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There are 7.7 million new cases of dementia each year, implying that Ltéra is a new case of dementia
somewhere in the world every four seconds. 2
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Dyin‘gﬁ\?fth Dementia: What We Know after

Abstract. Dealh wilh dementis is incressingly common.  Althowgh prognostication 3s diffecadl, it i5 an :num’:@@%.fl:-'li.'llljljn,g
illness lor which palliative care for the patient is oflen sppropriale. Dementia patients are oherwise al risk o avertresiment
wilh burdensome and possivly non-bemelicial interventions and undertreatment of symploms. Although rg:@',éul siudlies indicate
encouraging neels ol improved paliiative care, Litlle evadence supports effectiveness ol spec i realmen Qs af Jamuary 20070, &
least 45 studies, almost 21 perfoemed alter 2000, have repocted on freaiment, comiart, symptam I:ur-:].l.'&@uml [Ermalies” salzsfaciion
wilh care. Uver half (35; 56% ) of these sludies wene in US seltings, and rost wene snall or ruutlh.pég;'.'-:. Few randomized Lrials
and prispective observalione] studies have been performed so Ter, bul several promising siods Miave heen cornpleled recenily
i are undersay in varous countnes. Guidelines For care and treatment, s2ill mostly l.'l.'lu@huh—ba:-ud. suppor the benslits af
alvance cane planning, contznuaty of care, and Bamily and pracibomer education. A.uu:imu@l}'umh for pain. progoosis, and family
evaluslions of care héve been developed and some have been sbawn o be elfective 1o Ktﬁ;ual practice. Wilh mereasing numbess
iof well-designed, larpe-scaie studies, rescarch in the pexl decade may resull in bi.'[lta,(@l-'ilirlll.'l."hq.ﬂl puidelines and practice.
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Table 1: Seven stages of Alzheimer's o
[\
(¢
Memery Loss e(\ Functional Loss
|Stage 1 MNo subjective co é@‘hts of |Mormal function
memory deﬁcit b
|Stage 2 Very mll%&cllne Persons may feel as though
they are having memory
\‘e} lapses but these are invisible
) b ko family and friends.
D
o
|Stage 3 6®% Mild decline (Trouble remembering names
.o land performing some complex
‘\\.0 lactivities. May lose or misplace
00 valuable possessions.
)
\0
St,agF(\Q Moderate decline Greater difficulty with
\0 performing complex tasks,

such as instrumental activities
lof daily living {(managing
finances, shopping). May be
becoming moody or
withdrawn.

|Stage 5

Moderately severe decline

May still be independent with
eating and toileting. May
forget own address. May
require assistance with
Ichoosing weather-appropriate
Iclothing.

|Stage 6

Severe decling

Personality changes may take
place. May need assistance
with activities of daily living.
Experiences disturbed sleep.
May wander and become lost.

|Stage 7

Very severe decline

Likely need assistance with all
laspects of care. May or may
not retain verbal abilities.
Muscles may become rigid;
swallowing impaired.

(Alzheimer's Association, 2012, and Reisberg, B. et al 15832)
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Reporting Dementia on tgﬁébeath Certificates of Nursing Home

QY*
Residents Dying WithogEénd-Stage Dementia

&
: &
Melissa Wachterman, MRQFEMPH @
Brigham and Women's Q{@spn‘aﬂ Baoston, Massachuselts , \Q\e‘
N X
. o2 . @
Dan K. Kiely, MPHsMA and Susan L. Mitchell, MD, MPH Q¢
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& @6@
& S

Methods. ]%gt)l. were collected between 2003 and 2007 from the Choices, Attitudes, and ,Qo(\

Snategie%ﬁr Care of Advanced Dementia at the End-of-Life study, a prospective study of 323 0600

residﬂ@?of 12 Boston-area nursing homes with advanced dementia, each followed up for up QQ‘

to _lgém{:-uths.'* Eligibality criteria included age older than 60 years and advanced dementia \-)@vK

Q'@-;Ed on physician documentation of dementia in chart and Global Detertoration Scale stage :\O

O7 determined by a nurse).” The Hebrew SeniorLife institutional review board approved this G‘Q)%
N* study. Written consent was provided by participants’ health care proxies. S
Qb‘ dy. Wi provided by p ipants” health P @Q’
..\@K
&O

Comment. In this study, dementia, and specifically Alzheimer disease, was underreported on ,\O‘\’?’
death certificates, raising concerns about the accuracy of mortality statistics based on these &
documents. Despite the terminal stage of dementia in our cohort, dementia was not recorded &

on 37% of death certificates. The absence of Alzheimer disease on three-gquarters of daeath?\'ﬁ\
cerfificates of decedents with this premortem diagnosis 15 a particular problem because agﬁf’.‘nug

the caunses of dementia, INCHS ranks only Alzheimer disease among its leading cﬂuseg\m@death.
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Nursing home residents dyi wrth dementia in Flanders, Belgium: a nationwide postmortem study on clinical &5&@'
characteristics and qualltgz;xﬁf dying. \\&Q’
)

Vandervoort A', Van den Block L»e?an der Steen JT, Volicer L, Vander Stichele B, Houttekier D, Deliens L. \\Q,e’
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Abstract & 2

OBJECTIVES: Thg‘?e is a lack of large-scale, nationwide data describing clinical characteristics and quality of dying of nursing hﬂg}é\remdents dying
with dementia. ,g% set out to investigate quality of end-ofife care and quality of dying of nursing home residents with demenhaaﬁ Flanders, Belgium.

DEBIGNI@TIHGIPARTICIPANTS To obtain representativity, we conducted a postmortem study (2010} using random clu&%r sampling. In selected
nursing fBmes, all deceased residents with dementia in a period of 3 months were reported. For each case, a structur %uastlunnawe was filled in by
the r@;ﬁ‘.e most involved in care, the family physician, and the nursing home administrator. We used the Cognitive F'e,gormance Scale and Global

Dg@rloratmn Scale to assess dementia. Main outcome measures were health status, clinical complications, symp@?ﬂs at the end of life, and quality of

Bying.
N

MEASUREMENTS: Health status, clinical complications, symptoms at the end of life, and quality of dying. &O

RESULTS: We identified 198 deceased residents with dementia in 69 nursing homes (58% response réﬁﬁ Age disftribution was the same as all
deceased residents with dementia in Flanders, 2010. Fifty-four percent had advanced dementia. In t\kﬁe last month of life, 95.5% had 1 or more
sentinel events (eg, eating/drinking problems, febrile episodes, or pneumonia); most frequently r@%rted symptoms were pain, fear, anxiety, agitation,
and resistance to care. In the last week, difficulty swallowing and pain were reported most frqugntly Pressure sores were present in 26.9%,
incontinence in 89.2%, and cachexia in 45.8%. Physical restraints were used in 21.4% of c@@es and 10.0% died outside the home. Comparing stages
of dementia revealed few differences between groups regarding clinical complications, %ﬂfﬁpmma or quality of dying.

CONCLUSION: Regardless of the dementia stage, many nursing home residents %\@bp serious clinical complications and symptoms in the last
phase of life, posing major challenges to the provision of optimum end-of-life carge
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End-of-life care for persons with advanmd@lzhelmer disease: design and baseline data from the ALFINE study.
Mourhashémi F1, Gillette S, Cantet C, Stilmunkes A, Saf_rgﬁ‘\N Rougé-Bugat ME, Vellas B, Eolland Y.
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Abstract &
CONTEXT: Alzheimer disease (AD) is tr‘@%‘lnst common cause of dementia. Most affected individuals survive to an advanced stage of dementia, @
which is under-recognized as a terrmgeel illness. «6\
OBJECTIVES: Our objectives wgiﬁ to better understand the clinical trajectory of advanced AD and to identify the palliative care needs of me,g'é
patients. %b \Q’\\‘?J

METHODS: This was an Q]fvgewatlcnal prospective study of AD patients in severe stage of disease included after a hospitalization in gﬁ?atrm wards.
They were followed upgvery three months during 2 years. At each visit, interviews provided data regarding: pain (Elderly Pain Car@g Assessment
scale), pressure ulceﬁ eating patterns, daily medications and use of health services. This paper describes the design of the Al_g‘i E study and the
characteristics nf\ﬂ’?e recruited cohort. boc’

RESULTS: 112§>pahents were recruited (mean age: 84.03 + 6.96) years; 76.79% were women. Mean time since dlagnnsl,ﬂg%f AD was 5.28 years.
Pressure g{bers were cbserved in 42 patients. Pain assessment with the EPCA showed a mean score of 8.58. One t‘%@;ﬁ’nf patients with an EPCA
score gp?nnre than 7 (median) had no analgesics. More than half of patients had been treated with antibiotice during the three months before inclusion
in tl'}é@studj.r and 33 patients were still receiving antibiotics at inclusion. Two third of patients had been hﬂspltallzgz' in the month before inclusion.

ﬁbNGLUSIOH End-of-life care for individuals with end-stage AD is increasingly important because of the r:lghg number of patients with this disease.
Health care systems and clinicians should make efforts to ameliorate the suffering of patients and their c:a{@gwers
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The Clinical Cuuﬁse of Advanced Dementia

0\\

Susan L. Mltchellgﬂ D., M.P.H., Joan M. Teno, M.D., Dan K. Kiely, M.P.H., Michele L. Sh@‘#e
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for F'dwchnsm:lal Oncology and Palliative Care Research, Dana Farber Canl:er Iﬁ%tltmE (HG.P.)—
ajﬁn Boston; the Center for Gerontology and Health Care Research, Departm%nt of Community
ﬁealth Alpert Medical School, Brown University, Providence, Rl (J. M T. } .\E’Penn State College of
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Figure 1. Overall Mortality and the Cumulative Incidences of Pneumonia, &obnle Episodes, and
Eating Problems among Nur sing Home Residents with Advanced Demeg&a

Overall mortality for the nursing home residents during the 18-megith course of the study is
shown. The residents” median age was 86 years, and the medmé’dumhoﬂ of dementia was 6
years; 85.4% of residents were women. e
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Figure 2. Survival after the First Episnd\gﬁ Pneumonia, the First Febrile Episode, and the
Development of an Eating Problem <O
Panel A shows the results of the guh'ival analysis for pneumonia. Panel B the results for a
febrile episode, and Panel C sults for an eating problem. The red line in each panel shows
survival after development &ﬂ}these complications. The blue line in each panel shows the
estimated survival hefnﬁe complication developed or in 1ts absence (for residents in whom
the complication nev eloped). All curves are presented for the median age (86 years),
median duration gﬁoﬂcmcntia (6 years), and distnbution according to sex (85.4% women).



Seven-year hospljuﬁ”i and nursing home care use
according to agé and prUX|m|ty to death: variations by
cause of deafh and socio-demographic position

\0 é\'\
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Pekka Mamkamen Michael Murphy,? Niina Metsa-Simola,” Unto Hakkinen,” &
1
HEta Mﬂuéﬁgaard Background Provision of hospital and lang-tarm cara ,@Q’Q
N sanvices far the growing number of alder people is <&
60 a major policy concem. The authars estimats h-::lspilaL\OQ
,Z}b and nursing home care use by age and pradmity g
\\o(\ death for selected causas and by gender, edmag& and
e’z’ marital status. ‘
& Methods A £0% random sample of the &
o Pogulation Research Und, nopulation aged 65+ years alve at the end of 1997 was
Department of Social Research, followed to desth in 1998—2002 ng‘?ear hospital and
Unvarsty of Halsnkl, Halsn,
Fetand nurging home care was assaﬂe@a p Lo 7 years prior to
Dagartment of Socal Paicy, dezath for those who died an@ ir 1o the and of 2002 for
Londan Schod of Economics, SUNVOTS.
Londan, UK Results In the 7-yes md before death olal average
3:3'1"1"3 for Health and Saca care days were 294195% Cl 286 to 301} for men and
Eoonamics, Natoaal Institute for 430 (95% CI 423@% 438) for women. For surviving men

Haalth and Wefam, Hasnk,

Frland and waman, w‘?muuauﬂndm figures were B3 (95% CI

86 o EIELﬁd 136 95% C1 130 to 141} days. Use of
Imuulezé particulary nursing hame care increasad
mpgﬂ?’ with age, while praxmity 1o death was mara
w;zumlanl for hospital care. The mamiad usad lass cars

Qﬁhan the non-marnad. Care use of those dying from
Q}b demeantia was appraamataly twice that for &l causes
. \0«\ combinad and was substantial Tor an exandead period

\c?’ before daath.
A{b

J et Comondy Health 201266:1152-1138. doi10.11385ecn-2011-200758
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Place of Death of OIdsf Pcrmnq with Dementia. A Study in Five
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Table 52 Deaths from Dementia-Related Diseases in Peo ple Aged =65, Type of Dementia, Sex, Age, Health Resources, fb(\\
ang Mace of Death in Five European Countries in 2003 [N = 30,281) Q,Q
s@ﬁu‘lhi. Type of Dementfia, Sex, Age, éeé\
0 Health Ressurces, and Place of Daath Bedgium®™ Hetheriands England Wales Scofland Total \o(\
X
Q}b‘"’ Deafe ¥om Oaverta-Eiaed Gasasea, n (%) 2708 (45) B854 E.1) T MAAT  1ZME0  ZEIMEDN 3028146 boc’
\30(\ Tipe, % @Q
e’b HerwimaT s Gamas e 128 4 =3 149 28,
\Q Vascular and offer Emenia T22 T4 731 Tor &1 ’{6&
o(\q e % .
©° - M 32 L 7T 74 23 é‘e?" 7T
N\ Faale 688 731 723 728 77 P 723
v Age, % &
B4 T4 53 58 58 @ 58
T84 =2 foacki] M3 HE \}% 2 o |
- »85 544 BT ET CTIOE T 7
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Hmpild beda 000 5&7 36T 305 3.'_‘:Ee,\<Q 452 352
Mursing home Beda’1 000 454 1075 BAT @é\ TEZ a2d
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pr\gp?{a\.ring for
&et}?e end of life

Dementia 1 neral term for the loss of memory,
decision making and other mental abilities serious
enough to interfere with daily life. Alzheimer’s
disease, the most common form of dementia, is a

physical and terminal illness.

When a p n with late-stage Alzheimer’s nears the
end of life and is no longer able to make decisic

families must make choices.

Ideally, the person with dementia has put in place
advance directives to specify his or her wishes.
Without such directives, or if certain issues have not
been addressed, families must make decisions based
on what they believe the person would want.
End-of-life decisions should respect the person’s
values and wishes while maintaining comfort

and dignity.

10 questions about end-of-life care

what to ask the doctor

What is the treatment for?

How will it help?

What are the physical risks or discomforts?
What are the emotional risks or discomforts?

Does the treatment match what the person
would have wanted?

Are we doing all we can to uphold dignity?

Are we doing all we can to give the perso: the
best quality of life?

Is he or she in pain?
What can be done to ease the r:cin?

When is the best time to as« tfor hospice care?

alzheimer’s Q)Y association’

the compassion to care, the leadership to conquer

The Aizheimer's Association is the world's leading
voluntary health organization in Alzheimer's care,
support and research. Our mission is to eliminate
Alzheimer's disease through the advancement of
research; to provide and enhance care and support
for all affected; and to reduce the risk of dementia
through the promotion of brain health.

Our vision is a world without Alzheimer's".

For information and support,
contact the Alzheimer's Association:

800.272.3900
alz.org

© 2012 Alzheimer's Association. All rights reserved.

This is an official publication of the Alzheimer's Association but may be
distributed by unaffiliated organizations and individuals. Such distribution
does not constitute an endorsement of these parties or their activities by the
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