 302-335-1560 or via e-mail at Ginger@ManageTool.com: 

~ Visual Representation of DCC Structure 2007-2011 (Purple Book)

~ “Empowering the Underserved, Uninsured Women Who Have Breast Cancer” Educational Event Flyer

~ Commitment/Contact Information Form
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