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Theme for
International Thalassaemia Day 2010
The informed patient:

“The improvement of understanding is for
two ends: first, our own increase of
knowledge; secondly, to enable us to deliver
that knowledge to others.”

- John Locke (1632-1704)

This year's theme for 8th May has two
aspects. The first is the patient’s knowledge
and information. At TIF we believe that an
informed patient is an empowered patient:
the more you know, the better you can
manage your condition and your life. The
more you know, the better you can interact
with your doctors and other carers. And when
a lot of knowledgeable, strong individuals
come together and join efforts, their collective
voice will be even stronger.

How often have doctors, nurses and other
health professionals said about their patients,
particularly those with chronic conditions:
“My patients understand their disease better
than | do!"” The experience and knowledge
held by the patient can greatly benefit patient
care and quality of life, something which
gradually is becoming more recognised by the
medical world.

Today's knowledgeable patients can make
decisions regarding their treatment and work
in partnership with their doctors, rather than
simply being passive recipients of instructions.
But in order to do this, the patient needs the
power that comes through education and

Knowledge is power!

information. This has long been, and still is,
one of TIF's main educational aims.

The second aspect, as so wisely expressed by
the great Enlightenment philosopher, is
sharing the knowledge. Patients working
together with other patients, parents,
volunteers and health professionals - creating
associations, getting involved in health policy
formulation at a local, then national and even
international level. We can really make a
difference, not just for ourselves, but for
others, too!

The idea of the 2010 slogan is to encourage
every patient to become educated, but also to
recognise her/his already-existing knowledge,
to use it and share it. We have lots of ideas for
8th May activities, which we will share with
you soon. In the meantime, you can see how
the concept of empowerment lies at the heart
of TIF's new projects which are starting now
(see page 8):

* Preparation of new age-specific educational
materials for children and young people

» Expert Patient programme

s Survey to find out what patients expect
from “expert” treatment centres (in the
context of the ENERCA project)

* Regional patients’ and doctors’ networks,
“piloting” in Europe and moving to other
regions of the world

* And more...

Feeling inspired?
Share your ideas for 8th May 2010 activities with TIF!

TIF MAGAZINE_NOVEMBER 2009_www.thalassaemia.org.cy
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in Iran was the primary HCV infection risk factor. In 2003, 21% of hemodialysis patients of Tehran were found to be HCV seropositive. By using the
RIBA 2 complementary assay, 13.2% (95% CI: 11.3-15.1%) of patients were confirmed as being HCV-positive. HCV infection rate was significantly
higher in patients with a history of blood transfusion (odd ratio=1.9, 95% CI: 1.1-3.6%). Apparently, there was a significant correlation between the
number of blood units transfused and the HCV infection rate.

The results were similar in Guilan province (24.8%, range: 9%—40%; 95% CI: 19.9-29.7%).6 In 2005, in the Tehran province the prevalence of HCV
seropositivity decreased to 8.4%.1It seems that implementation of compulsory thorough blood donor screening in Iran since 1995 and reduction of
transfusion number due to common erythropoietin administration led to decreasing occurrence of HCV and HBV infection in hemodialysis and tha-
lassemic patients.In recent years, an increasing role has been assigned to hospital-transmitted infections (nosocomial). It has been shown that duration
of hemodialysis, irrespective of the number of blood transfusions, and a history of previous renal transplantation was an independent risk factor for the
acquisition of HCV infection. Hepatitis C virus can be transmitted by infected hands of the medical staff, hemodialysis machines,29,30 other medical
equipment, or objects circulating between patients, e.g., swabs, plaster rolls, disinfection fluid bottles, dish trays, etc.1,2,21 The separation of stands for
infected patients and assigning them individual nurses may play an important role in reducing the spread of HCV further in coming years. Such a strictly
enforced isolation policy drastically reduced HBV transmission in similar settings.*'

Regarding HBV infection, the similarity of age and sex of HBSAg-positive and negative hemodialyis patients highlights that the risk factors of HBV
infection in hemodialyis patients are different from the general population. Apparently, the strict isolation of machines was the insistent policy of the
country even under circumstances of shortage of machines, which made patients’ commute between farther centers and their own neighborhoods
unavoidable. In some cities, special centers were provided for HBSAg-positive patients (especially in large cities).

This approach helped health authorities to support these centers with higher budgets for more strict universal precautions and serious surveillance.
Improvement of the people’s knowledge about HBV transmission risk factors, national vaccination program, which has achieved coverage from 62% in
1993 to 94% in 2005, and vaccination of high risk groups justifies the decreased HBSAg-positive incidence in the general population and who started
hemodialysis also.

Next step was persuading and supporting the charge of 4 dose vaccinations of 20 micrograms or 3 dose vaccinations of 40 micrograms injections in-
tramuscularly in the deltoid muscle in different centers from 2000, although it is not yet obligatory. It has been disclosed in the Tehran province (2630
patients) that only 55% of patients were vaccinated for hepatitis B and 30% refused vaccination.'®

Genotypes of HCV

HCV is characterized by a high degree of genomic heterogeneity, whose evolutionary consequence led to the appearance of genetically different groups,
genotypes, and quasispecies in the long-term. Sequence analysis has revealed at least 6 major types, each type being divided

further into subtypes.The distribution of genotypes may vary according to geographical regions. Some genotypes may be associated more frequently
with progression of liver disease and poorer responses to therapy.

In addition, the serum HCV viral load, the route of transmission, and the accomplishment of interferon therapy seem to be associated with subtypes.34
Consequently, it is crucial to identify the HCV subtypes in different highrisk groups for both epidemiological objectives and patient management.
Regarding the genotype distribution in Iran, none of these patients were found to be infected with genotype 2.This finding is in contrast with global
HCV genotypes distribution and the high frequency of genotype 4 in patients on hemodialysis and nonuremic patients living in Saudi Arabia,”' and
genotype 2 in Argentina.

CONCLUSION

On the subject of HBV infection prevalence, which decreased from 4.3% in 2002 to 2.8% at the time of the present study, our next strategy should be re-
duction of the risk of noncompliance and failure to respond to vaccination. It seems that vaccination should be mandatory in dialysis centers and should
be encouraged in the pre- ESRD period. Concerning HCV infection prevention, 2 approaches are recommended: the first could be decrease of duration
of the hemodialysis period by possible early transplanta- Alavian et al. tion. The impact of renal transplantation on the course of

HCYV infection and the effect of pretransplant HCV infection on survival among ESRD patients who have undergone renal transplantation is controver-
sial. It seems, nevertheless, that transplantation of suitable HCV-positive patients not only offers better quality of life to them without serious adverse
effects on patient and graft survival, but may probably lead to decrease of burden of HCV, its complications, and incidence rate in dialysis units. The
next may be strictly enforced isolation policy for HCV-positive patients, which may play a significant role in limiting HCV transmission in HD units,
and universal precaution in dialysis units should be under constant close surveillance.

Refrence:
International Society for Hemodialysis
2008; 12:378382
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Hepatitis B and C in dialysis units in Iran:
Changing the epidemiology

INTRODUCTION

Hepatitis B (HBV) and C (HCV) viruses are the most important causes of transmitted infections by the parenteral

route in patients on maintenance hemodialysis. Hepatitis C virus (HCV) is also the major cause of their liver

disease in both industrialized and developing countries, which may lead to liver failure or hepatocellular carcinoma.

The prevalence of HCV and HBV infection in hemodialysis patients varies markedly from country to country, ranging from negligible for HBV in de-
veloped countries to very high regarding HCV in some developing countries. There are many reports on the subject of the prevalence of HCV and HBV
infections in blood donors, deferred blood donors, hemophiliacs, thalassemic patients, intravenous drug users (IVDs), patients on hemodialysis, and the
general population in Iran. It has been emphasized that better donor selection, improvement of sensitivity of tests and rejection of high-risk groups to
donate blood are the main causes of reduced rate of transmission of HCV and HBV infections by blood. Although, HCV infection is an emerging disease
due to increase in number of IVDs patients, but the prevalence in special patients on hemodialysis or with thalassemia is decreasing."”

In order to facilitate effective future planning by healthcare authorities, reliable and up-to-date information on patient numbers, development trends and
outcomes are indispensable. Such reports provide a valuable base for comparisons between specified patient populations, and aid to find innovative poli-
cies. In the meanwhile, such information regarding demographic and epidemiologic transformation is not available from large parts of the developing
world.®

According to different studies in Iran, some effective strategies developed to reduce the prevalence and incidence of HCV and HBV infections among
the dialysis patients. The aim of this study is to review the efficacy of these strategies and the trend of results in the whole country.

MATERIALS AND METHODS

Since 1975, Ministry of Health (MOH) introduced a treatment program for ESRD patients. As a routine, all hemodialysis patients in Iran have biannual
blood samples for assessment of serum HBSAg, HBS Abs, and HCV Abs [enzyme-linked immunosorbant assay (ELISA)]. The national data is collected
in the related office in MOH.'®

RESULTS

There is an increasing prevalence/incidence of ESRD in Iran, from 238/49.9 pmp in 2000 to 357/63.8 pmp in 2006. The increase in the number of
admitted patients to Renal Replacement Therapy was mirrored by an increase in the number of hemodialysis centers, machines, transplantation centers,
and even peritoneal dialysis centers.'®

Yet, the patient/machine ratio is 4.7 in 2006 (it was 5 and 5.2 in 2003 and 2004, respectively). The data of our registration system has shown that the
mean age of dialysis patients was 49.5 years in 2000 and 54.5 years in 2006; the male to female ratio is 1.33, which has not shown significant changes
during this period.

Currently, 50% of the identified ESRD population in Iran is on hemodialysis, 47.5% are transplanted and 2.5% are on peritoneal dialysis. The number
of dialysis centers increased from 227 in 2000 to 316 by the end of 2006.18,19 The prevalence of HBSAg-positive patients who started hemodialysis
decreased from 0.028 in 2001 to 0.017 in 2006, while the prevalence of positive HBS Ag and HCV Abs in patients on hemodialysis decreased from
3.8% and 14.4% in 1999 to 2.6% and 4.5% in 2006, respectively (Figure 1). The sex ratio and mean age of HBSAg-positive and negative patients did
not show any significant difference from 2001 to 2006.

Reprocessing of hemodialyzers for reuse is not practiced in this country at all and all HBS Ag and none of HCV-positive patients are on separate ma-
chines. MOH recommended the appropriate anti-infective universal precautions to all centers but it is not supervised officially.

DISCUSSION

Incidence and prevalence

Hepatitis C virus infection prevalence in hemodialysis units varies from 4% to more than 70% in different countries, and there is also a wide variation
among dialysis centers even in a single country. The prevalence in Sudan was 23.7%20 and in Saudi Arabia in 2005 decreased to 29%. In Europe, it
is diversified and is lower in the northern areas (U.K.: 2%, Sweden: 8.8%), while it is higher in the South (Spain: 25%, Italy: 27%, and Turkey: 20%).
In France, the relevant figures vary from 15% to 42%, depending on the dialysis units.22,23 The prevalence of HCV infection in the Carneiro et al.24
study in Brazil was 16.4% (CI 95%: 14.3-18.7), almost 12 times greater than that observed in local blood donors from the same region. Otherwise, it
was in accordance with other Brazilian investigations, in which the prevalence has varied from 8.4% to 65%. The prevalence of seropositive HCV Ab
in Iran decreased to 4.5% in 2006.

Infection routes in dialysis units

For many years, blood transfusions have been the main source of HCV infection in this patient population. A history of transfusion before the year 1996
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