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'SUCCESS STORY

It is now two years since we launched the [IHA
Southampton/Moscow Cystic Fibrosis Project, which
has been very successful and has developed into a model
forchild health care in Moscow's Republican Children's
Hosprtal. The unco-ordinated hospital servicefor CFin
Moscow i1s now an organised, co-ordinated service with
regular note-keeping, good documentation and regular
outpatient clinics even for children who are relatively
well

Other chronic illnesses

In Moscow our work is expanding to include help for other
chronic ilinesses mcluding dinbetes and allergic conditions
stich as asthma. Wehave also established a partnership with
the Society for Children with Cardio-Vascular Diseases (see
page 13 | Our work is developmg more mie a social
programme and is less concemed with medical twinning.
valuable though this 15, especially from the pomt of view of
the Russian docters’ morale, which is so low at present. But
though medically things are gomg well, socially and
psvchologically the overall care of children with chronic
illnesses 15 disorgnnised and somewhat haphazard, So we
are now concentrating our efforts on the social and
psychological needs of children and their families.

The Moscow team

Amaong those who are working with us are Peter Kent, head
of the UK CF Trust's Family and Adult Support Services,
peychotherapist Sugan Van Dias (well-known for her work
at Moscow's Tushinskaya Children's Hospital) Patricia
Cockrell, head of the Moscow branch of Quaker Peace and
Service and the Catholic Apostolic Office m Moscow.

In November Judi Maddison, CF specialist nurse at
Southampton General Hospital s to undertake an extensive
fact finding programme specifically directed toward non-
hospital based service and support for children.

Meanwhile, in Wnchester we are working seven daysaweek
to keep up the momentum. [THA's work has almost doubled
since the publication of our summer Newsletter, but we still
rely a great deal on voluntary work and the dedication of our
doctors in London, Southampton, Moscow and Odessa. Our
need now is for more substantial core fimding to allow us to
employ additional exccutive stafl on & permanent basis. so
we are appealing to you, our readers, to help us in any way
voucan What we are doing in Russia and the Ukmine is not
only creating new models for health care, which will benefit
other parts of the world, but is also cresting a model for
peace-building, which 15 essentially concemed with our way
of living  the world: not preaching. but demonstrating how
diverse groups can work together in harmony to help the
disadvantaged. A pood example of unity in diversity.
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EUROPEAN COMMISSION CO-
FINANCES IIHA'S CHILD HEALTH
CARE PROJECT

The European Commission Phare/Tacis LIEN Pro-
gramme. which was set up to help disadvantaged
groups in Russia and the new republics, has selected
IHA's Care of Children with Chronic Hinesses and
their Families in the Ukrane for co-funding. Other
funders include Charity Know How, a Foreign and
Commonwealth Office initiative, which has supported
ITHA since it was established m 1992, and the UK
Depantment of Health, which financed a feasibility
study in  Odessa.

The groups imitially targeted i the [THA partnership project are children
suffering from cystic fibrosis, o most distressing penetic disorder, the mum
fearures of which are: (1) sticky mucus which clogs airways and leads 10
lung infection; and (2) clogging of the pancreatic duct, leading to a
deficiency of disgestive enzymes and malnutrition

The [IHA praject will introduce modern treatments which will improve the
quality of life of these children. [THA wall also help to establish national
and local support groups and organise the necessary training for them to
deal with health and social problems

Partners i the project are the Royal Brompton Hospital in London , the
Odessa CF Trust  and the Odessa University H ospital (Pirogoy).
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UKRAINE BENEFITS FROM SUCCESS OF

MOSCOW CF PROJECT

The European Commission Phare/Tacis Lien
Programme selection of [THA's project for co-fimding is
the result of much hard work over the past two years n
Moscow and more recently in Odessa. The
Southampton/Moscow cystic fibrosis project has
become a model for child health care, and lessons leamt
there will be applied to our work i Odessa.

[THA and the Royal Brompton Hospital decided 1o go
ahead with the Odessa project, if funding could be
found, after a fact finding mission by consultant
respiratory paediatrician Dr Mark Rosenthal and
executive staff of [THA. Since then there have been
two medical exchanges, two consultants from the
Odessa University Hospital (the Pirogov) coming to
London for traning at the Royal Brompton Hospital and
two consultants gomg to Odessa for further traming of
doctors there. mcluding training in physiotherapy,
which is so essential in the treatment of cystic fibrosis,

The Royal Brompton Hospital could not be a better
choice for twinning with the Odessa hospital. which 1s
the main Ukrainian centre for CF treatment. The
Brompton is the largest cystic fibresis centre in Europe
it looks after 350 children and 750 adults and is the
onl- hospital in the UK catering exclusively for heart
and lung disease in adults and children

The Ukrame CF project was launched in April this year
with a visit to Odessa by Dr Mark Rosenthal,
Paediatric respiratory Research Fellow Dr Jane Davies,
and Senior Paediatric Physiotherapist Gill Phallips.
Nearly hundred children from all over the Ukrame,
some travelling over two and a half thousand
kilometres, came to the University Hospital for an
assessment of their growth, lung function and
nutritional status. However, the mamn purpose of the
doctors visit was to meet the families and encourage
them ta develop an esprit de corps rather than continue
to suffer their previous isolated state. The parents were
also taught the latest methods of physiotherapy.

At that time we had very little in the way of medicines,
but the Lien Programme grant will enable us to
purchase life-saving pancreatic enzvmes which all the
children need and to develop family suppont groups.

After his visit Mark Rosenthal commented : "This
population of children with CF represents probably the
last unitreated group of Caucasian children with CF
The opportunity to observe the benefits of modem
management, which would be impossible mn any
Western European country, is of tremendous value.”

Dr Mark Rosenthal examines a child in the hospital lecture hall, He was the only doctor without a white coat and his
sensitive style of teaching impressed everyome




A WEEK IN MOSCOW

ITHA visits Moscow to help set up CF
family support services. Roy Ridgway
reports.

| took a thick woollen Crombie with me, but it wasn't
needed.  Evervone in Moscow was talking about the
"unusual’ weather. It had been the warmest, driest
summer on record, affecting people’s health, especially
old people who had respiratory problems because of the
heat.. And in the first week in October when [ was there
it was still sunny

It was n week of contrasts - sometimes enjoyable and
stimulatmg, at other times depressing  disturbing and
frustrating  Nothing new about this, of course. It's
always the same every time | visit Moscow, and the
people don't change much either they are still
struggling to makie ends meet, they have no faith in the
future On the other hand, I've always found them
warm-hearted, welcoming and generous and those we
know and work with believe that s only their
association with us that gives them any hope.

No doubt the visit was a thrill for Peter Kent, the head
of the Family and Adult Support Services of the CF
Trust in the UK. who came with me. But it must have
been a shock, with all the dirt and litter, the beggars,
the street children, the crumbling buldings, the grey,
cheerless comdors and wards of hospitals

On the day we arnved there were reports that the
economy was seftling down with inflation now around
5 per cent. There is a lot of construction work gomg on
mecluding the rebuilding of the Moscow cathedral,
which Stalin blew up, the construction of 2 huge
underground  shopping complex in the middle of
Moscow, and improvements to the ring road, which has
always been known as “"the killer road." . There are
many more restaurants and road-side kiosks and at
night Moscow is bathed m  a blaze of hight and is
begmning to look like any other Ewropean city, with
many pleasure seeking people milling around  in the
centre, most of them looking much better off than they
were a few years ago.

But m spite of this, there is still a lot of poverty - the
gap between rich and poor goes on  widening - with
scitists and doctors complaining that the povernment
finds the money to pay for so much construction work
while they receive very little pay themselves or no pay
at all for months on end Professor Zilov of the
prestigious First Medical Academy (LM, Sechenov) and
his deputy, Dr Ludmilla Kudaeva, said they hadn't
received any pay since August. A man on the metro, an
engineer by profession, told Ludmilla that he received
850 a month and out of this had to pay 330 in rent
Many professionals, including doctors, are in a similar
position.

Maost people are extremely worned about the elections
to the Douma in December. fearing the worst, with

hard-liners once again m power.  People are just as
miserable and despondent as ever But it would be
surprising if they felt otherwise The Russians have
endured 70 vears of revolution, war and Stalinist terror
and thewr history. going back centuries, is one of
repression. This has, | am sure. made them very
suspiciotts of any promises of better times to come
They just don't believe it.

Meeting with Professor Kapranov's team

Professor Nikelai Kapranov, the head of the CF
Department at the Republican Children's Hospital, and
his team spoke of their hopes and aspirations. "1 would
like our CF project to continue,” he sad. * Before it
began in 1993 we were babes. Now we know a lot
more, but we can still make mistakes and desperately
need the support of the [IHA and Southampton - not
only because we value your expertise, but because the
situation in Russia 15 so unstable Our patients could
suffer as the result of pelitical decisions. All treatment
could be disbanded. Collaboration with vou docs a lot
for our self-confidence. It's the only stable part of our
lives,”

"Before the CF project began we were babes,” said Professor
Nikolai Kapranov '




We talked about the future. | put forward the sugpestion
that & semmar could be held for polychnic doctors
about CF diagnosis and the dissemination of other
information that would strenpthen ties between hospital
doctors, families and paediatric therapists.  There is a
preat deal of interest m family medicme which s
practically unknown in Russia.

The seminar could be a useful first step in the reform of
primary health care in Moscow. [THA is organising a
presentation on primary health care by Western experts
to the Family Medicine Department of the First
Medical Academy (1M, Sechenov), in lanuary, 1996

The seminar at the Republican Children's Hospital
could take place at the same time.

Pancreatic enzymes

The question of future supplies of pancreatic enzymes
came up at almost every meeting we attended  Nikola
said that they had put in a request to the Ministry of
Health about the provision of enzymes, but nobody
believes that anything will come of this.

It's not certnin who will be the Mimister of Health or if
the present government health department staff will be
retained after the December elections. So evervthing i=
m the melting pot.

Two mam pharmaceutical firms are competmg for the
markel  for  pancreatic  enzymes - namely,
Solvay/Duphar and Knoll. Of the two, Knoll is the
more ageressive and has sided more with the parents's
charity than the doctors. Peter Kent describes their
strategy as a frontier approach which might not "sit
comfortably with Western Ewropean methods, but wall
be acceptable. and work. in Russia"

Parents Meeting

About fifty parents came to this meeting held in the
Republican Children's Hospital Most of them looked
pretty grnim at first and | don't think they expected
anything much to come out of the meeting. We wanted
to talk to the parents on their own so the doctors agreed

1o leave us alone.

Nikolai Kapranov introduced Peter Kemt and myself
and then left the meeting. Irene Myamikova (a2 mother
who had visited Southampton with her son Alexei) did
the interpreting for Peter and the Quaker Peace mnd
Service representative Patricia Cockrell mterpreted for
mz. Nina (who is the grandmother of 2 CF child and
waorks in the hospital) was on the platform representing
the doctors.

I spoke first about the meaning of “mtegrated health” -
integrating different disciplines, | explained , inteprating
groups disadvantaged by chronic illness into the
community. and integrating
mind/body/spint/environment - treatmg the whole
person. not merely repairing parns

I also spoke briefly about the Euwropean Commission
LIEN programme, which 1s ammed at developmg
sustainable social and health programmes where
infrastructures and services are weak In keeping with

this programme. [THA haoped 1o help m 't_hz
cetablishment of family support services. We are hopiny
to obrain 3 substantial grant for this purpase.

Peter then took over and said that he was there to ask
questions about how he could help. not to impose his
ideas on them. The parents were all very depressed and
angry about the present political situation.  Peter felt at
one poumnt that he was "being got at.” [ felt helpless as |
looked round at a sea of faces that didn't seem at all
fnendly at first. None of them seemed to understand
how we could help or why we were there.

They said such things as;

*  Weneed practical belp  becsuse many womm cmt
wirk: The wottin - spenkmg =od she'd had mm offer of
money from haly, but none had amved

* s oot w0 much memey we peed Childees need
anmes il mtibnotics

* s people ouluide Moscow whi bove major problems
Dirugs are oot always free bl can only be obtomed with
cash. There are local problans which are not alwavs presan
. Ruszan level

*  We cm only count o ourselves and dunty,  The
government is no help. Until we ge someane like Marpare
Thotcher nothmg will change

*  Several people said the siwation was deperate

®  [snot psvchologeal spport thit i nesded  It's o
auestion of survival

*  Wooem from Yoruslavl We bhave a small cotre for
about tm childees We hove a problem because the State
does not think CF chiliren wre disshled m any way. They
hove arms and legs and do aot look ill, md when we tel]
doctors about  thedr  digestive  problams, they dond
imderstand: they just refer them to a gastro-aterologist. The
maponty of people don't understand what the problems are
They dont understand the dhildrm have special nee s

The polvelmic doctors dml ks o too el o
problems are sanmg md so trestment = often deloyed mnd
minor problems beconse severe Damde Mossow the
problems are much greater md very fow  of the doctoms
kasiww hiew b Lackile CF

. Another woman whoese child of twe o three ot
who faded 10 wos wmken 10 the Polvelinic where they
dmgosed brnchrtis This womm from Viadomr sad  she
now has oo problen i oblaming Creon. but the knows af a
bt af perple who dmt have Creon and take old fomms of
PEATEIIS VI



















































