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Aggiornamenti in geriatria

Ridefinizione degli outcome

nella cura delle demenze

Marco Trabucchi



La difficolta di definire gli outcome per una
patologia ancora non completamente definita
nelle sue diverse componenti e nell’'ambito di
una cultura medica incerta sui propri confini.



Matteo Borri

Storia

della malattia
di Alzheimer

La malattia di Alzheimer non si € mai
articolata come un oggetto scientifico
chiuso, un sapere maturo e concluso, ma
come processo conoscitivo aperto,
oscillando sempre fra numerosi fattori -
funzionali, anatomici e biochimici- e
intersecandoli in forme molteplici, come
ogni singolo caso clinico ha mostrato.

M. Borri, Storia della malattia di Alzheimer, || Mulino, 2012.



Le demenze come oggetto di cura in un contesto
umano, culturale, scientifico, clinico, organizzativo
ed economico in continua modificazione.



La variabilita fenomenologica delle demenze e
I’instabilita della storia naturale.

Il ruolo delle condizioni “confinanti”:

storia clinica, polipatologie, terapie, ambiente
vitale, relazioni, ecc.



Anche lo scenario epidemiologico testimonia
“Iinstabilita del fenomeno demenza”.



A two-decade comparison of prevalence of dementia in
individuals aged 65 years and older from three geographical
areas of England: results of the Cognitive Function and
Ageing Study land Il

Fiona E Matthews, Antony Arthur, Linda E Barnes, John Bond, Carol Jagger, Louise Robinson, Carol Brayne, on behalf of the Medical Research
Council Cognitive Function and Ageing Collaboration

Summary

Background The prevalence of dementia is of interest worldwide. Contemporary estimates are needed to plan for
future care provision, but much evidence is decades old. We aimed to investigate whether the prevalence of dementia
had changed in the past two decades by repeating the same approach and diagnostic methods as used in the Medical
Research Council Cognitive Function and Ageing Study (MRC CFAS) in three of the original study areas in England.

Methods Between 1989 and 1994, MRC CFAS investigators did baseline interviews in populations aged 65 years and
older in six geographically defined areas in England and Wales. A two stage process, with screening followed by
diagnostic assessment, was used to obtain data for algorithmic diagnoses (geriatric mental state—automated geriatric
examination for computer assisted taxonomy), which were then used to estimate dementia prevalence. Data from
three of these areas—Cambridgeshire, Newcastle, and Nottingham—were selected for CFAS 1. Between 2008 and
2011, new fieldwork was done in the same three areas for the CFAS II study. For both CFAS I and II, each area needed
to include 2500 individuals aged 65 years and older to provide power for geographical and generational comparison.
Sampling was stratified according to age group (65-74 years vs =75 years). CFAS 1I used identical sampling, approach,
and diagnostic methods to CFAS I, except that screening and assessement were combined into one stage. Prevalence
estimates were calculated using inverse probability weighting methods to adjust for sampling design and non-
response. Full likelihood Bayesian models were used to investigate informative non-response.

Findings 7635 people aged 65 years or older were interviewed in CFAS 1 (9602 approached, 80% response) in
Cambridgeshire, Newcastle, and Nottingham, with 1457 being diagnostically assessed. In the same geographical
areas, the CFAS II investigators interviewed 7796 individuals (14242 approached, 242 with limited frailty
information, 56% response). Using CFAS I age and sex specific estimates of prevalence in individuals aged 65 years
or older, standardised to the 2011 population, 8 -3% (884 000) of this population would be expected to have dementia
in 2011. However, CFAS II shows that the prevalence is lower (6-5%; 670000), a decrease of 1-8% (odds ratio for
CFAS I1vs CFAS 10:7,95% CI 0:6-0-9, p=0-003). Sensitivity analyses suggest that these estimates are robust to
the change in response.

Interpretation This study provides further evidence that a cohort effect exists in dementia prevalence. Later-born
populations have a lower risk of prevalent dementia than those born earlier in the past century.

Funding UK Medical Research Council.

www.thelancet.com Published online July 16, 2013 http://dx.doi.org/10.1016/50140-6736(13)61570-6
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Figure 1: CFAS | and CFAS Il age-specific dementia prevalence
CFAS=Cognitive Function and Ageing Study.

Fiona E Matthews, Antony Arthur, Linda E Barnes, John Bond, Carol Jagger, Louise Robinson, Carol Brayne, on behalf of the Medical Research
Council Cognitive Function and Ageing Collaboration

www.thelancet.com Published online July 16, 2013 http://dx.doi.org/10.1016/50140-6736(13)61570-6



Lo scenario “culturale” di oggi



BM]

BMJ 2014;348:93725 doi: 10.1136/bm|.g3725 (Published 13 June 2014)

Evidence based medicine: a movement in crisis?

Trisha Greenhalgh and colleagues argue that, although evidence based medicine has had many
benefits, it has also had some negative unintended consequences. They offer a preliminary agenda
for the movement’s renaissance, refocusing on providing useable evidence that can be combined
with context and professional expertise so that individual patients get optimal treatment

Trisha Greenhalgh dean for research impact', Jeremy Howick senior research fellow”, Neal Maskrey

/(oarofessor of evidence informed decision making®, for the Evidence Based Medicine Renaissance
roup

10



“Choosing wisely”: ovvero la medicina
alla ricerca dei propri confini.
Tra il “troppo” e il “troppo poco” ...

Ill
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American Geriatrics Society Identifies Another Five Things
That Healthcare Providers and Patients Should Question

AGS Choosing Wisely Workgroup

Since 2012, the American Geriatrics Society (AGS) has also
been collaborating with the American Board of Internal
Medicine (ABIM) Foundation, joining its “Choosing
Wisely” campaign on two separate lists of Five Things
Healthcare Providers and Patients Should Question. The
campaign is designed to engage healthcare organizations
and professionals, individuals, and family caregivers in dis-
cussions about the safety and appropriateness of medical
tests, medications, and procedures. Participating healthcare
providers are asked to identify five things—tests, medica-
tions, or procedures—that appear to harm rather than help.
Providers then share this information in a published article
about these things on the ABIM campaign’s website (www.
choosingwisely.org). The first AGS list was published in
February 2013. ] Am Geriatr Soc 62:950-960, 2014,

Key words: geriatrics; special article; patient-centered
care
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FEATURE

ALZHEIMER'S DISEASE

Alzheimer’s disease: still a perplexing problem

Funding for dementia research is being greatly increased in the UK. Krishna Chinthapalli examines
the challenges after a century of frustratingly slow progress

Krishna Chinthapalli associate editor, The BMJ and neurology specialty registrar, Royal Surrey
County Hospital, UK

We would like a cure to be available by 2025.
It’s a big, big ambition to have.

If we don’t aim for the stars we won’t land on the moon.
13



Perché il grande interesse critico verso la demenza?
Conflittualita per i finanziamenti?
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THE LANCET

Volume 383 - Number 9936 - Pages 2185-2268 - June 28-July 4, 2014 www.thelancet.com

“The majority of countries are ill-prepared to
face the burden of dementia with currently
only 13 countries worldwide having a national
plan. With 60% of patients with dementia

living in low-income and middle-income
countries, and numbers predicted to triple in
Africa by 2050, dementia is also an issue for
developing countries.”

See Editorial page 2185

Comment World Report Articles Articles Seminar

Convention against Reforming health care Effect of high-dase Once-daily dolutegravirversus  Myslodysplastic syndromes;
trafficking in human organs in Kazakhstan simvastatin on brain atrophy darunavir plus ritonavir in Human schistosomiasis
Ses page 2187 Seepage 2197 and disability in secondary antiretroviral-naive adults See pages 2230 and 2253
progressive multiple sclerosis  with HIV-1 infection
See page 1713 See page 2237




However, to truly be a global response to the
threat posed by dementia worldwide, future
discussions and action plans must look beyond
drugs, and include patients, carers, and
developing countries.

(Editorial, Lancet 383(9936):2185, 2014)
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“A larger vision and set of actions are needed to
improve the lives of people with dementia and
their carers worldwide” (Editorial, Lancet
383(9936):2185, 2014).

Il fallimento della prospettiva farmacocentrica
ha spostato l'attenzione anche su altri obiettivi
delle cure.

La difficolta di mantenere vivo l'interesse per la
malattia.

17



Chi e il malato di Alzheimer?
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. How to better support people with dementia to maintain their sense
of uniqueness and personal identity (Respecting identity: 'It's not one
size fits all')

. Achieving the right balance between memory-based activities and
enjoying the here and now (Embracing now: 'It's a moment-living life’)
. Ensuring people with dementia are able to experience meaningful
human connections (Sustaining relationships: 'You don't always need
words')

. Ensuring people with dementia are able to experience a full range of
emotions (Valuing contrast: 'Good days and bad days')

. Taking risks - what are we protecting people with dementia from?
(Supporting agency: 'What's there to worry about?')

. Promoting good overall health for those who are living with dementia
including physical and emotional wellbeing (Maintaining health: 'My
priority in life').

(UK Alzheimer’s Society, March 19, 2014)
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The report of the UK Alzheimer Society, entitled
“A good life with dementia”, outlines a six-part
framework for enabling a 'good life’ with
dementia — one rooted in universal notions of
identity, happiness and fulfillment.

La persona prova dolore fisico e mentale.
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Das Herz

meiner Mutter
ist nicht krank!

A

- verges
; ehen!

Demenzfreundliche Gemeinde: Neumarkt ist dabei!
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“Tratti di umanita baluginano continuamente,
come la piccola fiamma di un lumicino. E’ la
vita che dimostra cosi di essere invincibile”.

(Salvatore Mannuzzu)
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R affaello Cortina Editore

Alva Noé
Perché
non siamo il

nostro cervello

Una teoria radicale
della coscienza
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Le posizioni organicistiche non contribuiscono alla
clinica: siamo ancora sulla soglia della conoscenza.
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Le grandi incertezze sono obiettivo di studio e
ricerca per diventare outcome concreti.

La presa in carico della complessita e possibili
outcome innovativi.
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N U s W e

Quali outcome

a diagnosi

a sintomatologia (cognitiva e comportamentale)
a storia naturale

a qualita della vita

| caregiver

| servizi

la prevenzione e un outcome?
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Un interrogativo preliminare: quale medico e
quale servizio si assumono il compito di definire
i vari outcome nella persona affetta da demenza
e di verificarne il raggiungimento?
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1. La diagnosi e un obiettivo delle cure oggi?
La risposta e difficile...

28



Advancing research diagnostic criteria for Alzheimer’s
disease: the IWG-2 criteria

Bruno Dubois, Howard H Feldman, Claudia Jacova, Harald Hampel, José Luis Molinuevo, Kaj Blennow, Steven T DeKosky, Serge Gauthier,
Dennis Selkoe, Randall Bateman, Stefano Cappa, Sebastian Crutch, Sebastiaan Engelborghs, Giovanni B Frisoni, Nick C Fox, Douglas Galasko,
Marie-Odile Habert, Gregory A Jicha, Agneta Nordberg, Florence Pasquier, Gil Rabinovici, Philippe Robert, Christopher Rowe, Stephen Salloway,
Marie Sarazin, Stéphane Epelbaum, Leonardo C de Souza, Bruno Vellas, Pieter | Visser, Lon Schneider, Yaakov Stern, Philip Scheltens,

Jeffrey L Cummings

In the past 8 years, both the International Working Group (IWG) and the US National Institute on Aging—Alzheimer’s
Association have contributed criteria for the diagnosis of Alzheimer’'s disease (AD) that better define clinical
phenotypes and integrate biomarkers into the diagnostic process, covering the full staging of the disease. This
Position Paper considers the strengths and limitations of the IWG research diagnostic criteria and proposes advances
to improve the diagnostic framework. On the basis of these refinements, the diagnosis of AD can be simplified,
requiring the presence of an appropriate clinical AD phenotype (typical or atypical) and a pathophysiological
biomarker consistent with the presence of Alzheimer’s pathology. We propose that downstream topographical
biomarkers of the disease, such as volumetric MRI and fluorodeoxyglucose PET, might better serve in the
measurement and monitoring of the course of disease. This paper also elaborates on the specific diagnostic criteria
for atypical forms of AD, for mixed AD, and for the preclinical states of AD.

Lancet Neurol 2014; 13: 614-29
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Alzheimer disease therapy—moving from
amyloid-p to tau

Ezio Giacobini and Gabriel Gold

Abstract | Disease-modifying treatments for Alzheimer disease (AD) have focused mainly on reducing levels
of amyloid-3 (AB) in the brain. Some compounds have achieved this goal, but none has produced clinically
meaningful results. Several methodological issues relating to clinical trials of these agents might explain this
failure; an additional consideration is that the amyloid cascade hypothesis—which places amyloid plaques
at the heart of AD pathogenesis—does not fully integrate a large body of data relevant to the emergence of
clinical AD. Importantly, amyloid deposition is not strongly correlated with cognition in multivariate analyses,
unlike hyperphosphorylated tau, neurofibrillary tangles, and synaptic and neuronal loss, which are closely
associated with memory deficits. Targeting tau pathology, therefore, might be more clinically effective than
AB-directed therapies. Furthermore, numerous immunization studies in animal models indicate that reduction
of intracellular levels of tau and phosphorylated tau is possible, and is associated with improved cognitive
performance. Several tau-related vaccines are in advanced preclinical stages and will soon enter clinical trials.
In this article, we present a critical analysis of the failure of Ap-directed therapies, discuss limitations of the
amyloid cascade hypothesis, and suggest the potential value of tau-targeted therapy for AD.

Nature Reviews Neurology 9(12):677-86, 2013
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La complessita dei sistemi biologici:
dal microbioma al connettoma.
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EDITORIAL

B-Amyloidosis and neurodegeneration in

Alzheimer disease
Who’s on first?

David S. Kngpman? MD Neurﬂfﬂmﬁ@ 2014;82:1756-1757

First, B-amyloidosis is necessary but not sufficient to
cause cognitive impairment.

Second, neurodegeneration arises independently of
B-amyloidosis and probably earlier.

Third, at some point in the process rising levels of
B-amyloidosis and rising levels of neurodegeneration
Interact.

Fourth, neurodegeneration is more strongly

associated with cognition than is B-amyloidosis.
32
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Long-term effects of amyloid,
hypometabolism, and atrophy on

neuropsychological functions

ABSTRACT

Objective: To assess how amyloid deposition, glucose hypometabolism, and cerebral atrophy
affect neuropsychological performance in patients with Alzheimer disease (AD) dementia, pa-
tients with mild cognitive impairment (MCI), and controls over time.

Methods: A total of 41 patients with AD dementia, 28 patients with MCI, and 19 controls under-
went [1*C]-Pittsburgh compound B (**C-PiB) and [*8F]-2-fluoro-2-deoxy-b-glucose (*8F-FDG)-PET
and MRI scans at baseline. We extracted global binding potential for 1*C-PiB, the number of
abnormal voxels for 18F-FDG, and gray matter volumes using SIENAX for MRI as measures of
amyloid, hypometabolism, and atrophy. In addition, repeat neuropsychological testing was per-
formed, including memory, attention, language, and executive tasks (mean follow-up 2.2 = 0.7
years). Cross-sectional and longitudinal relationships between imaging markers and cognition
were assessed using linear mixed models, including terms for the imaging markers, time, sex,
age, diagnosis, and interactions for imaging marker x time and imaging marker x time X
diagnosis.

Results: Linear mixed models showed that baseline hypometabolism and atrophy were associated
with poorer baseline performance on attention and executive functions (p < 0.05), whereas amyloid
was not related to baseline cognition. Hypometabolism and amyloid were strongly associated with
longitudinal decline in essentially all cognitive domains (Ojieraction < 0.05), whereas atrophy was
related specifically to future decline in Mini-Mental State Examination and memory (Dieraction < 0.05).

Conclusion: Glucose hypometabolism and brain atrophy were associated with concurrent cogni-
tive function, whereas brain amyloid was not. Amyloid deposition and glucose hypometabolism
were predictors for decline of a wide variety of cognitive functions, while brain atrophy specifi-
cally predicted memory deterioration. Neurology® 2014;82:1768-1775
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Amyloid and APOE &4 interact to
influence short-term decline in preclinical

Alzheimer disease

ABSTRACT

Objective: To examine whether p-amyloid (Ag) and APOE ¢4 status independently contribute or
interact to influence longitudinal cognitive decline in clinically normal older individuals (CN).

Methods: Data from 490 CNs were aggregated across 3 observational cohort studies (Harvard
Aging Brain Study, Alzheimer's Disease Neuroimaging Initiative, and Australian Imaging
Biomarkers and Lifestyle Study of Ageing; median age = 75.0 years, 255 female), and the
contributions of APOE &4 and AB on longitudinal change over a median of 1.49 years were
examined. Cognitive decline was assessed with the Mini-Mental State Examination (MMSE)
and Logical Memory (immediate and delayed recall scores).

Results: High A participants were more likely to be APOE ¢4+ than low AR participants. CNs who
were both high Ag and APOE ¢4 + showed greater decline in Logical Memory immediate recall (p <
0.087), Logical Memory delayed recall (p < 0.024), and MMSE (p < 0.034) compared to all other
groups (low AB/APOE e4—, low AB/APOE ¢4+, and high AB/APOE &4 —). No other pairwise con-
trast was significant for any cognitive measure.

Conclusions: Clinically normal individuals who are APOE &4+ and have high Ap showed the high-
est cognitive decline. These results suggest that AB and APOE ¢4 are not redundant contributors
of decline in aging but rather interact to promote decline during the short follow-up period exam-
ined in this study. Longer follow-up periods will be essential to fully elucidate the influence of
Alzheimer disease risk factors on cognitive decline in aging. Neurology® 2014;82:1760-1767
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Quale futuro per I'imaging PET della B amiloide
e per le indagini liquorali?
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2. Alcuni sintomi come obiettivo delle cure
(cognitivita, BPSD, dolore)
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Il trattamento farmacologico
dei sintomi psicologici e
comportamentali

in corso di demenza:

aspetti clinici e medico-giuridici
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Tabella 1. Profili di legame recettoriale dei farmaci antipsicotici. Le affinita di legame recettoriale sono espresse
come costanti di equilibrio (da Albert & Spina, 2013).

Ecg’rsrﬁg c?i Antipsicotici di seconda generazione Anti%séﬁcétri;:;ighgrima
Recettore| AMI | ARl ASE CLO ILO | OLA | PAL RIS | QUE | SER | ZIP | HAL | MOL | PER
Profili farmacodinamici: affinita di legame recettoriale (Ki)

D, 1,3° | 0,66 89 210 3.3 20 2,8 377 | 770 | 2,7 | 26 2,6 120 | 1.4
5-HT, |>10.000¢) 555 | 8,6 160 33 610 | 480 190 | 300 |2.200| 1,9 | 1,800 | 3,797¢ | 421
5-HT, | 2.000* | 87 | 10,15 | 2,59 0.2 1,5 1,2 015 | 31 [ 014|012 | 6l 5.000 | 5¢
5-HT,.  [>10.000°| 22¢ | 10,46° | 48 14 4,1 48 32 (3500( 60 | 09 | 4700 |>10.000¢ 132
o, 7.100¢ | 26° 8,9¢ 6,8 0.31 44 10 2,1 81 | 39 | 26 17 2.500 | 10

625

a, 1.600¢ | 74 9,5¢ 158 3 280 80 8 80 | 190 | 154 | 600 500
H, >10.000¢| 30¢ 9,0¢ 3,1 123 | 008 | 34 5.2 19 | 440 | 46 | 260 |>10.000°f 8
M, N/A | 6.780°| 5,09 1,4° | 4.898° | 2,5° [>10.000°|>10.000°| 120° | 5.000 | 300 ¢ |>10.000°| >10.000 | 1.500
M, N/A | 3.510°| 45 204° | 3.311° | 622¢ [>10.000°| >10.000°| 630° | N/A |>3.000°|>10.000°| N/A | N/A
M, N/A | 4.680°| 4,67 109 | >10.000°| 126° |>10.000¢(>10.000°| 1.320¢| 2.692¢|>1.300°| >10.000¢| >10.000¢ | 1.848&
M¢ N/A | 1.520¢| 5,09 27¢ | 8318 | 350° |>10.000°|>10.000°| 660 | N/A |>1.600c|>10.000) N/A | N/A

AMI: amisulpride; ARI: aripiprazolo; ASE: asenapina; CLO: clozapine; ILO: iloperidone; OLA: olanzapine; PALI: paliperidone; QUE: quetiapina; SER: sertindolo; ZIP: ziprasidone;
HAL: aloperidolo; MOL: molindone; PER: perfenazina

#| dati sono rappresentati come costante di equilibrio (Ki) (nM), cioé quantita nanomolare di antipsicotico necessaria a bloccare il 50% dei recettori in vitro. Percid un numero inferiore
denota una maggiore affinita di legame recettoriale; ® Agonismo parziale; ¢ Dati ottenuti da recettori recebrali umani clonati; @ Dati provenienti dal ratto; @ Dati provenienti dalla cavia.

CLAUDIO VAMPINI

PSICOGERIATRIA 2014; SUPPLEMENTO 1: 13-28
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Tabella 2. Profilo di effetti avversi degli antipsicotici di comune utilizzo (tradotta e modificata da APA, 2004).

as | Mo |l | Mo | Aaine |Ahngant] i | potaion | T80

Aloperidolo —-—+ +++ 0 0 0 - + 0 0
Perfenazina +-- ++ 0/+ +? +? 0 + + 0
Aripiprazolo + 0 + +? 0 0 0 0 0
Asenapina + 0 + +? 0 0 + + 0
Clozapina® o° 0 +++ ——— -+ 0 +++ +++ e
Risperidone +-- +++ + ++ ++ 0 + +- 0
Olanzapina - + e+ -t- et 0 ++ + -+
Quetiapina 0° 0 - - ++ 0 +++ ++ +
Ziprasidone o° - 0 0 0 - 0 0

0 = Nessun rischio o raramente causa di effetti avversi alle dosi terapeutiche.

+ = Effetti avversi lievi o occasionali alle dosi terapeutiche.

++ = Talora causa effetti avversi alle dosi terapeutiche.

+++ = Talora causa effetti avversi alle dosi terapeutiche.
? Dati troppo limitati per valutare con affidabilita
* Causa anche agranulocitosi, convulsioni, miocardite
P Possibile eccezione dell’acatisia
©Anche warning rispetto al possibile sviluppo di cataratta
YAnche casua di nausea ¢ cefalea

CLAUDIO VAMPINI

PSICOGERIATRIA 2014; SUPPLEMENTO 1: 13-28 39
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Convegno per infermieri e medici
accreditato al Programma Regionale Lombardo
di Educazione Continua

Anziano fragile e
lesioni da decubito:
un problema
complesso

4 giugno 2014

Centro Pastorale Paolo VI, Via Gezio Calini, 30 Brescia

Marco Trabucchi

Universita di Roma “Tor Vergata”
Gruppo di Ricerca Geriatrica, Brescia
Associazione Italiana Psicogeriatria
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Il dolore nelle persone affette da demenza
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IL DOLORE NELL’ANZIANO: IL DECADIMENTO COGNITIVO

Il 10% dei soggetti ultrasessantacinquenni e affetto da decadimento
cognitivo

La demenza di Alzheimer altera le strutture corticali di elaborazione
delle informazioni sensoriali senza alterare le strutture nervose deputate
alla sua ricezione e conduzione

Nei pazienti con demenza la percezione del dolore rimane integra e la
soglia dolorifica @ sovrapponibile a quella dei pazienti cognitivamente
integri; @ compromesso invece il processo di elaborazione: il dolore
viene percepito, ma il coinvolgimento affettivo-emotivo € minore, la
capacita di mettere in relazione le sensazioni dolorose con le esperienze
passate viene meno

Il decadimento cognitivo rende la persona incapace di riconoscere il
dolore, di ricordarlo, di quantificarlo, di comunicarne spontaneamente la
presenza, che spesso e invece denunciata da altri segnali, come
cambiamenti del comportamento, alterazioni neurovegetative, disturbi
del sonno e dell’appetito, disturbi motori, vocalizzazioni

42



DECADIMENTO COGNITIVO E RILEVAZIONE DEL DOLORE

| comuni metodi di rilevazione, basati sull’interrogazione del
paziente, non possono essere applicati nei pazienti affetti da
demenza

Devono quindi essere adottati metodi osservazionali e
multidimensionali che misurano parametri fisiologici e del
linguaggio del corpo (pianto, lamenti, il contorcersi, massaggiarsi,
stringere, corrugare la fronte, fare smorfie)

La valutazione deve essere ripetuta nel tempo per riconoscere
cambiamenti che possono essere correlati a comparsa di dolore,
per verificare il successo o I'inadeguatezza della terapia, per
riconoscere altri fattori che possono provocare o aggravare i
“segni” del dolore: agitazione, ansia, insonnia, depressione
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Il dolore

nelle residenze
sanitarie
assistenziali

A cura di Marco Trabucchi
Simone Franzoni
Floriana Luisa Giraudo

Carocci Faber
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3. La storia naturale
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Nell’attesa delle disease modifying drugs,
I'impegno e diretto a controllare i fattori
potenzialmente responsabili di un eccesso di
disabilita. Ma non si modifica la storia naturale.
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4,

Il tema irrisolto della qualita della vita

nella demenza.

a7



Quality of Life in Alzheimer Disease

A Comparison of Patients” and Caregivers” Points of View

Chiara Zucchella, PsyD,* 7 Michelangelo Bartolo, MD, PhD,f
Sara Bernini, PsyD,* Marta Picascia, PsyD,* and Elena Sinforiani, MD*

Abstract: Unlike in other chronic diseases, the Quality of Life
(QoL) of patients affected by Alzheimer Disease (AD) has not been
well established, primarily because of the difficulties stemming from
the study of patients with cognitive disorders. Because no cure 1s
currently available for AD, the optimization of QoL represents the
best possible outcome attainable in all stages of disease, making
QoL assessment mandatory. This study 1dentified variables related
to patients” QoL and examined the agreement between patients’
and caregivers’ QoL ratings. A total of 135 dyads (patient and
principal caregiver) were enrolled in the study. Patients™ QoL
evaluations showed a negative relationship with depressive mood
and a positive relationship with Activities of Daily Living (ADL),
whereas caregivers” QoL ratings showed a negative relationship
with patients’ depressive mood and behavioral disturbances.
Caregivers tended to underestimate patients” QoL compared with
the patients’ own self-evaluations, with patients’ dependency In
performing ADL and behavioral disorders as well as caregivers’
burdens and depression being the main factors associated with the
discrepancy in these evaluations. These findings suggest that the use
of proxies as a substitute for the self-report of QoL data should be

treated with caution, always accounting for the presence of

potential bias.

Alzheimer Dis Assoc Disord 2014
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TABLE 2. Qol Evaluations: Comparison Between Patients and

Caregivers

QolL-Items Patients Caregivers P

Physical health 26 0.8 2308 0.00
Energy 2509 20=x0.8 0.00
Mood 26 £0.8 2.0=x0.8 0.00
Living situation 32+08 27+0.8 0.00
Memory 19+0.7 1.6 =08 0.00
Family 3009 2608 0.00
Marriage 25+1.3 23 +£1.0 NS
Friends 24 +£1.0 2.0=x09 0.00
Self as a whole 25+0.7 2.1 £0.8 0.00
Ability to do chores around the 2309 19=x1.0 0.00

house

Ability to do things for fun 1.8 £09 1.6=+0.8 005
Money 2507 22=£0.8 0.00
Life as a whole 2508 22=£0.7 0.00
QoL total score 32.1 7.3 269 £ 7.2 0.00

Data are expressed as mean = SD.
Significance: P<0.05.
NS indicates not significant; QOL, Quality of Life.

(Zucchella C. et al., Alzheimer Dis Assoc Disord, 2014)



Problemi nella valutazione della QoL
nella persona con demenza

edeficit cognitivo
enecessita di utilizzare le informazioni di un proxy

esovrapposizione con sintomi psichici (depressione, apatia, alterazioni
comportamentali)

edifficolta di comunicazione
Stadio Stadio
iniziale avanzato
= Sovrastima __—1 Giudizio — = Perdita della
soggettiva T SOC]C]EttiVO — capacita di

delle capacita giudizio
funzionali Stadio della malattia = Perdita delle
= Depressione Tipo di demenza capacita
= Anosognosia BPSD introspetiive

(Behawvioral and Psychological

o Synptoms of Dementia) o
Valutazione
oggettiva

(Bianchetti A, Grigolo M et al, 2009)
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L'incerto significato della soggettivita delle
demenze, quando la perdita della memoria
impedisce i riferimenti temporali che sono alla
base di ogni valutazione.

Un rapporto tra il remembering self di Kahneman
e I'experiencing self pone pero una diversa
prospettiva.
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AHEXPRESS -

How to cope with dementia: Live in the moment and
don't focus on memory

By: Sarah Barns
Published: Tue, March 25, 2014

DEMENTIA sufferers can retain their sense of

identity and lead happy lives as long as they
focus on the here and now.
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La progressione della malattia tende ad
eliminare le relazioni interpersonali evolute,
per accentrarsi sui bisogni fondamentali e sui
rapporti diretti e di dipendenza.

L'affettivita assume aspetti regressivi
(indifferenza, dipendenza).

La ricerca di nuove vie per la care.
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qualita della vita =) condizioni di salute e ambientali:

un rapporto biunivoco



Incertezze negli studi sul rapporto Quality of Life
e outcome in diversi ambiti.
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- J.-%’H)A J Am Med Dir Assoc. 2011 Nov 11.

P ERNTY

Is Health-Related Quality of Life an Independent Prognostic Factor For 12-Month
Mortality and Nursing Home Placement among Elderly Patients Hospitalized via the
Emergency Department?

Dhaussy G, Dramé M, Jolly D, Mahmoudi R, Barbe C, Kanagaratnam L, Nazeyrollas P,

@b Blanchard F, Novella JL; SAFES Group.

The perceived health and social health scores of the DHP were independent
prognostic factors of survival and nursing home placement among hospitalized
elderly patients, respectively.

Qual Life Res. 2012 Mar 2.

Mortality in nursing home residents and its relation to self-reported
health-related quality of life, sociodemographic factors, illness variables
and cancer diagnosis: a 5-year follow-up study.

Drageset J, Eide GE, Ranhoff AH.

Independent of cancer, HRQOL and comorbidity predicted mortality

among NH residents
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5. | caregiver e la loro sofferenza come
obiettivo primario delle cure (effetto
diretto e indiretto sul paziente).
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Care of the Aging Patient: From Evidence to Action

Caregiver Burden
A Clinical Review

Ronald D. Adelman, MD; Lyubov L. Tmanova, DVM, MLIS, MS; Diana Delgado, MLS; Sarah Dion, BA;
Mark S. Lachs, MD, MPH

IMPORTANCE Caregiver burden may result from providing care for patients with chronic
illness. It can occur in any of the 43.5 million individuals providing support to midlife and older
adults. Caregiver burden is frequently overlooked by clinicians.

OBJECTIVES To outline the epidemiology of caregiver burden; to provide strategies to
diagnose, assess, and intervene for caregiver burden in clinical practice; and to evaluate
evidence on interventions intended to avert or mitigate caregiver burden and related
caregiver distress.

EVIDENCE Cohort studies examining the relation between demographic and social risk factors
and adverse outcomes of caregiver burden were reviewed. Review of recent meta-analyses
to summarize the effectiveness of caregiver burden interventions were identified by
searching Ovid MEDLINE, AgeLine, and the Cochrane Library.

RESULTS Risk factors for caregiver burden include female sex, low educational attainment,
residence with the care recipient, higher number of hours spent caregiving, depression, social
isolation, financial stress, and lack of choice in being a caregiver. Practical assessment strategies
for caregiver burden exist to evaluate caregivers, their care recipients, and the care recipient’s
overall caregiving needs. A variety of psychosocial and pharmacological interventions have
shown mild to modest efficacy in mitigating caregiver burden and associated manifestations of
caregiver distress in high-quality meta-analyses. Psychosocial interventions include support
groups or psychoeducational interventions for caregivers of dementia patients (effect size,
0.09-0.23). Pharmacologic interventions include use of anticholinergics or antipsychotic
medications for dementia or dementia-related behaviors in the care recipient (effect size,
0.18-0.27). Many studies showed improvements in caregiver burden-associated symptoms
(eg, mood, coping, self-efficacy) even when caregiver burden itself was minimally improved.

CONCLUSIONS AND RELEVANCE Physicians have a responsibility to recognize caregiver
burden. Caregiver assessment and intervention should be tailored to the individual
circumstances and contexts in which caregiver burden occurs.
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Table 3. Meta-analyses and Systematic Reviews of Caregiver Burden Interventions

Caregiver
Burden
Measures
Interventions (No. of Findings, Effect Size
Source? Total No. of Studies  (No. of Studies) Studies) (95% ClI) Comments
Meta-analyses
Pinquart and 127 Psychoeducational, cogni- ZBl1(32) Burden reduction (all Significant but small effects on burden
Sorensen,®’ tive behavior therapy, Other (53) intervention types): Psychoeducational interventions that
2006 counseling/care manage- -0.12 (95%Cl,-0.17 to required active participation of care-
ment, general support, -0.007)° givers had the broadest effects
respite, training of care Binomial effect size dis- Counseling, cognitive behavioral
recipient, multicomponent play: 53% of intervention  therapy, and respite also had effects on
recipients experienced burden
above-average improve-
ment in burden compared
with 47% of control
participants©
Brodaty et al,*® 30 Psychosocial interventions  ZBI (8), CAT  Weighted for burden Significant benefits in caregiver psycho-
2003 (1) 0.09 (95%Cl, -0.09 to logical distress, caregiver knowledge,
CHS (1) 0.26) any main caregiver outcome measure,
SCB (1) and patient mood, but not caregiver
MBPC (1) burden
RS (1)
0BS (1)
Chien et al,*® 30 Total (24 measured  Caregiver support groups Not Weighted for burden Support groups lowered burden slightly
2011 caregiver burden) summarized -0.23(95%Cl, -0.33to  and had larger effects on caregiver psy-
-0.14)¢ chological well-being, depression, and
social outcomes
Support group interventions that were
modest in size (6-10 participants), in-
volved education and training, and were
longer in duration and follow-up had
greater effects on burden
Schoenmakers 8 Total (6 measured For dementia-related CAT Antipsychotics: 0.27 Use of medications had a small but sig-
et al,*0 2009® caregiver burden, care-  behaviors: CsS (95% Cl, 0.13-0.41) nificant effect on caregiver burden and
giver distress, or both)  Anticholinergic drugs (5) CBS Anticholinergics: 0.23 was also associated with less time care-
Antipsychotic drugs (1) SCB (95% Cl, 0.08-0.33) givers spent in direct caregiving
NPI-D
RSSS
Northouse 22 Total (11 assessed Psychoeducational (20) Not reported  Data reported by assess- Interventions had small to medium ef-
etal,*! 2010 caregiver burden) Skills training (9) ment interval after the fects on caregiver burden, caregivers'

(Adelman RD. Et al, JAMA 311(10):1052-59, 2014)

Therapeutic counseling (6)

intervention:

0-3 months, 0.22 (95%
Cl, 0.08-0.35)

3-6 months, 0.10 (95%
Cl, -0.04 to 0.25)

=6 months, 0.08 (95% Cl,
-0.19t00.34)

ability to cope, self-efficacy, and im-
proved quality of life

Paradoxically, greater numbers of ses-
sions were associated with less burden
reduction

Continued ...
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Table 3. Meta-analyses and Systematic Reviews of Caregiver Burden Interventions

Source?

Total No. of Studies

Interventions
{No. of Studies)

Caregiver
Burden
Measures
(No. of
Studies)

Findings, Effect Size
(95%Cl)

Comments

Systematic
reviews

Linger L,
etal,*? 20059

Thompson et
al,** 2007"

Vernooij-
Dassen et al,**
2011

17 Total (10 measured
caregiver burden; 4 of
these met quality crite-
ria for inclusion in the
meta-analysis)

44

11

Drug therapy of Alzheimer
disease (mostly donezipil),
in which caregiver burden
was a secondary outcome

Measured caregiver burden:

Psychoeducational
studies (3)
Support interventions (2)

Cognitive reframing
(changing caregivers’ mal-
adaptive behaviors or be-
liefs) measured burden (3)

NPI-D (5)
SCB(2)
RSS (4)
PD(1)

Not specified

ZBl
csl

0.18(95%Cl, 0.04-0.32)

Support intervention:
-0.40(95%Cl, -5.69to
4.90)
Psychoeducational inter-
vention: -2.15 (95% Cl,
-5.97-1.66)

Burden: -0.14 (95%Cl,
-0.32t00.03)

Small decrease in caregiver burden in
treatment group

Future Alzheimer disease drug trials
should include higher-quality caregiver
measures and methodology

Interventions were not effective in re-
ducing caregiver burden

Group-based interventions affected psy-
chological morbidity

Clinical significance was unclear

Cognitive reframing did not significantly
reduce caregiver burden but had benefi-
cial effects on caregiver anxiety, depres-
sion, and subjective stress

Abbreviations: CAT, Caregiver Assessment Tool; CBS, Caregiver Burden Screen;
CHS, Caregiver Hassles Scale; CSS, Caregiver Stress Scale; MBPC, Memory and Be-
havioral Problem Checldlist; NPI-D, Neuropsychiatric Inventory caregiver distress
scale; OBS, Objective Burden Scale; PD, Cognitive Subscale of the Poulshock and
Deimling; RDS, Relatives’ Distress Scale; RS, Rankin Scale; RSS, Research School of
Social Sciences; SCB, Screen for Caregiver Burden; ZBI, Zarit Burden Interview.

2 Condition studied was dementia unless otherwise indicated.

b Effect size was calculated as the difference in posttreatment measure between

the treatment and control group divided by pooled standard deviation.

© Binominal effect size display was calculated as the percentage of participants
in each group with above-average response to intervention.

d Effect size was calculated as Hedge's g.

# Condition studied was drug treatment of dementia-related behaviors.

T Condition studied was cancer.

£ Study was a systematic Cochrane review with meta-analysis. Condition
studied was Alzheimer disease.

N Systematic review was of information and support interventions for caregivers
of individuals with dementia.

I Systemnatic review was of cognitive reframing for caregivers of individuals with
dementia.

(Adelman RD. Et al, JAMA 311(10):1052-59, 2014)
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Predictors of burden

Predictors of burden: Characteristics of the person with dementia

Very important in predicting caregiver burden
» Delusions, hallucinations, and depression

» Disruptive behaviors (e.g., physical aggression, calling out, disinhibition)

Somewhat important in predicting caregiver burden

» Male gender (though not independently of BPSD, which occur in a higher
proportion of men than women)

» Younger age of patient

Doubtful or not important in predicting caregiver burden
» Type of dementia (those with more frontal involvement)

» Severity of dementia (i.e., level of cognitive impairment, need for supervision,
and assistance)

e Cognitive status

» Functional status (ability to work and live independently, manage simple chores,
and care for self)

* Duration of dementia

IPA BPSD Educational Pack — Module 4: Role of caregivers Continuedm 61



Predictors of burden

Predictors of burden: Caregiver characteristics

Care providers experience greater burden than care managers.
Spouses experience greater burden than other relatives.
Women experience greater burden than men.

Older people experience greater burden than younger ones.

Propinquity (caregivers in closest contact; cohabiting caregivers are under most
stress.)

Immature coping mechanisms

Less support from family and friends

Less knowledge about dementia, its effects and management
Poor premorbid relationship with dementia person

High levels of negative expressed emotions, notably hostility and criticism

Protective factors: Caregiver characteristics

Informal supports (e.g., caring family, friends, neighbors)
Knowledge about dementia, its effects, and management
Mature coping skills (e.g., problem solving)

Support groups (e.g., Alzheimer’s Association)

IPA BPSD Educational Pack — Module 4: Role of caregivers
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Caregiver characteristics that alleviate
the occurrence and impact of BPSD

* An empathic, patient, kind, caring, ‘warm’ attitude toward the patient

» Efforts to understand the causality and meaning behind the behavior

* Unhurried, patient attitude

» Flexible personality, enabling the caregiver not to insist rigidly on compliance

» Adaptability and ability to accept change

» Maintenance of realistic expectations of the patient’s abilities

» Reasonable degree of tolerance for ‘problem’ behaviors such as repetitive activities
* Commitment to keep the patient involved in day-to-day activities

» Fostering of a sense of individualism in the patient

» Allowing the patient at least a perception of control over his or her life and environment
» Sense of genuine concern for the patient’s well-being and best interests

» Respect for the patient as a person with emotions and feelings

» Absence of a feeling of shame over a loved one’s illness

» Lack of desire to ‘hide’ the disease from others

» Maintenance of a sense of humor

» Absence of thoughts dwelling on the patient’s limitations

» Development and maintenance of an emotional support structure

IPA BPSD Educational Pack — Module 4: Role of caregivers



Family and professional caregivers are critical to the well
being of persons with dementia. Behavioral and
psychological symptoms, which are ubiquitous in dementia
and are a major source of distress to caregivers as well to
the affected persons themselves, can be alleviated.
Diagnosis of the cause of behavioral disturbance is always
the first step, after which there are many strategies to assist
caregivers to handle distressing behaviors. These strategies
include behavior management, judicious use of medications,
and changes to the environment. Most importantly, the
caregiver is uniquely placed to understand the context in
which the behavior is occurring, its meaning (i.e. the person
behind the behavior), and the world of the person with
dementia. Caregivers are crucial to the management of
BPSD, and the management of BPSD is crucial to caregivers.

IPA BPSD Educational Pack — Module 4: Role of caregivers 64



6.

| servizi per una malattia inguaribile:

un problema di civilta, ma anche ricerca degli
“small gains” (riduzione della sofferenza).
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Caratteristiche dei servizi per le persone affette
da demenza

 continuita (defragmenting care)
* specificita

e efficacia

* tecnologia-relazione

e costi controllati

... outcome che gravano sulla collettivita
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La rete dei servizi

* La famiglia che non nasconde

* MMG

* UVA

 Centri di alta specializzazione (?)

* ADI e centri diurni Alzheimer

e Ospedali per acuti

* Centri di riabilitazione

» Residenze (RSA, centri servizi, case di riposo, ecc.)
e Residenze “leggere”

* Hospice (?)
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In and out the hospital: the most critical moments
for patients and families.
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le problematiche emergenti e le possibili risposte

Alla ricerca di nuove prospettive di cura:

e crisi della famiglia

nuove tecnologie diagnostiche

i limiti economici

a scarsa tolleranza sociale

unga storia di malattia

a mancanza di una cultura della cronicita
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7. La prevenzione e un outcome?
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Potential for primary prevention of Alzheimer’s disease:
an analysis of population-based data

Sam Norton, Fiona E Matthews, Deborah E Barnes, Kristine Yaffe, Carol Brayne

Summary

Background Recent estimates suggesting that over half of Alzheimer’s disease burden worldwide might be attributed
to potentially modifiable risk factors do not take into account risk-factor non-independence. We aimed to provide
specific estimates of preventive potential by accounting for the association between risk factors.

Methods Using relative risks from existing meta-analyses, we estimated the population-attributable risk (PAR) of
Alzheimer’s disease worldwide and in the USA, Europe, and the UK for seven potentially modifiable risk factors that
have consistent evidence of an association with the disease (diabetes, midlife hypertension, midlife obesity, physical
inactivity, depression, smoking, and low educational attainment). The combined PAR associated with the risk factors
was calculated using data from the Health Survey for England 2006 to estimate and adjust for the association between
risk factors. The potential of risk factor reduction was assessed by examining the combined effect of relative reductions
of 10% and 20% per decade for each of the seven risk factors on projections for Alzheimer’s disease cases to 2050.

Findings Worldwide, the highest estimated PAR was for low educational attainment (19-1%, 95% CI 12-3-25-6). The
highest estimated PAR was for physical inactivity in the USA (21-0%, 95% CI 5-8-36-6), Europe (20-3%, 5-6-35-6),
and the UK (21-8%, 6-1-37-7). Assuming independence, the combined worldwide PAR for the seven risk factors was
49-4% (95% CI 25-7-68-4), which equates to 16-8 million attributable cases (95% CI 8-7-23.2 million) of
33-9 million cases. However, after adjustment for the association between the risk factors, the estimate reduced to
28-2% (95% CI 14-2-41-5), which equates to 9 -6 million attributable cases (95% CI 4-8-14-1 million) of 33-9 million
cases. Combined PAR estimates were about 30% for the USA, Europe, and the UK. Assuming a causal relation and
intervention at the correct age for prevention, relative reductions of 10% per decade in the prevalence of each of the
seven risk factors could reduce the prevalence of Alzheimer’s disease in 2050 by 8-3% worldwide.

Interpretation After accounting for non-independence between risk factors, around a third of Alzheimer’s diseases
cases worldwide might be attributable to potentially modifiable risk factors. Alzheimer’s disease incidence might
be reduced through improved access to education and use of effective methods targeted at reducing the prevalence
of vascular risk factors (eg, physical inactivity, smoking, midlife hypertension, midlife obesity, and diabetes) and
depression.

Funding National Institute for Health Research Collaboration for Leadership in Applied Health Research and Care for

Cambridgeshire and Peterborough. Lancet NE'UI"U’ 2014; 13- 788—94
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IMPORTANCE Hypertension is a treatable potential cause of cognitive decline and dementia, Original Investigation

but its greatest influence on cognition may occur in middle age. . . .
Midlife Hypertension and

OBJECTIVE To evaluate the association between midlife (48-67 years of age) hypertension

and the 20-year change in cognitive performance. 20-Yea r cogn itive Cha nge

DESIGN, SETTING, AND PARTICIPANTS The Atherosclerosis Risk in Communities cohort Th e Atherosc | e rOS IS R ISl( I n CO m m u n It IeS
(1990-1992 through 2011-2013) underwent evaluation at field centers in Washington County, .
Maryland, Forsyth County, North Carolina, Jackson, Mississippi, and the Minneapolis, - N eu rocogn Itive StUdy

Minnesota, suburbs. Of 13 476 African American and white participants with baseline

cognitive data, 58.0% of living participants completed the 20-year cognitive follow-up.
Rebecca F. Gottesman, MD, PhD; Andrea L. C. Schneider, MD, PhD; Marilyn Albert, PhD; Alvaro Alonso, MD, PhD;

. . . Karen Bandeen-Roche, PhD; Laura Coker, PhD; Josef Coresh, MD, PhD; David Knopman, MD; Melinda C. Power, ScD;
EXPOSURES Hypertensmn. pre hypertensmn, or normal blood pressure (BP} at visit 2 Andreea Rawlings, MS; A. Richey Sharrett, MD, DrPH; Lisa M. Wruck, PhD; Thomas H. Mosley, PhD

(1990-1992) constituted the primary exposure. Systolic BP at visit 2 or 5 (2011-2013) and
indication for treatment at visit 2 based on the Eighth Joint National Committee (JNC-8)
hypertension guidelines constituted the secondary exposures.

MAIN OUTCOMES AND MEASURES Prespecified outcomes included the 20-year change in JAMA Neurol. doi:10.] OO”JEITTIEI neurol.2014.1646

scores on the Delayed Word Recall Test, Digit Symbol Substitution Test, and Word Fluency Published online August 4, 2014.
Test and in global cognition.

RESULTS During 20 years, baseline hypertension was associated with an additional decline of
0.056 global z score points (95% Cl, -0100 to -0.012) and prehypertension was associated
nonsignificantly with 0.040 more global z score points of decline (95% Cl, -0.085 to 0.005)
compared with normal BP. Individuals with hypertension who used antihypertensives had
less decline during the 20 years than untreated individuals with hypertension (-0.050 [95%
Cl, -0.003 to -0.097] vs -0.079 [95% Cl, -0.156 to -0.002] global z score points). Having a
JNC-8-specified indication for initiating antihypertensive treatment at baseline was
associated with a greater 20-year decline (-0.044 [95% Cl, -0.085 to -0.003] global z score
points) than not having an indication. We observed effect modification by race for the
continuous systolic BP analyses (P = .01), with each 20-mm Hg increment at baseline
associated with an additional decline of 0.048 (95% Cl, -0.074 to -0.022) points in global
cognitive z score in whites but not in African Americans (decline, -0.020 [95% Cl, -0.026 to
0.066] points). Systolic BP at the end of follow-up was not associated with the preceding 20
years of cognitive change in either group. Methods to account for bias owing to attrition
strengthened the magnitude of some associations.

CONCLUSIONS AND RELEVANCE Midlife hypertension and elevated midlife but not late-life
systolic BP was associated with more cognitive decline during the 20 years of the study. 73
Greater decline is found with higher midlife BP in whites than in African Americans.



Widowhood and dementia progression

Data from 2457 individuals who were also participants in the
NACC database and who were married and had MCI at study
entry. During the study period, 134 became widowed.

During a mean follow-up period of 3.1 years, 1078 patients
progressed from MCI to dementia. The median age at dementia
onset in the widowed group was older than in the married
group (92 vs 83 years; HR, 0.36; 95% Cl, 0.26 - 0.48; P < .001).
Adjusted analyses revealed not only that the loss of a spouse did
not increase the risk for progression to dementia, but also that
individuals who were widowed developed dementia much later.
"So there was a dramatic difference, but not in the direction we
were expecting. In fact, we found the exact opposite of what we
expected," said Dr. Woodruff.

(Mescape, July 23, 2014)
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Uno scenario di incertezze che si deve porre
al centro di studi e ricerche.
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Le innovazioni culturali

Il “Big data approach”, system medicine,
narrative medicine ...

Una ricerca continua perché nell’apparente crisi
diffusa la ricerca per I'innovazione resta un
approccio appagante (anche se non sufficientel!).
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... Sénza una conclusione
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“Non guardarmi mentre mangi, non alzare lo
sguardo, potresti incontrare il mio giudizio e
approvarlo”

(Roberta Dapunt, 2013)
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Dementia has a tendency to accentuate revealing
aspects of relationships, in a way that it is directly
comparable to other important life transitions. Just
as having a baby or retiring can bring us close
it together, they can also expose faultlines that were
already present — and the same is true of dementia.

Those who seem to adjust the best are those who

ESRO | ) . .
dare to view dementia as just another one of our
Loading the fight o o o o
Al many human imperfections — a serious one with a
Society

sad ending, admittedly, but not one that
automatically undermines a person’s potential to
enjoy meaningful adult interactions. Put simply,
those who embrace the changes, for better or
worse, seem to fare better than those who struggle
to accept the reality of the condition.
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Non piu giorni muti e senza parole.

Anche se il silenzio avvolgera le nostre vite,
spero abbia la forma della dignita e di un
rapporto che reciprocamente coinvolge.
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