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November 21, 2013


Cheryl Bartlett, Commissioner
MA Department of Public Health
250 Washington Street
Boston, MA  02108


Re:      Proposed Amendments to 105 CMR 130.000, 105 CMR 140.000 and 105 CMR 150.000



Dear Commissioner Bartlett:

On behalf of the Conversation Project, I am writing to express our support of proposed changes to 105 CMR 140.000 (along with comparable regulations related to hospitals and long-term care facilities) that would require such entities to provide information regarding palliative care and end-of-life care options to appropriate patients.

The Conversation Project, founded in 2012, is a not-for profit 501c3 organization located in Cambridge, MA dedicated to helping people talk about their wishes for end of life care. We have an audacious goal to assure that everyone’s end of life care wishes are both expressed and honored.

The Conversation Project grew out of Ellen Goodman’s personal experience with her mother’s journey through the healthcare system. It was a journey that Ellen says she was not prepared for, filled with a multitude of decisions on what kind of care her mother should receive when her mother was no longer able to make these decisions for herself. If Ellen was here today she would tell you that she was very close with her mother, talking about everything. But the one conversation they never had was how her mother wanted to live at the end of her life.

After experiencing what Ellen refers to as a hard death filled with uncertainty about what her mom might have wanted, Ellen began sharing her story and learned that others had similar experience with loved ones. Ellen looked for a path to take this learning and improve the way others experienced the death of a loved one. 

To do this she began an ongoing collaboration with the Institute for Healthcare Improvement, a not-for-profit organization that helps lead improvement of healthcare throughout the world.
IHI held an expert panel meeting to explore the issue of end of life care. The consensus of this group of leaders was that much work had been done in terms of attempting to change the system from the inside out with the advent of advance care directives, healthcare proxies and POLST. What had not occurred, however, was the willingness of the public to have the hard conversation with loved ones first and then with their healthcare provider on what they wanted their end-of-care life to be. There was limited public urging to have these conversations. This silence has consequences: patients often do not receive the end-of-life care they wanted, family members are often unclear of what kind of decisions they should be making on behalf of their loved one and providers often, by default, provide unwanted care. There is frustration and disappointment from all quarters.

It was members of the medical community at that expert panel meeting that urged that a public awareness campaign be launched to make the public an active partner in shaping end-of- life care. Based on this recommendation a grassroots public engagement campaign emerged to change the cultural norm from not having the end-of-life conversations to having conversations around the kitchen table with loved ones long before there is a medical crisis and with physicians long before hospitalization.  

In September TCP commissioned a national study to better understand the public’s view on having the conversation with loved ones about their end of life care wishes. The results confirmed what many in the field have been saying, that 90% of people want to have the conversation about their end of life care wishes, but only 27% have this conversation. 

To reach our goal of closing this gap,  TCP has developed a three part strategy that weaves together public awareness through the media, the creation of tools to help foster the conversation and bringing The Conversation Project to people where they live, where they work and where they pray. 

At the heart of TCP is our various tools to give people the courage and confidence to begin the conversation the vast majority of people want to have. Our tools include the Conversation Starter Kit and How to Talk to Your Doctor or Any Member of Your Healthcare Team, (both are available in English and Spanish) and a Coaching the Conversation Guide. To date 65,000 people have downloaded the Conversation Starter-Kit free from our website. In addition we know that health systems, hospices, community groups, financial planner and estate planning lawyers are all downloading the kit and providing them to their patients and clients. In Massachusetts, we know that Stoughton Hospital has downloaded the kit and provided it to all of its primary care physicians to help them begin the conversation with their patients.   In Alabama we know that CompassionCare Hospice has made 5,000 copies of the kit and provided it to all their referring physicians throughout the state. And at Care New England Health System in Providence, Rhode Island they have created a Conversation Nurse to assure that all appropriate patients have the conversation and use the kit to facilitate the discussions. What we have learned from people all over the country is that they need a tool to help them have one of the most personal and intimate conversations with their loved ones. Once the conversation has begun it is one of the most rewarding and life affirming conversations that they have had. 

To carry its message to the public arena, TCP has relied heavily on its website, as well as traditional and social media channels. Since the August 2012 launch of our website, it has been visited by 170,000 visitors (www.theconversationproject.org), TCP has become a national resource for information about how to begin end-of-life conversations with loved ones – a site where individuals can learn, through story-telling and downloadable toolkits, many approaches to having end-of-life conversations, and many lessons from those who have done so. 

During the past year, TCP has established relationships with a wide array of communities, organizations and foundations, faith-based leaders, and business organizations within and beyond the health care industry all across the country– all of whom are helping to spread TCP’s message. In particular, in the great Boston community, we are working with over 25 faith-based leaders, to think through how we can spread The Conversation Project together being mindful of the religious, ethnic and social-economic nuances of this tender issue. Our plan is to spend the next 9 months building a broad based coalition of health systems, community organizations and businesses to determine if there is the will to make Boston the first city to be Conversation Ready. Our hope is that this effort will be viewed by all stakeholders as one issue that we can all rally around: that the way we die should be a personal choice and the best way to get us to this cultural shift is by encouraging people to express their end of life care wishes early, often and around the kitchen table, share these wishes with their healthcare provider and have health systems who are willing and able to honor these wishes.

We are here today to thank the Council for all of your efforts in addressing end of live care issues and to offer our assistance to The Council and Department in any way we can to help engage the public in this important issue. We need the support from all quarters: policy makers, healthcare professionals, health systems, faith-based leaders, employers and the public to assure that these conversations occur early, often and around the kitchen. We are committed to working with the Public Health Council, the Mass. Department of Public Health and all stakeholders to assure that in the end when we ask “Have you had the Conversation?” The answer is a resounding yes!
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