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Editorial

What is health? The ability to adapt

Health is not a “state of complete physicl, mental, and
social well-being”. And nor is it “merely the absence of
disease or infirmity”. The first part of this formulation
is enshrined in WHO's famous founding constitution,
adopted in 1946, It was supposed to provide a
transformative vision of “health for all, one that went
beyond the prevailing negative conception of health
based onan*absence” of pathology. But neither definition
will do in an era marked by new understandings of disease
at mobecular, individual, and societal levels. Given thatwe
now know the important infleence of the genome in
disease, even the most optimistic health advocate surely
has to accept the impossibility of risk-free wellbeing.

That said, the conjunction of the physicl, peychological.
and sodal remains powerfully relevant to this di
this framework should be edended in tw
dimensions. First, human health annot be
from the health of our total planetary bi
Human beings do not edst in a biclogical va
Ive in an interdependent existence with the
the living world. The second dimension is in
of the inanimate. The living worid depend
healthy interaction with the inanimate waorld.
the science of climate change, we now unders
too well how contingent our human wellbeing
“health” of the Earth's systermns of energy ecdhar

Science has contributed to our underst:
wellbeing throwgh an ingenious apparatus of t
that reveal not only the cawsal pathways of ill |
also evidence for their amelioration. But the
of science can be inhibitory. For example, the notion of
suffering is no longer fashionable. It is not a sdentific
word; it seems vague and old-fashioned, harking back to
atime of clinical impotence, when patients had to endure
and tolerate pain without respite or relief. Science aims
to deliver the means to eliminate much of what once
passed for human suffering.

Burt & the opening article in our Series on health in the
ocoupied Palestinian territory shows, dimensions of suf-
fering, especially at the community level, are measurable
and often severe. Science has not eradicated suffering,
despite its enormous power to deliver technologies to
improve health. Being more humble about the experience
of individuals, rather than simply drawing up reductive
report cards of their health status, opens up the possibility
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for a more realistic understanding of what it means to
be healthy. The fact is that one cannot be healthy in an
unhealthy society.

Health certainly has to encompass these complex deter-
minants of illness. But to say this can induce a feeling
of fatigue, even defeat. The cbstacles to a minimum
quantity of health seem so huge and so complex that
it is almost impossible for a single doctor to have any
influence on their effects. But if we take a more modest
wiew of what health means, perhaps we may be able to
transcend the complexities of disease and offer a very
practical mission for modem medicine.

That mission was sét out most clearly by a French
physician. Georoes Canguilhem. in his 1943 book.

See Series page £

,Health is defined not by the doctor but by
the person, according to his or her functional
needs. The role of the doctor is to help the
Individual adapt to their unique prevailing
conditions. This should be the meaning of
»personalized medicine®.

authonty to define his of ner health needs. Ihe doctor
becomes a partner in delivering those needs.

For a sdentific journal too, Canguilher’s definition is
liberating. By using adaptability as the test of health, a
journal can evolve to address the changing circumstances
of disease. Adaptability frees us to be agile in the face of
shifting forces that shape the wellbeing of individuals and

populations. Canguithem's definition akso allows us to
of conditions in a particular place, & well a5 tims
Health is an elusive as well & a moth:t Y -
- (3, Canguilnem, The Normal
a more compassionate, comforting and ceative pro-
gramme for medicine—one to which we can all con- =
and the Pathological 1943

respond to disease globally, taking account of the context
replacing perfection with adaptation, w: G
tribute. mThe Lancet
T8




2013 Congress news — MS haben wir im Griff? INIM> 6

Eskalationstherapie:

Patienten ohne Zunahme einer Beeintrachtigung (im Yergleich zu Rebif):
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Wirkungsvergleich der zugelassenen Inmunmedikamente zur Therapie der schubférmigen MS

Quelle: Immuntherapie-WIKI aus DECIMS
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Studieneffekte MS-Therapie?

—= Placebo
— Interferon
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Heesen et al. 2012 Neuro & Rehab
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EDS5 Studieneffekte MS-Therapie? —= Placebo
—= Interferon
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= We don‘t know!



Strukturwandel als Losung:
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Was ist Patienten wichtig? T
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QO Heesen et al. 2008 Mult Scler
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Wozu suchen Patienten Informationen?

Area Sample*  Rank (SD) First year MS*  RR-MS* PP-MS*
(n=169) (n=19) (n=75) (n=75)
Treatment of gait problems 85 2.9 (2.1) 9 28 48
Magnet resonance imaging and diagnosis/prognosis | 79 5.1 (2.8) 16 37 Zb
Phvsiotherapv 78 6.1 (2.7) 8 29 41
Relapses and prognosis/disease course 75 5.1 (2.9) 14 48 13
Eastern complementary medicine 71 6.6 (2.4) 6 37 28
Steroid treatment 69 5.7 (2.7) 10 36 23
Experimental therapies 64 4.9 (3.2) 7 30 30
Fatigue treatment 56 5.1 (2.5) 8 26 22
Interferons 55 5.6 (3.0) 6 29 20
Knowledge on study evidence 55 6.3 (3.0) 8 23 24

= 6 Beispiele, was sonst getan werden kann...

Heesen et al. 2004 Mult Scler



CAM: Weihrauchextrakt, einfach, sicher und billig?  INIMS

n=21 Patienten, Therapie Uber 8 Monate, Baseline-to-treatment-design

~
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< ."II_ /
[ Neue Wirkstoffe
gegen neurologische Erkrankungen

Therapie Therapie

Number of total Gd+ lesions
Number of new T2 lesions

-1,79 weniger Gd+/Monat (68%RRR), -1,52 neue T2/Monat (68%RRR)
Phase-2: 10 Mio €, Phase-3: 25 Mio €: Wer finanziert so etwas?

= Innovationshirden durch Regularien



Schritte zur (@)  VLMT leaming (trials 1-5, p=.011) (b) VLMT delayed recall (trial 7, p=.002)
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Stress und Schibe - Metaanalyse T
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D. Mohr: Stressbelastungen haben einen ahnlichen Effekt
wie Interferone nur in entgegengesetzter Richtung.

Mohr et al. 2004 BMJ
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A randomized trial of stress management for

the prevention of new brain lesions in MS
E R A

EDITORIAL

Don't stress about it!

Is stress management a disease-modifying therapy for
multiple sclerosis?

ABSTRACT
Objectives: Th
aging markeary

Methods: A 1o

managameant

individual tras 7 ) , ; i

The primary Christoph Heesen, MD Psychological stress has been suspected to play a rele  ioral stress management intervention an
R Stefan M. Gold, PhD in multiple sderosis (M3) since Jean-Marnin Charcot  the effects on disease activity with a wid

giomson MR- e Thl sy mi s n | ra__aa_an mABE. . © |

lasions, brain volume chanpge, clinlcal exacerbation, and stress.
isi SMT-MS resulted In 3 reduction In cumulative Gd+ leskons [op = 0,041 and greater

n=121 Patienten, zufallsverteilt auf 2 Gruppen:

Gruppe 1: 24 Wochen Stressmanagementtraining (SMT)
mit personlichem Psychotherapeut (16 Sitzungen)

Gruppe 2: Wartegruppe

Dann beide Gruppen 24 weitere Wochen beobachtet.

Trial repistratiom ClinicalTrials.gov, numbar NCTOO0147 446. Neurology™ 201278:412-418




Therapieeffekte

INIMS

Percentage of particlpants free of new or enlarging T2 leslons at
each time point by treatment group
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Therapeutischer Effekt einer evidenz-basierten
Patienteninformation? — RCT Uber 2 Jahre

= Trainierte Patienten hatten 0,8 weniger Schube in 2
Jahren = ahnlich zu den meisten gepruften MS
Medikamenten und ahnlich zu den negativen Effekten von
Stress fur das Auftreten von Schiben

p=.017

Schubrate/Jal

=
|

4

= Kontrollgefuhl und gestarkte Autonomie, die
Krankheitsaktivitat hemmen?

Kopke et al. 2009 Mult Scler
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Mind Full, or Mind$ful?
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MS quality of life, depression, and fatigue

improve after mindfulness training

A randomized trial
B A

| Mindfulness-based Stress reduction (MBSR) oder
JAchtsamkeitsbasierte Stressreduktion®: nicht-religios,
nicht-esoterische Meditationstechnik, Bewusstmachung
von Gedanken, Gefiihlen, Wahrnehmungen ohne
Bewertung.

= Reduziert Angst und negative Emotionen, verandert
meflbar Aktivierungen in Gehirnregionen, AntikOrper-
Impfantwort verstarkt, NK-Zellaktivitat verstarkt

= =
Ing Imtention-to-treat analysis, MBI, comparad with UC, improved nonphysical dimenslons of pri-

RCT (Warte-Kontroll) mit n=140 Patienten, 8 Monate
Endpunkte: Lebensqualitat, Depression, Fatigue
Training: in Gruppen 10-35, 2,5h/Woche, 1 Samstag,

Eigentraining 45-60min./Tag

other chronic disorders that diminish HRQOL.

Classification of evidence: This trial provides Class lll evidence that MBI compared with UC iImproved
HRQOL, fatigue, and depression up to & months postintarvention. Neuradegy™ 2010:75:1141-1148




Standardized change from pre-intervention

Lebensqualitat, Depression und Fatigue
verbessert
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INIMS

WM Depressionstherapie:
Internetbasiertes, interaktives
Therapieprogramm, gepruft in 3 RCTs
e e n=70, 1. RCT bei MS (Warte-Kontroll)

Welcome to deprexis!

You've decided to turn on the computer and spend your time with me I:> S I g n Ifl ka nte B e SS e r U n g VO n
because it means you've taken the first and most difficult step towarc

being. My experience has shown that if you actively engage with this | D e p re SS i O n ) Le b e n Sq U a I itat

really benefit from it!

& 3
eI CECYEY

Today, I'd like to get to know you a little bit. If | have a sense @
you suggestions that fit your personal situation.
I've also prepared a little recording to introduce myself. Checl 22
P | Introducing deprexis (2:09 min)
o 20+
0 | @ INU pmm=—T
————
O
N 184
& What kinds of suggestions will you have for me?
N ”
164 -e- Deprexis
< -=- WLC

.
PRE POST

Fischer et al. 2014 Lancet Psych (under revision)



INIMS
Information Communication Technology

to enhance autonomy and participation in MS

DECISION SUPPORT | (BEHAVIOURAL INTERVENTION
Prognosis s
Counselling ITE M Self-management
WP1 PROGNOSIS N fatigue/depression
I Immunotherapy WP 5 FATIGUE/DEPRESSION
decision making ICT platform for

WP 2 THERAPY MS disease management

WP 7 ICT

MRI Education
WS PHYSICAL ACTIVITY
| %
Motherhood Activity
WP 4 MOTHERHOOD WP 6 ACTIVITY
J \ )

Pending funding application at EU Horizon 2020




INIMS
Zusammenfassung

Gesundheit ist ein Adaptationsprozel

MS-Immuntherapien bremsen die Erkrankung, langfristiger
Effekt unklar

Neue Substanzen haben es schwer

Gehen, Denken, Sehen = Hauptsorgen von Patienten

Sport ist moglicherweise beste Neuroprotektion

Stress ist ein Modulationsfaktor von MS.
Stressmanagement und Edukation haben moglicherweise
Effekt auf den Krankheitsprozefl$

Mindfulness und Acceptance-Comitment-Treatment (ACT)
verbessern Lebensqualitat

Internet kann eine wichtige Selbstmanagementplattform sein



