Riunione fondativa del Gruppo di Studio
della Societa Italiana di Neurologia

Societa Italiana di Neurologia
e paesi in via di sviluppo

Milano, 20 marzo 2019
Istituto Neurologico Besta, Biblioteca Centrale

Responsabili scientifici
Massimo Leone
Gianluigi Mancardi

Soci Fondatori Gruppo di Studio SIN ¢ pacsi in via di sviluppo
Umberto Aguglia
Gennarina Arabia
Roberto Cilia

Fabio Massimo Corsi
Pictro Cortelli

Roberto Eleopra
Antonio Federico
Bruno Giometto
Giuseppe Lauria Pinter
Gianluigi Mancardi
Vito Napoletano
Alessandro Padovani
Angelo Schenone
Screnella Servidei
Mario Zappia




Riunione fondativa del Gruppo di Studio
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* Orientamenti del nuovo Gruppo di Studio

* Un primo obiettivo concreto: avviare un
centro epilessia in Africa, quali modelli




Gruppo di Studio SIN paesi in via di
sviluppo - Africa

* Perché

* Gestione delle malattie neurologiche e
formazione

e Quali modelli in Africa subsaariana

* Dalla teoria alla pratica: avviare un centro
epilessia in Africa subsaariana (e non solo)

Istituto Neurologico Carlo Besta
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Epidemiologic and health transition in
sub-Saharan Africa

Population 2000->"" %56 | Bongarts Population grozth Life expectancy 2000-2016
Abitanti
x 1000 Table 1. Population estimates (1950-2005) and projections
(2005-2050), by repion. Adapred from United MNations
1600000 - (2007).
m2000 m2015 .
population
1400000 - (hillions) % increase
1950 2005
1200000 - 1950 2005 2050 2005 2050
Africa 0.22 0092 200 311
1000000 1 Sub-Sgharan 0.18 077 176 327
Asia 1.41 384 527 179
800000 - Latin Amerca 0.17 056 077 233 38
Europe 0.55 073 0.66 33 9
Morthern 0.17 033 045 04 34
600000 - America
South 1.72 530 7.95 208 50
Morth 081 1.22 1.25 40 2
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Sub-Saharan Africa: the double burden of CDs and NCDs

People living with HIV by WHO
region, 2017
(in million)

FIG. 3.4
Estimated TB incidence rates, 2017

Incidence per 100 000
population per year
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HIV/AIDS
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«Boom» delle malattie neurologiche in Africa
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* In Africa le malattie neurologiche sono divenute la

guarta causa di morte
* Uccidono piu della malaria e della TBC

* Fra 10 anni faranno piu vittime dell’AIDS (dati WHO)
* Quasi un decesso su due per epilessia avviene in Africa

( Fondazione IRC.CS.
Istituto Neurologico Carlo Besta
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HIV

A risk factor for main neurologic disorders

Adults and children estimated to be living with HIV 2017

North Americaand Westernand _ Eastern Europe
Central Europe & Central Asia
2.4 million 1.5 million
Middle East & North
Africa
Caribbean 40 000
{210 000 340 000] Asia and the Pacific
Su b-Sa.haran 5.0 million
Lalti;l Ar_rl\rerica Africa [4.5 million—5.6
(L4 miion- '\ 25-8 million D

2.0 million]

Total: 36.9 million [34.3 million— 41.4 million]

* Epilepsy

e Stroke

e Alzheimer

* Polyneuropathies
(] vl -
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The merging burden of HIV infection and
stroke in the developing world

Neurologic disorders incidence in

HIV+ vs HIV— men

Multicenter AIDS Cohort Study, 1996-2011

" ABSTRACT
Objective: To stud
positive men, comy

jes. Neurology ” 2012:79:

1873-1880

* Mateen et al Neurology 2012;79: 1873-1880
e Benjamin et al. Neurology 2016 ; 86(4):324-33.



Gruppo di studio SIN paesi in via di sviluppo - Africa

* | disordini neurologici in Africa subsaariana
sono di interesse per la neurologia italiana?




G

Fondazione IR

Isfituto Neurol

Gruppo di studio SIN paesi in via di sviluppo - Africa

109 giovani neurologi
«Ritieni che la crescente diffusione delle malattie non comunicabili e neurologiche in Africa
subsaariana abbia un impatto anche sull’ltalia e ’'Europa?»

myes mldon'tknow = no

CCS.
logico Carlo Besta
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Malawi: > 80% vive in
aree rurali




| neurologi in Africa subsaariana sono uno ogni 3-5 milioni di

abitanti
Neurologists in Africa - 51 nations
. , _ Chi intercetta il malato neurologico?
Millions population per neurologist
] * |l medico di base?
26 . .
. * Linfettivologo?
* | clinical officers?
20 -
* Gliinfermieri?
15 - * |local healers (guaritori locali)?
10 -
51
5 -
1,612

0,7
0 T T T 1

>10 5-10 1-4 0 Neurologist

Neurologists Neurologists (5 Neurologists (12 Nations)
(11 Nations) Nations) (23 Nations)
Bower and Zenebe. Neurology 2005;64:412-415 + local healers « general practitioner
clinical officers = nurses
l E%?S’:?&i"ufiiﬁgc.eiﬁano Besta = infective disease specialist
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Gestione di malattie neurologiche e formazione
in Africa subsaariana

Quali modelli?

* I neurologiin Africa subsaariana sono uno ogni 3-5 milioni di
abitanti:

* Con chi ci troveremmo ad interagire?

* In quali contesti?

Istituto Neurologico Carlo Besta
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Nuova demografia, quale neurologia

Formazione in Neurologia #

Formare neurologi?

Chi formare?
Dove?

Quali priorita?
Tempistiche?
Obiettivi?
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Nuova demografia, quale neurologia
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 Modello classico top-top .

DALYs Neurology

* Modello «leggero» down-top?

— «Unconventional» education in neurology



Gestione malattie neurologiche (malattie croniche)

Cosa occorre ] .
In Africa: su cosa si investe

The

Current edition

Economist

— A crazy system: Nobody spends enough on mental health

First things first g ’§§)
The importance of primary care 2
2
Good primary care is an essential precondition for a decent health-care system E rt§-
€
| o
E
R
8 o O a0 B
SEEFEETT TS E T "
B Americas [ Europe
B Africa I Western Pacific

K1 Print edition | Special report > Fitchett JRA et al. J Global Health 2016; 6 (2): 1-10

Apr 26th 2018

US investments in global health R&D leverage private
sector funding

Each dollar the
NIH investsin
basic research

( Fondazione LRC.CS.
Istituto Neurologico Carlo Besta
Sistema Socio Sanitario
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Lombardia GHTCY #innovatedhealth
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Gestione di malattie croniche

Africa HIV/AIDS, primo «modello» di malattia cronica

( Fondazione IRC.CS.
Istituto Neurologico Carlo Besta

Sistema Socio Sanitario
.‘ Regione
Lombardia

Anni 2000

* Personale sanitario
e Strutture

 Cure d’eccellenza
* Retention

* Accessibilita

* Education e training del
personale



Gestione di malattie croniche
Africa HIV/AIDS, primo «modello» di malattia cronica

2019

* Personale sanitario
* Strutture

* Cure d’eccellenza
* Retention

* Accessibilita

* Education e training del
personale

Sistema Socio Sanitario



Retention on antiretroviral therapy in
sub-Saharan Africa

505,634 patients

¢ 2018, 21025084

ey.com/dolf10.1002 i full | hittps/dolorg/10.1002/jia2 2508

Hazs AD et al
http-/fonlinelt

Table 2. Cumulative incidence of antiretroviral therapy outcomes

Cumulative incidence of antiretroviral therapy outcomes (95% Cl)

Recorded in clinic Adjusted with point Adjusted with lower Adjusted with upper

( Fondazione LRC.CS.
Istituto Neurologico Carlo Besta
Sistema Socio Sanitario

Regione
Lombardia

databases”

estimate”

limits of CI°

imits of CI®

1 year
Retained an ART

Lost to follow-up/stopped ARTS

Died
2 years
Retained on ART

Lost to follow-up/stopped ART®

Died
3 years
Retained on ART

Lost to follow-up/stopped ART

Died
4 years
Retained on ART

Lost to follow-up/stopped ART

Died
5 years

Last to follow-up/stopped ARTS

Died

768 (767 to 770)
19.6 (195 to 1%7)
35350 3.6)

8.8 (687 to 6%0)
267 (264 to 26.9)

44 (4.4 to 4.5)

62.8 (627 to 630)
321 (320t0 323)

50(50t051)

57.5 (574 to 57.7)
36.9 (368 to 37.1)

56 (55t05.6)

[5 1% to 523)
BPE (416 to 420)

60 (6.0 to 6.1)

831 (830 to 832)
85 (85 to 84)
84 (8.3 to 84)

J73 (776 to 778)
117 (116 to 118)
1006 (105 to 10.7)

738 (737 to 739)
142 (141 to 143)
1211120 to 12.2)

702 (701 to 70.3)
164 (163 to 165)
134 (133 to 135)

A66 (664 to 688)
188 (184 to 189)
47 (145 to 148)

79.7 (794 to 79.8)
14.2 (141 to 14.2)
6.2 61t 62)

72.9 (728 to 730)
19.3 (132 to 19.5)
7877 to78)

67.9 [67.7 to 68.0)
23.3 (232 to 234)
8.8 (87 to8?)

63.3 (632 to 63.5)
26.9 (268 to 270)
9897 to 55)

58.7 (585 to 589)
30.6 (304 to 308)
10.6 (105 to 10.7)

87.5 (874 to 87.4)
08 (08 to08)
117 (116 to 118)

841 (B39 to 8432)
11{11ta11)
14.9 (148 to 150)

816 (815 to 818)
13 (13 to 14)
170 (165 to 17.2)

795 (79.3 to 79.6)
15 (15 to 1.4)
150 (188 to 19.1)

F74 (772 t0 775)
18 (17 ta 18)
208 (207 to 21.0)

Data are cumulative incidences of antiretroviral therapy outcomes (in %) and $5% confidence intervals for patients starting antiretroviral therapy.
Time is measured in years from start of antiretroviral therapy.

Crude estimates show cumulative incidence of death, lass to follow-up and retention on ART as recorded inthe clinic database.

“Adjusted estimates carrect for underreporting of martality and transfer out based on the paint estimates and 95% confidence intervals (Cls) for
martality (20.8%, $5% Cl: 113 to 35.1%) and seff-transfer (35.9%, 95% Cl: 148 to 60.9%) among patients lost to follow-up. Adjustment parame-
ters are derived from a meta-analysis of tracing studies [11).

“In the adjusted analyses patients alive but not retained on ART are assumed to have stopped ART.

Haas AD et al. J Int AIDS Soc 2018, 21:e25084



United Nations A resiser

\QJ 1str. 1
i } General Assembly 23 Tamary 2012
=~

Sixty-sixth session
Agenda item 117

Resolution adopted by the General Assembly

[without reference to a Main Committee (4/66/L.1)]

66/2. Political Declaration of the High-level Meeting of the
General Assembly on the Prevention and Control of
Non-communicable Diseases

The General Assembly

Adopts the Political Declaration of the High-level Meeting of the General
Assembly on the Prevention and Control of Non-communicable Diseases annexed to
the present resolution.

3rd plenary meeting
19 September 2011

Annex

Political Declaration of the High-level Meeting of the
General Assembly on the Prevention and Control of
Non-communicable Diseases

27. Note with concern the possible linkages between non-communicable diseases

and some communicable diseases. such as HIV/AIDS, call for the integration. as
appropriate. of responses to HIV/AIDS and non-communicable diseases. and in this

regard call for attention to be given to people living with HIV/AIDS. especially in
countries with a high prevalence of HIV/AIDS. in accordance with national

( Fondazione IRC.CS. ' -
Istituto Neurologico Carlo Besta lj riorities:

Sistema Socio Sanitario =
Fegons Sin
Lombardia 1 B




Disease Relief through Excellent and Advanced Means
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Gestione di malattie croniche in Africa— Un modello italiano
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HIV in 2000
Western and SSA health systems

Western countries

Education and training yes
Triple therapy: yes
Viral load detection: yes
ARV during pregnancy : yes
Test and treat : yes
Specialized centres: yes

Drugs free: yes

Sub-Saharan Africa

Education and training
Triple therapy:
Viral load detection:

ARV during pregnancy :

Test and treat :
Specialized centres:
Drugs free:

no
no
no
no
no
no
no



Western countries

Education and training
Triple therapy:

Viral load detection:
ARV during pregnancy :
Test and treat :
Specialized centres:
Drugs free:

HIV in 2000
Western and SSA health systems

yes
yes
yes
yes
yes
yes
yes

DREAM in Sub-Saharan Africa

* Education and training
* Triple therapy:

* Viral load detection:
ARV during pregnancy :
* Test and treat:

* Specialized centres:

* Drugs free:

yes
yes
yes
yes
yes
yes
yes



DREAM is education and training

» More than 10,000 african personnel: doctors,
clinical officers, nurses, biologists, lab. technicians,
coordinators, managers, health personal —home
casre, counselling etc-, technicians for pc,
networking, renewable energies. 28 Pan-African
courses 2002-2016.

Modifies from Liotta et al. Int J Environ Res Public Health 2015; 12: 1324-39

gream
Comunita di Sant’ Egidio=”



The DREAM software
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DREAM laboratories
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Retention in DREAM

DO: T 111 1 hiv. 12492
& 2017 British HI Association HIV Medicine [2017], 18, 571579

ORIGINAL RESEARCH

Who will be lost? lIdentifying patients at risk of loss to
follow-up in Malawi. The DREAM Program Experience

5 Mancinelli,' K Nidsen-Saines,” P Germano,” G Guidotti,* E Buonoma,' P Scarcella,” R Lunghi,* H Sangare,”

5 Orlandn,* G Liotta,' MC Marazzi® and L Palombi’

'Department of Biomedicine and Prevention, University of Rome Tor Vergata, Rome, ftaly, “Department of Pedia trics—
Infectious Discase, University of Califomia Los Angeles, Los Angeles, CA, USA, “DREAM Programme, Rome, Ttaly,
*DREAM Progmmme, Blantyre, Malowi and "LUMSA University, Rome, Ttaly

Ohjertives

Retention of subjects in HIV treatment programmes is crucal for the suocess of treatment.

We evaluated retentionfloss to follow-up [LTFU) in subjects receving established care in

Mal awi.

Methnds

Data for HIV-positive patients registensd in Drug Besource Enhancement Against AIDS and
Malnutriton centres in Malawi prior to 2014 wer reviewed. Visits entailing HIV testing/
counselling, laboratory evaluations, nutritional evaluationfsupplementastion, community suppaort,
peer education, and antirdroviral [ART) monitoring/pharmacy were noted. LTEL was defined as

> 90 days without an encounter. Parameters potentially associated with LTFLU were explored, with
univariate/mul tivariate logistic regression analyses being performed.

Results

Fifteen thousand and ninety-nine patients registered before 2014 ; 200028k lost to fol low-up
[LTFU) (1.3%). Nine (0.5%) of 1744 pacdiatric patients were LTEU ps. 1.4% (n = 193) of 13 355
adults [P < 0,001). Subjects who were LTEU had fewer days in care than retained subjects (1338 vs.
1544, rspectively; P < 0.001) and a longer duration of ART (1530 vs. 1300 days, respectively;

P = 0.001). Subjects who were LTFU had higher baseline HIV viral loads [P = 0.016) and higher
body mass indexes (P < 0.001), were more likely to live in urban settings (BB% of patients whao
were LTFU lived in urban settings) with better housing [rdative risk (BR) 2.3; 95% confidence
interval (Cl) 1.67-3.09; P < 0.001], and wen more likely to be educated (RR 1.88; 953% Cl 1.42—
2.50; F = 0.001). Distance to the centre and cost of transportation were associated with LTFLU [RE
3.4; 95% Cl 2.84-5.37; P < 0.001), as was absence of a maternal figure [RR 1.57; 950 Cl 1.17-2.09;
P = 0.001). Viral load, distance index, education and & maternal figure were predictive of LTFLL
Conclusions

Educated, urbanized HIV-infected adults living far from programme centres are at high risk of
LTEU, particularly if there is no maternal figure in the household These varables must be taken
into consideration when developing metention strategies,

Keywords: HIV, loss to follow-up, Malawi, predictors, retention
Accepted 17 November 2016
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DREAM, a cost-effective model

Medicine

Economic EvaLuaTiON STUDY

Cost-Effectiveness and Quality of Care of a Comprehensive
ART Program in Malawi

Stefane Orlando, PhD, Samantha Diamond, MPH, Leonarde Palombi, MD,
Maaya Sundaram, BS, MPA, Lauren Shear Zinner, M. Eng, Maria Cristing Marazzi, MD,

Sandre Mancinelli, MD, and Giuseppe Liotnia, MD

DREAM vs Malawi Ministry Health Program
After 5 years

— Costs per patient per year: 223,1 vs 136 USD
— Living patients 79,8% vs 60%
— DREAM
* Income per patient/year : 1° year 64,65 — 5°year 606,89USD

dream

omunita di Sant’Egidioi/)



DREAM and telemedicine

Satellite T11N Satellite IS10

WiFi - Cable
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i s—— Countries
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- 28 -
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Journal of the Neurological Sciences 391 (2018) 109-111 g Mt [ |
Contents lists available at ScienceDirect ‘ b)
Journal of the Neurological Sciences
]:L\}]:\IR journal homepage: www .elsevier.com/locate/jns I I I I E RN
PARAF F SR O S
o U
Letter to the Editor a o &

Teleneurology in sub-Saharan Africa: Experience from a long lasting HIV/AIDS health program (DREAM)
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DREAM and sustainability

Plant for Africa and Renewable Energy 1 4

Energy for Life: Electrical Wiring and Renewable Energy
Plant Design for Small-5cale Health Facilities in Africa

Giorgio Barbaglia 14 Plant for Africa and Renewable Energy 119

14 Plant for Africa and Renewable Energy 21

i
T O e
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2
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| e
=

SO Ty
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Fig. 14.2 Solar plant on DREAM center. Balaka, Malawi

130 G. Barbaglia
Fig. 143 AROS SPS hyhrid solar inverters powering DREAM center and laboratory. Balaka,
P
14 Plant for Africa and Renewable Energy 133 ~ A
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Fig. 14.15 Installing a hybrid solar power system at the DREAM center and laboratory. Mthengo PR ; Y 53 l e G
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Disease Relief through Excellent and Advanced Means
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Epilepsy, changes in behavior and mental illness

Who did this?
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Improving epilepsy in sub-Saharan countries
The need to improve culture

World Health
Organization

N Health Topics v Countries v News v Emergencies v About Us v

Mental health

Mental health home International Epilepsy Day

9 February 2018 - International Epilepsy Day, on 12 February,
is an opportunity to raise awareness of epilepsy, what it is, how
it can be treated, and what is needed to bring treatment to all
people who need it.

Mental Health Action Plan 2013-
2020

» mhGAP

The ability of health workers to diagnose epilepsy, the
availability of medicines and research into the health and social
care response to epilepsy are just three areas of action for
WHO and partners.

Evidence and research
Policy and services
Maternal and child mental health

For more information on epilepsy
Neurology and public health

International Epilepsy Day

Mental disorders Leigh Lacobucc
Health nurse, Ghana

Suicide prevention

Mental health in emergencies

Mental health publications Hiahlights International Epilepsy Day Treating and defeating WHO Information Kit on E]
ww.who.int/news-room | . . g
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( Fondazione IRCC
Istituto Neurologico

Africa subsaariana
STROKE

Percorso formativo per la prevenzione
Ipertensione arteriosa (uccide 4 volte di piu in Africa che altrove)

S
Carlo Besta

Sistema Socio Sanitario
$ Regione
Lombardia

Diagnosi

Misurazione della pressione arteriosa a tutti (in Africa il 50% della
popolazione non ne ha accesso)

ECG e valutazione cardiologica. Telemedicina!

Bioumorali di base, glicemia, elettroliti, funzione renale, esame urine,
profilo lipidico etc

Educazione stile di vita: fumo, alcool, peso, sedentarieta, carica virale
virus HIV, altri fattori di rischio

Garantire i farmaci per l'ipertensione arteriosa, il diabete etc
Ridurre il carico ospedaliero: rete territorio - ospedale
Retention dei pazienti



Riunione fondativa del Gruppo di Studio
della Societa Italiana di Neurologia

Societa Italiana di Neurologia
e paesi in via di sviluppo

Milano, 20 marzo 2019
Istituto Neurologico Besta, Biblioteca Centrale

Responsabili scientifici
Massimo Leone
Gianluigi Mancardi

Soci Fondatori Gruppo di Studio SIN ¢ pacsi in via di sviluppo
Umberto Aguglia
Gennarina Arabia
Roberto Cilia

Fabio Massimo Corsi
Pictro Cortelli

Roberto Eleopra
Antonio Federico
Bruno Giometto
Giuseppe Lauria Pinter
Gianluigi Mancardi
Vito Napoletano
Alessandro Padovani
Angelo Schenone
Screnella Servidei
Mario Zappia




