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Madam Chairwoman and members of the Committee, thank you for the opportunity to 
speak to you this important topic, advance care directives for health care. 
 
I am a professor of public policy at Rutgers University and director of the Rutgers 
Center for State Health Policy.  The Center was established in 1999 within the 
University’s Institute for Health to inform, support and stimulate sound and creative state 
health policy in New Jersey and around the nation.   
 
The Center for State Health Policy has had the privilege of working with New Jersey 
state agencies and the legislature to address pressing health policy concerns in the 
state.  Our recent work involves analyses of public and private health insurance 
coverage, pharmacy assistance for the aged and disabled, home and community-based 
long-term care services, and racial and ethnic disparities in access to health services. 
 
I commend the Committee for its focus on improving care for people near the end of life.  
The tragic case of Terri Schiavo has focused the attention of the nation on the need for 
better communication about end of life care.  This is not a new problem.  Over many 
years the very personal and private nature of end of life decisions has presented difficult 
challenges for policymakers seeking to promote better care. 
 
As you know, a central policy objective at both the national and state levels has been 
promoting formal advance directives for health care.  The federal Patient Self-
Determination Act of 1990 and New Jersey's Advance Directives for Health Care Act of 
1991 preserve rights of individuals to determine their own course of care and promote 
advance-care planning.   
 
National studies have shown that, despite their appeal, advance directives have not met 
their potential.  It is well know that Terri Schiavo did not have an advance directive.  But 
it is also true that most people have not executed a living will or durable power of 
attorney for health care. 
 
Recognizing that the potential of advance directives has not been fully met, in 2001 the 
Center for State Health Policy conducted an assessment of the status of advance 
directives in New Jersey.   We reported the results of that assessment last year in this 
Facts and Findings publication, and in a moment I will summarize key findings for you. 
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In addition, in October 2003, the Center co-sponsored a policy seminar on end of life 
care with New Jersey’s Office of Legislative Services.  I would be happy to provide the 
Committee with materials from that seminar which was conducted in collaboration with 
the New Jersey Comfort Care Coalition.  Those materials are also available on the 
Center's web site (www.cshp.rutgers.edu). 
 
 
Our 2001 assessment of the state of advance directives in New Jersey was conducted 
as part of the New Jersey Family Health Survey, with funding from the Robert Wood 
Johnson Foundation.  Based on information from over 4,500 adults living in New Jersey, 
we drew a clear portrait of who has and who does not have a living will or durable power 
of attorney for health care.  Our study showed that regardless of demographics, level of 
education, or socio-economic status too few individuals have an advance directive.  But 
some groups are at even greater risk than average of not having these important 
advance-care planning documents - and the survey identifies areas where outreach and 
education is vitally important. 
 
Here are some of our key findings: 
 

• Only 16.3% of adults in New Jersey reported having an advance directive - 
roughly the same as the national average. 

• Not surprisingly, older New Jersey residents were most likely to have an 
advance directive - with one-third to nearly a half of those over 65 having one 

• 10% or fewer young adults under 45 have an advance directive 
• There are large racial and ethnic disparities in who has an advance directive: 

o About 21% of whites reported having an advance directive, 
o compared to 7.8% of African Americans, 
o and only about 3 to 4% of New Jersey residents who are Hispanic/Latino 

or Asian. 
• Part of the racial/ethnic gap is related to immigration status.  Only 6% of non-US-

born residents reported having an advance directive; and fewer than 2% of 
adults living in households where English is not the primary language reported 
having one (the New Jersey Family Health Survey was conducted in English and 
Spanish). 

 
The conflicts that arose in the Terri Schiavo case highlighted what can happen when 
families are in conflict.  As you know, pending legislation in New Jersey would require 
judges in presiding over divorce cases to inquire whether advance directives should be 
changed or revoked.  Our study showed that those who are separated or divorced are 
somewhat more likely than average to have an advance directive - 21.5% among adults 
who are separated or divorced compared to 16.3% overall.  Not surprisingly, those who 
have been widowed are most likely to have an advance directive (42.6%). 
 
We were pleased to find in our survey that among those with an advance directive, 
about two-thirds say that they have discussed it with their doctor.  But until more people 
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learn about and execute advance directives, this important tool for improving end-of-life 
care not meet its potential. 
 
I believe that recent events have focused our collective attention on the need for formal 
advance directives, and - more importantly - on the need to openly discuss our 
individual wishes for care with our loved ones and health care providers.  History 
suggests that even a tragic and highly public case, like that of Ms. Schiavo, will not have 
a sustained impact on the public. The responsibility to promote better understanding 
and wider use of advance directives rests with all of us. 
 
Once again, I thank the Committee for the opportunity to discuss this important issue.  I 
would be happy to address any questions that you may have. 


