Ou.r winter newsletter brought a very
pesitive response from many of our
readers; and to all of you who have given
so generously (o enable us to continue
with our wouk a big thank vou.

We were touched by the way many of you
wrale Lo express your appreciation of what
we were doing  For example, Sheila
Woodhead, the daughter of an old

Friends Ambulance Unit (FAU) colleague,
Don, who is now 81, wrote to say that,
sadly, her father was house bound and
could no longer do very much for himself -
nol even write a letter - but he was very
keen to send us a donation

Lewis Waddilove, another old colleague of
FAU days, was full of praise for the work
we were domg.  He said that he leamt quite
a lot about genetic and other disorders
affecting children when, following the
thalidomide tragedy, the Foundation he
directed was asked by Keith Joseph to run
the Family Fund for very seriously
handicapped children.

“Cystic fibrosis,” he writes, "was one of the
most distressmg of the conditions we met"

He goes on: “Your work to give help to
those with this distressing condition, in
places where even the limited help now
possible 18 not available, s relief work ot its
m."

Bishop Stephen Vemey, who also served in
the FAU for a while, wrote to say that a
granddaughter Olivia suffered from CF.

He sent a small donation "as a token of
friendship and remembrance.” The Vemey
family, in fact, are being very supportive.
Stephen's daughter Rachel sent us part of
the proceeds of a musical event which she
and her hushand organised in aid of CF.

These are just a few of the many
encouraging letters we received following
our winter newsletter

However, although we have been able to do
more than we ever dreamed was possible
to improve the quality of life of children
suffering from CF in Russia, it is only
through the personal generosity of
volunteers and with something like 95% of
our work unpaid that we can keep gomg,

Since we were registered as a chanty in
1992, we have received over £250,000 in
cash and kind from Charity Know How (a
Foreign and Commonwealth Office
initiative), the Department of Health,
pharmaceutic 2] companies and members of
the public. But most of this money is
earmarked for specific projects, leaving
very little for our own overheads.

If you want a donation to be used for a
specific project, we would like you to say
so. But if you wish to support the work and
development of [THA by making an
unspecified gift, this does enable us to keep
going under less financial pressure.

Cost-effective
We can assure you that [[HA's expenditure
is highly cost-effective.

Om the CF Project so far we have spent
about £30,000. But taking into account the
value of professional medical time and
hefty donstions of pharmaceutical products,
plus costs of travel waived by people going
to Moscow to help, the cost of the operation
would be more like the figure quoted above
- i.e. £250,000. So we are getting about six
times the value of our donated money.

But this cost is as nothing when you set it
alongside the success we have achieved i
alleviating the suffering of the many

children and their families m Russia and
the Ukraine

Odessa

You will read in this issue of our visit to
Odessa organised and paid for by [THA m
April when 85 children from the various
regions of the Ukraine, some travelling
thousands of miles, were treated by doctors
from the Royal Brompton Hospital in
Odessa. There's no doubt 8 number of
young lives were saved by Dr Mark
Rosenthal and his dedicated team

Our track record over the last three years
has been very good. We are gradually
building up the confidence of finding
bodies and are hoping to hear shortly of an
award of £200, 000 to £300,000, OFf this we
shall be allowed to spend £6, 000 on
averheads, which will help a little.

But we nead a lot more than that to build
on the present momentum and to extend
our work to include children in many
different centres in Russia and the Ukraine
and 10 help the Russians to establish a
netwark of family support groups

It is all the contributions together which
make us so effective - so, once agan,
THANK YOU and please go on helping if
you possibly can. £10 from everybody
who receives this newsletter would pay for
much of our essential administrative work.
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CYSTIC FIBROSIS
EDUCATION IN THE
UKRAINE

Teaching families to help themselves.
by Roy Ridgway

Everybody told us that April was a lovely month m
Odessa, and we had expected a blaze of sunshine, but
the plane touched down in a blizzard; and the
passengers cheered at the skill of the pilot in actually
managing to find the nmway because we couldn't see
anything but swirling snow through the windows.

In Odessa they had never known snow before in April
Earlier in the week the sun had indeed been shining
with people walking round in their shirtsleeves.

But now they were wearing fur hats and coats. It was
like being back home the way they talked about the
weather. We know in Britain it 1s always "most
unusual for the time of year” - but not in Odessa,
which has a Mediterranean-type climate and there are
palm trees and vineyards; only two months in the year -
lanuary and February - are really wintry.

Dorothea and | had 25 kg of antibiotics for the children
with cystic fibrosis who were going to the Pirogov
Institute to receive treatment. We'd heard that 100
children would be attending the clinic; some of them
very ill, and, said Dr Janetta Krainaya (a CF consultant
st the Pirogov Institute) there were a number who
would die in hospital.

Besides ourselves, two doctors, chest physician Dr
Mark Rosenthal and paediatric respiratory Research
Fellow Dr Jane Davies and a senior pacdiatric
physiotherapist from the Royal Brompton Hospital went
to Odessa with the intention of reviewing the health
status of all the children known to the Pirogov [nstitute
with a diagnosis of cystic fibrosis.

85 children actually attended the clinic in three days.
Measurements were taken of growth, lung function and
nutritional status; and the children were given oral and
intravenous antibiotics and steroids. Nobody died.

There's no doubt lives were saved and many went back
with theprospect of enjoying better health for some time
to come.

Esprit de corps

However, the most important aspect of the visit was the
teaching of families on how they could help themselves
and develop an esprit de corps rather than suffer in
isolation. Many of the families travelled two and half
thousand kilometres to see us which was very
gratifying. We hope that continued funding will make it
possible to provide these children with life-saving
enzymes which they are not getting at present. We
have applied to the EU Lien Programme for some help,
but we are just one group among many deserving causcs
that have applied for funding; so it may be that we will
continue to depend on the generosity of pharmaceutical
companies and the public for essential medicmes,

The way we manage cystic fibrosis will result in spin
off benefits to other groups of children with chronic
ilinesses: and, as a matter of fact, our style of
management is being considered by the Pirogov
Hospital for widespread use on the children's wards.

"From our point of view," said Dr Mark Rosenthal,
"this population of children with CF probably represents
the last untreated group of Caucasian children. The
opportunity to observe the benefits of modem
management, which would be impossible m any
Western country, is of tremendous value "

Alexander Zashkov, president of the Russian Charity for
Aid to Patients with Cystic Fibrosis, and his deputy
Yevgeni Savitsky joined us in Odessa. They met some
of the parents and told them what they were doing m
Moscow and discussed the problems of setting up a
parents support group. A newly qualified young doctor,
Igor Baidenko, has offered to travel to the main centres
in the Ukmine to help the parents of CF children to set
up their own committees.

Greenhill Sanatorium

Alexander and Yevgeni came with us to the Greenhill
Sanatorium in a beautiful area on the Black Sea West of
Odessa. We were looking at it with a view to helping to
provide facilities for CF children from Russia and the
Ukraine to stay there in the unpolluted air among the
pine trees.

The sanatorium is open throughout the year, providing
"total care” for children with lung disorders. They are
able to take 250 children at a time; they stay for a
period of 45 days. 14 doctors work under medical
director Dr Anatoly Vaseilovich Panenko. [In addition,
there are 250 staff including 86 nurses, laboratory
workers, a dentist and his assistants, kitchen staff and
teachers. A school of nine classes provide normal
education for children of different age groups.

The food is very good; there's a plentiful supply of fresh
vegetables and fruit and the children are given six meals
a day: breakfast, a mid-moming snack, lunch, tea
supper and a hot drink before going to bed. There's a



many essential medicines and would benefit
tremendously from medical exchanges with hospitals in
the West. Dental equipment is old and badly in need of
replacement. However, the main advantage of the
sanatorium is its position in the pine woods, close to the
sea, and the climate: a perfect spot for children with
lung disorders. We must do all we can to provide them
with better facilities for trestment.

gym and sperts grounds, but very little equipment.
Treatment consists of hydrotherapy in the hot springs of
the region. massage, physiotherapy, mud treatment,
which is very popular in the Ukraine, heat treatment,
electro-magmetic treatment and nutrition. The
sanatorium generates its own electricity and provides
its own hot water,

The staff are very caring and highly qualified, but lack

Improving the Reproductive Health of Ukrainian Women

Parents who are planning a family are worried about such issues as global warming,
pollution and the quality of the food they eat. This concern is linked with their
worries about what sort of world their children will inherit. Simon House

describes ITHA's programme, called Health of Future Generations, designed to
improve the reproductive health of men and women befare they start a family.

[IHA's Winter Newsletter described our Reproductive Health Programme. Basically, what we said was that for 2 sound
and healthy child both the ovum and sperm mnust have been well nourished. So the necessity f or both parents to have
been well nourished and healthy for some while before conception is not really surprising. Once fertilised, the ovum
begms growing by cell division and, after a few days when there may be eight cells, they begin to differentiate towards
forming the various organs of the body. If the embryo is to retain its potential to become a complete and healthy person, it
must have readily available protein and specific vitamins - particularly folic acid - and certain 'trace minerals’ must not be

absent.

P cofessor Michas! Crawford, director of the British

Institure of Brain Chemistry and Human Nutrition, has

developed a progamme to improve reproductive health
and reduce the rate of defects at birth and chronic
illness. Our job is to fit this in as best we can to the
health service structure in the Former Soviet Union.
This is the approach which has been agreed with the
Pirogov Medical Institute, for which we are applying
for a pilot run, leading we hope, to a research
programme large enough to give statiststically
significant results on mfant disorders, including one of

the least frequent , but the most serious, cerebral palsy.

Mother and Baby Clinic

It is proposed that a mother and baby clinic shouid be
established in the new children’s diagnostic centre in
Odessa. The director of the centre is Professor Boris
Reznik, who is head of the paediatric deparment of the
Pirograv Institute. The clinic will be responsible for:

*  Education - responsibility in child-bearing,
including contraception and nutrition

*  Contraception - (method/'s to be considered) -

*  Nutrition - nutritional supplementation,
hqimi:e;lﬁmmnptimilphmd{pm-
conception care)
Advice on an economic and healthy diet
Encouraging people to grow their own food
(organically and economically, using
permaculture methods )

¢ Environment Advice on environmental factors in
the promotion and maimtenance of health.

Monitoring mother and baby to age of 1§ years.
*  Research - into:general statistical effects of 1, 2,

& 3 above Detail on incidences of specific

nutrition-related infant disorders

Clinic For Women Of Child-Bearing Age
{encouraging all to attend)

»  Those considering conception, now or later,
referred to Mother and Baby Clinic

e  Those with no wish to conceive, receive
counselling on contraception and nutrition

Child Healthcare Clinic - (developing from CF Clinic)
®  Receiving children from age of birth to 15 years -
{Odessa region only).

A meeting is to be held shortly at the Royal Society of
Medicine with Professor Michael Crawford and
members of [IHA to plan an implementaion schedule
for the purpose of obtaining funding for the programme
Kiev

While in the Ukraine | made some useful contacts in
Kiev and there was enthusiastic support for [IHA's
reproductive health programme from the Intemational
Department at the Ministry of Health and from the
director of the Institute of Pacdiatrics, Obstetrics and
Gynaecology. We are now making plans to establish an
[THA Reproductive Health, Matemity and Child Health
Care Centre, with the three clinics described above,
both in Kiev and Odessa.

This model of total health from pre-conception planning
to birth and childhood and then through to adulthood
will be of value to health services in other countries.










































