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A disease such
as noma should
nof exist

Since WHO launched the InternationplHistory shows us that the disfigureme
Action Network Against Noma in 1994, of noma has been known for many cg

many advances have been made in un
standing how oro-facial noma develog
how the gangrene spreads and how it
be prevented. Much, however, remains
be done.

Oro-facial noma, which is often referrg
to simply as noma, is the disea
cancrum orislt is a gangrene that deve
ops in the mouth and spreads rapidly
other parts of the face. The disease
found almost exclusively in conditions ¢
poverty, poor living conditions, poor hy
giene and malnutrition. Virtually all of its
victims are children.

Hundreds of thousands of small childre
suffer from noma. Many die and most

the others are disfigured for life. Yet gl-or nongovernmental organizations — g _ _ _
odctive both in those countries where nom&ecoNstructive surgery in a foreign coun-

though the physical consequences
noma are horrific, this is a disease th
can — and should — be prevented .

The fight against noma does not need

dnries. Not too many generations ago
swas widely recognized in Europe but in
cgorovements in nutrition and hygien
tgradually put an end to it. It reappear

this century in nazi concentration cam

during World War Il but is now foung
fjchiefly in the poorer parts of some deve
ping countries.

isentury, a disease of poverty such as ng

- dren disfigured by this disease are
shameful reproach to us.

Members of the International Action Ne
prwork Against Noma — whether workin
pffor governments, international agenci

atakes its greatest toll and in more dev
oped nations giving aid to those unfort

nate enough to have suffered this dised
PX-

pensive wonder drugs. For those with

dren develop the disease while other

the same situation do not would help Jtc

better focus preventive action. The wo
has often lacked the political will to tackl
noma because it is a disease that aff
the poorest of the poor — the people
in most places count for very little.
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O Noma: a vicious and deadly disease

Id O Preventing and treating noma

c Q' International action programme

¢ O Noma in Senegal

tén a modern world on the eve of the 2] {N

fshould not exist. The faces of the chjl

M Mainly affects children aged
0-6 years

B Possible annual incidence
(sub-Saharan countries):
2-10 per 10 000

nt @ Case mortality rate: 70-90%

n

it

N-Members of the network are trying to
eraise nutritional standards and improve
bdhygiene in noma-affected areas. They are
hspreading awareness of the extent and
seriousness of the disease. They are help-
pling families to recognize early symptoms
in their children and are impressing on
them the urgency of seeking medical help
Sithout delay. They are training local
M&alth care workers to recognize and treat
‘the early signs of noma, stopping the pro-
%ression of the disease before it does too
much damage. They are providing surgi-
-cal repair for victims of noma — either lo-
gcally or, for more serious cases, abroad.
LAnd they are helping noma patients who
r@ave undergone long and difficult

Ltry to reintegrate into their homes and
[, .communities.

S#he aim ofNoma Contacis to provide a
link between the members of this net-
work. Together we aim to see that noma
becomes what it should be — a disease of
the past and not of the present.

L
/

Mark Tsechkovs%

Director, WHO Division
of Noncommunicable

O NGO focus: Sentinelles in Niger

QO Resources
1 —
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Noma: a vicious
and deadly
disease

Noma is found almost exclusively in mgl-children are victims of noma and that oV
nourished children in the poorest coun<100 000 children aged 2—6 years contr
tries. It is a vicious and deadly gangren@oma every year.

that affects the mouth and face. No
causes extreme facial disfigurement al
without treatment, kills most of its vi

tims from septicemia, pneumonia or ot eP X
complications. Technically the oro-facifl contact with the ulcers. The mouth b

gangrene which is also known by its LafincOMes sore and cheeks or lips beco

namecancrum orisis just one form of tender. Next the cheeks or lips start

a
c}/lrtually all cases of noma start with u
cers on the gums. From there the dise

preads to softer fleshy tissue that is| i

mé/oma eats away facial tissue, as in
tothe case of this boy in Peru.

noma, but since noma is the term comSWell and the general condition of t

monly used for this disease it is used ajsGNild: Who is usually in a lot of pain b
here. this time, deteriorates. In just a few d

e
Once facial decomposition has occurred,

Sfour out of five children with noma will

the swelling becomes enormous and at{thdi€ if they do not reach hospital quickly.

Exact numbers of noma sufferers do mosame time dark furrows appear where thd N0S€ who survive carry facial disfigure-

exist. The disease is mostly found
places where health care is basic &
medical records are scarce. Observati
by field-workers show that noma clai

irflesh is decaying. In most cases the ement for the rest of their lives. They will
nday, although severe, is limited to one afe&'€Ver be able to eat or .speak normally
hraf the face. As the gangrene destroys th&9ain. Some become s'omal outcasts. Oth-
sflesh — and sometimes even bones — a gc45S suffer further physical damage if the

more victims than used to be thoughtforms: eventually this falls off, leaving p 9&ngrene spreads into the jawbone or even

WHO estimates that up to half a miIIi}n hole in the face, as in the photograph.

Preventing and
freafing noma

Most noma sufferers are under six yearthose found in children with noma. R
of age. Typically the disease affects chilsearch into this possible link is still co
dren aged three or four years. It is gengtinuing.

ally agreed that noma results from a com- ] o
bination of factors. It develops in children’NOMa patients are frequently deficient
who are malnourished and often folloys/itamins, protein and iron. They also ha
an episode of infectious disease — usugll§ocr oral hygiene. But although gum ¢
measles, but also malaria, scarlet fevef g€'S usually precede noma, it is not cs

chickenpox. Lack of nourishment reducp&Vhy noma develops in some cases but
the effectiveness of the child’s immurlel™ Others.

system and these diseases reduce it YRy ma can be prevented, it can be cur
further. Research into the human im

nodeficiency virus (HIV) and org! disr he repaired. First of all, of course, an 3
eases shows that some HIV-positive fagqyate diet for young children is the bg

and to a certain extent its after-effects ga

other bones in the face.

keeping the mouth clean, can prevent the
development of gum ulcers, and espe-
cially the necrotizing gingivitis that leads
to noma. And if only the gums are af-
fected, antiseptics and antibiotics will stop
the disease from progressing, though they
have to be backed up with nutritional sup-

E-plements such as vitamins.

]-
Once noma has set in it develops so rap-

idly that little can be done to avert it. All
intoo often medical aid is too far away or
V&jiven too late to be of much use. Surgical
I-reconstruction of the face is possible but
patiakes a long time, mostly involves a se-
Noles of operations, and is expensive. Usu-
ally it is available only in countries far

way from the places where noma occurs.

revention rather than reconstructive sur-
Bery must be the aim of health pro-

dEt;rammes.
S

e

tients have microorganisms similar Oprevention. Brushing the teeth, or at le

NSt
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The infernational
acfion programme

In November 1992 a group of organiza il
tions and individuals concerned at the

damage done by noma met in Paris to dis-
cuss ways of combating the disease. Har-

ticipants in that meeting, which was co Surgery and
vened by WHO and Aide Odontologiq rehabilifaﬁon

Internationale, agreed on a plan for con-
trolling noma. Out of that plan grew a [l
five-point strategy that is now promot

by WHO. The strategy involves the fol-
lowing:

Prevention

B Setting up information and educatignil

programmes to make parents, and gs-
pecially mothers, aware of the sig

of noma and the urgent need to ¢lo
something about it.

care.

Training health care workers to dg-The strategy is being implemented by t
tect the disease and give emerger|citernational Action Network Agains

Making sure that the necessary an
septics, drugs and nutritional suppl
ments are available.

Referring children who are severe
disfigured and require complex su
gical treatment; organizing transpg
for them; providing after-care an
rehabilitation; helping to reintegrat
them into society.

tirating Centres. WHO is also in contact
with more than 100 individuals world-
wide who are involved in the struggle
against noma. WHO focuses on public
health actions while the NGOs concen-
trate on the areas with which they are most
familiar. WHO encourages all these ini-
ytiatives and assists where it can, though
-its main investment is in the areas of pre-
rtvention, etiological and epidemiological
|l research, and primary care.

a)

| WHO urges countries to set up noma con-
trol plans, giving priority to early detec-

Training local health care workers Ption and immediate treatment. The map

assist noma sufferers.

Setting up a specialized regional ce|
tre in West Africa for complex treat
ment of noma patients.

shows those parts of the world where
hhoma has been reported.

| The network’s recent work has included
training workshops in Guinea and Sen-
negal to train health workers to recognize

the disease and take steps to prevent it

Epidemiology and
surveillance

B Organizing and financing researgh
studies to find out how many chilt
dren have the disease and how mgny
more are likely to be affected (thp
results would provide a more effe
tive basis for preventive action).

Etiological
research

—

Promoting research to find out jus
how noma is caused, and why it d
velops in some children but not i

D

-

Noma in the world

- data 1950 - 1980

data 1981 - 1093
e S
- data 1995

others.

Primary care

Noma. This network is not a formal stru¢-before it reaches the destructive stage.
ture. It is a worldwide solidarity chai
where each element intervenes in its afeldadagascar, Niger and Senegal has

Epidemiological research in Guinea,

B Arranging for health services to tregtof interest and competence. It involvgshelped to give medical authorities a

patients locally.

WHO, several nongovernmental orgarni-clearer idea of the extent of the problem.
zations (NGOs) and four WHO Collaba-Materials for the research were produced

3
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by the WHO Collaborating Centre ihin some communities than in others wi
Lyon, France. Although this research |issimilar levels of poverty, malnutrition an
still at an early stage, the evidence Hamfectious disease. Research will aim
convincingly shown that noma is an inp-find out if the pathogen is a normal o
portant public health problem in marfyganism that suddenly behaves more vi

thiand. The database contains hundreds of
] articles and research papers on the dis-
teease. It is currently being updated and is
r-to be made available on the Internet.

u_
_The International Action Network Against

communities. Further details of the wofklently in noma cases, if it is linked to in
in Senegal are described on page 5.

, _ , _ if lack of any particular micronutrients i
Collaboration with the National Institut
of Health in the USA has led t0 a pro-, animals has any influence. The pro

posal for epidemiological and alsoqq for this research is currently bein
etiological research to find out wh tplrepared.

causes noma and how the disease deje
ops. As yet scientists have not been abli addition, a bibliographic database

to identify the specific pathogen thatnoma has been compiled with supp
causes the disease, and they do not kndwom the WHO Collaborating Centre 4
why noma is apparently more commanTrinity College, Dublin, Republic of Ire

Action must
focus on
deprived
children

A M oma is an oral disease with a high
mortality rate. It appears to be on the in-
crease in parts of the world which are
devastated by hunger and civil strife.
When death is not the outcome, noma
leaves the survivor mutilated for the rest
of his or her life. Action must focus on
nutritionally and otherwise deprived chil-
dren. Against noma, WHO has developed
a five-step plan of attack. This compre-
hensive and practical approach is based
on multidisciplinary and intersectoral
health interventions. #4#

Dr Hiroshi Nakajima,
Director-General of WHO, 1994.

munosuppressive diseases such as he pgl?

the diet play a role, and if living very clode

ma includes a network that provides
surgery for seriously disfigured children.
Surgeons in France, Germany, The Neth-
erlands, Switzerland and the USA are
helping to repair the damage done to
young faces by noma. NGOs are helping
by funding the cost of sending children
roverseas to have these operations and by
reending teams of surgeons to Africa to
\toperate on the less complex cases there.

0
9

Resources

Survey of orofacial mutilations and
noma (leaflet WHO/ORH/EMV/93.1).
Contains survey guidelines for gathering
reliable data about noma. Includes a sur-
vey form. E,F.

Critéres actuels d’aide au diagnostic
clinique pour I'identification des mani-
festations oro-faciales du nomgleaflet
WHO/ORH-NOMA, Oct. 1994). De-
scribes the progress of noma from necro-
tizing gingivitis to the loss of tissue and
other health problems. lllustrated with
colour photographs. F.

International Action Network Against
Noma. Background report and summary
of activities, 1995. E,F.

Noma, a little-known public health
problem (WHD/94.6). A brief review of
the history of noma, research findings,
and the main health problems it causes.
E,F.

Single copies of these resources are avail-
able free of charge. Please use the order
form on the back page.

Video: About noma. A forgotten disease
1993, VHS, 15 minutes. E,F. Price: Sw.fr.
40.-/US $36.00 (Sw.fr 28.- in develop-
ing countries). Order no. 1650078.

The video can be ordered from Distribu-
tion and Sales, World Health Organiza-
tion, 1211 Geneva 27, Switzerland.

E=ENGLISH. F=FRENCH




A hontact
The fight
againsi noma
in Senegal

Senegal is the focus of a number of gcfour health centres and the pediatrics dé
tivities relating to noma. So far 35 heaflgpartment of a regional hospital.

Ef heilth posts '3 th: Salnt-L(|JU|§ artan 10-year retrospective study has bee
ave been frained to detect early sign QJarried out of referred cases at a hospit

the disease and to give preventive Cqig, naar This is a joint project of the

-Ih;lh's wasf(lj_lonei ri]n cg(;peraltiAon ,With_l_;[] eUniversity of Dakar and the University
Inistry of Health and Social Action. of Lyon, France. The results of the study

health workers have also been shown NOWy he ayailable before the end of 1997
to keep records of the number and natlire

of cases so that a better picture can be qufurther research in Senegal has been t

up of the pattern of noma throughout theng to find out more about the cause
country. noma. Thus a pilot project focused on thé&

_ _ _ bacteriology of acute necrotizing gingi-Ayoung noma victim in Senegal. When
A regional programme of epidemiolog|- vitis in 30 malnourished children aged;, damage of noma healed, scar
cal research took place in January 19966 years seen at the main hospital iissue prevented this girl from ea,ting or
in the Fleuve region of Senegal to ass¢gsakar. This has been a joint project of thespeaking propery.

the prevalence and incidence of nomaniversity of Dakar and the University
there. This has involved 35 health postsef Geneva, Switzerland.

NOMA: EPIDEMIOLOGICAL SURVEILLANCE 1996-1997
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Repairing the

damage of noma

A number of nongovernmental organizations and individuals are helping to repair the damage
done to young victims by noma. These efforts include:

In Marseille, France, surgeons at the Faro hospital have provided plastic surgery to children
severely affected by noma, chiefly from Niger, thanks to the support of the Enfants du monde
(“Children of the world”) organization. The French surgeons have also spent time in Niger oper-
ating on patients there and training local surgeons.

The Hilfsaktion Noma (“Relief action noma”) organization in Regensburg, Germany, also works
mainly in Niger. The organization sent teams of surgeons to Niger in 1996 and 1997. They oper-
ated on 45 less serious cases, while 18 children have been taken to Germany and Spain for
reconstructive surgery. More than 150 patients are already registered for future surgery. The NGO
has also set up a home in Tahoua, Niger, to help prepare children for treatment abroad and to help
reintegrate those who return.

Surgeons from the Netherlands have been working in Nigeria where they have operated on chil-
dren affected by noma. A team of surgeons visited Sokoto in the north of Nigeria for this purpose
in late 1996.

In Geneva cantonal hospital in Switzerland, more than 80 children from Burkina Faso, Niger and
Senegal have had facial reconstruction thanks to surgeons at the hospital and with the support of
the Sentinelles (“Sentinels”) organization. The Swiss surgeons, together with anaesthetists and
nurses, have carried out operations on less seriously disfigured children in these three countries
and have been involved in training there.

From the USA, teams of dentists travel to many parts of Africa to provide dental surgery under the
auspices of Operation Smile. That organization has a surgery team that operates on noma victims
and arranges treatment in the United States for the most serious cases.

Are you active against
noma? Tell us what you ——— ,

® oma Contact I1s prepare
are dO'ng and distributed pfreloe of

charge by the staff of WHO's
Noma Contacts produced by WHO ofh more about efforts that are being madeto  Noma Project. For further
behalf of the International Action Nef- prevent and combat noméoma Contact details, please contact:
work Against Noma. It is the first of what can help share information about your  Noma Project, Division of
we hope will be a series of informatignwork and your experience to encourage Noncommunicable
sheets on noma. It is, however, intendednd assist others in their efforts. Please Diseases, World Health
not only as an information sheet but ajsavrite to Mrs Marie-Héléne Leclercq at ~ Organization, 1211 Geneva
as a means of contact between all the{owHO's Noma Project (for address, see 27, Switzerland.
ganizations and individuals involved |nback page).
the fight against this destructiVe Tel: 4122 791 3454

disease. Fax: 41 22 791 0746

WHO and other members of the Interrja-
tional Action Network would like to hed

Noma Conftact

E-mail: leclercgm@who.ch

e




A hontact

NGO focus —
Sentinelles in
Niger

Sentinelles is starting training communit
o ) .| health workers to recognize and treat co
Apart from assisting with research infOjong that might lead to noma. This work
noma in cooperation with hospitals Inig peing carried out in collaboration with Photos AOI
France and Switzerland, Sentinelles 1ag 5 Teaching and learning materials on

focused mainly on providing surgical ajd 5,4 and related conditions have been

to children disfigured by the diseasg, o ced and efforts are being made to

Since the end of 1992, the organizatipikqsitize parents, teachers and other com-

has a§3|sted several hund'red such chil r‘?ﬂunity members to the importance of the

— mainly from around Zinder but alsp . ,hiem. CARE International has trained

from other parts of the country. some of Niger's traditional healers in the

Children needing attention come to theéréatmentof diarrhoea and in vaccination;
organization's reception centre in Zindgr{he recognition and treatment of noma is

More than 450 children spent time thefrd'W Peing added to their training. Plans

in 1996. All these children were givep@ré &/So under way to include noma in

medical assistance that included vaccined/HO'S training courses and programmes

Many had necrotizing gingivitis, whicf ©n thg mtegrate_d management of child-

is serious enough, but others had m hrBood iliness which currently focuses on
advanced illness. In 1996, for instandediarrhoea, infectious diseases and malnu-
Sentinelles gave specialized help to 18§1tion.

children — 147 with noma, 32 with harg-
lip and one with a tumour. Of these, 38
underwent operations when a team of sur-
geons visited Niger in January that yepr.
A further 27 seriously disfigured childrep
were taken to Europe to be operated|on
there. Some children received nutritional
supplements and vitamins, while some
were also given some basic education

From 1993 to
early 1997,

Sentinelles
took 73 chil-

dren to Europe
for surgery.

Those children
required an av-
erage of threg
operations
each.
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Institutions/Associations of the
International Action Network
Against Noma

Aide Odontologique Internationale, Paris, France Providence Hospital, Southfield, MI, USA

Association d’Entraide aux Mutilés du Visage, Geneva, Switzerland Rencontres Africaines, Cannes, France

Association Dentaire Frangaise, Paris, France Sentinelles, Lausanne, Switzerland

Cooperazione Odontologica Internazionale, Turin, ltaly Service de Santé des Armées, Marseille/Lyon, France

Enfants du Monde, Marseille, France Terre des Hommes, Dakar, Senegal

Hilfsaktion Noma, Regensburg, Germany Terre des Hommes, Lausanne, Switzerland

Hopital Cantonal de Geneve, Geneva, Switzerland University Claude Bernard, Faculty of Odontology, Lyon, France*

Hopital Saint-Joseph, Marseille, France University of Copenhagen, School of Dentistry, Copenhagen,
Denmark*

Interplast, Germany
Médecins du Monde, Paris, France
National Institute of Dental Research, Bethesda, MD, USA*

Ireland*

University of Dublin, Trinity College Dental School, Republic of

University of Geneva,Oral Preventive Medecine, Geneva, Switzer-

Necker Children’s Hospital, Microbiological Laboratory, Paris, France land
Nigerian Institute for Medical Research, Lagos, Nigeria University of Maryland, Dental School, Baltimore, MD, USA
Operation Smile, USA * WHO Collaborating Centre

ORDER FORM

Please tick box

(J 1 wish to receive regular updates about progress to overcome noma
Please send me a copy of the following resources on noma:

(J Survey of orofacial mutilations and noma  (leaflet WHO/ORH/EMV/93.1)

(J Critéres actuels d’'aide au diagnostic clinique pour I'identification des
manifestations oro-faciales dunoma  (leaflet WHO/ORH-NOMA, 1994) (French
only)

(J International Action Network Against Noma

(J Noma, a little-known public health problem  (WHD/94.6)

Please return completed form to:
Mrs Marie-Hélene Leclercq
Division of Noncommunicable Diseases
World Health Organization
20 Avenue Appia - CH-1211 Geneva 27 - Switzerland
Tel: 41 22 791 3454 - Fax: 41 22 791 0746
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