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Heartfelt
Thanks

“What is normal here in
England is casily taken for
granted”, says Angela Coxon,
chairperson of the Wessex
Children’s Heart circles, “When
our Russian colleagues from a
heart charity in Moscow visited

an intensive care ward for -

children with heart problems “A hundred years from now it will not matter what my bank account
they were terribly shocked. was, the sort of house I lived in, or the kind of car I drove... but the
They had been shown babies world may be different because [ was important in the life of a child.”

ventilated with tubes extending

from various parts of their Tﬂys for Siberia

bodies. And they were

surprised to find the babies’ When nurse Avril Hilditch went to Novosibirsk, capital of Siberia. in
mothers there in the ward. In September she was horrified by the conditions in the hospital there, Avril is a
Moscow this never happens respiratory nurse specialising in asthma and cystic fibrosis. She went to

investigate conditions in Sibena with her colleague, Dr Sheila Peters,

However, in spite of the shocks
P consultani paediairician at Porsmouth Hospital. Cont. page 3

Vern Basis, director of the
Russian society for Children

with Cardiovascular Diseases InSide ’I"his ]SSUE
wrote glowingly of their visit ® MUSC{}\V! § cancer Chlldren

last November. “Heartfelt

thanks to everybody who aracls w1

helped o make our visit such a . Ydrdhld\"l h{}hplce

OGN o $9id, e Action now to protect our future
The visit was organised by . v . - .

IIHA and financed by Charity L PﬁCIfIS’[S In [hﬂ TI’DI’II III'IET

Enow How. See page 2.

° ITHA visits a former nuclear city
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Moscow’s charity to help
the treatment of children
with heart problems

Getting to
orips with
aims and

needs
by Dorothea Ridgway

When 1 met Vera and her daughter
Julia, who run the charity, the Society
for Children with Cardiscvascular
[Diseases, and thewr colleague Inna, an
English teacher. sl Heathrow 1 was
amazed at the amount of luggage they
brought with them. ~“What's all this™
I asked “You're only here for o
week " “We ve brought tovs for the
children.” they smd

Russians are very good at giving
presents and at welcoming visilors to
therr country with flowers and
sumptuous meals, even though food is
expensive and they go without
themselves.

Wi spent quite a lot of ime talking
ahout cultural differences. They were
astonished at how casual our doctors
were when they were off duty. One
mstomee stands out. Dr Tony Salmon,.
consultant cardinc pacdiatrician ot the
Weszsey Cardiothoracic Centre, came
to 1 weekend meeting dressed in mufl
and made the tea for evervone, which
is unlikely to happen in Russin where
ordinary working men are hardly cver
likely to be seen in the kitchen, let
alone the doctors!

The differences of attitudes to sick
children in hospital became apparént
during a visit to o cardiac ward in
Southampton Hospital. In Russia the
doctors are very much mn chorge and
mothers are only allowed 1o visit their
children at set imes; and then it's all a
bit grim - sitting guietly or sometimes
helping with the chores on a cheerless
wiard

e

Veta emjoys 2 cuddie on Southamplon's cadisc ward

“A parcnl’s presence is part of the
treptment,” smd Dr Salmon, “The
more we can create the same sort of
atmosphere on the ward as in in g
child's home, the better!”

The shvness on the part of English
people 1o discuss these differences and
our tendeney (o commumeate in what
we consider a diplimatic way 18 what
makes for misunderstandings. The
Russins express thewr feclings about
these things much more readily and
directly thom we do

There was o number of very nseful
meetings, ncluding o meetng on ams
anil needs. Vera (old us about her
wark i Moscow and the heip that had
been given to her by the Salvation
Army, They hove links with Romamas
and Germany. In fact, they received a
great deal of humanitnran aid from
Crermany

In Winchester they were shown arommel
the Charity Centre in the High Street
where several local chanties, such us
Relate, CIBA and Shopmaobility have
their offices and share resources,

including facilities for traming  Vera
appealed 1o the West for any sort of
medical equipment, even if it is
considered out of dote. Ward fumiture
15 often a bit nckety. For mstance,
simple recovery beds often have only
three legs and regularly topple over,
which of course can be dangerous

I'hiev need liternture. manuals for
parents, medicines of course: and they
value the expertise that is bemg
provided and 15 impressing the doctors
on the children’s cardiac ward at the
Moniki Institute. A good relationship
his been established between the
Moscow charity, the Wessex
Children’s Heart Circle, the chany
Heartbeat and [THA. In Apnl Vera's
team will be attending a conference for
Furopean charities who are linking up
{0 share resources and know how in
the development of parents support
aroups

Chr cotlengues take back to Moscow
many ideas for improving their
organisation, including the possibility
of sharing expertise und resources by
getting together with other chanities us
thev do at the Winchester Centre



TOYS FOR SIBERIA
Cant. from page |

Unlike Briush hospitals where sick
children are surrounded with 1ovs
that make their stay in hospital
more like home. the seriously ill
Russian children had not a toy
between them!

Touched by their plight, Avril
decided to collect tovs from
families in and around Portsmouth,

She gave a talk at the hospital
which aroused a great deal of
imterest, She has also collected
£500 10 cover the expenses of
getting the toys to Novosibirsk.

She now has more toys than she
necds for the one hospital. but
there are other children’s wards in
other hospitals that need
brightening up.

The CF ward in the Republican
Children’s Hospital, Moscow has
for long had a cheerful ward with
murals which the Moscow Quakers
designed.  The Quakers also
organise partics for the children
and therr siblings, Another one is
planned this vear. Called a “fun
dav”, the party is designed to teach
children about self-care - diet,
physiotherapy etc.
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A WARM WELCOME IN A
COLD COUNTRY

Dr S.A Peters and Avril Hilditch visit the
Children’s Hospital in Novosibirsk

There were times when we wondered whether our inp to Novosibirsk was meant o be -
when a passport disappeared in the Southampton Post Office sorting office’s major re-
organisation; when the Parcel Force card for collectmg the flight tickets wenl astray, and
when the currency exchange booth at Sheremetevyo [1 had no roubles to sell

But though things go wrang in Russia, the welcome i1s always cordial and a phone call in
Mascow brought immediate help and saw us safely on the Aeroflot plane winging our
way to Novosibirsk

There was o warm welcome oo at Novosibirsk atrport by Dr Natalia Romanenko and
her fluent English (or was it American ) speaking son Roman, We felt sure all would be
well when our American hosts had arranged for o morming of slumber for us after
breakfast. A six-hour time difference between England and Siberia had left us a bit jet-
lngged

Ower the next three days we were privileged to meet 14 of Dr Romanenko's patients;
S0IE WETE Feceiving in-patient intravenols treatment, bul most had been brought to the
chinic 1o see s, We were able to share some of the difficulties in caring for the child
with cystic fibrosis - the workload placed on the parents and families, the difficulties in
mainteining school atiendance. the problems of cross-infection - and also 1o gain insight
nto the special problems posed by shortages of medications and supplies. We were
stunned st the co-operativenéss of Russian children, swallowing Creon capsules whole
from the age of twa!

Particularly powerful was the image of modern CF care being well understood by the
medical team but only partially provided because of financial constraints and difficulties
of obtnining regular supplies of medications, We discussed some of these difficulties
with the Darector of the hospital, Dr Alexander Lvov, who was intrigued to learn that
Western hospitals oo function within budget constraints, albeit with different tenms of
reference, and would love to visit 4 UK hospital to see this at first hand.

We miet many ol the Novosibirsk paediatric Pulmonology team and were shown around
parts of the hospital - the Pulmonology ward with its delightfully décorated dining room
for the children, the out-patient consulting room, the endoscopy room in use. the lecture
theatre, the radiology department and laboratories,

Our social and digestive needs were also well and truly eatered for - 8 chance to enjoy
music performed by Insula Magica, typically Russian meals prepared by our hostess
(where did she find the time?), a performance of Swan Lake by the much scclaimed
Novosibirsk Ballet Company:; and of countryside local sightseeing.

We wisited Russia ot & time of great political and economic uncertainty. Western media
were showing shops empty of food - our hosts were pleased to show us the maccuracy of
this, but nonetheless shared with us their concern al the devaluing of the rouble, which
wais of greal concemn to evervone at the time we were there. The over-riding philosophy
of “we have suffered hefore and come through, we can come through this too™ seems to
prevail and give great strength
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The Yaraslavl Hospice

- After the death of her mother in a Devon hospice,
Patricia Cockrell wrote to John Major asking for help
to establish a hospice in ber twin city in Russia, The
result was a grant from Charity Know How for setting
up a small hospice in Yaraslavl, a city on the Volga
about 200 miles NE of Moscow. A day care centre was
opened two years later with a European Union {Tacis)
grant. 'With some local support the hospice service is
now largely funded by the Yaraslavl Hospice Trust, a
vegistered charity based in Exeter. Patricia, who isa
trustee of ITHA, writes about the situation today. The
Yaraslavl Trust is one of a network of charities linked
to IIHA. All are working to promote fTamily based
healthcare in Russia and the Ukraine, spanning the

whaole of life from birth to death,

The waiting list for hospice care in Yaraslavl is
about 2000 Many of these people will die in
loneliness. pain and squalor before they can be
accepted onto the programme of the Yaraslavl
Hospice Charity, which is continuing to offer a
service in increasingly impossible conditions;
there is no question of being able to take on
more staff or accepting more patients. Though
the local health authority does help with some
funding, the hospice is still largely supparted by
the Yaraslavl Hospital Trust, based in Exeter

Meagre salaries are paid to the dedicated nurses,
many of whom are their family’s only bread
winner, but supplies for the hospice of
disposable nappies, colostomy bags and simple
pain killers have almost come to an end. The
meal offered to day-care patients is now for most
of them the only cooked meal they will have:
mast are on a pension of about £15 a month and
this has not been paid for months.

The hospice team which has had medical,
psychological and management training in
England and in Russia has become expert in
public relations and lobbying. On Old People’s
Day (October 1) TV cameras were invited to the
celebrations at the day-care centre while
journalists from the local media interviewed
staff, patients and visitors and an amateur group
of retired musicians performed in national

costumes. Two days later interviews were
granted with the local authority at senior level,
the director was ready with a list of urgent needs
and ves, the local authority will pay for one meal
a day for 10 patients. There is also agreement in
outline for help with home-care as public
transport becomes ever more unreliable and
permission is granted to open a second-hand
shop, though with conflicting advice it is not
clear how this will affect the charitable status of
the hospice

Luhmila and Patricia on the hanks of the Volga on the way to the haspice

The small hospice at Kurba in Yaraslavl region
(population 1.5 million) which was opened in
1993 and where only four beds (or possibly six if
there is an urgent need) are now dedicated to the
imminently dying, is overwhelmed with demand
from its own area. A grant from the European
Union for a 20-bed unit in Yaraslavl city was
applied for in April, 1998. To date, no decision
has been made on this. The day-care patients,
including our most recent - 22-year-old Larissa
who has a brain tumour - live in dread of
becoming too ill to come in for day-care
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