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We spent many months preparing our proposals
for a Lottery Intemational Grant. Some of us
worked over Christmas on this, Finally the
arant was accepted for assessment and the
district assessor came to see us. She was
impressed, and obtained some further
information to present to the Lottery Board,

"It's in the bagl” someone said.

We were optimistic. In this business you have
1o cling onto your optimism,Others are so de-
pendeni on you and you feel so helpless.
You've got nothing very much but your opti-
mism to keep you going,

But on 19 May we received a letter from the
Lottery Board saying that they had received 755
applications asking for more than £182 million
The board had £25 million to allocate for this
grant round and therefore “has had to make

some difficult choices about which projects should re-
ceive a grant.” There was no explanation why we were
turned down. There was no time to explain. They had to
get ready for the next round and prepare information
about funding priorities, new application procedures, and
so on. Bureaucratic concerns came before promoting
good relations with the Charities that had worked so hard
on the applications.

| am sorry to have to tell you....

When I opened the letter from Gerald Oppenheimer,
Director of UK and Corporate Planning and read * 1 am
sorry to have to tell you.. “ I thought of Olga and
Yaraslavi of Lviy N'W. Ukraine, who have a child of 14
months with CF, and have started a parents’ group to
raise funds to buy medicines. And Sergei in Kiev, who
also has a child with CF and is president of another
parents group. In spite of opposition in their own
country, they are campaigning for home help, for the
creation of a National CF Association and the training of
doctors who are lacking in expertise in diagnosing and
treating cystic fibrosis
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The Daily Mail complained about

the Lottery spending money
abroad They quoted an
anonymous MP  who  said

“Charity should begin at home
before going abroad” The
charities supported by the Lottery
included Save the Children Fund
and Wateraid, who help children
everywhere, including many who
are dying in their thousands for
want of clean waterl 1 wonder
hasn't anybody told the Daily Mail
that it's one world and that
children are children wherever
they live?

In Britain we spend £12,000 a year
on the eatment of a child with
cystic  fibrosis. No-one  is
complaining that they should not
receive the best treatment
available, but some routine
treatments are very expensive and
are not really necessary in all
cases. Butin Lviv and Kiev, in the
Ukraine, there are no medicines
available, not even the essential
cnes, such as pancreatic enzymes,
that save children’s lives, unless
vou can afford to buy them. We
have found in Moscow that for the
equivalent of £1,000 a year the
health of a CF child and the

quality of her life will improve
tremendously, lIHA has achieved
relatively

a lot for a small

investment.

&

Natawha har OF and depesds on kelp from 1THA

We would like to do the same in
the Ukraine, but there are
medico-political as  well as
financial restraints that make our
work very difficult.

Work in Odessa

During the past 18 months we
have been working in Odessa
where 90 per cent of the children
who attend the University
Hospital Clinic are getting better
and growing normally and a
parents support group has been
established. OQur work there has
been financed by the European
Commission Tacis/LIEN
Programme  whose  monitors
visited the centre last September
and wrote a very good report about
our CF project Tt was noted,
however that “the local partner is
less convinced than ITHA about
the importance of developing a
support  group for parents of
children with chronic illnesses.
However, the project achieved an
objective not orginally specified
which is the improvement in the
mother’s morale, which occurs
automatically when the health of
her child improves.”

The European Commission task
manager wrote to IIHA congratu-
lating us on the fact that “no ma-
jor problems were found by the
monitors.” She added: "You
may believe me that this is not
always the case™

Our problem now is to extend
this work to other regions and to
concentrate more on establishing
support groups in the main cities.
Social infrastructures are weak in
all the countries of the former

Soviet Union, so that the idea of
self-help and of parents groups
helping one another with the

[rarcithia astridy @ Kiev ifreet linn

encouragement and backing of
the government, and of voluntary
work generally, including fund
raising, are little understood.
There are few professionals in
social welfare

There is also intense nivalry be-
tween doctors who, in a hierar-
chical health system, are intent
on building medical bases where
they have a monopoly of exper-
tise which they are reluctant to
share with others
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New project

We were asked by the European
Tacis/LIEN Programme to apply
for funds for a new project. Bul
we have problems in dealing with
people who have been brought up
without any notion of co-operation
and we are finding opposition
from some members of the
medical profession, though not
from the parents groups. We find
that besides trying to help the
children we are also involved in
what could be called conflict
resolution

Afraid to talk

Some doctors are afraid to talk to
us about CF for fear of treading on
another doctor’s toes, and one
consultant we met was deprived of
one of her jobs because she had
agreed to help a parent to establish
a centre for CF children. 1t’s all
very tiresome and unpleasant at
times. but we have a lot of support
from some frends in Russia and
the Ukraine who are quietly
helping us and from the European
Commission who have been very
helpful. It's strange how difficult
it can be sometimes to help people
who need  Thelp but are,
understandably, too proud to
acknowledge it. And, apart from
that, they do not believe we are
working voluntarily, They see us
as competitors from abroad

Difficult relationships

We have overcome most of these
problems in our dealings with the
Republican Children's Hospital in

Moscow, where we enjoy very
close and friendly relationships
with the paediatricians there, but
things are stll difficult in the
Ukraine. We need substantial
funds to carry on. We can’t run
away from this situation. We
started something which has
turned out to be more difficult
than we anticipated, but we have
received high praise for our work
so far, and we've simply got to go
doing all we can to help the
children with CF and their families

Hoy Nideway

Preconception
planning for healthy
babies

by Simon House

Bringing healthy children into the
world through parental care and
planning  before and  after
conception - that has long been
Roy Ridgway's dream, and mine.
In fact it was that dream that
brought us together in the first
place. Nowwe have a practical
plan to make this possible - at
least in the Ukraine. We are very
slow here in Britain to latch on to
what may be the most important
step we can take in protecting the
health of future generations.

.llr'\‘.
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Partnerships

It was on 5t Valentine's Day this
year, when | was in Kiev, that we

took an important step in
establishing a programme of
reproductive health care,

involving pre-conception care. |
had discussions with the Ukraine
Family Planning Services and
MAMA 86, the former a
department of a leading paediatric
research institute and the latter a
woman's  chanty  concemed
mainly  with  environmental
problems  affecting women's
health in  particular The
discussions were about
establishing partnerships between
ourselves and the Ukrainian
medical and voluntary services

Frmframart Ladyamov and Fiok

It was earlier, while visiting Kiev
in June 95, that | first met
Professor lrena Vovk, head of
Family Planning in the Ukraine,
and Dr Larisa Novik, the head of a
service called Mother and Baby
('are. Irena and Larisa had both
been to Britain for training  Both
were  enthusiastic  about our
reproductive health care project,
which we have called Health of
Future Generations,
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An amportant part of HA'a
mission 15 to promote the
integration of the different services
different government
departments such as those for the
environment, the social services,
education. Each has its part to play
in the health of a nation

offered by

MAMA 86

The woman's environmental group
Mama 86 recalls in its title the
disastrous year that marked the
beginning of the global concern for
our deteriorating environment. = A
phoenix rising from the ashes of
Chemobyl, MAMA  B6 s
concerned  about
safeguarding parental and child
health As a chanty in the former
Soviet Union itis still something of
i ranty

particularly

| had first met members of
MAMA 8& in London when they
were visiting their partners, the
Women's Environment Group
(WEN), which Roy had contacted
at the time when both they and
HHA were applying for funding to

the European Union. We were

both successful and complemented
each other in our work in the
Ukraine. especially in the [HA

project Health of  Future

{renerarions.

MAMA is extending its
work from city to city in the
Ukraine, and at the same time is
operating on an intemational
network Their director is
27-year-old Anna Syomina. Tall
and thin with a beret and curly
quiff, she seems to have stepped
straight out of the twenties. She
sweeps around the office dealing
with several things all at once, and
has an opinion about everything
Her office walls are covered with
publicity, designs and cartoonish
sculptures. Two computers rattle,
two telephones ring continually,
while Anna’s cheerful team brim
with witality as they attend to the
detail work connected with their
projects

Maxime, who  speaks
English, runs Hotline, an
information service and focus of

Lavienills

the European Union LIEN grant
Ludmilla, Nina and young Oksana,
are lively hostesses, who struggle
valiantly with their English

To increase awareness of
the many environmental hazards
affecting the health of women,
particularly reproductive health,
MAMA 86 has established healthy
parenting groups in  Various
regions, with contacts in several
cities, including Lviv  and
Donietsk.  They also have an EC
TACIS grant shared with the
Women's Environmental Network
and Healthy Planet, Holland. With
such common aims and outlook, it

seems we could co-operate
effectively

Old Kiev

One minute’s walk from MAMA
86's office is their apartment,
typical of old Kiev, sparsely
furnished but  spacious and
chandeliered. On two occasions it

was to become our home. The
MAMA group have already been a
great help to us, allowing us to use
their office equipment















