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Welcome
back, Odessa!

Professor Nikolai Leonido-
vich Aryayev, the newly ap-
pointed head of Paediatnics at
the Odessa University Hospital,
is keen to work with IIHA as
leading partner in a proposed
new European Commission
TACIS/LIEN project to extend
the network of Cystic Fibrosis
regional clinics and family sup-
port groups in Ukraine,

Professor Aryayev has taken
over from the late Professor
Reznik as Vice-President of the
Odessa CF Trust. He will be
working closely with Anna Kole-
snick, chair of the parents’ group.

Substantial aid

In '995-97 the CF Trust re-
ceived substantial medical aid as
part of a LIEN project to help
children with CF and their fami-
lies. The project was managed
by IIHA, who helped to set up
the Odessa CF diagnostic and
treatment centre. At the same
ume we helped to develop CF
family support services

More than 200 children were
reated by doctors and physio-
therapists from London's Royal
Brompton Hospital, which is Eu-
rope’s leading centre for the
treatment of CF.

Improvement in health

“There was a significant im-
provement in their hmlth." says
Professor Aryayev, “They are
living longer and are physically
stronger. Not so many die in
infancy”

However, Professor Aryayev
goes on to say that the present
economic situation is making it
difficult for the centre to sustain
this quality of care. “We need

your help again,” he says.

He also suggests extending
our work to include other seri-
ous illnesses with a high infant
mortality, [IHA met Professor
Aryayev in the middle of May
to discuss future collaboration.

See story page 3

ANNE'S BIG

CHALLENGE
Raising funds for a charity that
is helping children in a country
once regarded as a threat to
the rest of the word is a
daunting task. But this is a
challenge Anne Morrice has
taken on because children are
children wherever they live and
the children of the former
Soviet Union are among the
worst off in the world because
of poverty, pollution and a
deteriorating environment.

Following many years of grass
roots fund raising and a six
year stint with an old people's
charity in Winchester, Anne
says she will enjoy this new
challenge of improving IIHA's
image as a caring organisation
tackling as big a problem as
any posed by the third world,
Anne is looking for helpers in
her fund raising efforts in the
Winchester area.

If you would like to join An-
ne's team, write to her at
IIHA, 26 St Thomas Street,
Winchester, S023 9HJ.
TellFax: 01962 B65858
e-mail: iha@dial pipex.com
A full description of what
IIHA does can be found on
the Internet web site:
http:/www.charitynet.orgi~lIHA

Lots of love, Olesya!

This is Olesya Krasnova. She
has CF and lives in Novosibirsk
in Siberia. On 1 June she
was 12 years old.

Her mother, Natalya, was in-
vited by ITHA to visit Winches-
ter earlier this year. She came
with 2 doctors, Irina Zaidman
and Natalya Romanenko. We
gave her information on fund-
raising and P. R, took her to the
CF Centre in Bromley, Kent,
and introduced her to parents
and children with CF in this
country where the standard of
treatment is high. Olesya is for-
tunate because her father is a
successful businessman and can
afford to purchase drugs to treat
CF from the West. Others are
not so lucky.
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LETTER FROM
MOSCOW

Patricia Cockrell heeds FCO
advice not to go to Viadikavkaz
but finds plenty to do in Mos-
cow and visits a rehabilitation
centre for children who have
suffered from cancer In
Stalin's old crumbling dacha.

With Dr John Stephen | planned
to make a return trip to Viadi-
kavkaz in January 1998 to try to
identify a manageable project for
which [IHA could apply for a
grant

Three days before John arnved in
Moscow the head of the UNHCR
mission was kidnapped in Vladi-
kavkaz This was a shock to all
who worked in the region as after
the kidnappings in Chechnya, In-
gushetia and Dagestan, Vladi-
kavkaz was considered one of the
few safe areas in the region. With
over 40 people, mostly Russian,
but also Batish, French and Ger-
man, still missing, the remaiming
NGOs have now pulled out

Heeding the very strong advice
from the FCO and the British
Embassy, John and 1 with great
regret decided to postpone our
visit to Vladikavkaz and to con-
centrate on [IHA concems in
Moscow.

We went to see the cystic fibrosis

doctors at the Republican Chil-
dren’s Hospital, who | know quite
well. The doctors seemed more
confident, the unit more secure,
and for me, having worked for
some years with [THA on encour-
aging an association of parents, it
was thrlling to meet Inna, the
secretary of the Moscow CF
group and to hear her talking of
networking, supporting parents in
other cities, even fundraising
Nina, the unit secretary, who is
now chairman of the Moscow CF
parents’ group, told us that what
15 needed now is space at the hos-
pital for an office and for meet-
ings. There is a good relationship
between the doctors and the par-
ents’ proup - together they are
working on education and tran-
ing and trying to improve aware-
ness of needs

CF ward

There were 14 patents on the
ward including a small baby
whose single mother works for
the Russian army in Sevastopol.
We were asked to find help for
this woman who is clearly in a
poor emotional state and is refus-
ing to go home. Even without the
child her social position 15 pre-
carious since the Russian army is
not welcome in the Ukraine and
she has not been paid for months,
She was devastated by the diag-
nosis and is more or less destitute.

We had been asked by MHA to
look into the situation at the Bla-
gocentre. The doctor in charge,
Nikolai Fomin, showed us round
and confirmed that there are se-
vere problems as regards fund-

ing:$2,000,000 have been

spent so far on transforming a ru-
ined building into a palanal small
hospital; there are stll no drains
or kitchen facilities and there is
no knowing how the builders are
to be paid for this month's

work. Moreover there seemed to
be no clear idea as 1o the purpose
of this project and when we
talked to potential clients, e.g. the
CF doctors, they could see noth-
ing to be gained from collabora-
tion with the Blagocentre,

Stalin's dacha
John and I also went to Stalin’s
dacha at Lipki which 15 now a
sanatorium for children who have
had treatment for cancer. This is
run by a small staff led by Gng-
ory Tseitlin who 1s also chairman
of the Ma&:c Key, a chanty which
supports these children and their
families (see last issue). We were
later to mest Manna Biahk, the
driving force of this chanty. It
saeme%l to us that CF families and
Magic Key families had things in
common: stress, public athtudes,
mhlem_sgh\-.riﬂ\ m::ladica_l.tion and
uman ngnts, e.g. despite protes-
tations, a CF Bl}y was drafied into
the army where he died We put
greed that it Hows be oo 0
that 1t wol go0d to
gﬁ?&m ether We hope that
ITHA wall be able to explore the
possibility of a grant for an asso-
ciation of parents of senously
and/or chronically sick children.

STOP PRESS
IIHA is now working with the Magic
Key in a drive to increase public
awareness of the problems of
children with cancer and their
families.




. Self-nelp intiatives by parents are rare in all the newly
independent states, except where IIHA works

Ukraine parents and

professionals get together
to promote home care

The Odessa CF Truit is onee ggain
working with us snder Professor Nikolai
Leonidovich Aryayey, and planning a
programme of support for families wsth
chrontcally tlf children

Parent participation - a new
departure for Ukraine

A parmership between the parents of
chromucally dl clulden and the
professionals at the Odessa Stare Medical
University Hospil is one of the
featuges of the MTHA/Odessa CF Trust
new parmesship programme  for which
funding 15 being sought from the
Eumpean Commission

Professor  Nikolai  Leomidovich
Aryayev, has taken over from the lare
Pmofessor Bons Reznik as head of
paediamics.  He is creanng & training
centre o educate parents of children with
chromc illnesses in home care, including
physiotherapy, diet and record keeping
(growth and weight charts). He is also
planning pre- and post-graduate courses
in psychotherpy and psychosomatic

Thus is in keeping with IIHA's policy
of mking healthcare out from the hospital
into  the community, and mvolving
parents in the treament of their
chroncally dl.chaldren. .

Mesting of [IHA ond Professor Arypayev’s team in

Cdessa; (1 to rl Drfannetia Krainaya Dr meﬂ i

Stamova, Profersor Nikolm Arpopev, Roy Ridgway
and Simon Housa

ITHA is establishing a reputation for
mtroducing community-based healthcare
into Russia and Ukrame.

Impressed

“1 am wmpressed with the work IIHA
has done, * wntes Jacqueline Tordor,
project manager of the European
Volunteer Centre which works with the
European Commission in selecting and
monitorng projects for the Tacis/LIEN
Programme.  “T am especially impressed
becase | have seen with my own eyes
thar selfhelp mitaoves by parents of
whatever land are not at gl common in
the Newly Independent States.”

Professor Arvavev is Vice Rector of
Odessa State  Medical University
specialising in international work. a
result of his conmtact with the West
especially partnerships with Dutch

and Greek public health esmblishments,
he is wide open o IIHA'S socio-medical
approach, especially w the concept of
farmily support services and hospl
outreach work.

On a wisit to Odessa mn May, Simon
House and Roy Ridgway were most
impressed with Professor  Aryayev's
enthusiasm for a number of new
initianves such as the ITHA proposal to
establish a Ukriine network of famly

“SUPPOLT Centres

“We were most impressed with the
spint and vision of Professor Aryayey, *
said Simon House, “MNikolai prormsed w©
integrate an exstng fund-rusing network
with the CF Network. His support for
our ideas bodes well for TTHAS  new
generation of projects, including our
reproductive healthcare programme.”



















