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BACKGROUND

Social work is the most broadly based profession in end-of-life care in relation to the number of agencies, institutions, and other sites where social workers practice. These include schools, courts, child welfare and family service agencies, community based substance abuse and health agencies, employee assistance programs, health and mental health agencies, hospices, nursing homes, day care and senior centers. Therefore, social workers are challenged to provide expertise and skill in this area and at the same time have the opportunity to influence a range of professionals, consumers, and the lay public about the care for the dying and the bereaved.

Social work has unique and in-depth knowledge and expertise in working with ethnic, cultural, and economic diversity; family and support networks; pain and symptom management; bereavement; interventions with trauma and disaster relief; interdisciplinary practice; interventions across the life cycle; and systems interventions that address the fragmentation, gaps, and insufficiency in health care. These are critical areas for implementing change in end-of-life care.

Nevertheless, studies of social work students and professionals have identified significant barriers to advancing social work education, practice and research in palliative and end-of-life care that were similar to those that had been identified in nursing and medicine. To address these needs for strengthening the profession, in 1999 the Project on Death in America created the Social Work Leadership Development Awards Program that provided two-year project awards to social workers who demonstrated innovation and leadership in end of life care. These projects were designed to overcome identified barriers to social work’s development in end-of-life care: e.g. professional isolation, lack of a platform for social work leaders to become visible and accessible, fragmentation of the knowledge and skill base and lack of financial support for its education and research.  The focus of our work was to create a network of leaders who would be accessible to social workers at all levels of training and who could give vision, direction, nurturance and support to the profession’s development in this area. Common themes in all the projects included broad dissemination of knowledge; more effective cross-fertilization of ideas; and helping social workers to accept the authority of their competencies in the care of the dying.

While much had already been accomplished, the Provider Education Committee of the Last Acts Campaign provided the opportunity to consider ways to build more capacity, better integrate and coordinate the knowledge and skill development that had occurred in individual projects and to move this area of specialty forward within the profession.  They enthusiastically supported an initial planning meeting that was held in Baltimore, MD, at the Johns Hopkins Medical Institution’s campus to begin the planning process for a larger summit meeting of key social work leaders. The Social Work Summit (on End-of-Life and Palliative Care) project was initiated by Grace Christ, DSW (Columbia University School of Social Work and Director of the Social Work Leadership Development Awards Program of the Project on Death in America, Open Society Institute) and Susan Blacker, MSW, LCSW-C (Professional Practice Leader, St. Michael's Hospital, and formerly of The Sidney Kimmel Comprehensive Cancer Center at Johns Hopkins,) the social work representatives to the Last Acts Provider Education Committee.  For a complete list of planning committee participants see Appendix A. 

On March 20, 21, and 22, 2002, thirty-five professionals from the field of social work gathered at the R. David Thomas Executive Conference Center, Fuqua School of Business, Duke University in Durham, North Carolina, for the Social Work Summit on End-of-Life and Palliative Care.  Participants included social work experts, representatives from national social work organizations, and other stakeholder organizations who are involved in social work practice, education, training, research, policy development and advocacy in the care of the dying and bereaved see participant list in Appendix B.  The summit sought to develop a national consortium of social work leaders and organizations that will continue to shape an agenda for social work in end-of-life and palliative care and develop programs that will move the field forward.  

Support and funding for the summit was provided by the Duke University Institute for Care at the End of Life, Last Acts (a Robert Wood Johnson Foundation organization), and the Project on Death in America, of the Open Society Institute.

The participants brought to the summit a variety of perspectives on end-of-life and palliative care.  A systematic, facilitated process was used to help the participants develop new projects and increase collaboration on existing activities related to end-of-life and palliative care.  Summit Facilitator was Benjamin J. Broome, Ph.D., Professor, Arizona State University.

The following context statement guided the summit activities:

	Context Statement

End-of-life and palliative care is emerging as one of the central concerns of U.S. society in the 21st century.  Individuals and organizations in the social work arena play a crucial role in meeting the challenges associated with these care issues. The time is ripe to develop an agenda for social work in end-of-life and palliative care and develop programs that will have a positive and significant on American life.




The general objectives of the 2 ½-day design workshop were to:

1) Formalize a collaborative and supportive effort within the social work profession focused on end-of-life care;

2) Continue a review of what is presently available (e.g., educational materials, clinical guidelines, conferences, etc.) on end-of-life care within social work;

3) Develop mechanisms of collaboration and resource sharing among social work organizations; 

4) Identify gaps and future needs within the policy, research, education, administration, and practice domains of social work;

5) Recommend specific strategies and priorities within social work to build agreement on a plan to improve the organization, delivery, and quality of care for the dying and bereaved.

In order to accomplish these objectives, the summit was sequenced in accordance with three interrelated phases:

	Phase 1:

Defining the challenges related to end-of-life and palliative care

Phase 2:

Identifying options for responding to anticipated challenges 

Phase 3: 

Prioritizing selected options to form an agenda for moving forward




SUMMARY 

The Social Work Summit on End-of-Life and Palliative Care brought together a group of highly qualified experts to deal with a complex issue on which collaboration and systematic planning is essential.  Working together over a two-day period, using a facilitated design process known as Interactive Management, the group was able to produce an informed and thoughtful agenda for the social work profession concerning end-of-life and palliative care.  

The resulting agenda represents a thorough attempt to examine the issue from the perspective of social work professionals.  The agenda that resulted from the Social Work Summit is much more than a simple collection of good ideas from qualified individuals.  It is the result of intense group work that moved through a series of systematic steps in producing a consensus that reflects thoughtful input from all participants and group agreement on what is most important in the field of social work.  The group started by identifying the challenges related to end-of-life and palliative care, selecting challenges of higher relative importance, generating options for responding to these challenges, choosing options that should receive the most attention, and prioritizing options in order to help make choices about where to place resources.

Prior to the summit, attendees were asked to consider the following question:

	“What are anticipated challenges related to end-of-life and palliative care – within the policy, research, education, and practice domains of social work – that need to be addressed during the next decade?”


In their written responses, attendees were asked to identify gaps, insufficiencies, needs and important areas for growth. Two hundred and eight responses were generated, and those responses were categorized into 10 broader areas: 

A. Defining End-of-Life Care 

B. Role of Social Work in End–of-Life Care 

C. Attitudes and Perceptions about Death and Dying

D. Defining Scope and Standards of Practice 

E. Policy Change / Improving Care Systems 

F. Social Work Foundation Training 

G. Post Graduate Training 

H. Funding & Training for End-of-Life Care Research 

I. Identifying a Research Agenda 

      J. Leadership for Social Work

(See Figure 1)

With the categories of anticipated challenges as a foundation, the second phase of the workshop focused on identifying a set of activities, projects, proposals, and recommendations that can respond to the anticipated challenges. A total of 232 options were generated by the participant  working groups.  (See Figure 2)

During the next step of Phase 2, each of the teams reviewed the set of options they had generated and selected those they believed should form part of the profession’s agenda on end-of-life care.  Participants considered the following characteristics of these options for meeting challenges: potential impact of the option on identified challenges; the feasibility of an approach; the existence of funding for the option; the potential for building on existing projects and programs; and the expertise needed to implement the option at both the individual and national level and gain buy-in.

In the final phase, the 10 key options identified to strengthen the field and to create change were prioritized.  Thought was given to the possible sequencing and timing of these options and the opportunities to build one upon another to move the field forward.  The results are displayed in the proposed Priority Agenda.  (See Figure 3.) 

A core assumption is the need for training and service delivery models that are culturally-relevant and able to address needs of persons across the life span. 

CONCLUSION

The agenda resulting from this summit represents a strong statement from the social work profession.  It goes a long way toward helping those concerned with end-of-life and palliative care issues speak with a unified and amplified voice, and those who view the results will appreciate the significant effort that was required to produce the findings.  Nevertheless, it should be viewed as a flexible working document.  It is open to revision, reconsideration, and refinement. The format of the documents allows additional voices to be added, rethinking of the current results, and influences from changes in societal conditions.  For the immediate future, however, the agenda produced by these 34 experts can be used as a reliable guide for funders, researchers, practicing social work professionals, and others concerned with end-of-life and palliative care.

FIGURE 1: CATEGORIES OF CHALLENGES

“What are anticipated challenges related to end-of-life and palliative care – within the policy, research, education, and 
practice domains of social work – that need to be addressed during the next decade?”

Highlighted items are those considered by the group to be the most critical challenges
A. Defining End-of-Life Care 

· Need for a change of terminology from end-of life care (negative connotations—people do not seek services until last minute) (3) 

· Need for clarity and basic understanding of hospice care, palliative care, end-of-life care, comfort care (26) 

· Removal of society and societal barriers to end-of-life care (34) 

· Conflicting definitions of what effective end-of-life care is (81) 

· The larger society has no clear consensus regarding expectations around the provision of end-of-life care (107) 

· Need for increased public engagement surrounding what constitutes quality end of life care, specifically psychosocial care (137) 

· Need to define: hospice care, palliative care, how they are alike/different, overlap, benefits of each, how to assess appropriate level of care (172)

· Interpretation of the needs of individuals/families experiencing and coping with the sudden ending of life from accident, violence, terrorism, disease, suicide (210)


B. Role of Social Work in end-of-life Care 

· Development of a clearly defined role for social work in pediatric palliative care must be addressed (22) 

· Lack of understanding of importance of social factors, psychosocial component, emotional aspects, financial needs, and spiritual involvement (28) 

· Advocacy role: outreach, inreach, one person syndrome, respect and dignity, community involvement, understanding/acceptance of role and function (35) 

· Inability to articulate roles and contributions of social workers in End-of-Life care and interventions and with interdisciplinary teams in multiple settings (43) 

· Failure to ensure that palliative and end of life care is expanded beyond health care into the systems where social work has a presence  (48) 

· Need for clarity in defining the social work role in end-of-life care (68) 

· Conflict between social work and nursing roles in many health care settings (69) 

· Need to articulate role of social worker on palliative care and end-of-life teams (88) 

· Shortages of social workers exist in the arenas of health care and end-of-life care (99) 

· Palliative care as a concept has yet to be fully defined, so it lacks clarity and consistency regarding social work role (104) 

· As a profession, social work has not done a good job of marketing its roles, leading to confusion about when to call and what to expect (108) 

· Expand social work capacity in this area to disaster relief, EMS, funeral homes, senior centers, etc. (130) 

· Need for agreement in the field on basic and advanced competencies (140) 

· Increased need for defining what is unique about social work intervention at the end of life (143) 

· Demand and need for defining specialization in the field (150) 

· Defining the roles of social work in palliative care (160) 

· Documenting social work outcomes in palliative care: patient satisfaction, improvement in quality of life and value added (161) 

· Marketing the social work role (studies, documentation and human interest stories) (166) 

· There is a need to define the role of social work in hospice care and in palliative care (170) 

· Aversion to end-of-life practice (179) 

· Lack of information regarding non-medical services including social work services (185) 

· More research-based information needs to be disseminated to consumers as well as providers regarding social work interventions and end-of-life care  (196) 

· There is a shortage of expert social work practitioners to assist families in many communities and community agencies (198)

· Interdisciplinary competition for leadership, roles, & reimbursement, in end-of-life (211)


C. Attitudes and Perceptions 

· Removal of provider barriers to end-of-life care (30) 

· Removal of health care professional barriers to end-of-life care  (32) 

· Lack of outlets for discussion of end of life care issues on an interpersonal level (66) 

· Existence of the perception that anyone can provide the social worker's role in end of life care, i.e. volunteers, nursing, etc. (100) 

· Social workers may be employed in institutions that do not see end-of-life care as a primary service role even though deaths may frequently occur there (102) 

· Although concept of palliative care promotes integration of services, social workers may find they are working with/between "parallel silos" (105) 

· Social workers may have consciously selected this profession as an attempt to avoid "science" (109) 

· Social workers often lack confidence in their competence (114) 

· Social workers typically minimize their own contributions (115) 

· 
Social workers may defer care to medical professionals as they often feel ill prepared to contribute to provision of pain and symptom management  (118) 

· Social workers typically work in host agencies/organizations (119) 

· Social workers typically perceive that others dismiss them and their contributions (120) 

· Social workers may not be comfortable asserting themselves in team meetings (122) 

· Social work values encourage tolerance and respect of differences—dying often generates existential crisis which they may feel ill equipped to address (125) 

· Essential to training is one's own quest for meaning/purpose (133) 

· Broadening of the medical model of care. Social workers are not looked to as team leaders to facilitate end-of-life transitions. (152) 

· Conflict between team members regarding the services that are needed (190)


D. Defining Scope and Standards of Practice 

· Development of an appreciation of the cultural factors relative to end-of-life care which involve cultural sensitivity, competency, and diversity (29) 

· Demand for assessing, re-assessing and establishing appropriate patient and family care plans (37) 

· Existence of a tendency to see grief and bereavement as a process that needs therapeutic intervention (50) 

· Lack of comprehensive assessment tools  (61) 

· Need for all social workers to be able to intervene to assist clients in end-of-life decision making (65) 

· Develop evidence-based competencies for social work practice at end-of-life (76) 

· Need for interdisciplinary skills to be an effective member of palliative care teams (78) 

· Need to develop social work-based assessment instruments that contribute to the quality of life at the end of life (90) 

· Lack of age-appropriate tools for children with terminal conditions at the end of their life (96) 

· Competence standards need to be integrated into ongoing social work supervision and annual evaluation (97) 

· Social workers lack standards regarding minimal expectations for competent practice in end of life or palliative care  (101) 

· Social workers are challenged to establish their own standards in end of life care, given lack of professional training to do this work  (117) 

· Social workers may not document/report interventions in language of the host environment, undermining importance of contributions (121) 

· Social workers often work independently, with minimal interaction with or support from colleagues (123) 

· Time pressure is enormous for social work. Temptation is to get the job done (134) 

· Demand for more effective, practical clinical tools to assist in the field (designed by social work for social work) (142) 

· Need for "best practice" standards for addressing difficult ethical issues at the end of life (154) 

· Developing leadership of social workers on ethics committees—knowledge and skills in bioethics, committee placement, leading roles (168) 

· Demand for skillful interdisciplinary practice (177) 

· Demand for cultural understanding and culturally appropriate skills (178) 

· Best practice models in end-of-life care need to be developed and disseminated to the social work community (199) 

· A consensus is needed about the competency requirements (200)


E. Policy Change / Improving Care Systems 

· Changes in Medicare policy from a medical model of care to a more comprehensive psychosocial model (1) 

· Changes in Medicare policy regarding triggers for palliative care and reimbursement for services (2) 

· Need to enhance the concept of palliative care within the medical and health care reimbursement communities (4) 

· There continues to be a lack of social work services for siblings of pediatric patients undergoing end of life care (21) 

· There is a demand for advocacy at the governmental level to improve care and reimbursement for pediatric palliative care patients (24) 

· Removal of health care delivery system barriers to end-of-life care (33) 

· Interrelation of life and living, death and dying and the necessity of utilizing a variety of resources for patients and families (36) 

· Failure to acknowledge the contribution of social workers who provide services to persons at end-of-life particularly provision of mental health services (51) 

· Need for the role of social work to be recognized in policy for Medicare/Medicaid reimbursed palliative and end-of-life care (73) 

· Need for more patient/consumer input into the Medicare guidelines regarding initiation of hospice services (92) 

· Recognition of unique needs of the underserved can drain resources for greater social change (106) 

· Social workers may lack adequate preparation for end-of-life and bereavement care (116) 

· Necessity for increased advocacy for palliative care reimbursement that includes psychosocial intervention (135) 

· Conflict between true palliative care and the medical model (149) 

· Increasing number of different cultures facing end-of-life issues (151) 

· Changing demographics of persons facing the end of life (153) 

· Need for Medicare reform (156) 

· Assuring finance streams for social work interventions - advocate reimbursement for social work services (167) 

· There continues to be a problem reaching underserved populations and a need to increase access (171) 

· Failure to treat children and adolescents on par with adults (181) 

· Shortage of needed resources to ensure family stability during the dying process (182) 

· Lack of end-of-life care offered to youth—providers and/or parents fail to access these services, equating them with "giving up on the child/youth" (188) 

· Lack of services that are appropriate for children of color who are living in poverty—culturally specific interventions for marginalized populations (189) 

· The social work profession needs to advocate for policies that mandate (and reimburse) psychosocial care for those dealing with end-of-life (201) 

· 


· Increases in funding, public programs and private insurance, for care and services - social work needs to be a major force in advocacy in this area (207)

F. Social Work Foundation Training 

· Need for government policies that provide interprofessional student stipends and internships for practice in end-of-life and palliative care (5) 

· Development of resources, materials and faculty development regarding infusion of end-of-life and palliative care content within basic social work curriculum (7) 

· Need to enhance concept of teaching across lifespan and including end-of-life care, grief and loss as part of lifespan teaching (8) 

· Need to include curriculum content about social work and advanced directives in the foundation curriculum (policy, practice, etc.) (9) 

· Lack of foundation textbook content on death, dying, grief, and loss should be addressed (12) 

· Lack of, or limited opportunities for end-of-life/palliative care continuing education of social work practitioners should be addressed (15) 

· Inadequate literature and curriculum related to impact of ethnicity and culture on end of life care (18) 

· Inadequate literature and curriculum specifically related to pediatric palliative care (19) 

· Need for practical training regarding communication, non-pharmacological pain, symptom interventions, and coordination of care for pediatric patients (23) 

· Need to articulate the end-of-life content, skills, and competencies required for social work students and the optimal targeting for this training (39) 

· Need for across the board training of health and gerontological social workers to provide competent end-of-life care to persons who are dying and family members (40) 

· Need for training of all social workers to respond to issues of grief, loss and bereavement in multiple settings and contexts (not just death related) (41) 

· Development of a social work curriculum that integrates death and dying issues into the overall curriculum (49) 

· Lack of commitment in social work education to the infusion of information on end-of-life care in their curriculum, therefore it  tends to be taught as an elective (52) 

· Need all social workers to have a minimum level of knowledge of end-of-life care issues (64) 

· Develop curriculum for integration/specialization in end-of-life care in graduate social work (75) 

· Changes in course content and process to prepare social work students to end-of-life-care (77) 

· Limited attention to skills and knowledge for working effectively with family members faced with end-of-life decisions (79) 

· Inadequate attention given to cross-cultural issues related to end of life care (80) 

· Need for increased education in training in end-of-life and palliative care for social workers (82) 

· Lack of curricular materials in end-of-life and palliative care in schools of social work (83) 

· Need to infuse content of end-of-life and palliative care in undergraduate, masters level, and doctoral level social work training (84) 

· Need to develop concentrations in end-of-life and palliative care at the masters and doctoral levels (85) 

· There is a shortage of interprofessional training opportunities for social workers in palliative and end-of-life care (87) 

· Need to develop closer affiliations between schools of social work and practicum settings (91) 

· Increased opportunities needed for students to receive standards of end-of-life care and Palliative Care in course work outside of health care / geriatric courses (94) 

· Increased opportunities needed in ongoing education and schools to explore cultural variations that impact end-of-life care (95) 

· Need for more education for social workers in end-of-life care (98) 

· Training venues must teach need to document outcomes as prelude to quality research, evidence based planning and treatment, cost effectiveness, etc. (128) 

· Lack of sufficient education around spiritual and cultural issues at the end-of-life (141) 

· Shortage of training in non-pharmacology pain management such as massage therapy and relaxation therapy (155) 

· Need for a comprehensive curriculum that addresses end-of-life issues for individuals, families, groups and institutions (157) 

· Developing clinical skills in palliative care / end-of-life care through MSW curricula (including knowledge, skills, and attitudes required) (162) 

· Need to establish comprehensive curriculum in colleges and universities addressing needs of patients and families at end-of-life (169) 

· There should be linkages between hospices/palliative care clinical programs and Schools of Social Work  (173) 

· Insufficient preparation of social work students for work in end-of-life care (176) 

· Knowledge of children's needs during end-of-life care is very limited. Parents make treatment decisions and children are under-medicated for pain (183) 

· Failure to provide practice and research training for end-of-life care—pediatric population  (187) 

· There is a lack of content on end-of-life care in social work education on the graduate and undergraduate level (191) 

· Standards for inclusion of content on end-of-life must be developed to guide social work training programs (192) 

· Need to identify specialized knowledge and skills needed to provide end-of-life and palliative care (203)

· Need for faculty development (for social work faculty and faculty of other related professions) to better prepare them/us to teach content on end-of-life care and social work (212)


G. Post Graduate Training 

· Need to provide opportunities for continuing education in end-of-life and palliative care for social work practitioners (11) 

· There is a demand for standards and training modules for social work supervisors regarding end-of-life care issues in pediatrics (25) 

· Increase in training and knowledge base of social workers in hospitals, hospices, nursing homes, home health agencies, and other settings (27) 

· Need to develop post-masters fellowship programs in palliative care for social work (86) 

· Organizations may not adequately support professional development of social work staff (124) 

· Social workers lack credentialing, licensure or other certification indicating possession of a specific set of skills in end-of-life or palliative care (126) 

· Think about advanced certification for social work and end-of-life care. A licensing exam? All in effort to enhance abilities/confidence/status (131) 

· Think about a way to highlight social work in model centers. Fellowships? (We might work top-down / bottom-up) (132) 

· 
Shortage of affordable, hands-on clinical enhancement education for social workers in the trenches (146) 

· Promoting continuing education on palliative care.  (163) 

· Thinking through the need for a palliative care specialty (164) 

· Need for understanding of ethical and clinical issues and norms for addressing them—articles, case materials, training modules, CEP (180) 

· Need for more affordable, accessible and discipline-specific continuing education in social work assessment and intervention in end-of-life care (193) 

· Need for more interdisciplinary training in end-of-life care among health care professions (194) 

· Need to offer specialized training / continuing education to practitioners. Practice standards should be developed (204) 

· Develop recommendations for post graduate education and continued learning (208)


H. Funding & Training for End-of-Life Care Research 

· Need to provide practice research monies to demonstrate the efficacy of services in primary care practice settings (14) 

· Increase the opportunity for practice/academic partnerships in research (16) 

· Need for increased financial support and opportunities for research in end-of-life care and social work (46) 

· Shortage of funding for social work research in end-of-life care (53) 

· Failure of other professions and funders to acknowledge social workers as having research skills (54) 

· Many organizations are only now beginning to require interventions to be "data-drive and outcome oriented" (110) 

· Clinical social workers often lack competence to initiate independent research (111) 

· Social work research is compromised when clinicians are not supported in their dual role as researcher (112) 

· Funding opportunities are limited for social work researchers, and MSWs may not be successful in competitive reviews for limited resources (113) 

· Promotion of research skills through curriculum (165) 

· Failure to provide sources of research funding—by comparison, the National Institute for Nursing Research  (186)


I. Identifying a Research Agenda 

· Need to support research for interventions that promote earlier use of end-of-life and palliative care services (13) 

· Lack of social work participation in qualitative and quantitative research related to end-of-life care (20) 

· Failure to conduct appropriate research and to utilize applied research to enhance social work practice (38) 

· Demand for qualitative research for understanding and working effectively with culturally diverse populations in end-of-life care (42) 

· Serious gaps in research on interventions and documenting effectiveness of social work interventions in end-of-life care  (44) 

· Need to expand understanding of needs and experiences of persons dying with less predictable death trajectories (45) 

· Need to develop, document and evaluate program innovations in end-of-life care (47) 

· Failure to conduct research in communities of color (63) 

· Lack of research regarding end-of-life care issues from practitioners who deal with such issues daily  (70) 

· Need for documentation of successful social work interventions in end-of-life care (71) 

· Synthesize and increase the social work research that demonstrates effectiveness of social work research for improved outcomes for end-of-life care (74) 

· Lack of evidence based practice can make us vulnerable to critics (93) 

· Lack of outcomes based research in the field of social work and end-of-life care (138) 

· Need for collaborative research conducted by academics, advocates and clinicians in the trenches (139) 

· Need for additional research on impact of non-pharmacological and psychosocial interventions on care at end of life (i.e. Mary Raymer’s work) (158) 

· Shortage of data regarding the impact of dying process on families and communities of color (184) 

· There is a dearth of practice evaluation research in the field of end-of-life care (195) 

· There is a lack of social work research on the psychosocial factors influencing individuals, families, groups and communities facing the end-of-life (197) 

· Development of best practices is needed within the research agenda  (205) 

· Development of dissemination strategies for research findings and best practices (206)

· Evaluation of quality of care across care settings (NH, Hospice, Hospital) (213)


J. Leadership for (Macro) Social Work 

· Absence of social workers on editorial boards of major journals that address palliative care (55) 

· Lack of organizational capacity at a national level to advocate for needed changes (56) 

· Absence of a strong cadre of social work leaders with "name recognition" in end-of-life care as exists in medicine and nursing (57) 

· Inability of the profession to effectively address image problems that set  us apart from other disciplines (59) 

· Inability to communicate effectively (60) 

· Shortage of macro-practice models (62) 

· Need for social workers to take lead in facilitating discussions of controversial issues in end-of-life care  (67) 

· Need for social work leadership in collaborative efforts in end-of-life care (72) 

· 
Important to develop the advocacy role of social work around palliative and end-of-life care in a variety of forums (89) 

· Although social work as a profession has a long history of policy advocacy, most individual practitioners are not politically active (103) 

· Social workers should be prepared to be involved in policy—on a local and national level (127) 

· Confidence building to enhance leadership potential by strengthening skills in ethics, communication, documentation (129) 

· Failure to provide leadership in cultural awareness issues at end-of-life (147) 

· Changes in national politics and priorities (148) 

· Need to collect, synthesize and differentiate information about what social workers, social work organizations and the social work profession are doing to advance social work in end-of-life care (209)

FIGURE 2: CATEGORIES OF OPTIONS

“What are the options, which, if adopted, will contribute towards meeting the anticipated challenges in each category?”

A. Defining End-of-Life Care 

· Conduct market research to determine public values, attitudes and knowledge about end-of-life/palliative care, choices and expectations (insure representation) (1) 

· Disseminate products (e.g. consensus statement) to social work professionals AND all other disciplines via professional. journals, newsletters, national meetings, websites...  (2) 

· Develop consensus-building initiative with national professional organizations (with consumer input) to develop a common lexicon around end-of-life/palliative care (e.g. CAPC-Norms initiative, NIH, White House conference) (3) 

· Create public awareness & education campaign regarding end-of-life/palliative care, especially psychosocial dimensions (e.g. Last Acts- media initiatives, consumer groups) (4)


B. Role of Social Work in End-of-Life Care 

· Establish a national work group to define the role of social work in end-of-life and publish a competence report & disseminate it

· (Social workers need to tell their own story) (5) 

· Defining generalist vs. specialist roles 

· (Ber., hospice, culture, pediatrics, palliative care, end-of-life) within social work (6) 

· Gather existing documentation (articles, books, multi-media productions, research articles) that address psycho-social factors in end-of-life care (7) 

· Work collaboratively with organizations (within a national work group) to develop a consensus (re: the evolving role of social work in end-of-life care) (8) 

· Partner with non-medical professionals to highlight the importance of the psychosocial and spiritual components of end-of-life care (9) 

· Gather existing info about social work role in end-of-life care across all settings & all stages of the lifespan (10) 

· Create a meta-analysis from the literature on the distinct social work role and corresponding competencies needed for end-of-life care (11) 

· Identify/ describe/ study the functions & roles of social work through task analysis (i.e. brokerage, counseling, advocacy) in end-of-life and palliative care (12) 

· Conducting outcome research documenting social work interventions as related to QOL (quality of life) and effective use of healthcare resources (13) 

· Research the efficacy of end-of-life social work interventions (14) 

· Conducting research to identify the prevalence of end-of-life care across the fields of social work practice (15) 

· Develop consensus (re: basic end-of-life competencies and disseminate the findings to social work and the public) (16) 

· Integrate end-of-life concepts seamlessly through social work education (BSW, MSW, post-grad) (17) 

· Create an access point (i.e., web based?) of social work knowledge and research related to end-of-life specific settings, populations & conditions, including various death trajectories (18) 

· Advocate for the inclusion of social work roles in end-of-life care in federal legislative, regulation and accreditation bodies (19) 

· Expanding the role of social work from healthcare to disaster relief, EMS, funeral homes, senior centers, schools, workplace, etc. (20) 

· Conduct national focus groups with consumers (and social workers) re: the publics’ perceived role of social work at end-of-life (21) 

· Creating a network (or umbrella org) such as the international coalition to promote social work in end-of-life care with advocacy as a focus, (i.e. national coalition for social work in end-of-life and palliative care) (22) 

· Write a commissioned white paper summarizing the salient points of this work (23) 

· Identify the distinct relationship of social work and its collaborative role in interdisciplinary teams (24) 

· Lead partnerships with allied groups and consumers to raise public support for improved end-of-life care (25) 

· Develop and implement a training strategy for social work to assume leadership within the end-of-life movement (26) 

· Develop profiles of social work stars— those leading the end-of-life care movement and distribute to the media (27) 

· Obtain funding to develop & implement a strategic plan for marketing social work and end-of-life care (28) 

· Commission a movie/book/screenplay for the popular media demonstrating effective social work roles in end-of-life care (29) 

· Design a comprehensive national communication campaign on the importance of the role of social work in end-of-life ( i.e. Last Acts media campaign) (30) 

· Create chat room for dialogue (38)


C. Attitudes and Perceptions 

· Develop training program to enhance  competencies in end-of-life care for educators and practitioners (31) 

· Promote research on contributions of social work in end-of-life, palliative care and grief (32) 

· Conduct research on efficacy in  social work interventions in end-of-life, palliative care and grief  (33) 

· Interdisciplinary advocacy for legislative change in end-of-life, palliative care and grief (34) 

· Mandate reimbursement for social work services (35) 

· Training program in non-pharmacological treatment of pain, suffering, and symptom management  (36) 

· Advocating for changing terminology in end-of-life, palliative care and grief care (37) 

· Develop a clear definition of the social workers role (39) 

· Set up a certification in end-of-life care and social work modeled after ELNEC /EPEC (40) 

· Create a generic tool to institutionalize end-of-life, palliative care and grief concepts in the health care delivery process (42) 

· Use current  list serve for social work & palliative care for practitioners to share challenges and seek feedback (43) 

· Remove barriers to social work by developing life span infusion curriculum addressing end-of-life, palliative care and grief (44) 

· Create an educational campaign promoting social work role in end-of-life, palliative care and grief (45) 

· Mandate social work supervision for those in health & long-term care settings (46) 

· Develop clear competencies for social work in end-of-life, palliative care and grief (47) 

· Adopt programs facilitated by social workers which provide support for staff working in end-of-life, palliative care and grief (48) 

· Publish 60 case studies of team functioning (culture) in practice and practice recommendations (49) 

· Promote development of a social work national advocacy group for legislation (50) 

· Develop a national mentorship model with social work leaders in end-of-life, palliative care and grief (51) 

· Present an educational campaign promoting end-of-life, palliative care and grief social work (52) 

· Establish orientation to social work in all major teaching hospitals for international team members (53) 

· Establish outcome-based practice/principle guidelines in end-of-life, palliative care and grief (54) 

· Promote visibility of social work through teaching end-of-life, palliative care, and grief issues (e.g., grand rounds, seminars) (55) 

· Create skill building tools—kit for social work on an interdisciplinary team (56) 

· Conduct national study of role, function, and competencies in social work in end-of-life, palliative care and grief (57) 

· Host an annual presentation at national/regional conference on social work practice in end-of-life, palliative care and grief (58) 

· Develop faculty institute at Council on Social Work  Education for leadership training in conflict management in end-of-life, palliative care and grief (59) 

· Establish symptom management as part of skill set for social work (60) 

· Engage social work in multi-disciplinary teaching forums in end-of-life, palliative care and grief (61)


D. Defining Scope and Standards of Practice 

· Develop definitional clarity and consensus on terms such as end-of-life and palliative care (62) 

· Seek funding to develop standards of practice (64) 

· Develop strategies for collaboration with National Association of Social Workers, Hartford, and Council on Social Work Education - review ethics and how National Association of Social Workers addresses standards of care (65) 

· Identify what are the best practices based on the evidence from consumers professional, providers and educators (66) 

· Develop competencies, standards, and integrate into testing and informal evaluation structures (67) 

· Develop standards based on research evidence and expert consensus (68) 

· Create a home for ongoing collaboration and updating of end-of-life standards for practice (69) 

· Review applicability of existing ethical decision making frameworks and codes of ethics vis-à-vis end-of-life care cases (70) 

· Use evidence from consumers professional providers to determine what are the ethical issues (71) 

· Convene group of experts on end-of-life care to draft standards of practice (72) 

· Define competency required for culturally sensitive end-of-life care (73) 

· Develop best practices (case materials/clinical tools) and disseminate widely and creatively (74) 

· Initiate interdisciplinary team training for the end-of-life team across settings (75) 

· Differentiate discipline specific versus discipline spanning competencies (76) 

· Using research evidence what are the cultural factors in end-of-life care (77) 

· Identify the interrelationship of end-of-life care issues with other curricular content in social work education (78) 

· Conduct culturally diverse focus groups to elicit individual/family/caregiver/other professions input to establish standards of practice (79) 

· Develop strategies for infusion of end-of-life content in social work foundation courses and social work continuing education (80) 

· Work with standard setting boards in other professions to develop complementary interdisciplinary standards (81) 

· Develop standards of care for social work which include all situations, age groups, and settings (82) 

· Develop strategies to support sound practice in light of organizational barriers (83) 

· Develop training models and curriculum designs to address interdisciplinary teams, best practices and ethical issues (84) 

· Disseminate developed standards or practice through leading end-of-life care organizations and institutions (85) 

· Develop strategies for highlighting end-of-life care issues in National Association of Social Workers delegate assembly and other relevant venues (86) 

· Translate scholarly products into modules and into curriculum (87) 

· 
Participate actively in CAPCE norms project in adequate numbers, and feeding back into social work profession (88) 

· Develop social work assessment tools appropriate for clinical practice at end-of-life (89) 

· Create research to teach initiative to translate existing literature for practitioners (90) 

· Design assessment instruments based on the evidence (91) 

· Seek funding to research, write, and disseminate a white paper on best practices on social work and end-of-life care (92) 

· Develop strategies to work with the practice guidelines coalition, the Campbell collaboration and the IASWR task force on evidence based practice (93) 

· Ensure that standards developed encompass a broad definition of end-of-life care from life threatening illness through bereavement—chronic illness and sudden death etc. (94) 

· Coordinate information on competencies that many different groups are doing. Analyze what is already out there (95)


E. Policy Change / Improving Care Systems 

· Assure that Medicare coordinated care demonstrations include social work and address end-of-life care (96) 

· Educate funders (re: how end-of-life care is related to their mission) (97) 

· Initiate a media campaign to educate (re: social work’s role in end-of-life care) (98) 

· Promote interdisciplinary and interorganizational advocacy agenda—to move toward a psychosocial model (99) 

· Designate social workers to join and become active members of existing (national) palliative care organizations, committees, etc. (100) 

· Inventory of organizations in end-of-life care—identify foundations that provide funding (101) 

· Create a commission or office within Department of Health and Human Services for end-of-life care with social work involvement (102) 

· Develop family-centered palliative care model based on health and service needs of persons with chronic and life-threatening conditions  (103) 

· Create a policy / legislative agenda for care delivery systems (104) 

· Develop collaboration with organizations already active in policy issues (105) 

· 
Develop organizational structure to address policy for social work in end-of-life care (106) 

· Revise structure for third party payment to reimburse the range of palliative care services (107) 

· Conduct regulatory administrative review of Medicare policy (financing) and make recommendations for social work action (108) 

· Advocate for change in reimbursement model (109) 

· Define role of social work in improving care systems for end-of-life care (110) 

· Develop a model policy for reimbursement of psychosocial services (111) 

· Develop national advocacy initiative to address financial barriers to social work services (112) 

· Create policy that addresses equal access to social work and end-of-life palliative care services regardless of income, living situation, or age (113) 

· Develop / improve care delivery systems that provide equal access for underserved populations with diverse needs (114) 

· Promotion of palliative care as standard of care / best practice / norms for health care services (115) 

· Recognize and address specific needs of children, adolescents, and younger adults for service delivery (116)


F. Social Work Foundation Training 

· Create an information clearinghouse (annotated bibliography, list of post-MSW/Ph.D. training programs in end-of-life/pc). Use End-of-Life/Palliative Care Resource Center (EPERC) website (117) 

· Identify funding to develop curriculum/faculty training program (proposal in development) (118) 

· Attach workshop training sessions to established meetings (e.g., National Association of Social Workers, American Sociological Association) (119) 

· Leverage academic leadership (e.g., Deans, Center for Social Work Education, program credential bodies) (120) 

· Make awards for excellence in texts, teaching, programs, and leaders (121) 

· Leveraging existing aging & social work education networks (e.g., GEC, GRECC- Caring for a Patient with Dementia, The National Area Health Education Network, National Association of Social Workers, American Sociological Association, GSA) (122) 

· Identify opportunities in authorizing legislation for training/education programs for end-of-life mandates (e.g., BHP/HRSA VA, National Institute of Health) (123) 

· Develop a toolkit for faculty training—could be limited to curriculum (124) 

· Add questions to state licensing exams (125) 

· Develop a curriculum—infused into core courses, modules, and train faculty (re: End-of-Life Nursing Education Consortium project) (126) 

· Develop institution "rotations" or exchanges (127) 

· Analyze existing curriculum, texts, CE programs to identify content (128) 

· Develop casebooks including attention to diversity (129) 

· Develop sc practice literature in end-of-life - e.g., Journal Series Educational Materials, commission a textbook (130) 

· Fellowships - Look at MD, RN, Financing, Standardize, HOW? (131)


G. Post Graduate Training 

· Build community based interdisciplinary mentoring programs (132) 

· Nationalize successful state initiatives (i.e. W.V.) [writing workshops with scholarships for writing stories of how social (133) 

· Develop a web-based clearinghouse for post-grad, C.E. resources for end-of-life practice (134) 

· Commission a taskforce to determine cost/ benefits of licensure, certification or credentialing for social work in end-of-life care with recommendations re: organization, structure, governing body, etc (135) 

· Promote the passage of (state-by-state) legislation requiring 3 hours of CEU's per licensing period, for end-of-life care (136) 

· Create & implement models for interdisciplinary post-grad education (137) 

· Require end-of-life content in each state's licensing exam (138) 

· Develop & fund post-grad fellowship programs in end-of-life care for social work (139) 

· Identify all existing post-grad programs for essential content & establish a forum for future programs (140) 

· 
Develop web-based programs to be disseminated & accredited through national organizations (141) 

· Develop & approve curriculum in post-grad social work competencies in end-of-life care (142) 

· Identify specific content/ skill needs for specific populations (i.e. HIV, pediatrics, bereavement, cultural diversity, etc.) (143) 

· Develop practice standards of end-of-life care for social work (144) 

· Develop a national marketing initiative for continuing end-of-life education for social work (145) 

· Identify a recognition award program to honor & highlight individuals & organizations who model excellence in end-of-life care (146)


H. Funding / Training for end-of-life Care Research 

· Develop an agenda of pressing research questions (147) 

· Establish academic and clinical partnerships to fund culturally sensitive best practices research and training (148) 

· Identify all relevant sources of funding currently available (149) 

· Increase the number of social workers conducting funded and unfunded research including students (150) 

· Work to be part of clinical research teams in end-of-life care (151) 

· Integrate social work research agenda into larger palliative care research agenda (152) 

· Discover effective strategies to align with other professions around research (153) 

· Create examples of end-of -life research that can be pursued as BSW, MSW, PhD class assignments  (154) 

· Demonstrate how existing curricula and measures can be applied to improve research skills (155) 

· Increase visibility of end-of-life research at SSWR and other social work national conference- All Soros recipients should present findings at social work research conference (156) 

· 
Create awards for innovative end-of-life research at different levels (157) 

· Collaborate geriatrics and other related social work areas such as trauma in establishing and advocating for a research agenda (158) 

· Discover ways to excite practitioners to participate in research (159) 

· Develop an end-of-life slant on existing funding streams (160) 

· Create a research mentoring program (161) 

· As a field create a credible, prioritized research agenda in end-of-life care, taking into account previous research in other fields (162) 

· Create social work research fellowships – pre and post docs (163)

· Educate key decision makers about the importance of research on end-of-life care (164) 

· Encourage collaboration among social workers for research in end-of-life care (165) 

· Be aware of previous research (166) 

· Advocate for the National Center for Social Work Research to establish a funding stream (167)


I. Identifying a Research Agenda 

· Provide social work input to AHRQ PC norms section (169) 

· Advocate for government and foundation funding in end-of-life/ palliative social work research (170) 

· Request an inventory of funded research by NIH, VA, CDC, NCI (COG) (171) 

· Ensure social work representation on national research bodies involved in end-of-life care, (i.e. COG) (172) 

· Convene practitioners, researchers, policy makers to report on key research findings (173) 

· Create a journal of social work in end-of-life care for dissemination of research (174) 

· Generate data to establish need for change in policy (175) 

· Develop partnerships for research between schools of social work and community agencies (176) 

· Conduct both quantitative and qualitative studies to develop research base for social work in end-of-life care (177)

· Lobby SSWR and other organizations to become more receptive to addressing research in end-of-life care (178) 

· Request funding from NIH for research symposium/ conference (179) 

· Develop measures for effectiveness of social work interventions specific with children in end-of-life care (180) 

· Identify effective social work outcomes (desired outcomes) for intervention studies (181) 

· Develop consensus research on best practices in end-of-life care (182) 

· Develop listing of stakeholders (agencies, funders) to disseminate research agenda, outcomes, etc. (183) 

· Approach Duke Institute to fund social work end-of-life research (184) 

· Develop social work research agenda in end-of-life and palliative care (185) 

· Develop standardized measures to document effectiveness of social work interventions in end-of-life care (186) 

· Integrate psycho-social PC research across the behavioral health disciplines (187) 

· Conduct continuing education with practitioners in end-of-life care to build their capacity for research (188) 

· Establish competencies for research in end-of-life care (189) 

· Implement research studies that address disparities in racial, cultural, ethnic, etc. access to end-of-life services (190) 

· Establish research committee within an infrastructure for end-of-life care (191) 

· Encourage/ fund development of researcher/ clinicians at practice sites (192) 

· Promote/ educate MSW students on conducting end-of-life research with adequate skill training (193) 

· Develop research networks for multi-site intervention studies (194) 

· Identify institutional barriers and interdisciplinary team barriers to social work participation (195)


J. Leadership for (Macro) Social Work 

· Develop with support a social work advocacy network (196) 

· Strengthen social work leadership in LTC (197) 

· Organize a National Coalition (198) 

· Identify and support social work willing to run for National offices (199) 

· Propose NASW, CSWE and IASWR develop clearing house for E/P/C constituents (200) 

· Solicit coalition membership from a multiple organizations (201) 

· Participate in planning of major interdisciplinary conferences in E/P/C (202) 

· Develop a national E/P/C lifespan alert advisory board to reach out to journals and publishers (203) 

· Set up social work forum to examine Medicare regulatory issues and recommend needed changes (204) 

· Establish annual E/P/C summit with accountability measures in it (205) 

· Plan for E/P/C presentation to annual NASW conference (206) 

· Develop resource list of E/P/C social work experts in practice, research, and education (207) 

· Identify target change areas and hire lobbyists (208) 

· 
Develop guidelines for national policy (209) 

· Create a national panel to define and widely publicize social work skills and knowledge for E/P/C (210) 

· Identify social work point people who can respond to local controversial issues with our social work message (211) 

· Train social work in political advocacy (212) 

· Establish an E/P/C workgroup as part of NASW (213) 

· Send five E/P/C leaders to leadership training - to provide training at national/ state meetings (214) 

· Develop clout boards under national social work organizations auspices (215) 

· Identify CMS- social work allies to infuse social work standards into Medicare/ Medicaid structure (216) 

· Create a position paper on cultural issues related to E/P/C  (217) 

· Promote interdisciplinary research and disseminate results (218) 

· Link E/P/C social work coalition to interdisciplinary advocacy efforts (219) 

· Develop national advocacy campaign to support Medicare drug benefits and mental health parity (220) 

· Publish social work research in top journals (221) 

· 
Create a national ad campaign to promote social work in E/P/C (222) 

· Identify and promote E/P/C leaders to serve on editorial boards (223) 

· Initiate interdisciplinary research proposals to PDIA, NIH, and NIMH (224) 

· Emulate SWON's model of legislative alert (225) 

· Identify summit participants who will write about the summit (226) 

· Secure E/P/C funding for doctoral students (227) 

· Disseminate the summit recommendations to all social work organizations, leadership members and other constituencies (228) 

· Adopt or endorse existing position statements on end-of-life care (229) 

· Pursue and secure funding to promote leadership agenda (230) 

· Inventory social work experts in practice, policy, research and education (231) 

· Debrief Betsy Clark about summit recommendations and relevance for upcoming NASW summit (232)
FIGURE 3:  PRIORITY MAP OF SOCIAL WORK AGENDA FOR 
PALLIATIVE, END OF LIFE CARE AND GRIEF WORK (PEG)


APPENDIX A: SOCIAL WORK END-OF-LIFE CARE LEADERSHIP COMMITTEE, HELD NOVEMBER 16 AND 17, 2001
Carla Alexander, MD

Medical Director, National Hospice and Palliative Care Organization

Terry Altilio,  ACSW 

Department of Pain Medicine and Palliative Care

Susan Blacker, MSW, LCSW-C 

Director, Continuing Education Program in Psychosocial Cancer Care Chair, Palliative Care Education Sub-Committee

Christ, Grace, MA, DSW
Columbia University School of Social Work

Director, Social Work Leadership Development Award Program of Project on Death in America

Betsy Clark, ACSW, PhD

President

National Association of Social Workers
 



Alice Kitchen, LCSW 
Director of Social Work and Community Services 
Children's Mercy Hospital 


Lois Madden, RN, BSN, MBA

Assistant Director 

Duke Divinity School  
Judy Peres, LSW-C

Deputy Director of Last Acts

Partnership for Caring, Inc

Joan T. Panke, MA, RN, APRN
Executive Director, D.C. Partnership to Improve End-of-Life Care
Patricia Prem, MSW

Board Member, Project on Death in America

Mary Raymer, MSW, ASCW 

Social Work Selection Chair 

National Hospice and Palliative Care Organization 


Anita Rosen, PhD 

Council on Social Work Education

Kathy Sabatier, MS, RN

The Institute for Johns Hopkins Nursing

Nursing Leadership Academy in End of Life Care

Susan Taylor-Brown, MPH, ACSW, PhD 

Professor, Greater Rochester Collaborative MSW Program

Katherine Walsh-Burke, MSW, PhD 

Associate Professor, Springfield College School of Social Work 

Association of Oncology Social Work

Joan Levy Zlotnik, ACSW, PhD

Executive Director

Institute for the Advancement of Social Work Research




APPENDIX B: SOCIAL WORK SUMMIT ON END-OF-LIFE AND PALLIATIVE CARE PARTICIPANTS, HELD MARCH 20, 21, AND 23, 2002

Terry Altilio, ACSW

Department of Pain Medicine and Palliative Care

Beth Israel Medical Center

Elizabeth Mayfield Arnold, MSW, PhD

Wake Forest U. School of Medicine

Susan Blacker, MSW, LCSW-C

Director, Continuing Education Program in Psychosocial Cancer Care 

Chair, Palliative Care Education Sub-Committee

The Johns Hopkins Oncology Center 

Benjamin J. Broome, Ph.D.

Hugh Downs School of Human Communication

College of Public Programs
Karen Bullock, PhD 

Department of Social Work

University of North Carolina – Wilmington


Grace Christ, MA, DSW

Director, Social Work Leadership Development Awards, 

of Project on Death in America

Professor
Columbia University School of Social Work

Nancy Contro, LCSW 

Coordinator of Education and Research

Pediatric Palliative Care

Packard Children’s Hospital

Stanford University Medical Center

Ellen L. Csikai, PhD 

Assistant Professor School of Social Work

Stephen F. Austin State University 

JoAnn Damron-Rodriguez, LCSW, PhD

Partners in Care Foundation, Inc

Rosemary Gibson, MSc

Senior Program Officer

The Robert Wood Johnson Foundation


Lisa P. Gwyther, MSW 

Director, Family Support Program

Center for the Study of Aging and Human Development

Associate Clinical Professor of Psychiatry & Behavioral Sciences

Duke University Medical Center

Bernice Harper, MSW, MScPh, LLD

Medical Care Advisor to the Health Care Financing Administration
Henault-Cole, Donna

Graduate Assistant to Benjamin Broome

Hugh Downs School of Human Communication

College of Public Programs
Nancy Hooyman, PhD


School of Social Work

University of Washington


Judith Howe, PhD

Assistant Professor

Brookdale Department of Geriatrics and Adult Development

Mount Sinai School of Medicine;

Associate Director of Education and Evaluation, Bronx Veteran Affairs Medical Center

Director, Bronx Veteran Affairs Medical Center Interprofessional Palliative Care Fellowship Program;

Co-Director, Consortium of New York Geriatric Education Centers

Pamela Jackson, MS

Out-Reach Director

Intercultural Cancer Council

Jim Keresztury, LCSW, ACSW, MBA

Associate Director

Project on Death In America Social Work Leader

West Virginia Initiative to Improve End-of-Life Care

West Virginia Center for Health Ethics and Law

Robert C. Byrd Health Sciences Center of West Virginia University


Kathryn Kerr

Staff Specialist

Duke Institute on Care at the End of Life

Alice Kitchen, LCSW, MPA
Director of Social Work and Community Services 
Children's Mercy Hospital 


Betty Kramer, PhD

Associate Professor

School of Social Work

University of Wisconsin-Madison
Esther Langston, PhD

Director

School of Social Work

University of Nevada, Las Vegas

Marie M. Lauria, MSW, LCSW

Clinical Associate Professor in Pediatrics

University of North Carolina

Chair of American Cancer Society Advisory Group on Children and Cancer

Gwendolyn London, MDiv, DMin

Associate Director for Programming

Duke Institute on Care at the End of Life 

John Hope Franklin Center

Karen Nisley Long, MA

Last Acts, Care and Caring near the End of Life

Sallie Lynch

Program Assistant

Social Work Leadership Development Awards Program

of the Project on Death in America

Columbia University School of Social Work

Lois Madden, RN, BSN, MBA

Associate Director

Duke Institute on Care at the End of Life

Carol Marcusen, LCSW

President, Association of Oncology Social Work

Director of Social Services

USC/Norris Cancer Center and Hospital

Association of Oncology Social Work

Keith Meador, MD, ThM, MPH

Director

Duke Institute on Care at the End of Life

Duke Divinity School  


Shirley Otis-Green, MSW, LCSW, ACSW

Clinical Program Manager Psychoeducational Support

Supportive Care and Palliative Medicine Department
City of Hope National Medicine Center

Michael Pardy

Program Officer

Project on Death in America

Open Society Institute

Judy Peres, LSW-C, MSW

Deputy Director of Last Acts

Partnership for Caring, Inc.

Patricia Prem, MSW
Board Member,oject on Death in America 

Juan Ramos, PhD

Senior Advisor to the Director

Office of the Director

National Institutes of Health

National Institute of Mental Health


Mary Raymer, MSW, ACSW 

Social Work Selection Chair 

National Hospice and Palliative Care Organization 

Marilyn Lees Reinish, MSW, ACSW, LCSW

Ronald McDonald Children’s Hospital

Loyola University Medical Center

Ursula Robinson, MSW, LCSW

Hospice and Palliative care of Greensboro

Anita Rosen, PhD

Director of Special Projects

Council on Social Work Education
David Simpson, MA, LSW

Executive Director Hospice of the Western Reserve

Gary L. Stein, JD, MSW

Executive Director

New Jersey Health Decisions

Kimberly Strom-Gottfried, PhD, LISW

Associate Professor

School of Social Work

University of North Carolina at Chapel Hill


Susan Taylor-Brown, MPH, ACSW, PhD 

Professor 

Greater Rochester Collaborative MSW Program

Nazareth College 

Katherine Walsh-Burke, MSW, PhD 
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Julie Wechsler

Graduate Assistant to Benjamin Broome
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Arrow designates: �“of higher priority”


 Bulleted items in the same box are of equal priority


Numbers at end of each statement are item labels





Develop consensus statement for social work role in EPC work for broad dissemination (1)


Create a social work coalition of experts, institutions, organizations involved with EPC to promote advocacy, education, research and networking (3)








Produce a concise document that integrates and synthesizes research and practice-based literature about psychosocial factors and unique social work role in PEG care across all settings and stages of lifespan in an interdisciplinary context (2)





Develop competencies for social work in PEG care to guide and develop standards of practice and eventually include them in licensing and certification exams (6)





Create an information clearinghouse to increase public and professional awareness and conduct an educational campaign regarding psychosocial dimensions and social work role in PEG (9)





Development of Social Work PEG content for infusion into existing curricula (4)


Review federal and state authorizing legislation to identify funding opportunities for research, training and education in PEG, and develop an action plan for advocacy (5)


Directly approach public and private sources of funding for PEG Social Work research awards / grants (7)


Establish academic and clinical partnerships to develop collaborative research on the efficacy of PEG social work interventions to identify best practices (10)





Identify, create, implement and disseminate models for post-graduate continuing education (8)





Report of the Social Work Summit on Palliative and End-of-Life Care


March 20-22, 2002, Durham, NC








PAGE  
27

