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Chairman Kohl, Senator Smith, Senator Whitehouse and the members of the Special Committee on 
Aging, thank you for giving me the chance to talk with you about advance care planning  today.   
 
For the past 30 years, I’ve worked in healthcare.  The last 26 years I have held a variety of positions 
with Gundersen Lutheran, and integrated health care system headquartered in La Crosse, Wisconsin 
with clinics and healthcare services in Wisconsin, Minnesota and Iowa. 
 
Dying is an uncomfortable subject to discuss.  Most of us don’t even want to think about it.  But when 
the healthcare we receive at the end of life is patient-centered, coordinated and proportional to the 
patient’s wishes – never more and never less – the healthcare process of dying results in a higher quality 
care delivered at a lower cost.   
 
As I speak to you today, it’s not only as an employee of the medical center who has led the nation in 
advance care planning.  I am here today to tell my personal story in hopes of showing how advance care 
planning is more than just about filling out the paperwork.   Today is about what it means to take care of 
loved ones when they are sick and how we choose as individuals to be taken care of when we are sick.  
Today is about supporting you in your work to make sure that the choices of each patient are honored 
and respected by the healthcare facility caring for them at the end of their life.   
 
In 1986 Gundersen began to work on an advance care planning model. In 1991, the entire La Crosse 
community built on this model by committing to an innovative system of advance care directives.  They 
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made sure it went beyond just filling out paperwork or a legal document.  They made sure the advance 
directive was in every person’s medical record where and when it was needed.  And they made sure 
medical professionals had the training to know how to comply with a patient’s wishes.   The system was 
designed by health care professionals and was implemented when there were no electronic medical 
records.   
 
In 1989 I knew nothing about end of life planning and advance directives.  I also didn’t know that my 
close friend would be diagnosed with a terminal brain tumor.  I didn’t know that this experience would 
prepare me for my father’s death many years later.  Both experiences taught me that end of life planning 
is an act of love and courage.  I offer the story of two very different deaths in hopes that you will see the 
value advance care planning has as part of the U.S. healthcare system.   
 
In May 1989 my friend Annette experienced headaches so severe that she went to the emergency room 
on a Sunday afternoon.  That day, she was diagnosed with a brain tumor.  She was just 28 years old.  
Annette went through surgery that week to determine the severity of the tumor.  She and I were both 
stunned when the neurosurgeon told us the tumor was a Grade IV out of V malignancy.  Although the 
surgery was successful, she was given six months to live - perhaps a year if they could slow the growth 
with radiation treatment.  The radiation started a few weeks later and during the next weeks we both 
focused on dealing with treatments, side effects and how frightening this all was for both of us. 
 
The hospital chaplain was the first individual to discuss with Annette whether she wanted to talk about 
her treatment in the event that she could not speak for herself.   At the time, I remember being upset that 
anyone would ask her to discuss such a sensitive subject at such a fragile, emotional time.   To my 
surprise she was relieved to have the topic on the table.  With the chaplain, and later her physician, we 
went over her decisions.  Annette asked me to be the person who made sure her treatment choices were 
honored.  I wasn’t sure I could do it.   
 
With the help of an attorney and the pastoral care department at the hospital, we secured the needed 
documentation for health care power of attorney as well as power of attorney.  Before I came to 
Washington today, I reviewed Annette’s advance directive – written nearly 20 years ago – on it there 
was a handwritten note from Annette that I had forgotten.    It read “I would like Joan to be my ‘health 
care agent’ because she’s been a great friend to me for many, many years.  We’ve talked and agreed that 
she would make all my decisions for me.”  Through those documents we codified what care Annette 
wanted as her illness progressed. But more importantly, through the discussions that were facilitated as 
we filled out these documents, I became very comfortable and fully understood what she wanted and 
why it was important to her.  Those discussions allowed me and her loved one’s to cope with what was 
happening to Annette. We were so fortunate that the medical center and the staff there were supportive 
of her decisions, too.  Because of this, we were certain that everyone was one the same page and her 
treatment plan reflected her wishes. 
 
We also became more knowledgeable about the legal implications and limitations of the existing system.  
For example, we found out that emergency care and her acute and hospital care were not coordinated by 
any uniform standard.  So we taped a copy of Annette’s advance directives and my healthcare power of 
attorney to her bed and on the door of our house in case an emergency happened.  That way, even in an 
emergency, Annette would receive the care she wanted, and she would not receive care she didn’t want.  
We both carried paper copies with us in the even the unexpected happened.  
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Two years after Annette’s original diagnosis, she no longer had the ability to communicate.  Her 
treatment wishes were well established in her care plan, and any treatment options considered those 
wishes.    I was with her when she died on Christmas Day 1991.  As she had chosen, she received only 
the care that she wanted.  It proved to be the greatest gift that I could have ever given her and that in and 
of itself gave me comfort in the months following her death. This advance directive – then and now – 
allowed all of Annette’s loved ones to move beyond her death and celebrate her life.   
 
The experience with Annette changed how I viewed end of life planning and I completed my own 
advance directives.   I have shared them with my husband, my extended family, and my child when he 
became an adult.  From time to time we have a check-in discussion and it proves to be a good avenue to 
share other messages of support and appreciation. 
 
My second experience with end of life planning was a very different situation.  With Annette, she was 
young and her illness lasted for two and a half years.  Several years later, my siblings and I were 
confronted with the mortality of our own parents – specifically, my dad who was 84 but died very 
suddenly and unexpectedly in 2004.  
 
 My Dad knew how he wanted to live and his choices reflected his values.  At the age of 13 he quit 
school to take care of 4 younger brothers and help on the farm after his mother died.  He served in 
WWII and came home, married my mother, and had seven children.   After a few years of selling and 
trucking produce, he opened his own business which he operated until he retired.  He and my mom were 
devout Catholics, shared good health and were active people.  
 
One unexpected afternoon, my Dad let my siblings and I know that he and my Mom wanted to talk with 
us about how they wanted to be cared for in the event that they could not speak for each other or 
themselves.  Throughout the discussion when one of us would say, “Dad, you can’t mean that...” he 
would let us know that indeed was what he meant.   My mother wanted to make sure everyone 
understood what they wanted so there would be no disputes.   By the end of the conversation, we were 
clear on who would be making the decisions and each of us had a copy of their wishes.  What proved to 
be most important was that we all understood what those written words meant.   
 
On December 18th, 2004 my sister called me to let me know Dad had been taken to the emergency 
room.  Just the day before when we had talked he was fine.   
 
When Dad was diagnosed with bleeding in his brain he was transferred from the local emergency room 
in Minnesota to nearby Gundersen Lutheran Medical Center in Wisconsin.  The medical staffs were 
made aware that he had an advance care plan in place and all the steps were taken to ensure that any 
treatment would incorporate those wishes.   By 2004, Gundersen Lutheran had incorporated advance 
care planning into their electronic medical record allowing for information to be easily communicated to 
any health care practitioner.   That Saturday was a blur but by the end of the day the bleeding had 
stopped.  Although he had some weakness, the prognosis was good and it looked like he would be 
discharged on Sunday or Monday.    
 
On Sunday he was making good progress and he was anxious to go home.   Our physician wanted to 
keep him one more night.   About 6:30 p.m. I went home to shower and change and planned to spend the 
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night with my Dad.  As I left the hospital I remember letting the nurse know that I would be back in 30 
minutes and that he was doing fine and asked her to call me if he needed anything that I could bring 
from home.   At that time I lived less than 5 minutes from the medical center and so I was surprised 
when 10 minutes after I got home the hospital called and said that my Dad was in trouble.  I called my 
sister who lives close and told her what had happened.    
 
By the time I got back to the hospital my Dad had lost feeling in his right side, so the doctors wanted to 
take him down for a CT scan to determine what was happening.  My sister arrived just as they were 
wheeling him down and reassured him that we would be there when he got back and that my Mom and 
brother would be there soon.  Dad’s last words to my sister were “no more.” 
 
By the time Dad was back from his test, the physician sat down with us to explain Dad had experienced 
a significant bleed and he would no longer be able to talk, walk or feed himself.  Within a short period 
of time he would need life support as his breathing would be compromised.   He provided us with some 
treatment options, but it was clear that my Dad would never regain functionality.   I remember asking 
my mom if she understood what the doctor had said and if she needed him to repeat anything or had any 
questions.  She confidently nodded her head and said to him.  “Thank you doctor, your work is done 
here.  He is in God’s hands now.”  It was just after midnight. 
 
From that point on the support we received centered around making my Dad comfortable and helping us 
adjust knowing that he only had a short time left. The medical and support staff were all respectful of 
our decisions and helped us through these final hours.  He received his last rights, our family surrounded 
his bed, and my mom, his wife of over 50 years, was holding his hand when he died just 2 days after his 
unexpected Emergency Room visit.  As a family, we’ve never had to wonder whether it was the right 
thing to not seek additional treatment or if we made the right decisions.   As a family, we’re all 
comfortable with the way that dad chose to die.  Since, we’ve been able to spend our time helping mom 
and enjoying what time we have left with her.   
 
Closing Remarks: 
 
I urge this Committee to give the rest of the country what patients in La Crosse, Wisconsin have had 
access to for many years; a system that allows people to make their wishes known and healthcare 
organizations that value and respect those choices.  
 
By expanding Gundersen’s end of life care model across the nation, you will be providing families and 
loved ones with support to have one of the most important conversations of their life. This will allow 
families to come together, rather than be torn apart, when they need each other most.   Through your 
efforts healthcare systems will engage their patients in the right discussions, developing the mechanisms 
to incorporate those wishes into treatment plans. On behalf of my father and my friend Annette, I ask 
you to give others the opportunity to experience this gift of love and give the medical community the 
ability to fulfill the wishes of their patients.    
 
I wanted to share my personal story today, but please take a minute to read the information in the 
attached document, which outlines Gundersen Lutheran’s end of life care system.  As you will see, the 
cost of dying at Gundersen Lutheran is about $18,000 and family satisfaction is extremely high.  In 
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comparison, the national average cost of dying is more than $25,000, and at many of the nation’s leading 
healthcare organizations the cost is as high as $31,000 and $58,000.  
 
As you move forward, my strongest recommendation to you is to remove barriers and create incentives 
to expand this successful end of life care model nationwide.  The work and proven results of Gundersen 
Lutheran’s experience are transforming end of life care to increase continuity of care, quality of care, 
and respect for patients’ wishes, while lowering the cost of care and reducing over-utilization of the 
healthcare system.   This model can be implemented across the nation in every setting whether the 
medical record is paper or electronic.  In addition, we encourage that the six principles outlined in our 
written testimony be incorporated into any policy or regulation related to advance care planning: 
 

1. Health care professionals should help all adults understand and document their end-of-life care 
goals and preferences as well as designate an end-of-life care decision-maker. 

2. There should be a process to convert treatment goals and preferences into medical orders to 
ensure information is transferable and honored.  

3. Universal implementation of electronic medical records and internet-based personal health 
records shall include and integrate timely information relevant to the patient’s advance directive. 

4. If no advance directive exists at the time of need, any authentic expression of an individual’s 
goals, values or wishes with respect to healthcare should be honored.  

5. Federal support for research, education, and expansion of best practices relating to the quality 
and continuity of care related to advance directives and the end of life.  

6. Medicare would reimburse organizations at a higher level if certain advance care planning 
outcomes are met.  For example, if 85% or more adult decedents had a written advance directive 
found in the medical record at the site of care, and the wishes expressed in the document were 
consistent with the treatment provided.  Rather that reimbursing for a specific event, payment 
would be hinged on outcomes that meet performance benchmarks. 

 
Thank you for this opportunity to speak to you today about this important issue.    
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Policy and Regulatory Principles for Advance Care Planning 

 
1)  Health care professionals should encourage and offer assistance to all adults, helping individuals 
to understand and document their end-of-life care goals and preferences as well as designate an end-of-
life care decision-maker. 
 
2) Health care professionals should have a process to convert treatment goals and preferences of  
persons with life-limiting illness into medical orders (e.g. the Physician Orders for Life-Sustaining  
Treatment (POLST) Paradigm Initiative) to ensure that information is transferable and applied across all 
care settings. 
 
3)  In the absence of a validly executed advance directive, any authentic expression of an 
individual’s goals, values, or wishes with respect to health care should be honored. 
 
4) Universal implementation of electronic medical records and internet-based personal health 
records shall prominently include and integrate timely information about patient proxy designations, 
care goals and preferences, and medical orders for life-sustaining treatment.  This information should be 
stored within the electronic health record system of the individual’s community-based hospital, not a 
national data warehouse. 
 
5) The federal government should support research, education, and development of best practices 
relating to the quality and continuity of care planning and care implementation for persons with life-
limiting illnesses across care settings. 
 
6) Medicare would reimburse organizations at a higher level if certain advance care planning 
outcomes are met.  For example, if 85% or more adult decedents had a written advance directive found 
in the medical record at the site of care, and the wishes expressed in the document were consistent with 
the treatment provided.  Rather that reimbursing for a specific event, payment would be hinged on 
outcomes that meet performance benchmarks. 
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Chairman Kohl, Senator Smith, Senator Whitehouse and the members of the Special Committee on 
Aging, thank you for giving me the chance to talk with you about advance care planning  today.   
 
For the past 30 years, I’ve worked in healthcare.  The last 26 years I have held a variety of positions 
with Gundersen Lutheran, and integrated health care system headquartered in La Crosse, Wisconsin 
with clinics and healthcare services in Wisconsin, Minnesota and Iowa. 
 
Dying is an uncomfortable subject to discuss.  Most of us don’t even want to think about it.  But when 
the healthcare we receive at the end of life is patient-centered, coordinated and proportional to the 
patient’s wishes – never more and never less – the healthcare process of dying results in a higher quality 
care delivered at a lower cost.   
 
As I speak to you today, it’s not only as an employee of the medical center who has led the nation in 
advance care planning.  I am here today to tell my personal story in hopes of showing how advance care 
planning is more than just about filling out the paperwork.   Today is about what it means to take care of 
loved ones when they are sick and how we choose as individuals to be taken care of when we are sick.  
Today is about supporting you in your work to make sure that the choices of each patient are honored 
and respected by the healthcare facility caring for them at the end of their life.   
 
In 1986 Gundersen began to work on an advance care planning model. In 1991, the entire La Crosse 
community built on this model by committing to an innovative system of advance care directives.  They 
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made sure it went beyond just filling out paperwork or a legal document.  They made sure the advance 
directive was in every person’s medical record where and when it was needed.  And they made sure 
medical professionals had the training to know how to comply with a patient’s wishes.   The system was 
designed by health care professionals and was implemented when there were no electronic medical 
records.   
 
In 1989 I knew nothing about end of life planning and advance directives.  I also didn’t know that my 
close friend would be diagnosed with a terminal brain tumor.  I didn’t know that this experience would 
prepare me for my father’s death many years later.  Both experiences taught me that end of life planning 
is an act of love and courage.  I offer the story of two very different deaths in hopes that you will see the 
value advance care planning has as part of the U.S. healthcare system.   
 
In May 1989 my friend Annette experienced headaches so severe that she went to the emergency room 
on a Sunday afternoon.  That day, she was diagnosed with a brain tumor.  She was just 28 years old.  
Annette went through surgery that week to determine the severity of the tumor.  She and I were both 
stunned when the neurosurgeon told us the tumor was a Grade IV out of V malignancy.  Although the 
surgery was successful, she was given six months to live - perhaps a year if they could slow the growth 
with radiation treatment.  The radiation started a few weeks later and during the next weeks we both 
focused on dealing with treatments, side effects and how frightening this all was for both of us. 
 
The hospital chaplain was the first individual to discuss with Annette whether she wanted to talk about 
her treatment in the event that she could not speak for herself.   At the time, I remember being upset that 
anyone would ask her to discuss such a sensitive subject at such a fragile, emotional time.   To my 
surprise she was relieved to have the topic on the table.  With the chaplain, and later her physician, we 
went over her decisions.  Annette asked me to be the person who made sure her treatment choices were 
honored.  I wasn’t sure I could do it.   
 
With the help of an attorney and the pastoral care department at the hospital, we secured the needed 
documentation for health care power of attorney as well as power of attorney.  Before I came to 
Washington today, I reviewed Annette’s advance directive – written nearly 20 years ago – on it there 
was a handwritten note from Annette that I had forgotten.    It read “I would like Joan to be my ‘health 
care agent’ because she’s been a great friend to me for many, many years.  We’ve talked and agreed that 
she would make all my decisions for me.”  Through those documents we codified what care Annette 
wanted as her illness progressed. But more importantly, through the discussions that were facilitated as 
we filled out these documents, I became very comfortable and fully understood what she wanted and 
why it was important to her.  Those discussions allowed me and her loved one’s to cope with what was 
happening to Annette. We were so fortunate that the medical center and the staff there were supportive 
of her decisions, too.  Because of this, we were certain that everyone was one the same page and her 
treatment plan reflected her wishes. 
 
We also became more knowledgeable about the legal implications and limitations of the existing system.  
For example, we found out that emergency care and her acute and hospital care were not coordinated by 
any uniform standard.  So we taped a copy of Annette’s advance directives and my healthcare power of 
attorney to her bed and on the door of our house in case an emergency happened.  That way, even in an 
emergency, Annette would receive the care she wanted, and she would not receive care she didn’t want.  
We both carried paper copies with us in the even the unexpected happened.  
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Two years after Annette’s original diagnosis, she no longer had the ability to communicate.  Her 
treatment wishes were well established in her care plan, and any treatment options considered those 
wishes.    I was with her when she died on Christmas Day 1991.  As she had chosen, she received only 
the care that she wanted.  It proved to be the greatest gift that I could have ever given her and that in and 
of itself gave me comfort in the months following her death. This advance directive – then and now – 
allowed all of Annette’s loved ones to move beyond her death and celebrate her life.   
 
The experience with Annette changed how I viewed end of life planning and I completed my own 
advance directives.   I have shared them with my husband, my extended family, and my child when he 
became an adult.  From time to time we have a check-in discussion and it proves to be a good avenue to 
share other messages of support and appreciation. 
 
My second experience with end of life planning was a very different situation.  With Annette, she was 
young and her illness lasted for two and a half years.  Several years later, my siblings and I were 
confronted with the mortality of our own parents – specifically, my dad who was 84 but died very 
suddenly and unexpectedly in 2004.  
 
 My Dad knew how he wanted to live and his choices reflected his values.  At the age of 13 he quit 
school to take care of 4 younger brothers and help on the farm after his mother died.  He served in 
WWII and came home, married my mother, and had seven children.   After a few years of selling and 
trucking produce, he opened his own business which he operated until he retired.  He and my mom were 
devout Catholics, shared good health and were active people.  
 
One unexpected afternoon, my Dad let my siblings and I know that he and my Mom wanted to talk with 
us about how they wanted to be cared for in the event that they could not speak for each other or 
themselves.  Throughout the discussion when one of us would say, “Dad, you can’t mean that...” he 
would let us know that indeed was what he meant.   My mother wanted to make sure everyone 
understood what they wanted so there would be no disputes.   By the end of the conversation, we were 
clear on who would be making the decisions and each of us had a copy of their wishes.  What proved to 
be most important was that we all understood what those written words meant.   
 
On December 18th, 2004 my sister called me to let me know Dad had been taken to the emergency 
room.  Just the day before when we had talked he was fine.   
 
When Dad was diagnosed with bleeding in his brain he was transferred from the local emergency room 
in Minnesota to nearby Gundersen Lutheran Medical Center in Wisconsin.  The medical staffs were 
made aware that he had an advance care plan in place and all the steps were taken to ensure that any 
treatment would incorporate those wishes.   By 2004, Gundersen Lutheran had incorporated advance 
care planning into their electronic medical record allowing for information to be easily communicated to 
any health care practitioner.   That Saturday was a blur but by the end of the day the bleeding had 
stopped.  Although he had some weakness, the prognosis was good and it looked like he would be 
discharged on Sunday or Monday.    
 
On Sunday he was making good progress and he was anxious to go home.   Our physician wanted to 
keep him one more night.   About 6:30 p.m. I went home to shower and change and planned to spend the 
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night with my Dad.  As I left the hospital I remember letting the nurse know that I would be back in 30 
minutes and that he was doing fine and asked her to call me if he needed anything that I could bring 
from home.   At that time I lived less than 5 minutes from the medical center and so I was surprised 
when 10 minutes after I got home the hospital called and said that my Dad was in trouble.  I called my 
sister who lives close and told her what had happened.    
 
By the time I got back to the hospital my Dad had lost feeling in his right side, so the doctors wanted to 
take him down for a CT scan to determine what was happening.  My sister arrived just as they were 
wheeling him down and reassured him that we would be there when he got back and that my Mom and 
brother would be there soon.  Dad’s last words to my sister were “no more.” 
 
By the time Dad was back from his test, the physician sat down with us to explain Dad had experienced 
a significant bleed and he would no longer be able to talk, walk or feed himself.  Within a short period 
of time he would need life support as his breathing would be compromised.   He provided us with some 
treatment options, but it was clear that my Dad would never regain functionality.   I remember asking 
my mom if she understood what the doctor had said and if she needed him to repeat anything or had any 
questions.  She confidently nodded her head and said to him.  “Thank you doctor, your work is done 
here.  He is in God’s hands now.”  It was just after midnight. 
 
From that point on the support we received centered around making my Dad comfortable and helping us 
adjust knowing that he only had a short time left. The medical and support staff were all respectful of 
our decisions and helped us through these final hours.  He received his last rights, our family surrounded 
his bed, and my mom, his wife of over 50 years, was holding his hand when he died just 2 days after his 
unexpected Emergency Room visit.  As a family, we’ve never had to wonder whether it was the right 
thing to not seek additional treatment or if we made the right decisions.   As a family, we’re all 
comfortable with the way that dad chose to die.  Since, we’ve been able to spend our time helping mom 
and enjoying what time we have left with her.   
 
Closing Remarks: 
 
I urge this Committee to give the rest of the country what patients in La Crosse, Wisconsin have had 
access to for many years; a system that allows people to make their wishes known and healthcare 
organizations that value and respect those choices.  
 
By expanding Gundersen’s end of life care model across the nation, you will be providing families and 
loved ones with support to have one of the most important conversations of their life. This will allow 
families to come together, rather than be torn apart, when they need each other most.   Through your 
efforts healthcare systems will engage their patients in the right discussions, developing the mechanisms 
to incorporate those wishes into treatment plans. On behalf of my father and my friend Annette, I ask 
you to give others the opportunity to experience this gift of love and give the medical community the 
ability to fulfill the wishes of their patients.    
 
I wanted to share my personal story today, but please take a minute to read the information in the 
attached document, which outlines Gundersen Lutheran’s end of life care system.  As you will see, the 
cost of dying at Gundersen Lutheran is about $18,000 and family satisfaction is extremely high.  In 
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comparison, the national average cost of dying is more than $25,000, and at many of the nation’s leading 
healthcare organizations the cost is as high as $31,000 and $58,000.  
 
As you move forward, my strongest recommendation to you is to remove barriers and create incentives 
to expand this successful end of life care model nationwide.  The work and proven results of Gundersen 
Lutheran’s experience are transforming end of life care to increase continuity of care, quality of care, 
and respect for patients’ wishes, while lowering the cost of care and reducing over-utilization of the 
healthcare system.   This model can be implemented across the nation in every setting whether the 
medical record is paper or electronic.  In addition, we encourage that the six principles outlined in our 
written testimony be incorporated into any policy or regulation related to advance care planning: 
 

1. Health care professionals should help all adults understand and document their end-of-life care 
goals and preferences as well as designate an end-of-life care decision-maker. 

2. There should be a process to convert treatment goals and preferences into medical orders to 
ensure information is transferable and honored.  

3. Universal implementation of electronic medical records and internet-based personal health 
records shall include and integrate timely information relevant to the patient’s advance directive. 

4. If no advance directive exists at the time of need, any authentic expression of an individual’s 
goals, values or wishes with respect to healthcare should be honored.  

5. Federal support for research, education, and expansion of best practices relating to the quality 
and continuity of care related to advance directives and the end of life.  

6. Medicare would reimburse organizations at a higher level if certain advance care planning 
outcomes are met.  For example, if 85% or more adult decedents had a written advance directive 
found in the medical record at the site of care, and the wishes expressed in the document were 
consistent with the treatment provided.  Rather that reimbursing for a specific event, payment 
would be hinged on outcomes that meet performance benchmarks. 

 
Thank you for this opportunity to speak to you today about this important issue.    
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Policy and Regulatory Principles for Advance Care Planning 

 
1)  Health care professionals should encourage and offer assistance to all adults, helping individuals 
to understand and document their end-of-life care goals and preferences as well as designate an end-of-
life care decision-maker. 
 
2) Health care professionals should have a process to convert treatment goals and preferences of  
persons with life-limiting illness into medical orders (e.g. the Physician Orders for Life-Sustaining  
Treatment (POLST) Paradigm Initiative) to ensure that information is transferable and applied across all 
care settings. 
 
3)  In the absence of a validly executed advance directive, any authentic expression of an 
individual’s goals, values, or wishes with respect to health care should be honored. 
 
4) Universal implementation of electronic medical records and internet-based personal health 
records shall prominently include and integrate timely information about patient proxy designations, 
care goals and preferences, and medical orders for life-sustaining treatment.  This information should be 
stored within the electronic health record system of the individual’s community-based hospital, not a 
national data warehouse. 
 
5) The federal government should support research, education, and development of best practices 
relating to the quality and continuity of care planning and care implementation for persons with life-
limiting illnesses across care settings. 
 
6) Medicare would reimburse organizations at a higher level if certain advance care planning 
outcomes are met.  For example, if 85% or more adult decedents had a written advance directive found 
in the medical record at the site of care, and the wishes expressed in the document were consistent with 
the treatment provided.  Rather that reimbursing for a specific event, payment would be hinged on 
outcomes that meet performance benchmarks. 
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