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Ladies and G entlem en,
I think th a t I don’t exaggera te  too m uch w hen I say 

th a t w e live in a tim e of rapid changes. N ot only rapid 
changes but also fundam ental changes. M any of these  
changes (but not necessarily  all) are positive and CF is 
a very  illustra tive one.

Known for a t least 6000 years, CF dream t the silent 
dream  of unknow n adulthood. P a tien ts  died soon after 
birth only recognized by their helpless patien ts to have 
sa lty  skins. A ccording to old G erm an folklore a child who 
ta s te s  sa lty  on being kissed has a poor prognosis.

The 20-th cen tu ry  brought the breakthrough. D escri ­
bed betw een  1930 and 1940 as a new  clinical entity , CF 
w as recognized m ore and m ore in Europe and America. 
U sing  the sw eat te s t, diagnosis w as m ore and m ore 
facilitated, the  autosom al recessive inheritance of CF w as 
established in the  1960-s, the  localization of the gene to 
chrom osom e 7 in 1985, and the  gene w as cloned four 
years later.

The genetic  revolution resolved the biochem ical puz ­
zle in 1989 w hich had led to m any intuitive but false 
hypotheses, brilliant but com pletely w rong scientific 
papers, g rea t hopes but b itte r delusions! Thus, CF w as 
finally determ ined as a chlorid channel m utation  defect. 
This fundam ental finding for CF s tands like the  fam ous 
s ta tu e  of P e te r  the  G reat in this city  as a solitair. 
Certainly, it will take som e tim e before we have digested 
th is inform ation and adopted it to  reach new  horizons for 
CF trea tm en t.

The application of m odern genetic  tools has allowed 
to  determ ine the prevalence of CF in Russia m ore 
precisely than  before. Unlike in N orth A m erica or W es ­
te rn  Europe w here w e face a prevalence of 1 CF child in 
about 2500 births, R ussian sc ien tists  have determ ined a 
prevalence of 1 CF child in about 12 000 life births. 
F u tu re  genetic  stud ies will lead to  a clearer picture of 
the d istribution  of m utations in the CF gene. The 
identification of unknow n m uta tions which account for 
about 25%  of CF cases in Russia will also be very 
valuable for p renata l diagnosis of CF. But first of all we 
have to d iagnose CF. The classical sw eat te s t is available- 
in 50%  of 89 geographical regions of Russia. As w ith 
m any biochem ical te s ts , reference laboratories are nee ­
ded to ensure  high quality  standards.

B esides the  identification of the CF gene, the  year 
1989 also saw  the  opening of the first tw o officially 
designated  CF cen tres in Russia, one in M oscow  and the 
second one here in S t.P e te rsbu rg . M any  o ther cen ters 
followed and w ith  its 150 M illion inhabitan ts, R ussia has 
now 26 CF centers. The trea tm en t of this com plicated 
disease has clear advan tages for the  CF patien t in

specialized cen ters, w here expert team s and expensive 
equippm ent can provide b e tte r care th an  in sm aller 
private practises. Let us hope th a t such  team s including 
besides the  clinician trained physio therap ists, d ieticians, 
specialist nurses, social w orkers and o ther experts, will 
be established in these  cen te rs in R ussia in the  future. 
Clearly, the physician him self canno t fullfill all these  
tasks alone in 24 hours! Let us also hope, th a t the  recen t 
political changes w hich led to  the  break of the form er 
U SSR  will not im pair the  dialogue betw een  CF cen ters 
in Russia, the U kraine, B yelorussia or the  Baltic R epub ­
lics, to nam e only a few.

W e have to adm it th a t the  identification of the  CF 
gene had no direct im pact on the  tre a tm e n t and the 
prognosis of CF patien ts. R ather the  fundam ental change 
in nutrition  based on pancreatic  enzym e supp lem entation  
toge ther w ith the antib io tic revolution in the last three 
decades has increased life expectancies for CF patien ts  
significantly and enabled CF patien ts  to  reach adulthood 
w here this trea tm en t w as applied. M an y  efforts had been 
m ade in R ussia in this direction, and I only w an t to 
m ention the close cooperation of the  M oscow  CF cen ter 
w ith the CF cen ter of Sou tham pton  in England and the 
Solvay com pany w ho have generously  supported  these 
efforts. This has already led to a 50%  survival ra te  of 
CF patien ts in M oscow  and S t.P e te rsb u rg  of 23.3 years.



If antibiotics and pancreatic  enzym e supplem entation 
would be available for all CF patien ts in Russia, a sim ilar 
life expectancy  will resu lt also in th is country.

All drugs have the ir price. The cost of appropriate 
trea tm en t per patien t for one year in Russia is approx ­
im ately 7000 USD. And this figure m ay increase w ith 
the use of o ther, m ore expensive antibiotics to approx ­
im ately 17 000 USD . It is good new s th a t in M oscow  
CF patien ts  can  receive their drugs free of cost since 
1999. H ow ever, such  help is not offered in every part of 
the coun try  and s tro n g  efforts have to be taken  to 
im prove the situation  w here it needs im provem ent. But, 
besides the  financial aspect, particularly, w ith antibiotics 
we have to pay ano ther price. B acteria get resis tan t to 
every antibiotic and sooner or later w e have to change 
our antibiotic stra tegy .

Education of the various aspects  of CF to the  young 
clinicians in o ther parts of the  coun try  is m andatory. 
N ational and in ternational sym posia or congresses devo­
ted to CF are valuable s tra teg ies  to  distribute and 
increase the know ledge about CF in d istan t parts of the 
country. The 5-th CF Sym posium  w hich s ta r ts  today 
toge ther w ith the 10-th N ational C ongress of lung 
diseases here in S t.P e te rsb u rg  is an optim al occasion to 
learn from the m any experts w ho have com e here all 
about CF, to m ake new  friends and to  plan future 
scientific cooperations. R esearch is needed to  investigate  
host-parasite  in teractions and m any o ther aspects  of the 
m ultifactorial CF pathogenesis. W e have to  move, to 
change, to modify, to  create  new  concepts. Research is 
in the air and we all sense  it w ith  our hearts. L e t’s s ta rt 
toge ther into th is new  era!

Dr. Chris Rolles (UK), 
Southampton General Hospitals, Southampton

Professor Kapranov and his team  are to be congra tu ­
lated for the w onderful developm ent of the  cystic fibrosis 
service in M oscow  over the last 10 years.

W hen Professor Kapranov sta rted  the  service he 
encountered  a g reat m any obstacles both political and 
financial. He had a very  loyal team  who stayed w ith him 
and supported  him during those difficult tim es. At first 
he needed to find a base in which the cystic fibrosis 
service could run. E ventually  his persistence paid off and 
he w as provided w ith accom m odation for both the staff 
and the patien ts  a t the Republican C hildren’s H ospital. 
In spite  of having very few links w ith any o ther cen tre 
of expertise the clinic developed and patien ts  from the 
whole of the country  w ere seen, diagnosed and cared for 
as well as those from M oscow.

In 1993 a B ritish based charity  (International In teg ra ­
ted H ealth  A ssociation IIHA) m ade con tact and w as able 
to initiate  a very  productive collaborative program m e 
which still continues.

Initially the  collaborative program m e w as based on a 
“tw inn ing” w ith  the cystic fibrosis cen tre  in Sou tham p ­
ton w hich w as of com parative size in te rm s of patients. 
It w as im m ediately recognised th a t cystic fibrosis care 
in the UK could not be absolutely paralleled in Russia 
because of the sheer resource im plications. For exam ple 
in the UK at th a t tim e the average patien t w ith cystic 
fibrosis cost the National Health Services about 15 000 USD 
per year. T hat type of resource would not be available in 
Russia and w ould not even be appropriate in the  Russian 
setting . W ith the help of a pharm aceutical com pany 
(Solvay) a project w as se t up to  see w hether a m uch 
sm aller investm en t in M oscow  could produce resu lts that 
m ight at least be com parable. The end point in a 4 year 
project w as to prove th a t perhaps 90%  of the benefit 
seen in the UK could be obtained in Russia w ith less than 
10%  of the  resources. This w as not only extrem ely  good

new s in the Russian se ttin g  but w as also very  im portant 
inform ation in the  UK w here it w as recognised th a t a lot 
of the additional expenditure w as probably unnecessary. 
The resu lts of th a t collaborative study  have now been 
published. The essence of the modified clinical approach 
w as based on the know ledge th a t the M oscow  team  had 
good tra in ing  and expertise and th a t the  British team  
had practical experience in the runn ing  of a clinical 
service.


