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People who have a disease that causes dementia have trouble or the complete 

inability (if the disease is bad enough) to make decisions about their health care 

and about their business affairs.  The dementia causes a disconnection with the 

world and/or an inability to communicate that prevents the sufferers from 

understanding the need to make decisions about health care or about business 

affairs or prevents the sufferers from communicating those decisions to the 

people who must act on them.  Often, it becomes necessary for someone else to 

make the decisions and to make those decisions known. 

Perhaps the person with dementia has previously prepared a General Power of 

Attorney (often called a Durable Power of Attorney) and/or a Health Care Power 

of Attorney.  If so, then the determination of who can speak for the person is 

easy.  The Agent(s) appointed in those documents have the decision-making 

authority. 

Perhaps the person with dementia has not prepared a General Power of Attorney 

or a Health Care Power of Attorney.  In that case, determining who can make 

decisions for the dementia sufferer is much trickier.  There is rarely a clear cut 

answer. 

For people trying to provide care for the dementia sufferer, the worst case 

scenario might be a sibling rivalry among the person’s children.  That rivalry might 

appear outwardly as unresolvable conflict.  If there is such a sibling rivalry, the 

dementia sufferer’s caregivers are caught on the horns of a dilemma.  There is no 

one person in charge, so the caregivers have to figure out how to get decisions 

made.  At the same time, because of the rivalry among the children, there 

are likely to be repercussions no matter what decision is made and what action 

(or inaction) taken. 

 

 



What if Advance Directives are Done? 

In this discussion “Advance Directives” means a General Power of Attorney and a 

Health Care Power of Attorney.  The purpose of powers of attorney is to appoint 

someone to speak for us, perhaps also described as handling our affairs for us.  If 

the person who now suffers from dementia has Advance Directives already 

prepared, the question “Who can speak for that person?” should be 

resolved.  The Advance Directives provide the answer. 

Before we go further, let’s set out our terminology: 

A “power of attorney” is a legal document that appoints one or more people to 

handle the affairs of another person.   

A “health care power of attorney” is a legal document that appoints one or more 

people to make decisions specifically about the health care of someone else. 

A “general power of attorney” is a legal document that appoints one or more 

people to make decisions about the business affairs or assets of someone else.  It 

often includes authority over a number of different types of issues (hence the 

description as “general.”)   It may or may not include authority over health care 

issues.   

The “principal” is the person who signed a power of attorney document, aka the 

person whose affairs will be handled by someone else.  In our discussions, the 

“principal” will be the person who now suffers from dementia and for whom we 

are trying to determine how decisions will be made. 

The “agent” is the person appointed through a power of attorney document to 

act for the principal. 

(Note:  People often use the term “power of attorney” to mean the agent, as in “I 

am Dad’s power of attorney.”  Technically, the “power of attorney” is not a 

person but the legal document.  I don’t try to be a stickler about the use of terms, 

and I often refer to a person as the “power of attorney” when talking.  In this 

article, though, I will try to refer to the “power of attorney” as the document and 

the “agent” as a person.) 

(Note 2:  As mentioned above, a general power of attorney may include a grant of 

power over health care issues.  The rest of this article will discuss powers of 

attorney as if the health care powers are not included in the general power of 

attorney document.) 



If Advance Directives tell us who can make decisions for the person who now has 

dementia, isn’t the question of who is in charge answered?  Yes, thankfully, if the 

person who now has dementia has Advance Directives in place, any concerns 

about who can make decisions has been answered.  Unfortunately, there are 

times when the Advance Directives are not enough.  Sometimes, these are legal 

disputes or practical complications.   

First, the agent appointed in the powers of attorney might have passed away or 

might now suffer from dementia.  If so, the principal has no agent or effectively 

has no agent.  The Advance Directives simply didn’t get updated to keep up with 

changed circumstances.  This frequently occurs when spouses appointed each 

other as agents in their respective powers of attorney but haven’t revisited the 

power of attorney documents in years. 

Second, a dispute about the Advance Directives might arise.  Someone might 

claim that the agent exercised undue influence over the principal.  This is a claim 

that the principal would have appointed someone different as agent if it weren’t 

for the undue influence of the person actually named agent.  Such a claim implies 

that the agent has some improper motive to want to be agent.  If the power of 

attorney document is recent (recent enough to have been signed when the 

principal already suffered from dementia,) undue influence could easily have 

occurred.  Claims of undue influence are usually brought by a family member who 

feels that he or she should have been named agent. 

Third, someone might claim that the agent was named by mistake, implying that 

the principal meant to name someone else.  Using my family, for example, my 

Dad and his brothers (in birth order) are John, Joe, Jim, and Charlie.  If Joe were 

named as his mother’s agent, John could argue that it was a mistake because, as 

oldest, he was the logical choice to be agent.  The fact that both names start with 

the letters “jo” makes the claim of mistake more plausible. 

Fourth, the principal may have named more than one agent.  (I do not mean a 

successor agent.)  If two or more agents were named, either in the same power of 

attorney document or in separate documents, the agents could disagree.  In the 

case of a disagreement, no decisions get made. 

In summary, if the principal, who now suffers from dementia has previously 

appointed someone to act as agent through power of attorney documents, the 

principal planned ahead.  That’s great and it usually means that the person who 

can make decisions is easily identifiable.  In some instances, though, 

complications arise that make it hard to determine who is in charge. 



Can Advance Directives be Done? 

There are times when it might be appropriate to encourage someone who has 

dementia to sign Advance Directives.  (Such a decision is necessary only if the 

person who has dementia does not have Advance Directives already in place or 

has Advance Directives that suffer from one or more of the problems discussed 

above.) 

The first question when considering whether Advance Directives can be done is to 

determine whether the person’s dementia prevents him or her from being legally 

able to make the decisions necessary to sign Advance Directives.  The decision-

making ability necessary to choose to sign legal documents, such as Advance 

Directives, is called “legal capacity.”  Legal capacity is generally described as the 

ability to understand what one is doing and to understand the ramifications of the 

decision.  So, under the “legal capacity” test, if the person’s dementia is mild 

enough to allow him or her to still understand the legal results that can flow from 

Advance Directives, then the person has the necessary decision-making capacity 

to sign Advance Directives. 

Unfortunately, the test for legal incompetence, a necessary test for guardianship 

(discussed below) may not simply be the lack of legal capacity.  In Ohio, for 

example, a person who suffers from dementia is eligible for guardianship only if 

the person is so “mentally impaired [as to be] incapable of taking proper care of 

the person’s self or property.”  (Ohio Revised Code section 2111.01(D)) 

There is a wide gap (in my opinion) between ability to make decisions about 

Advance Directives and an inability to take care of one’s self and one’s 

property.  That gap is a “no man’s land” of who can make decisions for the person 

with dementia.  If dementia has taken away from someone the ability to 

understand the ramifications of Advance Directives, the dementia has probably 

also taken away the ability to understand the ramifications of health care 

decisions or money management decisions.  In other words, it may be “too late” 

to get Advance Directives but “too soon” to get a guardian.  Without an ability to 

get Advance Directives, prepared, the person with dementia may be the only 

person legally able to make decisions.  The decisions may not be “good,” but they 

come from the only person who can legally make decisions. 

If the person with the dementia-causing disease, still has (as a practical matter) 

the ability to make decisions, the person should make a number of preparations 

before the disease gets worse:   

Prepare a health care power of attorney 



Prepare a durable, immediate general power of attorney 

Nominate someone as guardian in the event that a guardian is deemed necessary 

in the future (sometimes included in a General Power of Attorney document) 

If preparing new powers of attorney, revoke old powers of attorney 

Prepare a HIPAA release  

Consider a Living Will 

Consider whether a Do Not Resuscitate Order is appropriate 

Consider whether a Right of Disposition (the appointment of someone in charge 

of the funeral) is appropriate. 

Consider whether a Last Will and Testament is needed or needs to be updated. 

Consider whether beneficiary designations (like in an IRA) or “payable on death” 

(POD) or “transfer on death” (TOD) designations should be created or changed. 

Long Term Care Plan 

When someone has a disease that causes dementia, the likelihood that he or she 

will need long term care in the future (perhaps near future) is high.  When the 

need for long term care arrives, that person may not be in a position to tell his or 

her family about the setting in which he or she prefers to receive care (i.e., 

nursing home, assisted living, his or her own home with a home care company, or 

the home of an adult child.)  Likewise, he or she may not be in a position to 

explain to family the strategy adopted for dealing with long term care costs.  (If 

the person has bought long term care insurance or has set up a trust, for example, 

the family may not know.  In addition, the person might qualify for VA benefits 

because of time in the service by the person or spouse, but the family may not 

know where to find the discharge papers.) 

In addition, to making the legal preparations described above, a person who has a 

disease that causes dementia, should, before the dementia gets worse, prepare a 

plan for his or her long term care.  In addition, the person should leave 

instructions and talk over the long term care plan with someone. 

Seek out an Elder Law Attorney 

If someone who has a disease that causes dementia eventually needs long term 

care, e costs of that long term care could use up all of the person's life savings.  If 



the person has a spouse, the costs of care can use up the spouse's savings as 

well.  An elder law attorney may be able to shelter a portion of that savings. 

In addition, an elder law attorney can help identify other resources or services 

that can help the person with dementia and his or her family.  These services may 

allow the person to stay in his or her home longer, for example.  Alternatively, 

certain services may help family members in understanding the disease and its 

symptoms, making life easier for both the person with dementia and the family. 

The sooner the person with dementia and his or her family start to work with an 

elder law attorney, the more good can come of it.  A delay is seeking out an elder 

law attorney takes options and opportunities off the table. 

Guardianship 

If the person's disease has taken away the decision-making ability and the person 

has not prepared advance directives appointing someone else to make decisions, 

the next legal alternative is guardianship.  Unfortunately, guardianship is not 

often a pleasant experience.  I describe it as Purgatory at its best and Hell at its 

worst. 

In Ohio's guardianship process, the would-be guardian applies to the probate 

court asking to be named guardian over a proposed ward.  The would-be guardian 

can be family member, a friend, or a professional guardian (someone who earns a 

living acting as guardian, usually for several people.)  If the would-be guardian is a 

family member or friend, the would-be guardian probably has reason to believe 

that the proposed ward cannot handle his or her own affairs.  If the would-be 

guardian is a professional, the proposed ward has probably been referred to the 

probate court by a medical professional who has been involved in the person’s 

care.  A hospital social worker may refer a patient to the probate court, for 

example.  Similarly, an investigator from Adult Protective Services may refer a 

proposed ward to the court.  Anyone who has knowledge (and usually 

experience) in the needs of people who have limited legal decision-making ability, 

such as a police officer, a paramedic, a nurse, a doctor, etc., can make a 

referral.  If there is not a family member or friend who agrees to act as guardian 

(and receives court approval to act as guardian,) the court may ask one of the 

professional guardians who routinely work with the court to apply to be guardian. 

The decision on guardianship is a 3-step process (in Ohio, anyway.)  The probate 

court must determine whether the proposed ward is "incompetent."  The probate 

court must determine whether there are "less restrictive alternatives."  Finally, 



the probate court must decide whether the applicant is the appropriate person to 

be guardian.   

There is an expedited process for when a guardianship is necessary quickly, like 

for an accident victim who suddenly loses the ability to handle his or her 

affairs.  In Ohio, the expedited process can result in an emergency guardianship or 

an interim guardianship, but both of these are only temporary.  If the need for a 

guardianship will be long-term or permanent, an emergency or interim 

guardianship may be replaced by a "regular" guardianship after the full 

guardianship process is completed. 

Application for Guardianship 

When the person's disease has taken away the decision-making ability and the 

person has not prepared advance directives appointing someone else to make 

decisions, the next legal alternative is guardianship.  Guardianship is a long 

process with many potential twists and turns.  The twists and turns can start right 

at the outset with the guardianship application itself. 

In determining whether the proposed ward is incompetent, the probate court 

must decide whether the person is "so mentally impaired [as to be] incapable 

of taking proper care of the person's self or property."  (Ohio Revised Code 

section 2111.01(D))  The determination whether the proposed ward is 

incompetent starts with an application for guardianship submitted by the would-

be guardian.  The application must have with it a statement from a health care 

professional supporting the applicant's claim that the proposed ward is 

incompetent.  (In Ohio, there is a form for this medical statement.)  If no health 

professional will support the applicant's claim, the probate court won't even 

accept the application for guardianship.  If a medical professional won't support 

the claim, the probate court won't bother with it. 

If the would-be guardian submits an application with the necessary medical 

statement, the probate court will have one of its own investigators check out the 

claim of incompetence.  The investigator will meet with the proposed ward and 

try to determine whether the person is able to make decisions about his or her 

health care and finances.  In my experience, these investigators are very 

conscientious, trying very hard to make a fair determination.  The investigator 

then reports back to the probate court.  If the investigator reports that the 

proposed ward seems unable to handle his or her own affairs, the guardianship 

process will continue.  If the investigator reports that the proposed ward seems 

capable of handling his or her own affairs, the guardianship process ends. 



If the investigator reports that the would-be ward seems unable to handle his or 

her own affairs, the probate court will set a hearing date on the guardianship 

application at which the proposed ward can oppose the application. 

Family Conflict in Guardianship Proceedings 

When the person's disease has taken away the decision-making ability and the 

person has not prepared advance directives appointing someone else to make 

decisions, the next legal alternative is guardianship.  Unfortunately, guardianship 

is not often a pleasant experience.  I describe it as Purgatory at its best and Hell at 

its worst. 

In Ohio's guardianship process, the would-be guardian applies to the probate 

court asking to be named guardian over a proposed ward.  By making a 

guardianship application, the would-be guardian has alleged that the proposed 

ward (frequently a family member of the would-be guardian) is incompetent to 

handle his or her own affairs.  This allegation of incompetence can provide the 

spark that triggers any bad feelings in the family to explode.  This is where the 

sibling rivalry (or any other family dysfunction) mentioned in the introductory 

post of this series (April 30, 2015) can raise its ugly head. 

Upon learning that the would-be guardian has asked the probate court to find the 

proposed ward "incompetent," the proposed ward is likely to feel angry.  If the 

would-be guardian is one of the proposed ward's children, they proposed ward is 

likely to feel betrayed.  Other family members who have influence over the 

proposed ward and who, at the same time, have their own anger or resentment 

toward the would-be guardian, can help the proposed ward oppose the 

guardianship application.  If the family members' anger and resentment toward 

the would-be guardian is large enough, the family members might try to get the 

proposed ward to feel anger, resentment, and mistrust toward the would-be 

guardian. 

Imagine for a moment the Smothers brothers, Tommy and Dick.  (If you're not old 

enough to remember the Smother Brothers show, look it up on the 

internet.)  One of the long-running jokes was Tommy's complaint to Dick that 

"Mom always liked you best."  (I know that this example is from show business, 

not reality, but I can't use clients' names in a public article, can I?)  Suppose that 

Mom Smothers really did love Dick best.  Now, suppose that Mom was stricken 

by a disease that causes dementia and has not planned ahead with Powers of 

Attorney.  Dick, being the son emotionally closest to Mom, applies for 

guardianship.  Tommy, who has always resented Mom's favoritism of Dick, tries to 



turn her against Dick by making her feel betrayed because Dick says she's 

incompetent to handle her own affairs.  (That's what a guardianship application 

means.)  Remember, Mom suffers from dementia.  Mom may not remember that 

she loves both of her sons.  She may not remember that Dick has been looking 

out for her for decades.  Because of her dementia, it might be easy for Tommy to 

exert undue influence on Mom and turn her against Dick.  Tommy might then 

help Mom oppose Dick's guardianship application, even if Tommy believes that 

Mom needs a guardian.  If this happens, Mom has become the pawn in the sibling 

rivalry between Tommy and Dick.  Unfortunately, this kind of thing happens in 

real life too. 

To be fair, Tommy might feel that Dick is overreacting to Mom's illness.  Tommy 

may feel that Mom is not incompetent and deserves to be allowed to continue to 

control her own life.  Unfortunately, it's impossible for anyone to know what 

Tommy and Dick feel in their heart of hearts.  The probate court (and the rest of 

the world, for that matter) can see only Tommy's and Dick's actions. 

Because of family relationships (and occasionally, friend relationships,) it may not 

be just the decision of the proposed ward that determines whether the 

guardianship application is opposed or unopposed.  It can also be a decision by 

another interested family member or friend influencing (for righteous reasons or 

for selfish reasons) the proposed ward to oppose the guardianship 

application.  This is the tipping point that determines whether the 

guardianship process feels like Purgatory or feels like Hell.  If the proposed ward 

does not oppose the application, expect Purgatory.  If the proposed ward opposes 

the application, expect Hell. 

Alternatives to Guardianship 

When someone has dementia and he or she seems to no longer have the ability 

to make decisions necessary to prepare powers of attorney and, for whatever 

reason, a guardianship is not appropriate or not wanted, options for having one 

person specific person able to make decisions have become limited. 

Now, even though the person seems to longer have the ability to prepare powers 

of attorney, he or she might have some lucid moments in which to make such 

decisions.  The family can seek the help of an estate planning or elder law 

attorney.  If the attorney is satisfied that the person can decide to sign powers of 

attorney, the attorney can prepare them.  These new powers of attorney 

designate who can make decisions when the person's lucid moments have gone. 



In the absence of the person's own ability to make decisions and the absence of 

someone appointed to make decisions (ether through a power of attorney or a 

guardianship,) the caregivers for someone with dementia have to rely on 

guidance from the next of kin (which can be very tricky if the family disagrees.) 

If even input from the next of kin isn't available, the caregivers are left to their 

consciences.  They must do what is necessary for the person with dementia and 

do what they know in their hearts to be the right thing to do. 

Unfortunately, some people with a disease that causes dementia will not have a 

designated decision-maker.  In such cases, caregivers are forced to do their best 

with only their own caring hearts and their experience to guide them. 

The Spouse's Advance Directives 

Someone who has a disease that causes dementia often is married.  The dementia 

of the one spouse might leave the other spouse without someone to make 

decisions in an emergency or in the event of his or her own cognitive decline. 

Most married couples, if they have prepared Powers of Attorney, have named 

each other the Agents in those Power of Attorney documents.  The spouse that 

now suffers from dementia is no longer the appropriate person to have as the 

Agent for the "well spouse."  That "well spouse" should have new Power of 

Attorney documents prepared, if possible. 

The "well spouse" may have successor Agents named in his or her Power of 

Attorney.  If so, that makes new Powers of Attorney less urgent but no less 

important.  If something were to happen to the "well spouse" that made it 

necessary for an Agent to start making decisions, there could be a delay in 

accepting the successor Agent while awaiting confirmation (from a doctor, 

perhaps) that the primary Agent (the spouse with dementia) cannot act as 

Agent.  That delay can't be good for the second spouse.  So, when someone 

suffers from dementia, the spouse of that someone should redo his or her Powers 

of Attorney and name someone other than the "ill spouse" as Agent and the 

successor Agents.  With the new Powers of Attorney, the spouse who does not 

have dementia should also prepare a HIPAA release and a living will (if wanted.) 

If the "well spouse" has new Advance Directives set up, he or she should also at 

least consider the other preparations as well: 

 Long Term Care plan, 

 Do Not Resuscitate Order (if appropriate,) 



 Right of Disposition designation (naming who is in charge of funeral 

implementation), 

 Last Will and Testament, 

 Updating beneficiary, "transfer on death," and “payable on death” 

designations on assets and financial accounts, 

 Pre-planning a funeral and final resting place, 

 Medical Insurance, 

 Long Term Care insurance, 

 Nominate someone whom the "well spouse" would prefer to be guardian, if 

one should be necessary (sometimes included in a General Power of 

Attorney document,) and 

 Talk with an Elder Law Attorney about planning for the future. 

These new Advance Directives and other preparations aren't necessary the next 

day after learning that one's spouse has dementia, but the sooner the 

better.  Certainly, a month should be long enough to have the new Advance 

Directives prepared.  

 

 

 

Conclusion 

The onset of a disease that causes dementia creates a number of health issues, 

personal care issues, and certainly family issues.  It also creates, however, a 

myriad of legal issues regarding continued management of the person’s affairs 

and decision-making ability.   Unfortunately, because the progression of a disease 

that causes dementia is not always predictable, the legal consequences of 

dementia are not always well-defined.  
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Post Test Questions; Please circle either Yes or No  

7 out of 10 answers must be endorsed correctly to obtain certificate 

 

1. If a person is not able to decide whether to set up Powers of Attorney, is    

that person always appropriate for a guardianship?  Y / N 

 

2. Is there always a clear “chain of command” on who takes over when 

someone suffers from dementia?  Y / N 

 

3. Do all dementia sufferers lack the ability to make their own decisions?   

Y  /  N 

 

4. If someone suffers from dementia, is the spouse always in charge? Y / N 

 

5. If I suffer from dementia, does my Last Will and Testament designate 

who can make decisions for me?  Y / N 

 

6. If I’ve prepared a General Power of Attorney and a Health Care Power of 

Attorney, do I ever have to worry about changing them or preparing 

new ones?  Y / N 

 

7. Are all people who have diseases that cause dementia legally prohibited 

from signing Powers of Attorney documents?  Y / N 

 

8. Is a Power of Attorney all that I need to think about if I’m worried about 

dementia in my future?  Y / N 

 

9. Can someone ever change his or her Power of Attorney documents?        

Y / N                                

 

10. If I suffer from dementia, will a Probate Court automatically appoint a 

guardian for me?  Y / N 

 


