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End of  life planning bridges the gap between people with  
disabilities and the legal and medical community. 
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ÅWe donõt have to be dying to plan for the 

end of our lifeé 

 

ÅOR 

 

ÅEnd of  life planning is not something to die 

for!  
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Itõs a Process Not an Event 

ÅEnd of  life planning can not be done in 

one hour or one meeting 

ÅWe have to be prepared to take as much 

time as needed  

ÅPeople with developmental disabilities 

should have the opportunity to think about 

their future options  

ÅPlanning for the end of  your life is a very 

personal journey  

February 12, 2012 



Short Story! 

Al was diagnosed with lung cancer in August 

 

We started talking about making a plan  

 

He resisted at first  

 

éthen we started talking about where he 

would want his things to go if  something 

happened to him 
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Stuff ? 
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Conversation Starter 

ÅAl started to open up about what he wanted 

 

ÅWe had to stop several times 

 

ÅOnce he wouldnõt talk to me for several weeks 

because I asked him who he wanted to take 

care of  his cat. Whew, that was rough. 
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ÅBy November when he had his surgery, 

everything was in place 

 

ÅI didnõt know how many copies I would need so I 

never seemed to have enough 

 

ÅWe discovered later out that the hospital tried to 

find Alõs family and they did find a brother 

 

ÅIt would have been his family making the 

decisions, if  Al had not given Power of  Attorney 

to his health care advocate 
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Alõs family 
ÅIõm sure Alõs family members are kind 

enough, they just didnõt understand Al 

 

ÅAlõs family had not seen him since he was 

very young and they never believed he had 

any kind of  quality of  life  

 

ÅWeõre pretty sure the surgeon would have 

decided not to do surgery and the family 

would have most likely agreed 
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Unique Opportunity  

ÅPeople with developmental disabilities may 

be starting at a different point  

ÅIt is not uncommon for people with 

developmental disabilities to have no 

knowledge of  illness or death 

ÅFamily members are afraid to include 

people with developmental disabilities in 

the icky stuff  of  life  
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People who serve persons with developmental 

disabilities may not have much experience 

supporting someone experiencing a 

prolonged illness  

 
 
 
 
Often the person being supported is removed 

from where they live and moved either to an 

acute hospital, skilled nursing facility, or 

hospice facility  
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Who should provide support? 

ÅItõs possible the support person has never 

had an opportunity to experience the end 

of someoneõs life 

 

 

ÅWe need to check in with the support staff  

to make sure they will be OK 

ÅPeople need to be to be honest  
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Planning for the end of lifeé 

ÅEnd of  life planning allows people to take 

charge of  a very important part of  their life  
 

Å Planning for the end of  your life is  

   perhaps the ultimate act of  self   

   advocacy 
 

ÅKnowing that end of  life planning is part of  

personal advocacy may be the spark that 

starts people along the path to planning for 

the end of  their life  
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The Process 

 
What to consider before a person with a 
developmental disability needs end of  life care: 
 
VDoes the person have a conservator/guardian? 
VIs the conservator/guardian involved?  
VDoes the conservator/guardian know and value 

the person? 
 

Does the person have a family? 
VIs the family involved? 
VDo they know and value the person? 
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Thinking Ahead      
                                               My Way  

                                           

 

                                               My Choices  

  

 

                                              My Life at the End 

 

 

 
http://www.coalitionccc.org/_pdf/Thinking_Ahead_English_web.pdf 



ÅIf there is someone in the personõs life 

with legal or parental control, we have to 

help them understand the person we 

support.  

 

 

 

ÅDecisions are frequently made based on 

vague assumptions about the individualõs 

quality of  life. We have to help paint a 

picture!  
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Make contact 
ÅTell storiesé                      Take picturesé 

Itõs important for the family and or legal representatives 

to know the person being supported. We want people 

who  know the person and will respect their wishes to be 

making decisions when they can not speak for 

themselves.  
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Who Can Help? 

ÅA family member or a friend may be a  

trusted helper. 

ÅThere may be a health care advocate. 

February 12, 2012 



End of  Life Advocate 

ÅCan not beé 

ÅA doctor           Staff                     Nurse 
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ÅThe Trusted Helper 

and the End of  life 

Advocate need to be 

OK with the process! 
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The trajectory to death may take hours, days, 

or months. The trusted helper and the health 

advocate need to be willing to be present for 

the duration.  

 

Final days of  support will be much easier if  

it is clear what the individual wants when 

they can no longer talk for themselves. 
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Family 
ÅFamily members may not have had contact in 

years. They may be uncomfortable talking 

about end of  life planning. 

ÅFrequently, support staff feel that they donõt 

have a place at the persons bedside if  there is 

family involved. 

ÅAsk what  would the person being 

    supported want. (WWPSW ) 

ÅIf  the support staff  have a close relationship 

with the family, they will be welcomed. 
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Involved Family  

ÅIf  the person being supported wants family 

to be involved and the family wants to be 

involved, all aspects of  the plan should be 

reviewed and discussed. 

 

ÅThis is likely to be a learning process for 

everyone involved. Most people do not 

think about or plan their exit strategy.  
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ÅSupport staff  can be very important in giving the 
family a break 
 

ÅThe family may rely on the support staff  to be 
present when the family canõt 
 

ÅFamily will need to inform the hospital that they 
want the support staff  to be present 

 

ÅSome hospitals can be resistive to anyone but family 
being present.  
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                              Family and Friends 
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Favorite Things  
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The Paper Work  

ÅHave multiple copies of  the documents 

 

ÅUse the generally accepted legal forms 

 

 
 

ÅProvide copies to who ever the person 

being supported wants to have copies 
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End of  Life Advocate 

Responsibilities: 

ÅBe close when help is needed 

ÅSpeak to doctors, nurses, 

        and social workers 

ÅFollow advance directive  

         instructions  

ÅSpeak for the person when  

         they can no longer speak for themselves 
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VWe need to check in frequently with     

   people providing support   

 

VSupporting someone at the end of     

   their life can be an amazing  

   experience 

 

VIt will be really emotionally draining  

    and exhausting 

 

VPeople providing support need   

   support 
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