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The Need for Caregiver Support

Who cares for the caregiver?  Burnout causes many paid and non-paid caregivers to stop caring, creating huge gaps in compassion and expertise.  Across the state, country or globe, treatments, programs and demographics vary greatly, and caregivers can learn from each other’s experiences, resources and programs.  The Health Cares Exchange Initiative, Inc. (HCEI) created a weeklong curriculum that allows multidisciplinary teams of issue-specific caregivers to visit peers and consumers in a diversely affected geographic area.  Eventually, teams from the host site will return the visit.

Capacity Building Workshops
HCEI has built voluntary networks of AIDS caregivers in Boston, Iowa, Kansas, Minneapolis, New York City and Michigan.  One of the goals of HCEI is to encourage collaboration between caregivers, local, nationally and globally.

In 1995 and again in 1996, HCEI invited multidisciplinary teams of AIDS caregivers from eastern Iowa to Boston for weeklong meetings with peers and consumers.   HCEI developed a unique round-table discussion style workshop format geared for mixed learning styles.  Iowa caregivers from varied backgrounds and levels of AIDS experience heard presentations and participated in round-table discussions on a variety of topics, committed to returning home and working together even more closely to provide comprehensive care for consumers.

While in Boston, caregivers visited two provider sites daily and focused on a variety of topics presented by providers and consumers from more than 30 community-based resources.  Topics included:

· AIDS and Mental Health

· Nutrition

· Permanency Planning

· Outpatient Care

· Women, Children and AIDS

· Dental Care

· Support Groups

· Burnout Prevention

· Incarcerated Persons

· Spirituality
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HCEI will secure meeting space and presenters in one of their many network cities, and work with you to identify an appropriate team of up to 15 caregivers, staff, and consumers.  HCEI staff will brief participants prior to their visit and will be on site during their weeklong experience, helping them to process their experiences and create personal contracts/action plans for their return home.  

Upon their return home, exchange teams will begin to implement a five-year plan for regional and local capacity building programs.  Participants will also be encouraged to host teams of caregivers from the city or region they visited.  Follow up surveys given at the end of each week-long exchange and every six months thereafter will document program impact and identify areas of additional interest or need, and HCEI will work with organizations to plan ongoing programs. 

HCEI Staff

A graduate of the University of Iowa and Interlochen Center for the Arts, R. Scott Boots founded the Health Cares Exchange Initiative, Inc. (HCEI) at Boston in 1992.  He has worked as a training and administration consultant to the Massachusetts Department of Environmental Protection and Department of Social Services, and served as Chair of Pastoral Ministry and Co-Chair of the AIDS Support Committee at Trinity Church in the City of Boston.  Scott has also completed intensive training sessions focussed on wellness at the Touch Therapy Institute in Cambridge, MA, and the Mind-Body Clinic at Boston’s Beth Israel Deaconess Hospital.  He has planned and facilitated burnout prevention and capacity building workshops for caregivers nationwide.

For more information contact Scott Boots at 617-499-7780, or at HCEI, PO Box 131, The State House, Boston, MA 02133.

