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Practical steps towards héaling
people in a damaged world

To all members, old and new,
WELCOME. )

We've tried to make this newsletter chatty.
personal. like a letter to a friend - with a bit
of this, a bit of that, not the whole story,
but enough to give you an idea of the
scope of our work.

Lots of interesting things are happening.
Lots of depressing things too, of course,
because we are working m Eastern Europe,
with its long history of persecution and
injustice from which over 160 million are
now struggling to emerge. But, as Blake
said, "joy and woe are woven fine."

Every day letters fall on our mat which say
the same thing: "Sorry, we receive a great
many appeals and have to tum down some
very worthy ones like yours", But, in spite
of all the rejections, we keep writing
appeals every day, encouraged by the odd
letter we get with a cheque and sometimes
a few kind words such as those recently
written by Jean Simkins, Chair of the
Economist Group Charities Committee,
who said:

The Committee found vour letter about
the work of your Association with your Russian
partner at once hopeful and horrifying. The
enormity of the problems before you, and the fact
that their impact is on the rising generation (and

therefore still to be fully realised) made the
Comumittes keen to help

And another encouraging letter came from
Dr Caroline Collier, Senior Medical
Officer, the International Relations Unit,
the UK Department of Health:

May I say how delighted | am
that the medical care (and thus life
quality and expectancy) of 300 Ukrainian
children will be improved as a direct result of

IIHA's willingness to assist one child with cystic
fibrosis.

Caroline was referring to a letter appealing
for help to the Department from the sister
of a twelve-year-old Ukrainian girl, who is
suffering from cystic fibrosis, a life-
threatening disorder. We offered to go to
Odessa with a doctor from the Brompton
Hospital, London, to see if there was
anything we could do to help. Fortunately,
we were able to say yes. we were sure we
could help. The UK Department have
offered to finance medical exchanges, but
we need a lot more help to buy modem
pancreatic replacement enzymes which CF
children desperately need but are not
getting in the Ukraine, We are solving the
problem in Moscow. We must do the same
for Odessa.

The last lines of Blake's poem following
"joy and woe are woven fine" are:

And if thas we nghtly know
Safely through the world we go!

Atrtitudes matter a great deal when you're
faced with the sort of problems they are
facing m Eastern Europe today.
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Dr Mark Rosenthal, consultant
chest phymician ot London's
Brompton Hospital, accompanied
Roy and Derothea Ridgway to
Odessa, They vistted the Black Sea
port from 10-24 October with the
aim of carrying oul a feasibility
gtudy at the Piopov Maedical
Institiie om ways in which the
Brompton can co-operale  in
improving the care of cystic
fibrosis patients

The 300 Ukramian CF children are
not currently trested with modem
enryme: and antibiotics, and
knowledge of modem methods of
phvsiotherapy is also lacking, The
resull is all the children suffer from
very poor health

Children die by the age of 10
The UK Department of Health

i financed the wisit knowing of
-~ [IHA's work with Southampton
- - Ukrﬂil\iﬂﬂ General Hn:prl.l.l and Mns::c.lw's
Republican Children's Hospital,
. mother where 40 CF children have been
with her receiving modem treatment for a
s . " year with excellent results.
\’." \ little bn} Professor Bons Remik, who =
who has head of the Paediatnc Department
cystic at the Pirogov Institute in Odessa,
fibrosis is aware of exactly what is required
and he and his colleagues have the
A\ necessary  skills but  lack the
facilities The majority of
\L Ukramuan CF children die by the
\\ age of 10, but could live up to the
age of 40 vears with UK quality
! care. The Children's Municipal

Magnostic Centre, Odessa, has
been donated by the local health
authority to provide a disgnostic
and  daycare/out-patient  facility
with m-patient facilities for 12 CF
children.

Dr Janneta Krainiaya and
ProfessorRezmik

have been

Odessa: Teaching and resource
centre for cystic fibrosis ?

invited to attend the Brompton
Hospital to observe and take part in
the manapement of UK CF
children

MHA would be responsible for
findraising and the logistics of
medical exchanges, These would
teach and demonstrate the
principles of long-term care for CF
children and monitor their growth
and limg finction. As i Moscow,
record keeping for each visit would
be introduced, as well as parent
held records to provide
communication between Odessa
and the local health facilitiee A
parents group would be orgamsed
to provide mutual suppori and
education, lo raise CF swareness in
the local community and to sct as a
lobby group m govemnment.

{1 here ix alveady o registered chariy,
the Ukraine Cystic Fibronis  Trust
witich will be working closely with

IHA in fund raising,  lobbying,
organising Jrirenty HE;M"},'I'.‘ with
Hrivain and in making  world-wiile
contacts, provided that the project can
be financed)

Model of child healthcare

It is expected that the Paediatric
Department of the Odessa University
Pirogov Institute will become more
adept at the management of CF and
sgrve a5 8 teachmg and resource
centre for the Ukrame. Morbidity and
mortality of children with CF should
be reduced.  The model of central and
parent held records, and mcreased
family involvement, combined with
improved pharmaceuticals can be used
in approaches to other chronic
diseases of children (diabetes
mellitus, renal disease, malimancies
etc) in the Ukrame
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Odessa Children’'s Cystic Fybrosis Trust
3, Acad.Vorobyov str., Odessa regional Children's Clinic,

Phone: (+007/0482) 23-75-69
To the parents of CF patients

Dear Friends,

We are a group of parents who have
children suffering from cystic fibrosis. We
appeal to you for help.

Nowadays, due to the disastrous economic
situation in our country, the state of health
of our children who have suffered since
early  childhood has  deteriorated
significantly. We are in despair! There are
no drugs for treating our children, no
pancreatic replacement enzymes that are
essential to their health, no appropriate
antibiotics. The children are emaciated and
are in physical development behind normal
children of the same age. They are
deprived of the joys of childhood.

The medical staff of the only Ukrainian
centre for treating CF do their best in the
circumstances but lack the finance and
resources to miroduce modem treatments
which would vastly improve the quality of
life of these patients.

This year we have founded a charity called
the Odessa Children's CF  Trust
Unfortunately, this has not yet brought the
desired results. It seems nobody wants to
help us.

If you can, please help. Any help will be
accepted with great appreciation. Only in
an atmosphere of sympathy, love and
consideration  for each other can we
survive our present situation.

We hope for your friendship and
understanding.

Fax: (+007/0482) 23-60-33

K poaurensm aereit, Goapupix
umcropuipozom

Joporue apyanal
K Bam o6pawaercs rpynna pogurei
Heteil, GoabHLIX HHcTODUGPOIOM.

B nacTtosiee BpeMsi, B cHAY TSMKeloil
IKOHOMIYECKOll cHTyalmH B  Haliei
cTpaHe, NOJOMKEHHE HAUWX JeTed -
HHBANWIOB JIETCTBA,- Pe3Ko YXYIIH-
gock. Mul  JoBemeHB! Ao oTuasHus!
JleunTs geTeil HeueM: HeT HHM AKTHBHBIX
thepMeRTOR, HH JelicTBeHHBIX anTHOHO-
THKoB. JleTH wacTo WCTOIIeHbl, OTCTAIOT
B hmandeckoM  paIBHTHH,  JHINEHBI
BJeMENTApHbIX pajocTeif JeTcTpa.

Bpaun  eauncTeenHoro #8  Yipaune
Hentpa no sewenmo CF aMieHb
BO3MOMCHOCTH OKasaTbk adubeKTHBHYYIO
MOMOlLh H3-33 OTCYTCTBUA CPEJCTB, XOTH
JenawT  Bce  BO3MOMKHOE B OTHX
YCAOBHAX,

B arom roay mMbl  00beIMHHANCE B
ofIecTBEHHY IO OPTaHH3AINID -
Opeccrmit lercknx @onn MyxosHcln-
nosa (lucrodubposza). Omnako, 310 He
npuHecno mnoka ofnerdenus. [lomoun
HaM HHKTO He XOYer.

Ecom moxere, nmomorute Ham! JhoGas,
caMad  MajieHbKas  moMoums  OGyjer
NPHHATA HaMH c BemaaieH
GaarogapHocTblo, TOJNBKO B COYYBCTBHH
APYr APYTY, BHUMAaHWH,MIO6BH MOMHO
BBUKHTL B HbIHELIHMX YCIOBHAX.

Mui skaem Bameld apyxk6ml W 0MeHb
HajleeMca Ha TIOHHMaHHe.

The original letter, signed by 24 parents, is in our office. If you would like to help, write
to Dorothea and Roy Ridgway, ITHA, 3 The Square, Winchester, S023 9ES










































