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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



2 IIHA NEWS SUMMER 1997

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'\‘.

N

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
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Apart from the dominating threat
of Chernabyl, which is only sixty
miles from Kiev, and other serious
pollution problems, Ukraine has
been suffering worse poverty than
Russia It is said that two out of
three people don’t get enough to
eat. and. sadly, this is especially
true of the young. Most people
can't afford meat, and, in winter,
fruit and even vegetables become
oo expensive for most families
You seldom see greens

It is scarcely surprising
that over 10 yvears the birth rate has
dropped from 33.000 to 20,000
According to official statistics, the
number of abortions (the main
means of contraception) in a year
amount to 68,000 but this figure is
uenerally feared to be much
higher

There has recently been a
serious increase in low birth
welzht babies, implying
malnutrition or pollution, with a

But merely giving advice on
nutrition seems of little use to
people who can't afford to eat
good food.

Family planning programme

To contend with the terrible rate of
abortion, particularly  among
teenagers, lrena Vovk embarked
on a new Government programme,
setting up family planning centres
to cover the 25 main cities in the
Ukraine. The centres which work
with  young couples and
adolescents have introduced a
programme on (eenage pregnancy
and are also helping with sex
education in schools.

In 1993 there were 40,000
teenage abortions a year. This
went down to 24,000 in 1995 and
is now probably halved, mainly as
a result of Irena's work. She
noticed that in London there was
combined counselling for boys
and girls, and she is hoping to do

she heard about preconception
nutrition she was at once eager to
include it in her programme. She
saw the sense of distributing
nutrition  supplements  with
contraceptives and including this
way of tackling reproductive
health problems in the literature
on family planning.

It is appreciated that
contraception can be used not only
to reduce unwanted babies and
abortions, but to delay conception
until the parents are ready for it -
that is to say, when they are
healthy and well nourished, and
consequently able to throw off
some of the worst effects of
pollution, = =fl

. ; k crRtE, the same in the Ukraine. When
higher risk of congeniial disorders.
ITHA Planning for
~ Parenthood 2. Children at an impressionable age,  We will make available, where
Pe=-cdn e w u“‘.mmlm“m%,, -
The HHA partnerships plan is for The project will help people to ﬁnrhulﬂ:ﬂi&nyh'l’lwpnjmk
the Ukrainian NGOs, together with achieve healthy pregnancies and designed to influence national policy
the Institute of Paediatrics Family healthy babies through increasing lndlnlchi:wwnﬁmhlﬁq:nm
'-: Planning Dept, which was set up in awareness of nutritional and years.
1994, to focus on: environmental needs. Information will
o be disseminated about chemicals ‘Healthy babies
L. Parents who are planning to start commaonly used in the factory and begin before
a family and who are receptive to home that are hazardous to both you're pregnant’
advice on reproductive health care. partners preparing for parenthood. seibslier 8,
PAMPHLET
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MOSCOW HEART SURGEONS
LEARN NEW TECHNIQUES
IN SOUTHAMFPFTON

with complex heart
problems; and

L TI'.I.IHH'I_L‘__ m the muln-

chsaplinary approach 1o
child health care,

Each year some 20-30,000 children in
Russia suffer from various heart
disorders. More than 13,000 of them
require surgery, and of these only
4000 can be operated on i Moscow

the others face a gnm and
hopeless future unless they can get
help from abroad,

The project should help o
impreve the quality of bte of many
children and reduce the number of
operanons performed on a child wath
1 complex heart problem.

To Iu-!]r remedy this, a
Russtan surgical team from the
Motk Insnitute, a general hospital in
Moscowr ahout the size of the
southampron Gerneral Hospal,
vistted the Wessex Cardiothoracie

The Russtins will also leamn
about the many “quality of Life”
measures that assess the impact of
different surgical procedures on the
child and his/her farmily,

¥ H Cenire host
e Foamy Salman, Wamer { ardtreTs UEm

The hierarchical systermn m
Moscivw does not allow for such
discussions. The surgeon’s methods

{enrre tor aweek m June to learn
; ; are never questioned.

new approaches and skills m
children's heart surgery.

In contrast 1o the Russian
doctor-centred approach to child Professor Vilor Selivanenko,
the leader of the Moscow team, sad:
"What impressed me most was the
informal way m which diagnostic and

procedural problems were discussed.
All of the team bear the responsibility
of the operaton, not just the

SUrpean. -

The Wessex ream 15 going to
Moscow later this year, where they
hope to perform operations an
Russian children. The long-term um
is to develop an outreach programme
in Mascow where children and their
families participate in the post-
operative or on-going care of
children with heart disorders.

le ris Ohe Makeand Mlartokee) Pl Selivamenils Fie  Lliwia Ol £

ITHA hopes to get some

health care, the development of the support for the Russian charty, the

multi-disciplinary team for decision

This 13 the first of 2 number

ot exchange visits that are planned by
HHAL The problems o be
i |:|r'l"¢."-{.".| | -

* expertse n complex heart
surgery in mfants and
management of post-
aperinve care

* umprovernent in the
munagement of children

making and management in the UK
has led to a child-centred approach.

Members of the Moscow
team were all impressed by the way
the Wessex team got together to
discuss the patient’s conditon and
AMTIVe AF 4 CONSEensus on operanng
procedure.

Society for the Cure of Children for

¢ artlioresendar Diseares, which is run by
g very dynamic health worker, Vera
Basis. who is the mother of a child
who had a heart disorder, but 15 now
fully recovered and helping her mum
run the charity. This sort of thing
rarely happens in Russia and must be
encouraged.
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Disaster area in
North Caucasus

A letter from Fatima Dzutseva appeals m
ITHA to help the people in her region of
the North Caucasus, where, she says,
there 15 a big ncrease i the morbidity
and mormlity rtes of children. She offers
to open an [IHA branch n the regon.
The North Ossenan Alanan department
for health care has wrinen w 1A
welcomng the idea

An epdermic of mwberculosis is
causing most anxety among the health
authonhes.

“There are a lot of children living m
smgle rooms with thewr families,” says
Fatma, * where there 5 often an adult
suffenng from TB

A thin mist hangs over the whole area
which 5 extremely polluted This
regarded as the main cause of an increase
in birth defects and such diseases as TH
and certbral palsy i children

YIf an omgamzanon such us yours
could somehow ease the situation, |
would be happy m become mvolved.
My own amemps 1© have children have
been a failure ™ she says, “so [ mught be
helping myself 2z well 45 muny other
couples by helpmg you

Fatima teaches English  ar  the
Umiversity of Vadikavkaz, where all
students are required o tke 4 vears
COURSE i Nursmg,

We have  wrtten 10 her
recirmumending that she should establish
i bl chasry with which we rrught
fonn i parmership. We would welcome
suggestions  fom  readers,  including
viluntesers who could visit Fatma on 1
fut  finding musson, [THA  could
trose tus bur have no funds t© cover
l'h’]“‘ll.‘\ﬁ

G

IIHA helps organise
Czech conference to
improve human rights
of disabled people

[THA was wwvired by the Furopean Union
PHARE Progmmme and the Czech
Republic’s Ministry of Labour and Social
Affaws (MOLSA) o play a leading mle in
onguusing g conference in Prague on the
hurren aphts of disahled people.

MHA collaborated with EPOS,
the Geaman hedlth consulnts, n branging
ngeter expens from Bomin, Gemmany,
Frace and Sweden at the Adanae Howel in
[rage 1 February 17 m 18,

In 4 welcoming address, Mare
Fudovla, director of the social policy
deparrment of MOLSA, sud that the
Czech Republic wanted w0 protect the
nghts of disabled citizens and, as a
potennal member of the BU, w find
sulunoms which harmonized with those
ot other European eountries,

Une of the main findings was
the need in the Czech Republic, as in
other Cenreal and  Eastern Buropean
countmes, to strengthen (if not create) the
el smgety - ve. the NGO, agencies, self-
lelp groups, lobby groups etc. which
foom an essentl part of the European
welfire  stte. In the past such
ogpisanons were discouraged or even
torhichden and the actual number of such
ongrisanons and  the extent of their
acnvines are relatvely modest.

The reporr of the conference
staared: *Tewould seem best for the Cazech
public authonties to develop  ther
relationshup with voluntary orgamsatons
wngd eventually even to subsidise their

activities where they are providing an
appropriate respanse to the needs of the
disabled,

ITHA was glad of the opportunity m
study the legal aspects of this problem,
which is not recognised in some Eastem
Buropean countnes, and makes n
difficulr sometimes for us to help people
who are  socially dsadvanmged by
chronic dlness or other disabilines  n
Russia and the Ulrane.

ITHA is now exploning the possibility
of holding a smilar conference in
Moscow with a view © obtuning
govermment recogninem and backing for
the socil aspects of our work  with
children and families disadvantaged by
illness:

It was stressed w1 the conference thar
there was no “best solution” mn any
country and there 15 no model which
could serve as an absolute reference
point. Certain principles, however, were
agreed cluding:

* the duty of the state to provide a
normal - place o socety  for
disabled persoms;

s the provision of medical,
vocanonal and social rehabilianon
o all pesons m need of such
services;

» the duty to provide rehabilitanon
4s a4 contnuing process, begmning
with the illness or accident and
lusting until the achievement of
social integraton,

* specil encouragement should be
gIven o private organizabons, self-
help groups and “lobbyviss™ for
the disabled. Such activines should
be recognsed and assisted by
public authorines;

. sieps should be mken for the co-

ordiraton of he vanous medical,
vocanomal and social secvices 15 well
as of povare services 1 onder (o
ersure both efficient ad 1o disabled
persons and ther anegrbon oo

society.
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A paper on English law on chscrrunatsn
was pn:ﬁﬂ'iﬂ:!b\"l—}f Richard Light, an ex-
policerman Iving i Romsey, Hampshure,
who, affer a setous acoident whuch left lum
penmanenty disabled |, became qualified as
a lawyer specialising m the rghs of the
dhsabled..

The moderator was Mr Anthony
Walstenholme and the sapporteur Mr
Alan Massam, both of ITHA.

Since the conference Richard Light
has been invited by the Czech Minstry of
Labour and Social Affaics 10 run a three-
day seminar on framing laws 1o prevent
chscamunation of disabled people.  He
has  dlso agreed to be a consultant n
[HA's plans to organise a conference in
Moscow similar to the one n Praymue, but
with special emphasis on children who
are socially disadvanraged through illness.

KNOW HOW (HSPS) OFFERS
FURTHER HELP TO IIHA

e Know How Healthcare Small
Parmerships Scheme (which 1s 4 Foreign
and Commonwealth Office minative) s
nffenng further help o IIHA for the
development of “outreach” work n
Moscow and the ranning of regonal CF
cenmres u1 Russi wath centres m Wessex,

At a meeting in the CAF Cenrre
n Southampton Row, Lemdon, n
March attended by Roy Ridgway of
THA , Julia south, bourd member of
H5PS wad Chnstme Foerester, the hard-
wickmg nunager of the scheme, TTHA
ws congrituliated on the work of the
Moscow ;"Suu;']mmpn m Cysnc Fibmosis
project. Juli South, an expert on soctal
wiclfare work, sud that members of the
Hemrd's evaluatnon ream  were

extremely impressed with what 1THA had
accomplished n Moscow both on the
climical side and on the outreach side,
ncluding the development of the parens
support group, which had become an
effective pressure group under
Mexander Zashkov

In particular, the team had been
impressed with the way Dr Chas Rolles
and hus teamn had worked closely with
Professor Nikolat Kapranov, m improve
the quality of clinical care of CF patents.
Ms South said that the rappart berween
the Moscow and Southampron teams
was remarkable

She said that most people
she met emphasised that "Roy
Ridgway" was the catalyst. She saw
ITHA as an umbrella group, looking
after all the different groups and
brngng them together in an holisic
approach, which would include
community-based care and attention
to environmental factors.

Chnsnne Forrester said that
the evaluation team, who had met
Professor Kapranoy and his team,
and had wisited Alexander Zashkov in
his office, were very satsfed with the
work that had been achieved so far,
Omn the outreach work ﬂlt:;
recommended that the Know How
Fund Healthcare Small Parmerships
Scheme (HEPS) should try o
support further work on community
outreach and the development of
farmuly support.

It was agreed that the
funding for another nurse to wisit the
UK could be used for Judi Madison
and a small grant of £500 for the
ITHA to cnable the proposal to be
developed in full consultanon with
our Russian parmers.
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