
POLST: Standing Firm as a Surrogate for an Intellectually Disabled Person 

 

Mike is a kind, gentle and friendly guy who loves people. His greatest joy is to be with his 

family, especially his grandchildren. He spent 20 years in the Navy and is really proud of his 

service. He now lives in a Veterans retirement home, where he is very happy with many friends 

and excellent care. 

Mike was born with Fragile X, a genetic condition that 

causes intellectual and sometimes physical disabilities. 

He was able to graduate from high school, and later the 

Navy was perfect for him. The Navy required him to do 

the same task in the same way - every day. But he does 

not do well with more complex tasks or making 

decisions. His sister, Kris, has made his medical decisions 

for him for most of his adult life. 

Because Mike has had diabetes for many years, he and 

Kris have had many talks about his goals and what 

matters most in life to him. Kris understands Mike’s 

medical situation, and what he wants. 

When Mike became very ill with cancer, they talked with his doctor and completed a POLST 

form. They chose “Do Not Resuscitate (DNR)” and “Limited Treatment” because Mike did not 

want a lot of emergency medical treatments. 

Later, Mike had a stroke and was taken to the hospital. Kris told the hospital doctor that Mike 

had a POLST, and she had Power of Attorney to make his medical decisions for him. The doctor 

looked at the POLST and then asked, “Are you SURE you want him to be DNR? He’s only 60!” 

This was a terrible thing for Kris to hear. It was hard enough for her to see her younger brother 

so sick and feel so responsible for him, but now the doctor was questioning her! She stood firm 

and after she explained Mike’s medical history and goals, the doctor agreed. “I guess that 

makes sense,” he said. 

After a short time at home, Mike was taken to the hospital again, being very sick and no longer 

able to walk. This time he told Kris that he did not want to be in the hospital again. “I’d rather 

die at home, in my room,” he said. To honor these wishes, they updated his POLST to 

“DNR/Comfort Measures Only.” 

He did well at home for a few months, but then it looked as though he might have COVID-19 so 

the on-call doctor sent him to the Emergency Room. Kris called ahead and told the ER nurse 

about Mike’s POLST, and what he wanted. Even so, the doctor at the hospital asked Mike, “if he 

wanted everything done.” Mike said, “Ask my sister, Kristine. She is my medical advisor.”  

Just like the other doctor, this doctor then questioned Kris, “Are you SURE?” Once again, Kris 

had to explain Mike’s medical history and that she was very sure this is what he wanted.  

Kris understands Mike and his medical situation.  She knows what he wants better than any 

health care professional. She has known him his whole life. They have talked many times about 

what matters to him most. She knows, as his health care surrogate, how important it is to stand 

firm and speak up when medical professionals question his POLST. It is the most loving thing 

she can do for her beloved Mike. 


