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Oggil In Italia meno del 2% (1.96%)
degli >65enni sono
ospiti/ricoverati in strutture
residenziali (n. 223.509) e meno
dell’1% sono seqguiti a domicilio.

(In Europa: 5% in residenze e /%
al domicilio)

(Fonte: Istat 2004; C.Gori e A.Guaita: | luoghi della cura 2007)

IRCCS Centro S.Giovanni di Dio-Fatebenefratelli, Brescia
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Oggi in Italia |’ 80% circa del
pazienti affetti da demenza e
assistita al proprio domicilio dalla
famiglia, spesso con il supporto di
“badanti”

IRCCS Centro S.Giovanni di Dio-Fatebenefratelli, Brescia
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| nodi della rete

- Caregilver ("badanti”)- paziente

Medico di famiglia

ADI

RSA - Unita Alzheimer (SCU)
Centro Diurno Integrato (CDI)
Unita Operative di Degenza e Day
Hospital

- UV.A.

IRCCS Centro S.Giovanni di Dio-Fatebenefratelli, Brescia
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Il paziente nella fase diagnostica

“Sono un medico degli anziani, perche e venuto da me?”
(Come posso esserle utile? Cosa posso fare per lei?)”

“? ... Mi hanno portato loro ...”
“Sig.- Bianchi mi dica come sta? Lei come si sente?”

“lo sto benel!”

5



Il paziente nella fase diagnostica

‘' appetito?”, “DUONO " “digerisce bene?”,
“abbastanza”; “hadolori?” “SI ho questo
ginocchio ..."”; “e la memoria, come va?”
“sa dottore, alla mia eta non si puo
pretendere”; “sig.= Bianchi, quanti anni ha?”
“ ... Sono del '27"



CONSAPEVOLEZZA, INSIGHT,
AWARENESS, COSCIENZA

J

DEPRESSIONE - SOFFERENZA
COMPETENZA - CONSENSO
COMPLIANCE - OUTCOME
CAREGIVER BURDEN

ASPETTI ETICI E MEDICO LEGALI
(testamento, direttive anticipate - living wills -

testamento di vita)
Ylo
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Il paziente nella fase diagnostica

Lo spazio per I'empatia
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Il paziente e la
restituzione della diagnosi
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Panel 2: Diagnostic criteria forAD

Probable AD: A plus one or more supportive features B, C, D, orE

Core diagnostic criteria
A Presence of aQearly and significant episodic memaory ir@at includes the
following features:
1. Gradual and progressive change in memory function reported by patients or
informants cver more than & months
2. Objective evidence of significantly impaired episodic memory on testing: this
generally consists of recall deficit that does not improve significantly or does not
normalise with cueing or recognition testing and after effective encoding of
information has been previously controlled
3. The episodic memory impairment can be isclated or associated with other cognitive
changes at the onset of AD or as AD advances

Supportive features
esence of medial temporal lobe atrophy

Tamygdala evidenced on MRIwith
qualitative ratings using visual scoring (referenced towell characterised population
with age norms) or quantitative volumetry of regions of interest (referenced towell
characterised population with age norms)

C. Abnormal cerebeocpHRae-berre:

Low amyloid B, , concentrations, increased total tau concentrations, ¥ increased

'p CrS TTO=re
s Othappetraimret e e dhresvesaclin the future
D). Specific pattern on functional neurcimaging with PET
» HE ferrTTTT mporal parietal regions
« Otherwell validated ligands, including those that foreseeably will emerge such as
Pittsburg compound B or FDDNP
E. Proven AD autosomal dominant mutation within the immediate family
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INTERNATIONAL JOURNAL OF GERIATRIC PSYCHIATRY
fd J Giertare Pevelmany N004: 190 151-1649.

Published online in Wiley InterScience (wwwointerscience wiley.com). DOL: 10,1002/ gps. 1050

Disclosing a diagnosis of dementia: a systematic review

Claire Bamford, Sharon Lamont, Martin Eccles®, Louise Robinson, Carl May and John Bond

Centre for Health Services Research, University of Newcastle-upon-Tvne, UK

Studies of the impact of disclosure indicate both negative and positive consequences of diagnostic disclosure for people with
dementia and their carers.

Conclusions  Existing evidence regarding diagnostic disclosure in dementia is both inconsistent and limited with the per-
spectives of people with dementia being largely neglected. This state of knowledge seems at variance with current guidance

about disclosure. Copyright « 2004 John Wiley & Sons, Lid.
an



Patient's and
carer's awareness

Whole path

Patient's path

Carer's path

Physician's approach

Full
awareness

Deception? Half lie-half truth?

Frisoni GB: Lancet Neurology 2004

Plain truth?

%10
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Il paziente nella fase della restituzione
della diagnosi

“Sig. Bianchi, fino al prossimo
controllo Le consiglio di non guidare
I’Tautomobile”

iy 0
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Il paziente nella fase della restituzione
della diagnosi
Il paziente, il coniuge, gli altri familiari,

necessitano di informazioni qualitativamente
e quantitativamente diverse

Cura orientata alla famiglia (oltre che al paziente), come nel
modello pediatrico

e

FTESR
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... e c’e bisogno anche della
relazione con la famiglia



Michelangelo, La Sacra Famiglia (Tondo Doni), circa
1503 Olio e tempera su tavola, Firenze, Uffizi



Pietro Antonio Longhi (Venezia,1701-1785) , Famiglia
Patrizia



Roberto Guarneri



Pompeo Girolamo Batoni (Lucca, 1708 - Roma, 1787)



Zarit S.H., Reever K.E., and
Bach-Peterson J.: Relatives of
the impaired elderly:
correlates of feeling of burden.

The Gerontologist 1980; 20: 260-266



Council report (AMA)

Physicians and Family Caregivers
A Model for Partnership

JAMA 1993; 269; 1282 1284.

... family caregivers, key resources for
the frail elderly.

.... family members play a central and
essential role in the health care and
care management of the community-

dwelling , frail elderly %$
)

IRCCS Centro S.Giovanni di Dio-Fatebenefratelli, Brescia



Council report (AMA)
Physicians and Family Caregivers
A Model for Partnership

JAMA 1993; 269; 1282 1284.

... family support reduce health care
utilization by the elderly .. Informal
support may retard institutionalization

uh,

IRCCS Centro S.Giovanni di Dio-Fatebenefratelli, Brescia



Council report (AMA)

Physicians and Family Caregivers
A Model for Partnership

JAMA 1993; 269; 1282 1284.

Caregivers and patients as a single
unit of care and caregiver as a partner

with the physician in care of the
patient
4F,

IRCCS Centro S.Giovanni di Dio-Fatebenefratelli, Brescia



Council report (AMA)

Physicians and Family Caregivers
A Model for Partnership

JAMA 1993; 269; 1282 184.
- Patient caregiver unit

- Comprehensive home-based approach

- Caregiver and patient assessment

- Providing training to caregiver

- Offer specific help for upsetting behaviors
- Validate the caregiver role

- Act as case manager

IRCCS Centro S.Giovanni di Dio-Fatebenefratelli, Brescia %‘FO
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| famigliari fonte di

Informazion|
- esordio ed evoluzione del deficit
cognitivi
- disturbi comportamentali
- comparsa dei deficit funzionali



Associazione tra report del caregiver e
valutazione diretta

ELEVATA : PERFORMANCE MOTORIA (deambulazione)
MODERATA-BUONA : VESTIRSI

MODERATA: USO DEL TELEFONO, GESTIONE
FINANZE, FARE LA SPESA

NO ASSOCIATION: TOILETTE

LE DISCREPANZE TRA CAREGIVER REPORT E MISURE
DI PERFORMANCE DIRETTA SONO
SIGNIFICATIVAMENTE INFLUENZATE DAL CAREGIVER

BURDEN
4L,

Zanetti et al.: J. Am. Geriatr. Soc. 1999:47:196 22.
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| famigliari come target di cure

Il carico fisico e psicologico della
famiglia, del caregiver primario in
particolare

5



DETERMINATS OF BURDEN IN AN ITALIAN SAMPLE OF
ALZHEIMER'S PATIENT CAREGIVERS

The greater the number of persons, the lower the report of
caregiver stress.

Lower frequency of visits of friends or relatives, caregiver’s poor
health and higher age, and the presence of patient’s behavioural
disturbances were the main determinants of caregiver’'s
depressive symptoms.

Cognitive impairment of patients was not correlated to caregiver’s

distress.
YLs

Zanetti et al., J.Cross-Cultural Gerontology, 1996



INTERMATIONAL JOURMAL OF GERIATRIC PSYCHIATRY
Iy 4 Geriatr Poychianre J006; 20 168-174.
Published online in Wiley InterScience (wwwlinterscience. wilev.com b DO 101002 g2ps. 1 267

Predictors of high level of burden and distress in caregivers
of demented patients: results of an Italian multicenter study

P, Rinaldi', L. Spazzafumo®, R. Mastriforti', P Mattioli', M. Marvardi’, M. C. Polidori ', A. Cherubini,
G. Abate’, L. Bartorelli®, S. Bonaiuto®, A. Capurso®, D. Cucinotta’, M. Gallucei®, M. Giordano”,
M. Martorelli'”, G. Masaraki'', A. Nieddu'?, C. Pettenati*, P Putzu", V. A. Tammara'®,

P. E. Tomassini'®, C. Vergani'', U. Senin', P. Mecocei'* and the Study Group on Brain Aging of the
ltalian Society of Gerontology and Geriatrics (GSIC-S51GG)



Table 4. Mubivariate asnabysis of patient's amd caregiver’s
virnables associated e the nsk of belonging © the hagh burden,
disiress. depression and anxiety (HBDIDWA) group

OR Cl 95%
PETER TR Sl O i TR P THTE S Am'
R R el 0 '
Muodemie disability (3—3) 4.1 1.87T-8.61
Severe dmabiliny ((-2) 5% 3 2R-13.30
Predicoss of hagh level of bunden and disress in caregivers MP agitation
of demented patients: resules of an [alian multeemer sudy Mome 1
) Mild (1) .09 0L55-2.16
i i A i it b e g i i Moderate (5-8) 34l 1.42-8.22
Wl Blanradl ™, G Wlas .-'Iu_ A, Pk 'S, ?rurun P P ', V. o Tarwmsn" Severe (9-12) R 1.38-10R1
T i L e e e e NP1 imitahility
Mome 1
Mild (1) 115 (L57-2.18
Muodemie (5-8) 299 1. 27-7.05
Severa (9-12) 258 078849
MNPA aberram movor behaviour
Mo 1
Mild (14 1.73 0L.37-3.91
Muodemie (58] Al 1.43-7.08
Severe (9-12) 2.60 1646
MNP naght mme behaviours
Mome 1
Mild (1) 2.11 1.05-4.25
Moderaie (5-8) 275 130-5.85
Severe (9-12) 327 1.059-9.77
Caregiver's age
= 5 years 1
5165 years 207 (196445
= T years 340 1.29-8.98
Type of relatiomship
hers 1
Child 502 1.96-12R5
Spouse 6.0 2. 27=19.12
Pluce of livang
Morth 1
Cenler 9l b =1 87
South 2498 138644
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CLINICAL TRIALS

Koberto Haschetti - Marina Magzgini
Giacoma Cara Sorrentine - Nello Martin
Brune Caifar - Wicola Vanacone

A cohort study of effectiveness of acetylcholinesterase inhibitors
in Alzheimer’s disease



U.V.A.: n. 118

7,395 patients selected

1,933 patients excluded because ofa
previous treatment with
acetylcholinesterase inhibitors

3,462 patients included in the cohort

2,609 paticnts discontinucd the treatment 47.8%

1,672 Failure to retum 30 ] 6%

282 Switching study drug
204 Adverse events

177 Treatment failures
124 MMSE=<10

57 Non compliance

24 Deaths

4 Admissions to hospital or nursing home

65 Cause not reported

k4

2,853 patients completed 9 months of therapy
Raschetti et al., 2005
52.2%




FUNZIONI UVA

Educazione e supporto dei familiari
Interazione con gli altri nodi della rete del
servizi per I'anziano con deficit cognitivi
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Meta-Analysis of Psychosocial Interventions
for Caregivers of People with Dementia

Henry Brodaty, MD, FRANZ CP, FRACP,*" Alisa Green, B. Sc (Psychol). Hons,!
and Annette Koschera, PhD1

J Am Geriatr Soc 51:657-664, 2003



Table 3. Effect Size for Psychological Morbidity at Most Current Follow-Up Assessment

Study

Standardized Mean
Differense’ (95%
Confidenoe Intereal)

Moniz-Cook et al, 1998 (GHQ)

Marriot et al. 2000 (GHQ)

Hinchliffe et al. 1995 (GHC)

Teri et al. 1897, problem solving (HDRS)
Quayhagen et al. 1988 (HSC)

Brodaty and Gresham 1989 (GHQ)
Quayhagen et al. 2000: cog. stimulation (BSI)
Teri et al. 1997; pleasant events (HDRS)
Zanetti et al, 1998 (BSI)

Chang et al. 1999 (BSI)

Mittelman et al. 1995 (GDS)

Mahida at al. 19080 (CES-D)

Oslwald el al, 1999 (CES-D)

MeCurry 2t al. 1998 (CES-O)

Heheart &t al. 1994 (BSI)

Ripich et al. 1998 (PANAS)

Quayhagen et al. 2000; day care (BSI)
Kahan et al. 1985 (SDS)

Gendron et al. 1886 (H3C)

Zant et al. 1987, counseling (BSI)

Morris et al. 1992 (BDI)

Brodaty et al. 1984 (GHQ)

Zarit &t al. 1987; support group (B3I)

| ogiudice et al. 1983 (GHQ)

Roberts et al. 1999 (PAIS)

Quaynagen at al. 2000; dyadic counseling (BSI)

—e—  1.81(0.94-2.67)
— e 1.57 (0.69-2.45)
. 1.42 (0.64-2.21)
—e—  1.10(0.27-1.92)
1 e 082(-0.16-2.00)
e 0.77(0.27-1.28)
—~—a—  0508(-000127)
1 & 053(-0.23-1.29)
| & 046(-0.42-1.34)
1 o 0.45 (—0.04-0.95)

—— 0.249 (0.02-0.60)
I - 0.26 (—0.35-0.87)
- 0.25 (—0.20-0.70)
S 0.21 (-0.58-1.00)
- 0.20 (-0.47=0 86)

0.15 (—0.50-0.81)
0.12 (—0.58-0.83)
0.09 (—0.53-0.72)
0.07 (~0.60-0.73)
0.02 (~0.43-0.48)
0.09 (- 0.80-0.63)
—0.16 (—0.71-0.38)
-0.17 (—0.60=0.27)
-0.18 (—0.87-0.52)
—0.24 (—0.75-0.28)
~0.59 (—1.23-0.05)

210 1 2




INTERVENTIONS FOR CAREGIVERS OF
PATIENTS WITH DEMENTIA

SUPPORT GROUPS
INDIVIDUAL AND FAMILY COUNSELLING
RESPITE CARE
SKILLS TRAINING INTERVENTIONS

COMPREHENSIVE, MULTI-COMPONENT
INTERVENTIONS
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RESEARCH LETTER

‘Immigrant paid caregivers” and primary caregivers’ burden

E. Rosa'®, M. Ambrogie®, G, Bineti® and O, Zaneti’

VLEAR, Reavarch Avsociation Fabrbeieruledil, Rowie, Maly

'Irl.l.'.l'r.i.nr'rH Resenrch and Covr Unit-Memwory Oiimie — IBOCS — Craten 5, Gaovomnd o Dio- Fate Bvesefrontel] 7 Brescks, Taly

Table 1.  Association between objective and subjective caregiver burden with the availability of an immigrant paid caregiver

Subjective and Ohjective burden

Immigrant paid caregiver

Mo (n=2133) Yes (n= 18) [ Sig.
M (DS) M (DS)
H. dedicone to vigilanoe 15.79 (9.4) 5,00 (6.4) 18.70 [N
H. dedicared to assistance 306 (2.7) Lk (1.3) 291 .=
CBI*
Thne dependence burnden 1415 i6.4) T.61 (4.3) 14.6GR IR
Dy boynne il burden 500 (5.8 439 (5.1 273 2=
Fhyzical burlen .91 (4.8) 4.61 (4.3) 4.5] 3=
Social barden 497 4.T) GG (5.5) 5.74 .46
Emational burden 388 (3.3 1.3 {1.8) (.54 20
CES-[** 26,00 (13.7) 15.39 {14.5) fi. ks =

*Caregiver Burden Inventory.
=2CES-Dx Center for Epdemiological Studies Depression Scale.



La vita riposta:

| costi sociali ed economici della malattia di Alzheimer
P. Spadin e C.M. Vaccaro
Franco Angeli, Milano, 2007

1999 2006
Assistenza diretta (ore/d) 7.0 6.0
Sorveglianza (ore/d) 10.8 7.0
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BESEARLCH LETTER

The immigrant paid caregivers’ role in the care of patients

with severe dementia

E. R, (5. Linsigaok, F. Sabbatini, A, Chisppa, 5. Da Cesare, L. Lunanas,

H. Suresie @l O Zasett

Al s Beivar il asd Saw Db, Wessory Clalr, OO Comre § ol s, b 15 Freacks, faky
Badanti:n.50

Mean SD N %%
Age 41 £10
Sex
Female 49 a8
Male 1 2
Education 13+2
B years 3] 12
13 years 28 56
more than 13 years 16 32
Language
Fairly good Italian I8 36
Good Ttalian 17 34
Very good Italian 15 30
Civil status
Marned a7 T4
Single 3 6
Divorced 7 14
WidowerWidow 3 fi
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Respecting the subjective: quality
measurement from the patient’s perspective

An unbappy patient sugeests poor qualiby cane, but Gigm Ebnyn and colbeagues point out that
Lsirg reasures of satisfaction to-assess health providers is not without problems



