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“The whole fate of a family 
is determined by  

events that arise from (chronic) illness.” 
 
 

 
U.S. Representative Edward J. Markey 

At New England Family Caregiving Town Hall Meeting 
September 20, 2003 
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EXECUTIVE SUMMARY 

 
Family caregivers made history on September 20, 2003.    
 
On that sunny Saturday morning, 175 family caregivers and professionals who work with them gathered 
at the John F. Kennedy Library in Boston to voice their concerns and to articulate their dreams for a better 
quality of life for all family caregivers.  They were joined by expert panelists at the Boston site – and by 
another 200+ New England residents who participated in a live, interactive webcast of the event.  Some 
gathered at satellite sites in Massachusetts and New Hampshire, while others logged on via their personal 
computers in their homes. 
 
Background  
 
The New England Family Caregiving Town Hall Meeting came about thanks to the united effort of over 
40 community organizations throughout New England. A full list of community sponsors can be found 
later in  this report. 
 
The New England meeting was one of several town hall meetings organized by the National Family 
Caregivers Association (NFCA) as part of a year-long celebration of its tenth anniversary. NFCA is a 
non-profit organization, headquartered in Kensington, MD, that is dedicated to improving the quality of 
life of all of America’s family caregivers. 
 
Purpose 
 
From the outset, the committee adopted an inclusive approach, reaching out to include representatives 
from every organization concerned with the quality of life of family caregivers, regardless of the age or 
the diagnosis of the care recipients served by any particular group.  
 
The committee set a dual purpose for the event: 
 

1. To educate family caregivers about existing resources available to support them, and  
 
2. To increase public awareness, especially among policy makers, of needed changes that will 

improve the quality of life of family caregivers and their loved ones. 
 

Breaking New Ground 
 
The New England Family Caregiving Town Hall Meeting broke new ground by uniting consumer and 
provider organizations across the lifespan, with representation from family caregivers caring for children 
and younger adults with disabilities as well as those who care for the frail or disabled elderly, 
 
Participants opened a dialogue with government and business leaders, elected officials, and the media.  In 
addition, the town hall meeting provided valuable information about existing programs and services that 
can help family caregivers persevere in their vitally important role. 
 
Key Issues 
 
Comments by the panelists and by family caregivers dramatically highlighted the need for improvements 
in public and private sector policies to deal with: 
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• Financial Burden - Provide monetary relief for financially-strapped caregiving families – in the 
form of expanded federal and state tax credits, easing existing restrictions that prohibit direct 
payments to family members for providing care, and enacting paid family leave legislation. 

 
• Respite Care - Improve access to affordable, quality respite care, so that family caregivers can 

replenish personal energy and maintain their own good health.  Enact the federal Lifespan Respite 
Care Act. 

 
• Access to Information – Improve access to information about services and supports for family 

caregivers.  Public programs, employers, health plans, community agencies, and the media need 
to more effectively convey this information to families who could benefit from available 
supports. 

 
Follow-Up Action 
 
The town hall meeting sparked follow-up action.  Representatives of many of the 40 organizations that 
co-sponsored the event with the National Family Caregivers Association (NFCA) are mapping plans for 
an on-going family caregiving coalition to push for progress on key issues.  Also, NFCA will present the 
findings of the New England meeting at a National Town Hall Meeting on Family Caregiving in 
Washington, DC in February 2004. 
 
Thanks to the support of WGBH, the day’s entire proceedings can be heard on the WGBH Forum 
Network via the National Family Caregivers Association website at 
http://www.nfcacares.org/boston/html. The archive of the webcast and on-line chat can also be accessed 
through the above website. 
 
We thank all the partners, co-sponsors and financial supporters, listed below, who made this 
event possible. 
 
 
 
 
John Paul Marosy, Central New England Representative 
Caregiver Community Action Network (CCAN) 
National Family Caregivers Association 
 
 
 
 
 
 
 
 
 
For a copy of the full report, contact John Paul Marosy at (508) 854-0431 or 
jpmarosy@bringingeldercarehome.com 
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Co-Sponsoring Organizations 
 
Partners 
 
WGBH 
National Multiple Sclerosis Society – Central New England Chapter 
 
Corporate/Foundation Sponsors 
 
Gold Level  - Corporate 
GlaxoSmithKline 
Teva Neuroscience 
 
Bronze Level  - Corporate 
Benchmark Assisted Living 
Boston Private Bank & Trust Company 
Caritas Christi Healthcare System 
Hebrew Rehabilitation Center for Aged 
Partners Home Care 
 
Supporters 
Lifeline Systems 
Hotel Recovery  
Center For Health Policy and Research at   
University of Massachusetts Medical School 
 
Foundations 
Blue Cross Blue Shield of Massachusetts Foundation 
Jessie B. Cox Charitable Trust 
 
Sponsoring Community Organizations  
 

Key:   
Bold = financial contribution     
♦ = special in-kind contribution 

 
♦Leslie Ahern, Make A Difference Marketing 
AIDS Action Committee, Boston 
Age Center of Worcester Area, Inc. 
Alzheimer’s Association, Massachusetts Chapter 
Arc of Massachusetts 
American Parkinson’s Disease Association, Boston 
Aroostook County Area Agency on Aging, Presque Isle, ME 
Baypath Elder Services, Framingham, MA 
Boston Women's Health Book Collective/ Our Bodies Ourselves 
♦ Bringing Elder Care Home LLC 
Caregiver Alliance of Suffolk County (MA) 
♦Care4 LLC 
Caregiver Community Action Network - CT 
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Caregiver Community Action Network – MA 
Caregiver Community Action Network – ME  
Central Massachusetts Agency on Aging, West Boylston, MA 
Connecticut Division of Elderly Services 
Connecticut Association of Area Agencies on Aging 
Eldercare and Technology Matters, Gerontology Center of Boston University 
Elder Services of Merrimack Valley, Inc. 
Gerontology Institute, University of Massachusetts – Boston 
Health Care for All (MA) 
♦Home and Health Care Association of MA 
Home Care Association of New Hampshire 
♦HouseWorks, Inc., Newton, MA 
Jewish Family and Children’s Services, Boston, MA 
♦Joan Ditzion, Lesley University, Cambridge 
Lifetime Elder Care Solutions, Inc. 
Kit Clark Senior Services, Dorchester, MA 
Massachusetts Association of Councils on Aging 
Massachusetts Council for Home Care Aide Services 
Massachusetts Compassionate Care Coalition 
Massachusetts Executive Office of Elder Affairs 
Mass Home Care (state association of Area Agencies on Aging) 
♦Massachusetts Families Organizing for Change 
Massachusetts Gerontology Association 
Massachusetts Intergenerational Network 
Minuteman Senior Services, Burlington, MA 
Multi Cultural Coalition on Aging, Boston 
♦National Multiple Sclerosis Society, Central New England Chapter, Waltham, MA 
National Alliance for the Mentally Ill, Massachussetts Chapter 
National Association of Social Workers, Massachusetts Chapter 
Paraprofessional Healthcare Institute 
Parkinson’s Disease Association, MA 
♦ Partners Home Care 
Rewarding Work 
Seacoast Service Link, Portsmouth, NH 
ServiceLink of Belknap County, Laconia, NH 
ServiceLink of Coos County, Berlin, NH 
ServiceLink of Grafton County, Lebanon, NH 
ServiceLink of Manchester Area, NH 
ServiceLink of Monadnock County, Keene, NH 
ServiceLink of Strafford County, Rochester, NH 
♦Solomont-Bailis Ventures 
SRV Implementation Project, Worcester, MA 
♦WestMass Elder Care, Chicopee, MA 
♦Working Families Massachusetts, Amherst, MA  
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