Clinical Progress Note: Addressing Prognosis in Advanced Dementia
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dvanced dementia (AD) is a serious terminal illness.

Some features of AD include significant memory

deficits (inability to recognize family members), in-

ability to ambulate, very limited verbal communica-
tion, and needing assistance with all activities of daily living.!
AD carries a 6-month mortality of 25% and a median survival
of 1.3 years.

Despite a limited life expectancy, patients with AD face in-
creasingly significant symptom burden and use of burdensome
interventions? near the end of life. Among the most common
interventions hospitalists routinely navigate during a hospitaliza-
tion is tube feeding for enteral artificial nutrition, which has not
been shown to prolong survival, improve quality of life, decrease
risk of aspiration pneumonia, or decrease the risk of pressure ul-
cers.>* Recent data show that rates of hospitalizations in the last
90 days of life, especially in the last 3 days of life, are increasing.®
These late transitions can have significant negative impact on
family perceptions of quality of care, including not being treat-
ed with respect, receiving care inconsistent with goals, receiving
inadequate communication about care decisions, and not being
fully informed of the medical conditions.®

Therefore, hospitalization in AD, especially a readmission,
indicates a critical change in a patient’s illness, marking an op-
portune time to have discussions on prognosis and improve
care at the end of life. While determining and sharing prog-
nosis can be challenging in the setting of many chronic dis-
eases, resources exist to help clinicians share prognosis in AD
and understand the goals of care for each patient.” The aim
of this paper is to assist hospitalists in addressing prognosis
in the setting of AD. We identify and present key knowledge
and recommendations from relevant articles identified from a
hand-search of articles, published in 2018, from leading pal-
liative care journals, as well as a MEDLINE search from 2003
through December 2018 using the key words “dementia” and
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“prognosis.” Final presented articles and recommendations
were determined based on scientific rigor and relevance to
hospital-based care of patients with AD.

IMPORTANCE OF PROGNOSIS DISCUSSIONS
IN ADVANCED DEMENTIA

For a myriad of reasons, most AD caregivers do not receive
adequate information on the complications of dementia or
prognosis.? Conversations that provide prognostic estimates
and aim to understand the goals, preferences, and values
of AD patients and their surrogates can help in providing
goal-concordant care. A prospective study of nursing-home
patients with AD showed that having goals of care discussions
was strongly associated with surrogates’ likelihood of estimat-
ing a life expectancy of less than 6 months in AD patients.® Hav-
ing this perception was associated with a lower likelihood of
patients with AD undergoing burdensome interventions such
as hospitalizations, parenteral therapy, venipuncture, feeding
tube, or urinary catheterization.? To help improve goal-concor-
dant care, it is important that hospitalists be prepared to have
prognostic conversations with patients and their caregivers.

"FORESEEING"” PROGNOSIS IN ADVANCED
DEMENTIA

Offering a clinical prognosis involves components of foresee-
ing (estimating prognosis) and foretelling (sharing prognosis).?
Foreseeing prognosis in AD can be complex due to the highly
variable but slow, dwindling clinical course of AD. As a practi-
cal matter, determining if a patient has a 6-month prognosis is
most helpful as eligibility for hospice services may allow for a
discharge to a supportive home setting instead of a transfer
to an institution.” An evidence-based clinical prediction rule,
the Advanced Dementia Prognostic Tool (ADEPT, Appendix
Table),"" can be used to estimate prognosis by a composite of
12 risk factors in nursing-home patients. Although the consen-
sus-based National Hospice and Palliative Care Organization
(NHPCO) guidelines for Medicare hospice eligibility™? (Table)
do not perform well in predicting individual mortality, they are
used as criteria for hospice enrollment. Given the variability of
course of AD, evaluating the mortality risk for acute illnesses
leading to hospitalization, like pneumonia or hip fracture, can
further help estimate prognosis. The website, www.eprognosis.
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TABLE. Foreseeing Prognosis by Staging Dementia and Determining Medicare Hospice Eligibility'2

FAST tool for dementia

Stages
- No difficulties
- Subjective forgetfulness
- Decreased job functioning and organizational capacity
- Difficulty with complex tasks and instrumental ADLs
- Required supervision of ADLs
-A. Cannot dress without assistance
B. Cannot bathe without assistance
C. Cannot perform toileting without assistance
D. Incontinent of urine
E. Incontinent of bowel
- A. Ability to speak limited to six words
B. Ability to speak limited to one word
C. Loss of ambulation
D. Inability to sit
E. Inability to smile
F. Inability to hold head up

(o B o B O S

~

Abbreviations: ADLs, activities of daily living; FAST, functional assessment staging.

com, combines various prediction tools to help estimate prog-
nosis. Although using these tools can often help clinicians satis-
fy the entry requirements to offer hospice, the ADEPT tool and
the NHPCO criteria both perform poorly in discriminating those
who will or will not actually die in six months. ADEPT, as a prog-
nostic tool, has not yet been validated for community-dwelling
patients. Clinicians should exercise caution in making a highly
specific estimate of survival in AD, but can and should commu-
nicate the expected decline in function over time.

"FORETELLING"” PROGNOSIS IN ADVANCED
DEMENTIA

Having goals of care conversations and sharing prognosis
has many benefits. A large multistate cohort study showed
that having goals of care conversations among patients with
terminal cancer was associated with less use of intensive care
units, mechanical ventilation, and cardiopulmonary resusci-
tation.”® Caregivers may also benefit from prognosis discus-
sions through identifying resources to care for the patient at
home and by potentially limiting their risk of major depres-
sive order and regret, common among those witnessing pa-
tients undergoing aggressive treatment at the end of life."
How to share prognosis can be challenging; however, tools
such as the Serious lllness Conversation Guide' can provide
step-by-step guidance for providers. The key aspects of the
guide are asking permission, assessing illness understanding,
and exploring goals, fears, worries, and tradeoffs.

Before exploring goals, it is helpful to explain the serious
illness by using “I wish,” “I worry,” and “| wonder” state-
ments such as “l wish | had better news for you; your mom’s
dementia has progressed given the recent complication of
aspiration,” "l worry that she will not be able to eat on her
own and will develop another serious infection very soon,” or
“I wonder whether it is a good time to talk about what your
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Medicare hospice benefit eligibility criteria for dementia

Patients will be considered in the terminal stage of dementia (prognosis of 6 months or less) if they
meet the following two criteria regarding the FAST tool and medical conditions:

1. Patients must be at or beyond stage 7C on the FAST tool and have all the features of stage 6A

through 7C (see first column):

ND

2. Patients must have had at least one of the following medical conditions in the

past 12 months:

Aspiration pneumonia

Pyelonephritis or another upper urinary tract infection
Septicemia

Decubitus ulcers, multiple, stage 3 or 4

Fever, recurrent after antibiotics; and/ or

Inability to maintain enough fluid and calorie intake with 10% weight loss during the previous
6 months, or serum albumin <2.5 g/dL

mom would want if she cannot eat on her own.”

An example of an effective conversation about artificial nu-
trition and hydration with a surrogate of a patient with AD with
recurrent aspirations may include the following elements:'#1
¢ Obtain the caregiver’s and/or patient’s perception of ill-

ness: “Is it OK if we have a conversation about what may lie

ahead with your mother? Is there anyone else that should
be present? What is your understanding of your mother’s
illness?”

* Give relevant data: “Based on her current level of decline
with complications and repetitive hospitalizations, | am wor-
ried that her life expectancy is likely measured in months
rather than years."”

e Address emotions: “This must be very hard to hear. | can-
not imagine how difficult it must be to see her in the hospital
so often.”

e Elicit concerns and goals based on understanding key
values: “Tell me what you are hoping for regarding your
mother’s future care and what worries you have. Tell me what
your mother would say if she could fully understand her cur-
rent situation.”

* Present goals based on patient and caregiver values:
“Based on what you have told me about your mother, she
valued her interactions with family and her independence,
and she would not want measures that would cause distress,
especially when facing a terminal illness.”

¢ Be mindful of prognostic uncertainty: “While we cannot
know for certain what will happen next, | am very worried
that your mother will continue to aspirate even with a feed-
ing tube.”

* Make a recommendation with permission: “From our
conversation, | have an idea of what treatment might make
sense to your mom. May | share my recommendation with
you?” If they are willing, you might say: “As evidence shows
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that feeding tubes do not improve the level of family inter-
action or independence in patients with dementia and as
your mother would not want any distressing procedures, |
recommend that we do not place a feeding-tube.”

* Balance realism and hope: “Instead, we can focus on other
ways to maintain dignity and quality of life for her even with-
out a feeding tube.”

RESPONDING TO CHALLENGES

Conversations about goals of care and prognosis can be chal-

lenging and time consuming. At times, the conversations can

be strained. The following tips are based on authors’ shared
experiences to help in those challenging situations:

e Caregivers may show signs of emotional and/or cogni-
tive strain: Recognize and name the emotional response
and consider asking the family if they need a break to avoid
overtaxing them.

“[ can see that this is very difficult for you. Do you want
to take a break and meet again?”

e Caregivers may have unrealistic hopes: Confirm the care-
givers' understanding of the situation, before assuming their
hope is unrealistic. Try to reframe what they/we can hope
for by validating their goals while avoiding unnecessary bur-
dens or discomfort.

“ want to be sure that | have explained your mom’s
situation clearly. Can you tell me in your words, what
| have told you?” as this gives you an opportunity to
clarify misunderstandings that may manifest as “false
hope”.

“Together we can hope for the best and see if your
mother can tolerate hand-feeding safely without caus-
ing any harm or distress.”

e Avoid assumptions about cultural and religious beliefs:
Be curious and demonstrate cultural humility to all patients.

“Are there any cultural or spiritual beliefs that are im-
portant to you or your mother?”

e Avoid spending too much time on clinical details: Give
families time to share stories about the patient in better days
as this gives you an opportunity to get to know the patient.

“Tell me more about what your mother was like when
she was healthy.”

e Listen first, recommend second: Refrain from making rec-
ommendations about the patient’s care before you under-
stand his/her values and preferences.

“What would your mother say is most important to her
as her health worsens?”

* Use active listening techniques: Using reflection state-
ments can confirm your understanding of the caregiver’s
view point.

“So, | hear that your mother valued being at home and
being comfortable. Is that correct?”

These conversations are often an iterative process of helping

the patient and family traverse the course of AD. Therefore,

starting the process even during a hospitalization earlier in the
course of AD can help engage in preparedness planning to
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provide goal-concordant care and help optimize the patient’s
quality of life.

CONCLUSION

Hospitalization among patients with AD can signal a significant
change in prognosis and represents an important opportunity
for further dialogue. A patient- and caregiver-centered conver-
sation, sharing prognosis and learning about values important
to the patient and family, has the potential to lead to less bur-
densome interventions. Doing so can minimize harm, promote
quality of life, and reduce unnecessary care transitions near the
end of life.
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