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I. Aging, Dementia and the Professional Relationship 

A. The Probability of Diminishing Mental Capacity with Age1 
 
Dementia is a degenerative disorder of the brain characterized by the loss of the ability 
to think, reason and remember. Of the elder population in the United States, estimates 
suggest that about 1.5% of those aged 65-69 are afflicted with dementia. That rate of 
dementia increases steeply as age progresses, doubling perhaps every five years. 
Dementia is present in about half of seniors in their 90s. Most individual patients’ 
dementia gets progressively worse with time. Eventually, the symptoms of dementia 
become severe enough to interfere with work performance, social activities and daily 
functioning. With a better understanding of dementia and its relationship to capacity, 
attorneys can better communicate with clients and serve their interests, as well as 
provide more useful advice and support for family members and caregivers of afflicted 
individuals. 
 
Any of several medical conditions may cause dementia. Although Alzheimer’s disease is 
probably responsible for more than half of all dementia cases, there are a number of 
other conditions that can cause dementia. Because some of these conditions are 
treatable, diagnosis of dementia’s underlying cause is important. Among the more 
common causes of dementia: 
 

➔ Alzheimer’s disease. Of the diseases that produce dementia, Alzheimer’s is the 

most common, with perhaps half of all dementia patients suffering from the disorder. 
Changes in the brains of people with Alzheimer’s disease include a degeneration of 
nerve cells in the areas of the brain vital to memory and other mental functions. There 
                                                 
1 For all of the discussion here about dementing conditions, treatment, and prognosis, I am deeply 
indebted to Dr. Barry D. Weiss, M.D., Professor of Family & Community Medicine at the College of 
Medicine, University of Arizona in Tucson. He graciously reviewed, corrected and dramatically improved 
this material; he has also been instrumental in getting a tremendous amount of medical information 
online, in a readable and understandable format addressed to multidisciplinary teams dealing with 
dementia and aging issues, at http://www.reynolds.med.arizona.edu/html/ElderCare.html 
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are also lowered levels of chemicals in the brain that carry complex messages back and 
forth between nerve cells. 
 
The first sign of Alzheimer’s disease may be mild forgetfulness. The disease progresses 
to affect language, reasoning, understanding, reading and writing. Eventually people 
with Alzheimer’s disease may become anxious or aggressive, and even wander from 
home. It is not always easy to know if a patient’s dementia is due to Alzheimer’s or 
another cause. New tests are being developed to help make the distinction, though 
conclusive categorization still relies on autopsy; as a consequence, its diagnosis is 
usually one of exclusion--that is, Alzheimer’s Disease may be identified as the likely 
cause of a living patient’s dementia when other causes have been ruled out and the 
patient’s symptoms are compatible with Alzheimer’s. The disease is an irreversible 
progression, at least with present treatment options. Those treatment programs 
showing the most current promise involve slowing the progression, rather than 
reversing the condition or even arresting the progression. 
 

➔ Vascular Dementia. This condition results from impaired blood flow to the 

brain, leading to strokes. The impaired blood flow is most often caused either by 
narrowing of the arteries that supply blood to the brain, or by blood clots that travel 
from the heart to the brain. It is sometimes also referred to as multi-infarct dementia. 
Often the onset of symptoms is “step-wise” (e.g.: characterized by periodic noticeable 
changes in function) but occasionally the disease seems to progress slowly, making it 
difficult to distinguish from Alzheimer’s disease. This difficulty is compounded by the 
reality that a significant percentage of vascular dementia patients also suffer from 
Alzheimer’s disease – what physicians may refer to as “mixed” dementia. 
 
Family members and caregivers frequently describe the progress of vascular dementia 
as consisting of numerous individual downward steps in functional capacity, or as 
plateaus in the deterioration. Paralysis, difficulty with language and vision loss are 
common. The brain damage associated with vascular dementia is generally considered 
irreversible. However, controlling high blood pressure, stopping smoking, reducing 
cholesterol levels and treating cardiovascular disease and diabetes may sometimes slow 
the progress of vascular dementia. 
 

➔ Lewy body dementia. Lewy bodies are protein deposits found in deteriorating 

nerve cells. They often appear in damaged regions deep within the brains of people with 
Parkinson’s disease. Lewy bodies are also seen in Lewy body dementia, which is an 
atypical dementia that is sometimes not recognized and may be misdiagnosed as 
Alzheimer’s disease.  It differs from Alzheimer’s disease, however, in that patients with 
Lewy body dementia initially have fewer problems with memory and more problems 
with executive function (the ability to plan, organize, and carry out day-to-day 
activities). They also experience visual hallucinations early in the course of the disease 
(in contrast to Alzheimer's disease, in which hallucinations are a late-stage symptom). 
Over time, patients with Lewy body dementia experience movement disorder similar to 
Parkinson's disease. Although the early effects of Lewy body dementia tend to fluctuate, 
ultimately the impairments are severe, constant and irreversible; there is no treatment. 
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Lewy body dementia is occasionally described as “rare”, but in fact may be the second 
most common form of dementia, after Alzheimer’s disease. 
 

➔ Parkinson’s disease. Although it is not one of the more common causes of 

dementia, as many as 30 percent to 40 percent of people with Parkinson’s disease ( a 
progressive, degenerative disease of the nervous system) will develop dementia during 
the later course of the disease.  
 

➔ Frontotemporal dementia. Frontotemporal (sometimes “fronto-temporal”) 

dementia is another form of dementia that is commonly misdiagnosed as Alzheimer's 
disease.  It accounts for up to 10% of dementia cases and the key finding is shrinkage of 
the frontal and temporal (side) portions of the brain. It presents in one of two forms. 
One is behavioral variant in which patients demonstrate apathy, social withdrawal and 
lack of social tact. The other is a semantic variant in which problems with word finding 
predominate, while memory is less impaired. There is no effective treatment. 
 

➔ Other causes of dementia. There are numerous other causes of dementia 

including conditions such as Huntington’s disease, traumatic brain injury, HIV 
infection, syphilis infection of the brain, Creutzfeldt-Jakob disease (caused by infection 
protein that can be acquired during organ transplants) and others. 
 
In addition to those dementing conditions, there are number of potentially reversible 
causes of cognitive dysfunction. It is important to note that, though their symptoms may 
sometimes mirror dementia, and patients may be misdiagnosed, a thorough medical 
review should help reveal these conditions when they appear: 
 

✓ Depression. One of the most treatable “causes” of dementia in the elderly is not 

actually dementia at all. Depressed seniors can demonstrate symptoms like confusion, 
inability to concentrate or act, and limited attention span. Depression is usually 
treatable, though patients suffering from dementia (particularly early stages, when they 
still have the cognitive function to understand the implications of their diagnosis) also 
demonstrate a high frequency of depression. Even demented patients with depression 
will often benefit from treatment; a competent medical diagnosis may help determine 
the usefulness of treatment.2 
 

✓ Diet. Although relatively rare (when compared, for example, to Alzheimer’s 

disease and vascular dementia), dementia related to nutritional deficiencies is not 
uncommon and, though easy to diagnose, frequently overlooked. Vitamin B12 deficiency 
may lead to cognitive dysfunction. 
 

                                                 
2 For more detail, consider M. Jane Mohler, MPH, PhD, “Depression in Elders,” Arizona Center on Aging 
Elder Care series, available online at 
http://www.reynolds.med.arizona.edu/EduProducts/providerSheets/Depression.pdf 
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✓ Other causes of cognitive dysfunction. Chronic alcohol or drug abuse 

(including prescription drug and over-the-counter drugs) are among the more common 
causes of cognitive impairment. Many are quite treatable, though brain damage from a 
lifetime history of alcohol abuse particularly may result in an untreatable dementia. It is 
also important to note that some medications can cause a temporary mental 
impairment, even when properly taken according to instructions. They include 
sedatives, opioid (narcotic) pain medications, anti-anxiety drugs, muscle relaxants, and 
tricyclic antidepressants. Generally speaking, older patients may require smaller doses 
of medications than their younger counterparts. Infectious disease (urinary tract 
infections, for example) can also contribute to impairment. For all of these reasons, a 
thorough medical workup is indicated before a final diagnosis of dementia is made.  
 
While individual patients will experience the progression of dementia uniquely, there 
are five stages commonly recognized in the medical literature. Regardless of the 
underlying dementing illness or condition, the likely progression may include3: 
 
1. Mild cognitive impairment. The person may experience some memory problems 
but can continue to live independently. While an individual with mild cognitive 
impairment may progress to a dementia diagnosis, it is important to understand that 
the progression is not inevitable. In fact, physicians do not consider mild cognitive 
impairment a “stage” of dementia at all – their challenge is to determine which patients 
suffering from milder symptoms are simply experiencing normal age-related cognitive 
decline and which will progress to dementia. 
 
2. Mild dementia. The person may experience impaired memory and thinking skills. 
He or she may no longer be able to live completely independently and may require 
assistance with finances, grooming and dressing, and meal planning and cooking. The 
individual may also become confused when in public. During these early stages of 
dementia the patient may: 
 

● Appear more apathetic, with less sparkle 
● Lose interest in hobbies, activities 
● Be unwilling to try new things 
● Be unable to adapt to change 
● Show poor judgment and make poor decisions 
● Be slower to grasp complex ideas and take longer with routine jobs 
● Blame others for “stealing” lost items 
● Become more self-centered and less concerned with others and their feelings 
● Become more forgetful of details of recent events 
● Be more likely to repeat themselves or lose the thread of their conversation 
● Be more irritable or upset if they fail at something 
● Have difficulty handling money 

 

                                                 
3 It is important to recognize that these lists and categories are not diagnostic – that is, they do not always 
appear and by themselves may not indicate dementia at all. It is also worth noting that these 
categorizations generally fit Alzheimer’s patients better than other types of dementia. 
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3. Moderate dementia. The person may experience severe memory 
impairment and difficulty in communicating. He or she can't live alone and needs 
help with almost every basic activity. The person can go out in public only with 
assistance. Among the practical effects of moderate dementia the patient may: 
 

● Be forgetful of recent events. Memory for the distant past generally seems 
better, but some details may be forgotten or confused 
● Be confused regarding time and place 
● Become lost if away from familiar surroundings 
● Forget names of family or friends, or confuse one family member with another 
● Forget saucepans and kettles on the stove. May leave gas unlit 
● Wander around streets, perhaps at night, sometimes becoming lost 
● Behave inappropriately, for example going outdoors in nightwear 
● See or hear things that are not there 
● Become very repetitive 
● Be neglectful of hygiene or eating 
● Become angry, upset or distressed through frustration 

 
4. Severe dementia. The person experiences severe problems with communication, 
frequent incontinence and requires constant care. He or she needs hands-on assistance 
with dressing and eating and is too impaired to go out in public. The severely demented 
patient may: 
 

● Be unable to remember, for even a few minutes, that they have had, for 
example, a meal 
● Lose their ability to understand or use speech 
● Be incontinent 
● Show no recognition of friends and family 
● Need help with eating, washing, bathing, using the toilet, dressing 
● Fail to recognize everyday objects 
● Be disturbed at night 
● Be restless, perhaps looking for a long-dead relative 
● Be aggressive, especially when feeling threatened or closed in 
● Have difficulty walking, eventually perhaps becoming confined to a wheelchair 
● Have uncontrolled movements 

 
5. Profound dementia. At this end stage, the person usually is bedridden. 
 
Though much is lost during the progression of dementia, it is important to remember 
that someone suffering from dementia can retain their sense of touch and hearing as 
well as their ability to respond to emotion. Because no two patients experience precisely 
the same process, it is also important to remember that each patient’s ability to handle 
tasks will be unique, and a diagnosis of dementia need not prevent the patient from 
developing a lawyer-client relationship nor from completing estate, health care and/or 
Medicaid planning in individual cases. Finally, the differing progression and multiple 
causes of dementia make it critically important that each patient have a competent, 
thorough medical evaluation and diagnosis. 
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B.  Activities of Daily Living (ADLs) and Instrumental 
Activities of Daily Living (IADLs) 

 
It is helpful to understand, at least generally, the significance of “ADLs” and “IADLs”. 
These terms are widely used in assessment of patients’ functional limitations, and are 
highly predictive of the looming need for institutional placement. 
 
Activities of daily living (ADLs) are the basic tasks required to function autonomously 
day-to-day. While the term is sometimes used to encompass other functions, by general 
agreement ADLs include:4 
 
 ▪ Eating (that is, the ability to physically feed oneself, and to drink fluids) 
  ▪ Bathing (the ability to bathe without assistance or supervision) 
 ▪ Dressing (the patient’s ability to get clothes out and put them on) 
 ▪ Toileting (both the recognition of the need and the ability to complete the task) 

▪ Transferring (the ability to transfer from bed to chair and back without 
assistance) 

 
Instrumental activities of daily living (IADLs) are an attempt to test a more subtle level 
of functional impairment. As with the list of ADLs, IADLs may vary from time to time 
but usually include:5 
 
 ▪ Ability to use the telephone 
 ▪ Shopping 
 ▪ Meal preparation 
 ▪ Housekeeping and laundry ability 
 ▪ Transportation ability 
 ▪ Medication management 
 ▪ Ability to handle personal finances 
 
Most long-term care insurance policies require impairment of two or three ADLs before 
benefits may be paid. IADL limitations indicate a lower level of impairment, and are 
more helpful in assessing needs for care and support than for insurance or legal 
purposes. 

C.  Temporary and Permanent Loss of Cognition 
 

While clients suffering from dementia and other progressive (often gradual) cognitive 
loss may be the most common experience for professionals, occasionally the 
diminishment of capacity may be both more sudden and profound. Sometimes a patient 

                                                 
4 Katz, S., et al, Studies of illness in the aged: The index of ALD: A standardized measure of biological 
and psychosocial function. 185 Journal of the American Medical Association 914-919 (1963). 
5 Fillenbaum, GG, Screening the elderly: A brief instrumental activities of living daily measure. 33 
Journal of the American Geriatric Society 698-706 (1985). 
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will be cognitively impaired by a head injury, stroke, or other cause. These more extreme 
cognitive deficits may include: 
 
1. Coma. A prolonged unconscious condition, characterized by lack of response to 
stimuli, failure to initiate any voluntary activities and inability to be wakened. There are 
several important observations about coma: 
 

● Healing can continue during a period of coma, and in fact (depending on the 
cause) a comatose patient may recover fully–though permanent physical, 
cognitive of behavioral impairments are common. 
● The length of coma is unpredictable, and there is no treatment that will bring a 
patient out of a coma. It is usually impossible to predict the degree of recovery a 
comatose patient might make if and when he or she emerges from the coma. 
● Comatose patients usually have little or no response to stimuli, even painful 
stimuli. Some comatose patients may have a minimal level of response to some 
stimuli. 

 
2. (Persistent) Vegetative state. Unlike coma, a vegetative state is characterized by 
apparent wakefulness, often in cycles, so that the patient appears to be at least 
somewhat responsive to his or her environment, when in fact they are not. When the 
vegetative state has lasted for more than a month, it is usually characterized as 
persistent. Patients in a vegetative state may: 
 

● Appear to respond to stimuli such as voices, room noises (especially loud noises 
like slamming doors), music and the presence of family, friends and others. 
Ability to actually interact with the environment is lost, however, and the 
appearance of responsiveness is the product of projection by observers. 
● Spontaneously open their eyes. 
● Moan or otherwise vocalize, leading observers to believe that the patient is 
responding to cues. 
● Over time, actually lose brain mass as tissue atrophies and is replaced by 
cerebrospinal fluid. 

 
3. Minimally conscious state. The relatively newer categorization of minimal 
consciousness (or minimal responsiveness) is usually applied to patients who are no 
longer in a coma or vegetative state. Although the minimally conscious patient may have 
reproducible responses to stimuli, they will usually be at a very low level of 
responsiveness. The minimally conscious patient will demonstrate: 
 

● Primitive reflexes 
● An inconsistent level of response to simple commands 
● Some apparent awareness of stimuli, both painful and benign 

 
4. “Terminal Condition.” Other than the obvious criticism (we are all, in a sense, in 
a terminal condition every moment of our lives) of the use of terminality for legal 
distinctions, there is real doubt about the ability of even the most capable professional 
to determine a patient’s longevity. Hospice programs have long wrestled with the 
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difficulty of predicting when a given patient has reached the point that death will likely 
come within any set period of time. As a result of the experience in the hospice setting 
the Medicare/Medicaid concept of “terminal” has been substantially relaxed in recent 
years, and the recognition that a given patient with less than six months to live may 
actually survive well beyond that time is widespread. State legislatures stubbornly cling 
to “terminal condition” as a predicate to the effectiveness of advance directives. Well-
drafted documents, while not contradicting applicable state law, should expand the 
definition and coverage beyond a requirement of terminality. 
 
5. Brain death. When detailed examination (which often includes confirmatory tests 
such as an EEG, measuring brain waves) shows no brain function the patient is said to 
be brain dead. “Brain death” merely reflects the common modern definition of death as 
the loss of any brain function whatsoever. Even though the brain has stopped 
functioning, and the subject is dead, some body functions (like heart function) may 
continue for a variable length of time. This paradox gives rise to false hopes that the 
brain-dead subject might wake up and recover, a circumstance that can be exacerbated 
by the use of ventilators and other life-support procedures during the final, 
unsuccessful, attempt to keep the patient “alive” even though the patient’s brain no 
longer functions. 

D.  The Law Regarding Capacity 
 
The law regarding capacity is full of fine distinctions: capacity to marry is one thing, 
capacity to enter into a contractual relation is another, and capacity to execute a will still 
another. The truth is that it doesn't take much intellectual wattage to have sufficient 
mental capacity to execute (or to revoke) a will, or a will-substitute. Just so long as 
would-be testators understand that, when they sign their wills, they are making official 
the document that will control the distribution of all or part of their assets after their 
death, have a decent sense of the nature and extent of their probate wealth, and still 
remember who the natural objects of their bounty are--and just so long as they can do 
all three of these things simultaneously, even if only for a few minutes now and again--
they possess testamentary capacity so long as you catch them during one of their lucid 
intervals. 
 
What's more, the system displays a heavy bias in favor of finding, in close cases, that a 
person, now dead, possessed testamentary capacity at the time that the will in question 
was executed, and it is immensely reluctant to hold attorneys liable for not having taken 
great pains to determine the mental acuity of a testator. (See Bye v. Mattingly, 975 
S.W.2d 451 (Ky. 1998), on the first point here, and Gonsalves v. Superior Court, 24 
Cal.Rptr.2d 52 (Cal. App. 1993), on the second.) Very crudely applying these 
generalizations to the five stages of dementia that are sketched in the preceding section 
of this outline, we can say that a person with mild cognitive impairment has 
testamentary capacity, as would a person with mild dementia, at least most of the time. 
As an individual moves into moderate dementia, testamentary capacity begins to slip 
away, and it is almost surely gone by the time that he or she is diagnosed as having 
severe dementia.  
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Remember, however, that it is never wise to think that categories that were developed by 
doctors to aid in the treatment of patients can with ease be transferred to legal contexts. 
Note also the relevant ACTEC Commentary: “[T]he lawyer generally should not prepare 
a will . . . for a client who the lawyer reasonably believes lacks the requisite capacity. On 
the other hand, because of the importance of testamentary freedom, the lawyer may 
properly assist clients whose testamentary capacity appears to be borderline. In any case 
the lawyer should take steps to preserve evidence regarding the client's testamentary 
capacity.”6 

E.  For Lawyers: The Model Rules of Professional Conduct and 
Clients With Diminished Capacity 
 
1. Model Rule 1.14. The starting–and central–point of any discussion about legal 
representation of an individual with diminished capacity must be ABA Model Rule 1.14. 
The recent revisions to the Model Rules have not yet been adopted in all states following 
the Model Rules, and of course there is still one state, California7, that has not 
subscribed to the Model Rules at all. 
 
Former Rule 1.14, “Client Under a Disability,” was subtly, but importantly, amended by 
the ABA in 2002.8 Left intact was the central tenet of the previous rule: that the 
relationship between a lawyer and his or her client should be as nearly “normal” as 
reasonably possible despite the client’s mental limitations (or minority). Changes within 
that basic framework included retitling the Rule (now “Client With Diminished 
Capacity”), making clear that the lawyer is permitted to take “protective action” short of 
filing a guardianship or conservatorship proceeding against his or her own client, and 
relieving the lawyer from some of the strictures of client confidentiality rules when 
necessary to protect the client.9 

                                                 
6 ACTEC Commentaries on the Model Rules of Professional Conduct Rule 1.14, at 132 (4th ed. 2006). 
7 California presents an interesting case. It has long maintained its own codification of Rules of 
Professional Conduct, not relying on the ABA Model Rules or their predecessors. Those existing rules do 
not include any provision for representation of individuals with diminished capacity, though California 
Rule of Professional Conduct 3-310 has been interpreted to create an inherent difficulty (and possibly a 
duty to withdraw) when a client is incapable of making appropriate decisions. A version of the Model 
Rules has now been proposed in California, though the California version of Rule 1.14 would be quite 
different. It would, however, explicitly permit a lawyer to make a referral to an appropriate agency when 
there is a risk of “substantial physical, financial or other harm unless action is taken.”  
8 A handful of states have failed to update their versions of some or all of the Model Rules with the “E2K” 
changes. Michigan, for example, has adopted some changes but not those to Rule 1.14. 
9 ABA Model Rule 1.14 (showing the prior rule and the 2002 amendments): 
 
RULE 1.14: CLIENT UNDER A DISABILITY WITH DIMINISHED CAPACITY 
 
(a) When a client's ability capacity to make adequately considered decisions in connection with the a 
representation is impaired diminished, whether because of minority, mental disability impairment or for 
some other reason, the lawyer shall, as far as reasonably possible, maintain a normal client-lawyer 
relationship with the client. 
 
(b) A lawyer may seek the appointment of a guardian or take other protective action with respect to a 
client only when When the lawyer reasonably believes that the client has diminished capacity, is at risk of 
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Perhaps more profound changes are effected by the Commentary to the new Rule 1.14. 
New Comment [5] expressly authorizes the lawyer to consult with the client’s family 
members or surrogates, or to take other specified protective measures when necessary 
to protect the client from “substantial physical, financial or other harm unless action is 
taken.” Comment [7], also new, suggests that the attorney may request appointment of a 
guardian ad litem as a less invasive method of protecting the client, short of initiating a 
guardianship or conservatorship proceeding, and specifically notes that such a move 
“may be more expensive or traumatic for the client than circumstances in fact require.” 
 
Taken together, the changes to Rule 1.14 and the accompanying Commentary make clear 
that the modern approach favors a consultative, assistive response to a client’s 
diminishing capacity, rather than a formulaic move to initiating legal proceedings when 
capacity is questionable. Review of the redlined Rule 1.14 changes (including the 
Commentary, at http://www.abanet.org/cpr/e2k-rule114.html) will clearly demonstrate 
the point. 
 
Even if the Model Rules did not require it, good practice would militate in favor of trying 
to maintain a normal relationship with a client suffering from diminished capacity. 
There is no bright-line transition from “competent” to “incompetent” (notwithstanding 
that such a sharp divide is generally assumed by the legal construct), and so it is 
important to develop a set of techniques that facilitate lawyer/client interaction and can 
be adapted for changing circumstances. A few practical suggestions: 
 

• Speak distinctly, pause before changing topic or concept, and avoid jargon. Stay 
in the client’s line of sight, and make strong eye contact. Face the client at the 
same level – if the client is in a wheelchair, sit while talking with him or her.1011 

 
• Repeat critical information two or more times, and in different words. Written 
material may help (at least with the moderately demented), though well-meaning 

                                                                                                                                                             
substantial physical, financial or other harm unless action is taken and cannot adequately act in the 
client's own interest, the lawyer may take reasonably necessary protective action, including consulting 
with individuals or entities that have the ability to take action to protect the client and, in appropriate 
cases, seeking the appointment of a guardian ad litem, conservator or guardian. 
 
(c) Information relating to the representation of a client with diminished capacity is protected by Rule 1.6. 
When taking protective action pursuant to paragraph (b), the lawyer is impliedly authorized under Rule 
1.6(a) to reveal information about the client, but only to the extent reasonably necessary to protect the 
client's interests. 
10 You may recall that California has not adopted the Model Rules of Professional Conduct, though a 
version of the Model Rules has been proposed for consideration. An older opinion of California’s Standing 
Committee on Professional Responsibility and Conduct (Opinion 1989-112) makes clear that California 
statutes prohibit a lawyer filing a conservatorship (of the person or estate) proceeding against a client 
without the client’s consent; the opinion is gently dismissive of the then-existing MRPC Rule 1.14. 
11 For an excellent set of practical suggestions for dealing with someone with Alzheimer’s Disease, 
consider Jake Harwood, PhD, “Communicating with Patients who have Dementia,” one of the excellent 
Arizona Center on Aging whitepapers on Elder Care, available online at 
http://www.reynolds.med.arizona.edu/EduProducts/providerSheets/Dementia%20Patients%20-
%20Communication.pdf 

http://www.abanet.org/cpr/e2k-rule114.html)
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family members and others may intercept correspondence and share it with 
others, or filter it through their own view of the legal and family issues. 

 
• Make multiple contacts, varying the time of day, the circumstances and even the 
location. At least some contacts should be made in the client’s home or 
institutional setting, where he or she may be more comfortable. An exception to 
this would be for moderately demented clients who may concentrate better when 
they are taken to the office and made to understand the importance of the visit. 
Different demented patients respond better at different times; some may be 
clearer early in the morning, others just after or before a meal, and still others at 
another time of day. 

 
• Make the substantive portion of interviews as private as possible. It may be 
necessary to involve family members in the initial stages of a visit to ease the 
client’s anxiety, but most of the substance of the interview should be outside the 
presence of family members, caregivers or other interested persons. If the contact 
is in the client’s home, family members and caregivers should clearly move 
outside the range of hearing, so that the client understands that they will not be 
eavesdropping on the conversation. Family members may need to be involved to 
set up an appointment, to get the client to the lawyer’s office and to help fill out 
paperwork, but they should not be involved in the substantive discussions – and 
both clients and family members will usually react favorably to a bright line 
drawn by lawyer if the rationale is explained.12 

 
• Ask for and accept the client’s direction on legal matters. Rather than 
suggesting the “correct” answer, ask open-ended questions. When using yes/no 
questions, repeat the question in slightly different terms more than once, in a 
manner that requires the client to give both “yes” and “no” answers to be 
consistent. Many dementia patients will simply answer “yes” to any question, so 
avoid couching all questions in such a manner that consistent “yes” answers 
create a false impression of capacity and/or direction. 

 
2. Who Is the Client? An attorney/client relationship may be formed before the 
attorney intends it to, or before legal advice has actually been offered. One important 
determinant of the existence of an attorney/client relationship is the reasonable 
expectation of the “client” that such a relationship has been formed. It is important to 
remember that it is both easy and common to develop and attorney/client relationship 
before the lawyer has decided that he or she knows who the client is (or should be), and 
even before the lawyer has decided to take on anyone as a client. It is also easy to 
establish multiple attorney/client relationships inadvertently in a short span of time. 
 
One central difficulty that runs through any analysis about conflicts of interest when 
representing a demented client is that the identity of the lawyer’s client is not always 

                                                 
12 For an excellent resource to help explain this principle, consider handing family members a copy of the 
ABA Commission on Law and Aging’s brochure “Why am I left in the waiting room? Understanding the 
Four C’s of Elder Law Ethics” (available online at the Commission’s “Publications” page at 
http://www.americanbar.org/groups/law_aging/publications.html). 
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clear. While it will sometimes be easy to name the client, real-world scenarios have an 
annoying tendency not to follow theoretical constructs or “normal” professional 
relationships. The ABA’s Model Rules of Professional Conduct attempt to make the 
ethical problems more manageable, though the Model Rules have been widely criticized 
as not responsive to the needs of a consultative, non-litigation practice like estate 
planning or elder law.13 
 
It is not only possible but commonplace that the lawyer’s notion about client identity is 
neither understood nor shared by all of the participants in a given relationship, and 
when an individual reasonably believes that he or she is the lawyer’s client (or one of the 
lawyer’s several clients) that belief may be self-fulfilling.  This problem can be 
compounded by involvement of family members in the consultation and management of 
the legal matter.14 What if the demented client is in greater need of representation and 
likely would not be able to obtain legal representation elsewhere? The family is asking 
for action that would be in the best interest of and beneficial to the demented client. 
 
Even a written agreement limiting the representation to a single client may be 
ineffective to prevent a client-lawyer relationship from being formed with other, non-
signatory, parties. The identification of clients may not be within the sole province of the 
lawyer. The questions to consider in determining who is the client (and to whom the 
lawyer consequently owes a duty of loyalty) when one is demented include: 
 

● Who has actually consulted the lawyer, and in what stated capacity? 
● Who made the appointment arrangements? 
● Who is paying the lawyer’s bill, and from what source? 
● Who has regular communications with the lawyer? 
● Who makes decisions about alternative approaches to the representation? 
● Who personally benefits from the representation? 
● How easily can the others obtain representation? 
● What do each of the clients and potential clients believe with regard to the 
representation? 

 
While it would be incorrect to say that the putative client’s notion of 
representation controls the legal or ethical identification of the client, it is clear 
that the reasonable subjective opinion is an important consideration.15 In other 
words, it may not be enough to clearly articulate your understanding about 

                                                 
13 See, for instance, the American College of Trust and Estate Counsel Foundation’s ACTEC 
Commentaries on the Model Rules of Professional Conduct, 4th Edition, 2006. 
14 The proposed California Rules of Professional Conduct (Rule 1.14) deftly, if inconclusively, deal with 
this common dilemma in Note [5]: 

“The client may wish to have family members or other persons participate in discussions with the lawyer. 

When necessary to assist in the representation, the presence of such persons generally will not affect the 

applicability of the lawyer-client privilege. See Evidence Code section 952. However, the lawyer must keep 

the client’s interests foremost and, except as authorized under paragraph (b), must to look to the client, and 

not family members, to make decisions on the client’s behalf.” 
15 One element relevant to determining the existence of a lawyer/client relationship is “[t]he client’s belief 
that he is consulting a lawyer in that capacity and he has manifested intention to seek professional legal 
advice.” C. McCormick, Law of Evidence, § 88 at 208 (3d ed. 1984). 
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representation, conflicts and a plan of action to an individual with diminished 
capacity, his or her family members and surrogates simultaneously. You may 
nonetheless find yourself representing multiple parties in a complicated personal 
or financial transaction. 
 
3. Conflicts of Interest: Rules 1.7 and 1.9. If an attorney is to represent more than 
one client (for example, in creating an estate plan for a married couple), he or she must 
fully inform all clients of the implications of joint representation, in particular how 
his/her ethical obligations under ABA Model Rule 1.6 (Confidentiality of Information) 
are changed by common representation in that the attorney owes the same duty of 
loyalty to all clients. The attorney is therefore unable upon the request of one client to 
withhold information material to the common representation from the other clients. A 
number of the Comments to ABA Rule 1.7 (Conflict of Interest, Current Clients) are 
particularly illuminating for estate planners who see themselves at times or are seen as 
the “family lawyer.”16  
 
The ACTEC Commentaries also addresses the ethical concerns raised by the “family 
lawyer” concept. The Commentaries goes so far as to endorse the representation of 
more than one member of the same family in connection with their estate plan(s) in 
some cases, those in which the parties have a “common objective.” As the Commentaries 
urges, the attorney should meet with each client individually prior to accepting common 
or joint representation in order to allow each client be candid and to explore the extent 
of conflicts of interest. The Commentaries recommends that each client be provided 
with a written explanation about the extent to which material or information imparted 
to the attorney by one client should be shared with the other clients and under what 
circumstances the attorney’s ability to effectively represent one of the clients in a 
multiple client representation could require the attorney’s withdrawal.  
 
Estate planners and probate counsel encounter the most thorny problems when 
“common objective” representation includes the interests of the incapacitated or those 
whose capacity is at issue. For example, Medicaid planning is often performed when the 
family member who needs institutional care cannot make informed decisions. (For a 
succinct overview of the applicable provisions of the Model Rules in Medicaid planning 
see Thomas D. Begley, Jr., and Andrew H. Hook, Legal Ethical Issues in Transferring 
Assets for Medicaid Planning; Case Studies in Contrast, Estate Planning, October 
2003, Vol.30 No.10. p.522) Also, estate planning for the catastrophically injured in 
conjunction with a personal injury action usually involves at least one incapacitated 
client. In these contexts, the “family lawyer” must make sure that the interests of one 
who is unable to waive conflicts are protected. 
 
Rule 1.9 (Duties to Former Clients) poses another concern for estate planners. It is a 
commonplace for the agent named in a power of attorney, or the successor trustee of a 
trust drafted for a now-incapacitated client, to contact the drafting attorney for 
assistance with management of the original client’s personal and financial affairs. Rule 
1.9(a) proscribes such representation if the new client’s interests are “materially adverse 

                                                 
16 See, for example, Comments [1] through [5], [8], [13], [18], [20], [22] and [29] through [33]. 
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to the interests of the former client,” though the conflict can be waived by the former 
client’s informed consent in writing. The obvious difficulty is that the former client’s 
ability to consent is precisely the issue at hand, and the determination of whether the 
two clients’ interests are “materially adverse” is difficult to make before embarking on 
representation. 
 
Some practitioners attempt to avoid conflict problems (and the related confidentiality 
issue under Rule 1.6) by securing advance waivers of both conflicts and confidentiality 
requirements at the time of drafting planning documents. In the case of even a slightly 
demented client, it may be difficult to imagine that the client is able to engage in the 
abstract reasoning necessary to anticipate the conflict, consider the possible 
ramifications, and enter into a knowing waiver. There is good reason to doubt the 
efficacy of an advance waiver by even a fully-competent client.17 In order to be effective, 
the advance waiver should adequately identify the individuals (or class of individuals) 
who might be future clients of the lawyer, the nature of the conflict, and the practical 
effect on the client. Among those effects, in most cases, will be one which should 
preclude an advance waiver from being effective: the original client will be 
unrepresented at the very time when independent counsel may be most important. The 
lack of representation at the time the waiver becomes effective neatly highlights the 
difficulty in assuring that the current client is fully informed about–and appreciates the 
risk and benefits of–the possible future conflict. 
 

F. For Other Professionals: Ethical and Legal Principles for 
Representation of Clients with Diminished Capacity 

 
1. Accountants. The American Institute of CPAs has developed a model (and 
resources) for effective representation of older clients (and their children). The 
ElderCare/PrimePlus Task Force has at least one useful practical suggestion: 
include specific authorization in engagement agreements to allow the CPA to 
coordinate representation with a suitable surrogate (usually the person holding a 
durable power of attorney for the principal client). At least one commentary 
suggests that the CPA may ethically make a referral to the appropriate adult 
protective service when serious problems arise. Sullivan, CPAs in an Aging 
Society: When Alzheimer’s Disease Affects a Client, Journal of Accountancy, 
December 31, 2009 (online and retrieved on May 16, 2015, at 
http://www.journalofaccountancy.com/issues/2010/jan/20092141.html). One 
other piece of practical advice: familiarize yourself with the typical progression of 
dementia and learn to recognize signs of diminishing capacity. 
 

                                                 
17 This dilemma is succinctly characterized in ABA Formal Opinion 93-378 (1993): 
 

It would be unlikely that a prospective waiver which did not identify either the potential opposing 
party or at least a class of conflicting clients would survive scrutiny. Even that information might 
not be enough if the nature of the matter and its potential effect on the client were not also 
appreciated by the client at the time the prospective waiver was sought. 

http://www.journalofaccountancy.com/issues/2010/jan/20092141.html
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2. Financial Planners. The financial planning community has noticed the 
wave of aging clients arriving with the maturation of boomers. A variety of 
training sessions (see AgingInvestor.com, as well as the Financial Planning 
Association, The National Association of Personal Financial Planners and others) 
focus on difficulties in communication with a client with diminished capacity 
and, importantly, the need to recognize and deal with problems of exploitation. 
 
3. Trustees. Professional trustees are in a unique position with regard to 
dealing with diminished capacity: to a considerable extent, the very existence of 
trusts generally (and a given trust specifically) may be tied to concerns about 
limited capacity. Trustees often have stronger tools available for the protection of 
trust beneficiaries, especially if a given trustee has discretion as to distributions 
of income or principal (and authority to pay the beneficiary’s expenses directly). 
At the risk of overgeneralization, it might be reasonable to predict that a trustee is 
more likely than her professional peers to have seen problems of diminished 
capacity. Still, familiarization with the common symptoms and effects of 
advancing dementia will serve a professional trustee well.   

G.  The Professional’s–and the System’s–Role 
 
1. The Concept of Personal Risk. It is a commonplace for each of us to assess risk on 
a daily, indeed an hourly, basis. We may decide not to buckle our seat belts for a short 
trip to the store, or delay payment of a utility bill past its due date, or any of 
innumerable other decisions with possible negative consequences large or small, and we 
do so without considering that we are managing, rather than avoiding, risk for 
ourselves. 
 
When placed in charge of another person’s life, however, our natural human approach 
tends to be extreme conservatism. We automatically think that our goal, or even our 
duty, is to eliminate all risk. That is not how the subjects of our good intentions ever 
lived their lives, and it is not how we hope and expect to live our own lives if and when 
we are placed in someone else’s charge. The better goal is to manage (and reasonably 
reduce) risk, not to attempt to eliminate it. 
 
As an easy example, that approach might lead to arguing that a client/ward/principal 
ought to remain at home even though there is a heightened risk of injury. Additional 
safeguards may be necessary, and periodic review and revision of the level of protection 
will certainly be appropriate, but it should not mean the automatic institutionalization 
of the subject under consideration solely because there is possible danger. 
 
2. Protecting Autonomy. An individual’s right to live life consistent with his or her 
personal values is one of the fundamental principles of a free society–particularly a 
society based on Anglo-American concepts of the relationships among individual 
citizens and their government. For the better part of a millennium our history has 
focused on the concept that every person is in control of his or her own destiny. In this 
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view, the role of society (and its representative, government) is limited to the least 
restriction on personal liberty consistent with the public good.18 
 
The lawyer’s role in protecting client autonomy, then, should be to help the client 
determine his or her wishes, as well as the strength of feeling about individual 
choices. Once the client’s wishes are known, the goal should be to prepare 
documents and strategies to assure the client that those wishes will be respected. 
Other professionals may not share the lawyer’s ethical mandate to protect 
autonomy, but still may be in a position to enhance a client’s ability to exercise 
self-determination, while simultaneously helping protect the client from undue 
harm. 

                                                 
18In 1690 John Locke wrote, in his Second Treatise of Government, that the power of a legislature “is 
limited to the publick good of the Society. It is a Power, that hath no other end but preservation, and 
therefore can never have a right to destroy, enslave, or designedly to impoverish the Subjects.” Nearly a 
century later, in 1762, Jean-Jacques Rousseau’s The Social Contract posited that the only control the 
sovereign has over his subjects is the control ceded by the individuals to government for the general good. 
Consequently, the sovereign power “does not, and cannot, pass the limits of general conventions; so that 
the sovereign never has a right to burden one subject more than another...” 
While John Stuart Mill rejected Rousseau’s invention of a social contract to explain the relationships 
among individuals and their government, he agreed with the result of Rousseau’s logic. In On Liberty 
(1859), Mill wrote that “everyone who received the protection of society owes a return for the benefit and 
the fact of living in society renders it indispensable that each should be bound to observe a certain line of 
conduct towards the rest. This conduct consists, first, in not injuring the interests of one another; or 
rather certain interests, which, either by express legal provision or by tacit understanding ought to be 
considered as rights...As soon as any part of a person’s conduct affects prejudicially the interests of others, 
society has jurisdiction over it, and the question whether the general welfare will or will not be promoted 
by interfering with it, becomes open to discussion.” Although Mill specifically understood that the rules 
were different for those not possessing “the ordinary amount of understanding,” the argument for limited 
state control over others was by then well developed.  
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II.  Asset Management Options 

A. Guardianship or Conservatorship of the Estate 

 
When a person’s autonomy becomes impaired, public policy justifies the court system 
stepping in to make choices on the person’s behalf to promote the person’s best interests 
and to protect the person from harm.19 This process of “stepping in” is to appoint a 
guardian (of the person) and conservator (of the estate) for the incapacitated person. As 
used here, a guardian is granted legal right by the court to make health care, housing, 
and other life decisions for a mentally incapacitated person. A conservator is granted 
legal right by the court to manage the assets of a person determined to be in need of 
protection. Guardianship (control of the person) and conservatorship (control of the 
finances) frequently represent the ultimate loss of personal autonomy. As a 
consequence, legal safeguards are of great importance, and the use of court proceedings 
should be viewed as a last resort, to be exercised only after the failure of all alternatives. 
A number of the problems inherent in using the courts as a means of providing care and 
supervision are evident, but some perhaps less obvious: 
 
1. Limitations. Most states impose some limitations on the powers of a guardian or 
conservator, perhaps including, as an example, limiting the guardian’s power to 
involuntarily commit her ward to a mental health treatment facility. In addition, there 
are practical limits on the ability of even a guardian of the person to effect care decisions 
in the best interests of her ward; imposition of a guardianship does not usually create 
additional care resources, and even with the legal authority to do so it may not be 
possible to compel the ward to stay in a given facility, receive specified care, or 
participate in a treatment regimen. 
 
2. Effect of guardianship and conservatorship on ward. In addition to the (often entirely 
theoretical) infringement on personal liberties, the social and emotional impact of a 
guardianship and/or conservatorship on the ward must be considered. The natural 
human tendency of caregivers and surrogates to eliminate all risk of danger has been 
described above, and can often be devastating to the subject of the proceedings.20 
 

                                                 
19Robert P. Roca, Determining Decisional Capacity: A Medical Perspective, 62 Fordham L. Rev. 1177, 
1191 (1994).  
20Jeffery Good & Larry King, “I Am Not A Criminal...”, St. Petersburg Times, Dec. 16, 1986, at 13-A. One 
elderly person for whom a guardian had been appointed observed: “I cannot tell you how much worse my 
mental condition is since I have been a ‘thing’ of the court’s without rights. I want to die, I pray to die. 
There is no happiness in my life - my life is over. I would prefer death to living as a guardianship zombie 
the rest of my life.” reprinted in Abuses in Guardianship of the Elderly and Infirm: A National Disgrace, a 
Briefing of the Chairman of the Subcommittee on Health and Long Term Care, Select Committee on 
Aging, House of Representatives, 100th Congress, 1st Sess. (Sept. 25, 1987), Comm. Pub. No. 100-641, U.S. 
Gov’t Printing Office, Washington, D.C. (1988).  
An American Bar Association staff attorney has also observed that “[a] lot of older people are afraid they’ll 
be put in a nursing home, or they’re afraid that they’ll have a guardian appointed for them, and they’d 
rather be abused than have either of those things happen to them.” Abuse of the Elderly on the Rise, 
National Public Radio, Morning Edition, May 16, 1995 (quoting Lori Stiegel, ABA staff attorney).  
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Of course, the problem of surrogate decision-makers attempting to eliminate (rather 
than merely control) risk is not unique to guardianship and conservatorship 
proceedings–it regularly occurs in management by agents (under general or health care 
powers of attorney) and family members exercising authority under state surrogacy 
statutes. One of the most important elements of maximizing autonomy and 
independence for necessarily dependent seniors, then, is to educate, support and 
counsel surrogates on the importance of imposing the least restrictive control 
mechanisms possible–even though some significant (but tolerable) level of risk remains. 

B. Durable Powers of Attorney 

 
It is very difficult to offer any valid and useful generalizations about asset-management 
options for individuals whose capacity to manage their own affairs is slowly slipping 
away. Not only does the relevant law differ from state to state (and the governing law in 
this area is changing) but the financial, familial, and social circumstances in which your 
clients with diminishing capacity will find themselves will vary significantly from case to 
case. Guardianships, conservatorships, and durable powers of attorney are all akin to 
prosthetic devices: at best, they are poor substitutes for the ability to manage their own 
affairs that the individuals in question have lost. We, as counsel for individuals of this 
sort, have to be both perceptive enough to see how any particular asset-management 
device could fail in a particular case and creative enough to do what can be done to keep 
that from happening. 
 
That said, there are some points of analysis to consider. As the law of surrogate health 
care decision-making has developed, it has become increasingly clear that the 
“substituted judgment” approach should be employed as much as is possible (given 
constraints of caretaking responsibilities and the difficulty in discerning the principal’s 
real intent). Even though state statutes may speak of a “best interests” analysis, the 
surrogate’s approach should generally be to first try to determine what the principal’s 
actual wishes might have been (or, sometimes, what they might now be). Only when that 
cannot be determined or inferred should the surrogate make decisions in the principal’s 
best interests. 
 
But what about financial decisions? Should a “substituted judgment” approach be 
applied here, as well?21 If, for instance, the principal has a long history of gifts, or of 
support of a wastrel child, should the agent under a financial power of attorney continue 
making payments? Does it matter whether the principal’s assets are dwindling, or what 
the agent believes might be a probable life expectancy? Should the agent rely on written 
directions only, or might he or she reasonably refer to past behavior, or even to a current 
interview with the principal, to try to determine the principal’s wishes? Although case 

                                                 
21 Yes, according to the comments to the Uniform Power of Attorney Act §114. That is 
precisely the position taken by In re Miller, 935 N.E.2d 729 (Ind. App. 2010) in 
approving hundreds of thousands of dollars of gifts and expenditures by agents under a 
durable power of attorney after a challenge by the heirs of the principal. 
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law may be sparse on the subject22, it seems likely that a substituted judgment approach 
will be applied to financial, as well as health care, decisions.23 
 
Another issue of common concern about powers of attorney: should the lawyer ever 
counsel clients that they should execute “springing” powers of attorney – that is, powers 
that become effective only upon the future incapacity of the principal? Florida, at least, 
has adopted a rule that such powers are never effective.24 Many practitioners believe 
that they are ill-advised in any event, since they will require an affirmative 
determination of a difficult and often abstract concept. Still, clients may not be 
comfortable with granting immediate authority, and they may not be moved by the 
entirely reasonable argument that their choice of agent should be guided by complete 
trust in the agent’s reliability and honesty. 
 
One final issue commonly found in dealing with financial powers of attorney: what to do 
about the financial institution that either (a) refuses to honor powers of attorney or (b) 
requires all powers of attorney to be executed on their own forms? The Uniform Power 
of Attorney Act provides one possible answer: it provides a mechanism requiring 
compliance with the directions of the agent under a properly-executed power of attorney 
and liability for a failure to comply.25 

C. The Effect of HIPAA 
 

                                                 
22 One recent case squarely addresses this question, but in a concurring/dissenting 
opinion rather than in the main opinion. In Stautzenberger v. Stautzenberger, 2013 
Ark. 148, a deceased ward’s son (acting for some time under a power of attorney and for 
some time as a court-appointed guardian of the estate) made distributions of over 
$85,000 to or for the benefit of a son, a grandson, a long-time family friend and the 
ward’s church. The trial court, relying on the report of a special master, disallowed all of 
those expenditures and surcharged the guardian. On appeal, the state Supreme Court 
reversed and remanded for further consideration. Three justices concurred in part and 
dissented in part, writing that they would have applied a substituted judgment standard 
to the determination of whether gifts should be made and that the ward’s long-standing 
pattern of gifts should be taken as an indication of her wishes.  
23 See, for example, Karbin v. Karbin, 2012 IL 112815, 977 N.E.2d 154 (2012), applying a 
substituted judgment analysis to allow a guardian to initiate a petition for dissolution of 
the ward’s marriage. 
24 Florida Statute §709.2108: “…a power of attorney is ineffective if the power of 
attorney provides that it is to become effective at a future date or upon the occurrence of 
a future event or contingency.” Note that the statute does not mean that the springing 
provision itself is ineffective – the entire document is ineffective. 
25 §120 of the Uniform Power of Attorney Act. Note that there are two different 
alternatives for §120 – “Alternative A” applies to all acknowledged powers of attorney, 
and “Alternative B” applies to only those acknowledged powers of attorney which follow 
the statutory form included in the Uniform Act. The Uniform Power of Attorney Act has 
been adopted in thirteen states (and the U.S. Virgin Islands). 
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Section 1177 of the Health Insurance Portability and Accountability Act (HIPAA) of 1996 
criminalizes “using, obtaining or disclosing individually identifiable health 
information.” Penalties for violation range from a fine of up to $50,000 and/or one year 
imprisonment (for offenses not involving false pretenses or intent to sell the 
information), to $100,000 and/or five years imprisonment (for actions committed 
under false pretenses), to $250,000 and/or ten years imprisonment (for offenses 
committed with intent to sell for personal gain or malicious harm). Not surprisingly, 
these serious penalties created a stir of interest in the health care community. 
 
One of the major problems engendered by HIPAA is occasioned by the difficulty in 
determining when a release of health information might be covered by the Act. As a 
result physicians, hospitals and other health providers have become extraordinarily 
cautious about the possibility of even inadvertent release of individually identifiable 
information. The practical consequence: even an agent under a power of attorney (and 
even a health care power of attorney) may have difficulty securing medical information. 
That can lead to problems for a health care surrogate trying to make informed decisions 
about care. It can make it nearly impossible for a financial agent, a successor trustee or 
someone else whose authority is contingent on establishing a level of incapacity. In 
order to help the agent under a durable power of attorney to perform his or her 
functions, it may be necessary (and is certainly appropriate) to clearly authorize the 
release of health information to the putative agent. Language such as this might be 
incorporated in every financial and health care power of attorney, and even in living 
trusts where there may be concern about the succession of trustees: 
 
“This [name of document] is specifically intended to comply with the requirements of 
the Health Insurance Portability and Accountability Act of 1996 (HIPAA), as currently 
codified at 42 USC 1320d, with regulations implementing its effect at 45 CFR 160-164, 
as they now exist and as they may be amended. Accordingly, any health care provider or 
other entity required by that law to maintain my medical records confidentially is 
expressly authorized to provide any and all such information, whether past, present or 
future, to my [agent, successor trustee, etc.] without restriction or limitation. The 
authority given to my [agent, successor trustee, etc.] hereunder shall supersede any 
prior agreement that I may have made with my health care providers to restrict access to 
or disclosure of my individually identifiable health information. The authority of my 
[agent, successor trustee, etc.] has no expiration date, and shall expire as to any health 
care provider only if I revoke the authority and actual notice of the revocation has been 
given to that health care provider.” 

D. Joint Accounts, Joint Tenancies, Beneficiary Designations 

 
A number of less formalistic approaches to asset management are available, including 
the ever-popular “putting the kids’ names on the bank account.” Though lawyers may 
rightly be dismissive of these de facto approaches, clients persist in getting their legal 
advice from bank tellers and neighbors–often even after having gotten competing 
instructions from people with actual law degrees. It would be easy to take the position 
that joint tenancy accounts with the client’s children are always a mistake, but the 
reality will continue to be that they are prevalent. 



Fleming: Representing Clients with Diminishing Capacity, Page 5 

 

 
One alternative that might work in at least some circumstances is a combination of the 
bank’s signature card designating the child (or other surrogate) as agent, with a “pay on 
death” (POD) or “in trust for” (ITF) designation to provide for transfer without the 
necessity of probate proceedings. Similar titling can be arranged on most brokerage and 
mutual fund accounts as well. In fact, in a growing handful of states (including at least 
Arizona, Arkansas, Colorado, Hawaii, Illinois, Indiana, Kansas, Minnesota, Missouri, 
Montana, Nebraska, Nevada, New Mexico, North Dakota, Ohio, Oklahoma, Oregon, and 
Wisconsin) a “beneficiary deed” can essentially establish a POD-like arrangement for 
real estate. In many of these states the idea is quite new and consequently untested, but 
the idea is straightforward and the attraction of such arrangements as alternatives to 
joint tenancy or revocable living trusts should be obvious. 

III.  Health Care Decisions 
 
One of the more important elements of autonomy for seniors is control over the course 
of their medical treatment. Most seniors worry about their personal dignity in medical 
settings, and they are concerned that catastrophic medical care costs could bankrupt 
them, cause them to lose their homes and savings, and leave nothing for their children. 
 
To start at the end, chronologically speaking, the issue of patient control over end-of-life 
decision-making has recently captured the public’s attention in an extraordinary way. 
Terri Schiavo, a 41-year-old Florida woman, died on March 31, 2005, fifteen years after 
an anoxic incident related to cardiac arrest apparently occasioned, in turn, by extremely 
low potassium levels. Her husband and her parents engaged in a 7-year legal battle over 
what care she would or would not have wanted, her proper diagnosis and prognosis, 
who should be given authority to act for her, and the appropriate legal procedures to 
determine the answers to questions. The battle raged through state courts, federal 
courts, the state legislature and even the U.S. Congress. In the end, everything that her 
husband had claimed about Ms. Schiavo’s condition turned out to be correct: she was 
almost certainly in a persistent vegetative state, she could not swallow food without 
aspirating, and her brain had physically shrunk to less than half its normal weight–
making it almost impossible to imagine that she had any thinking response to her 
parents, her surroundings or her condition. 
 
Ms. Schiavo’s death was certainly a tragedy. The legal battles surrounding her death 
were another kind of tragedy. Little about her case, however, shed any light on the legal 
issues involved in end-of-life decisionmaking. Her case was not unique or even all that 
uncommon. The legal principles involved were actually quite well developed, since 
Florida already had some of the most extensive case law on “right to die” issues even 
before Ms. Schiavo’s heart attack. 
 
What her case did do, however, was to create an extraordinary public interest in the 
“right to die” and the value and meaning of advance directives (Ms. Schiavo had 
executed none). Estate planning attorneys heard from innumerable clients checking to 
see that what happened to Terri Schiavo could not happen to them. Internet sites 
dealing with advance directives or end-of-life care reported record numbers of visitors 
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and downloads. Forms appeared everywhere, and many clients undoubtedly executed 
multiple, conflicting and confusing documents. 
 
One problem for estate planners occasioned by the Schiavo case arises from the 
assumptions we all make in ordinary conversation. When a client says she is very 
concerned that what happened to Terri Schiavo not happen to her, what does she mean? 
That she hopes not to be starved to death, as she (incorrectly) imagines Ms. Schiavo 
was? That she hopes her family will not fight over her care and death? That she hopes 
news cameras will not be permanently set up outside her hospice room? That she wishes 
not to be kept alive “artificially,” or by “machines”? 
 
In addition to better understanding of the legal issues implicated in the “right to die” 
cases, estate planning lawyers should also be passingly familiar with the medical issues. 
“Persistent vegetative state,” “minimally conscious state,” and “coma” have specific 
meanings in medical jargon–and the common use of those and related terms in 
legislation and state-sanctioned advance directive forms can lead to unintended 
consequences if the distinctions are not understood. Nasogastric tube feeding is 
different from PEG (percutaneous endoscopic gastrostomy) tube feeding–there are 
distinct differences in how food and fluids are delivered, in how invasive and painful the 
procedures are, and in how much maintenance and opportunity for infection exists in 
each case. Neither of those feeding techniques is at all like the “intravenous” feeding 
many of us learned about in our relative youth. Unless we have at least a rudimentary 
understanding of those distinctions, how can we counsel our clients about the effect of 
their advance directives, or how to achieve the goals they describe in a layperson’s 
language?26 
 
Although most estate planning practitioners probably have a good understanding of the 
legal issues involved in end-of-life decisionmaking, a review of the history and principles 
is in order. Though we have started with the most recent development, the evolution of 
the law on the subject started at least a century ago. 

A. Informed Consent Doctrine, Assault and Battery 
 
Most of the early cases dealing with medical self-determination spoke in terms of 
informed consent, assault and battery or, more rarely, medical malpractice. Perhaps the 
most quoted language is Justice Cardozo’s: 
 
Every human being of adult years and sound mind has a right to determine what shall 
be done with his own body; and a surgeon who performs an operation without his 
patient’s consent commits an assault, for which he is liable in damages.27 

B.  Right to Refuse Treatment 

 

                                                 
26 A good description of the various types of tube feeding is available at the Dickinson College website at 
www.dickinson.edu/endoflife/MedicineTubes.html. 
27 Schloendorff v. Society of New York Hospital, 211 N.Y. 125, 105 N.E. 92 (1914), at page 129. 
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With the notable exception of the Missouri Supreme Court, virtually every federal or 
state court confronted with the question has found that the right to privacy implied in 
the U.S. Constitution encompassed the right to refuse unwanted medical treatment.28 In 
addition, a number of cases hold that individual state constitutions include a privacy 
right broad enough to prevent administration of unwanted treatment.29 

C.  Federal Patient Self-Determination Act 

 
The first attempt at federal legislation of this issue was effective December 1, 1991. From 
that date, the Patient Self-Determination Act of 1990 (42 U.S.C. 1395cc(a)) requires that 
all hospitals, nursing homes, and health maintenance organizations receiving federal 
(Medicare and Medicaid) funds must notify all patients of their right to make medical 
treatment decisions. Each state is required to develop a form describing the applicable 
state law and the availability of living wills, durable powers of attorney and/or other 
advance directives; the information developed by the state may but need not be the basis 
of the information provided by the health care provider. It is important to note that the 
Patient Self Determination Act does not change the existing law of any state, nor does it 
compel any state to develop laws or regulations. All that is required is the provision of 
information to patients about the present status of state laws. 

D. The Cruzan Case 

 
Cruzan v. Missouri Department of Health30 actually stands for the limited legal 
principle that states have the Constitutional authority to decide what level of proof may 
be required to demonstrate an individual’s wishes about life-sustaining treatment.31 
More importantly, however, Nancy Beth Cruzan’s story galvanized a nation and 
transformed the nature of the debate on individual autonomy in health care–fifteen 
years before Terri Schiavo’s story riveted the country to an even greater degree.32 Her 
gastrostomy tube was removed on December 14, 1990, and she died twelve days later. 

E. Advance Directives (Living Wills and Durable Power of 
Attorney for Health Care) 

 

                                                 
28 Cf. Matter of Conroy, 98 N.J. 321, 486 A.2d 1209 (1985); Matter of Welfare of Colyer, 99 Wash.2d 114, 
660 P.2d 738 (1983); Superintendent of Belchertown State School v. Saikewicz, 373 Mass. 728, 370 
N.E.2d 417 (1977); Bouvia v. Superior Court, 179 Cal. App.3d 1127, 225 Cal.Rptr. 297 (1986). 
29 Rasmussen by Mitchell v. Fleming, 154 Ariz. 207, 741 P.2d 674 (1987), John F. Kennedy Memorial 
Hospital, Inc., v. Bludworth, 452 So.2d 924 (Fla 1984). 
30 110 S.Ct. 2841 (1990). 
31 For an excellent explanation of the legal significance of the Cruzan case, plus a compelling description 
of the personal and legal trials of the Cruzan family, consider “Long Goodbye: The Deaths of Nancy 
Cruzan,” written by William H. Colby (the attorney who took the case to the U.S. Supreme Court) and 
published in 2002 by Hay House, Inc. 
32 It is one of the many small ironies of the right-to-die “family” of cases that the onset of Terri Schiavo’s 
illness occurred in the same year that the U.S. Supreme Court decided the Cruzan case. In fact, Ms. 
Schiavo’s husband Michael was appointed as her guardian just one week before the Supreme Court 
handed down its divided Cruzan opinion. 
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The beginning of wisdom here is to realize that something is a whole lot better than 
nothing. Oral exchanges are better than silence, letters are better than conversations, 
living wills are better than letters,33 and living wills combined with a durable power of 
attorney for health care are better than mere living wills. What the legally valid 
document (or documents) really do is to give leverage to the doctor who is trying to give 
voice to the family (biological or choice) of the person who has suffered catastrophic 
injury or massive decline in organic function. To put the matter slightly differently, a 
valid living will, or a valid living will in conjunction with a valid durable power of 
attorney for health care, permits the doctor to start the conversation with the family in 
such a way that it is very likely to lead to unanimous (if grudging) consent from each of 
the relevant parties, and to do so fairly soon. Frankly, the overwhelming majority of 
end-of-life decisions are made by doctors and agreed to by families without the 
involvement of lawyers or judges. Our job is to help our client as much as we can well 
before the time at which an end-of-life conversation will take place, and we do that by 
creating for them valid legal documents that will, along with our client's medical 
condition at the time of the conversation, be the focal point of that conversation. 
 
One conceptual problem with advance directives needs to be considered by estate 
planners in the drafting stage. It is all very well to sit in our offices, pictures of health 
and vitality (or perhaps not), and advise healthy clients as to which documents will help 
assure that the care they do not want is not forced upon them. It is quite another matter 
altogether to make the decision, for ourselves or for others, while lying in a hospital or 
nursing home bed, perhaps suffering but not yet ready to give up. It is, in fact, a 
particular kind of arrogance to assume that we can know how we or our clients would 
actually feel in circumstances so unlike our current ones. Does this mean that we should 
not prepare advance directives? Absolutely not–but it does suggest that we should give 
more importance to selection of a suitable surrogate than to the text of a living will or 
other declaration.34 
 
Although living wills, health care powers of attorney or both are specifically authorized 
by statute in nearly every state, there are a few interstate pointers that should be kept in 
mind: 
 

➔ Not all states permit broad language in either document. A number of states 

restrict the operation of advance directives to circumstances where the principal 

                                                 
33 A handful of states have no statutory authority for a “living will” – a declaration of wishes signed by the 
patient when competent. Nonetheless, such declarations may be recognized by court decisions or local 
practice, and a patient’s clear expression of wishes may be cognizable as a constitutional matter (Cruzan 
v. Missouri Department of Health, supra).  
34 An interesting read: Right to Life of Michigan offers the following in its “Questions and Answers about 
Patients’ Rights”: 

Do I need a “living will” then? 
Definitely not. Since you may write your desires for treatment in your DPOA-HC, and because 
“living wills” are not legally binding in Michigan, your best interests will not be served by using 
any type of prepared “living will” form. Because “living wills” cannot anticipate future medical 
advances or changing life circumstances, they often hinder rather than help medical decision 
making. 

http://www.rtl.org/action_center/pdfs/DPOA.pdf 

http://www.rtl.org/action_center/pdfs/DPOA.pdf
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is terminally ill, for example, or purport to limit the authority of the agent to 
remove life-sustaining treatment. 

 

➔ Statutory form documents are almost always more restrictive than they need to 

be, even when the statutory authority is broad. Although the statutory forms may 
be useful in providing a bare minimum practice (mostly for those who choose not 
to seek legal advice), a more detailed, personalized document is almost certainly 
preferable. 

 

➔ The statutory authority for advance directives should not be seen as the only 

available authority. Indeed, if for some reason a state legislature should attempt 
to invalidate all advance directives, federal and state Constitutional principles 
and the common law probably would prohibit such state action. 

 
What about generic “living will” forms (like, for example, the “Five Wishes” document 
widely promoted by a Florida-based non-profit, Aging With Dignity35? There are two 
schools of thought: on one hand, the use of a document that is not state-specific, and 
that might even conflict with lawyer-prepared advance directives, creates an 
opportunity for confusion. On the other hand, it is undeniably true that tens of 
thousands of patients have completed “Five Wishes” documents and that they have been 
used in thousands of cases to good effect. 

F. “Surrogacy” Statutes 

 
In many states (but not all),36 legislatures have grappled with the reality that most adult 
patients have not signed advance directives. For those patients no longer able to make 
decisions, state law may authorize someone, typically in a priority list based on degree of 
kinship, to make some or all health care decisions for a person no longer capable but 
without a guardianship or signed advance directive. 
 
Illinois’ statute (755 Illinois Compiled Statutes §40) is typical. It applies to aoo patients, 
including those who are in a “terminal condition,” “permanent unconsciousness” or an 
“incurable or irreversible condition.” It allows someone on the following list (in order) to 
make health care decisions (for those with one of the three above conditions, specifically 
including a decision to forego life-sustaining treatment) in an appropriate case:37 
 

                                                 
35 http://www.agingwithdignity.org/five-wishes.php  
36

  According to the American Bar Association, states with either no surrogacy statute or a 

sharply limited statute include California (only available for medical research and nursing home 

admission), Kansas (only for medical research), Massachusetts, Minnesota, Missouri, Nebraska, 

New Hampshire, New Jersey (only for medical research), Oklahoma (only for medical research), 

Rhode Island, and Vermont. Some states with surrogacy statutes have adopted limitations that 

limit their usefulness, as in Arizona, which prohibits a statutory surrogate from making the most 

important decision – the withdrawal or withholding of life-sustaining treatment. 
37

 755 Illinois Compiled Statutes §40/25 

http://www.agingwithdignity.org/five-wishes.php


Fleming: Representing Clients with Diminishing Capacity, Page 10 

 

(1) The patient’s guardian of the person; 
(2) The patient’s spouse; 
(3) Any adult son or daughter of the patient; 
(4) Either parent of the patient; 
(5) Any adult brother or sister of the patient; 
(6) Any adult grandchild of the patient; 
(7) A close friend of the patient; 
(8) The patients guardian of the estate 

G. “Substituted Judgment” and “Best Interests” 

 
As previously noted a growing body of case law and the bulk of the scholarship on 
ethical requirements indicates that the surrogate decision-maker (whether guardian, 
agent under a health care power of attorney, or statutory family surrogate) should be 
guided by the principal’s wishes, insofar as they can be determined.38 The difficulty may 
frequently arise in determining what those wishes might be, or how to interpret the 
principal’s written and oral declarations. The challenge for the lawyer counseling a 
principal, then, becomes one of documenting those wishes in sufficient detail to be 
helpful without constraining the resultant decisions more than the principal would 
want.39 
 
The Illinois surrogacy statute mentioned above makes an attempt to describe the 
substituted judgment concept. It directs that a surrogate should make a health care 
decision by “taking into account evidence that includes, but is not limited to, the 
patient's personal, philosophical, religious and moral beliefs and ethical values relative 
to the purpose of life, sickness, medical procedures, suffering, and death.”40 

H. DNR, “No Code” and DNH Orders 
 
Even a client who has thought through the implications of signing a living will and/or a 
health care power of attorney may not have considered–or planned for–the practical 
reality that end-of-life medical care may be provided by paramedics and/or emergency 
room physicians. The national campaign to encourage the use of 911 emergency calls has 
had the effect of making the involvement of emergency medical personnel much more 
likely even in the case of anticipated deaths. 
 

                                                 
38 Raven v. Department of Social and Health Services, 177 Wash.2d 804 306 P.3d 920 
(2013) (guardian’s good-faith determination that ward would not want to be 
institutionalized is proper exercise of substituted judgment analysis and not a basis for 
an allegation of neglect by the guardian); In re Guardianship of Moe, 81 Mass.App.Ct. 
136, 960 N.E.2d 350 (2012) (ward’s actual wishes should be considered in determining 
whether guardians will be directed to approve or reject proposed medical procedure). 
39 See, for instance, In Re Estate of Border, 2013 PA Super 94, 68 A.3d 946 (2013). 
40

 755 Illinois Compiled Statutes §40/20 
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By default medical personnel, and especially emergency medical personnel, will attempt 
to administer cardiopulmonary resuscitation on a patient who is not breathing or whose 
heart has stopped. A home-based hospice patient, for example, may be resuscitated by 
paramedics if 911 is called when he or she appears to have died. While such a scenario 
may be easy to avoid (by simply calling the hospice staff, the attending physician or even 
the mortuary first), the reflex action of caretakers is often to call 911 without considering 
the results of such a decision. To help protect against the possibility that resuscitation 
will be initiated even over the patient’s (or the surrogate’s) objections, a “Do Not 
Resuscitate” (DNR) order may be entered by a physician, directing that resuscitative 
efforts be foregone. 
 
The DNR order is sometimes colloquially referred to as a “no code” order. Because it is 
entered by a physician, it presupposes that the patient is currently being treated in a 
hospital or other institutional setting. 
 
The patient may have no direct control over the entry of a DNR order. Because it is a 
medical order, it must be entered by a physician–presumably after consultation with the 
patient and/or surrogates–once it appears that resuscitation would be unwanted or 
ineffective. Arizona, as befits the state’s maverick self-image and history, takes a 
different approach altogether. Alone among states addressing the DNR dilemma, 
Arizona has created a separate advance directive form, authorizing the patient to direct 
the withholding of CPR himself or herself, and immunizing emergency medical 
personnel who adhere to the patient’s instructions.41 
 
Perhaps more significant for many patients, particularly those in a non-hospital 
institutional setting, is a “Do Not Hospitalize” (DNH) instruction. While the law of DNH 
instructions is not nearly as well-developed as DNR orders, a growing tendency toward 
use of the DNH concept, especially for nursing home residents, will undoubtedly change 
that circumstance. 

I. POLST Initiatives 

 
“Physician’s Orders for Life-Sustaining Treatment” (POLST) have dominated much of 
the conversation on end-of-life issues in recent years. There is a national POLST 
“paradigm,” explicated at www.polst.org. There are state-level initiatives spread across 
the country in various stages of development. 
 
Where POLST initiatives do exist, they usually include development of a form and 
protocol, education of the local medical and patient communities, and implementation 
of some sort of database or form bank system to help assure that patients’ wishes are 
respected. The primary goal: to encourage and facilitate conversations between patients 
and their attending physicians, with the result that a standardized form is completed 
and on file to indicate the patient’s wishes – and the doctor’s orders – on care that will 
be provided or withheld at the end of life. 

                                                 
41 See Arizona Revised Statutes §§36-3251, creating a “prehospital medical care directive,” and prescribing 
its exact text, size and even color (orange).  

http://www.polst.org/
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Illinois has adopted a POLST initiative, and the Illinois Department of Public Health has 
developed a form for out-of-hospital decisions. The form is available online at 
http://www.polstil.org/contact-polst/polst-form/. It was updated in January, 2015, and 
the current version should be used for any new signer; older forms, signed before the 
release of the new version, will still be honored. The Illinois POLST is available in 
English and Spanish. It must be signed by the patient, the patient’s agent under a health 
care power of attorney, the family member identified under Illinois’ surrogacy law or, in 
the case of a minor child, the patient’s parent. It must also be signed by the patient’s 
attending physician. 

IV.  Conclusion 
Despite all that we (as professionals) do and despite all that our friends in the medical 
profession do, death and dying resist our efforts to control them. For many of our 
clients--and for many of us--death and dying will be sad and ugly. The same can too 
often be said of the diminishment that precedes death for many people. It is, however, 
not for us to wring our hands in the face of this stark reality. Our task is to do what we 
can, not to control death, but to make both diminishment and death as tolerable for our 
clients as we can. Sometimes we do that one client at a time, and sometimes we do it by 
helping to shape the law that governs diminishment and dying. That law is undergoing 
rapid transformation, just as old age itself is being transformed. Understanding some of 
the medical issues, and being attuned to the difficulties facing clients as they navigate 
this complicated thicket, should help us be better counselors and advocates. 
 

http://www.polstil.org/contact-polst/polst-form/

