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Thalassemia and Three Iranian Patient Activists: 
Their Pursuit of Advocacy 

 

HOSOYA Sachiko 
 

Ⅰ Introduction 

 

1. Purpose and context of the study 
The purpose of this working paper is to present one example of the civil 
rights movements in Iran, through providing the information collected 
during the author’s ethnographic research from 2014 to 2018, partially 
funded by a Sophia University research project on “public sphere and 
civil society in the Middle East”. Three patient activists in Iran will be 
introduced in this paper, with the detailed description of their endeavors 
for the advocacy for patients with the genetic disease called thalassemia.  

I chose thalassemia patient activists among people with many 
different kinds of illnesses or impairments, because the prevalence of this 
genetic blood disease is high in Iran and Iranian patients have been 
actively involved in international / national / regional patient-driven 
advocacy. Iranian patients with thalassemia have been enjoying their 
activities in collaboration with thalassemia patients’ societies and 
organizations at different levels, such as local hospital-based communities, 
the national body of patients’ organizations, and the international 
federation which deploys various programs for these patients at global 
level.  

The reasons why three Iranian activists with thalassemia were 
chosen for the case studies, are as follows. Firstly, the author had 
sufficient opportunity to communicate with them to allow them to 
understand the author’s intention. Furthermore, they were forthcoming 
with information and materials about their activities, under their own 
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names1. These ethical points are of the utmost importance, when the study 
is about the people in a position where they are easily exposed to 
discrimination, such as people with genetic diseases. Secondly, each 
activity has been associated with events or circumstances which aptly 
represent the social environment in which Iranian people with this genetic 
illness live. Thirdly, each patient activist works in a different field where 
his skills, knowledge, or network can be effectively utilized; from the 
ones in local settings within his personal relationship to those in national 
and international discussions for experts. Their activities will demonstrate 
the breadth of activities for patient rights in Iran. 
 
2. Key concepts and frameworks for description 
1) Biological citizenship 
This working paper aims to introduce the actions for patient rights by 
patients themselves currently seen in the Islamic Republic of Iran, 
through ethnographic descriptions of three patient activists. The emphasis 
is on providing information about their activities, rather than elaborating 
theoretical discussions on social movements or civil society. However, a 
key concept and a framework employed in this paper should be briefly 
described, in order to associate the activities of the three Iranian patients 
with the issue of the public sphere and of civil society. 

Firstly, the key concept of “biological citizenship” is helpful to 
understand the global context of the Iranian case studies presented in this 
working paper. It was introduced by Nicholas Rose in his study (Rose 
2007) as an active part of citizenship, in which people with diseases or 
biological characteristics make a contact with people with similar genetic 
traits, illnesses or impairments and develop international networks to 
advocate their rights. Their activities include lobbying their governments 

                                                        
1 There is no female activist in these case studies. This is not the reflection of the imbalance 
between genders in terms of participation. Among the Iranian thalassemia activists, there are 
many female patients who have important roles in the community, but most of the female 
thalassemic activists with whom the author held interviews in Iran, admitted to having 
uncomfortable feelings about a publication that may include their personal information. 
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to prepare accessible medical and welfare services, by supporting 
professionals to identify the aetiology of their diseases and to find new 
medical treatments to cure intractable diseases. Furthermore, by 
pressuring public agencies to provide the necessary financial support for 
people with particular biological conditions. 

The term “biological citizenship” was previously used in Adriana 
Petryna’s study of Chernobyl victims exposed to radiation. The identity of 
the victims who shared the biological conditions in the nuclear meltdown 
catastrophe, motivated them to rationalize the collective experience of the 
disaster, to organize political groups and social action in pursuit of 
medical and welfare support and funding (Petryna 2013: 49, the page 
referred to is from the Japanese version). On the other hand, Paul 
Rabinow named the collectivity in the age of molecular biology and 
genomics as “biosociality”, which was epitomized by the formation of a 
group by the neurofibromatosis patients, around the “chromosome 17, 
locus 16,256, site 654,376 allele variant with a guanine substitution”. 
“Biosociality” arises through a “circulation network of identity terms and 
restriction loci”, and the patients in the group take political action for 
their disease, share their experiences, give information to their children, 
or renovate their home environment (Rabinow 1996:99,102).  

Deborah Heath, Ryana Rupp and Karen-Sue Taussig articulated the 
concept of “genetic citizenship”, in order to illustrate the phenomenon in 
which patients with genetic diseases have become vigorously involved in 
professional activities such as the development of effective therapies and 
clinical trials through collaboration with physicians and scientists. They 
expand the global network among people with the same genetic 
conditions through peer support based on their experimental knowledge, 
and share their values not as a passive patient but as a proactive agent, in 
furtherance of advocacy for a better quality of life (Heath et al. 2007). 
This is a kind of social movement intended to fulfill the citizen’s rights, 
based on the international gathering of people with the same genetic 
conditions. 
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Rose, inspired by these discussions, extended Heath’s concept to one 
which includes the collective practices and politicalization of people who 
share not only genetic characteristics but also biological conditions. His 
discussion through the study of Huntington’s disease and bipolar affective 
disorder showed that many citizens with various biological conditions 
recognize their rights to full access to information, medical care, and 
social activities available at the time, while the governments, authorities 
in medical sciences, and clinical practitioners take accountability, and 
accept the responsibilities for any violation of patient rights (Rose and 
Novas 2004). 

The activities of the three Iranians taken as examples in this paper 
can be also comprehended as the emergent phenomena in the age of 
“biological citizenship”. The activities by the Iranians with thalassemia to 
claim their rights will be shown with multiple layers consisting of the 
communities and stakeholders at different levels. Concerning the 
networks among people with the same biological / genetic condition of 
thalassemia, there is a global body of patients, their parents, medical 
professionals and their supporters called the Thalassemia International 
Federation (TIF). National thalassemia societies and organizations enjoy 
their membership of TIF, and member countries such as Iran have their 
own activities in various realms, while participating in TIF conferences or 
meetings in accordance with their policies. In addition, there are local 
communities based in hospitals or blood transfusion centers where 
patients with thalassemia major regularly visit and meet each other face to 
face, as well as international and interregional communities, in which 
people exchange information through telephone calls, message 
applications and social media. 
 
2) Quadrant patient advocacy framework 
Apart from the discussion of citizenship, a framework of patient advocacy 
introduced by Wong-Rieger (2017) can be used as a guide to comprehend 
the experiences of actively engaged patients in a more practical way. It is 



 5 
SIAS WP NO.29 ◆THALASSEMIA AND THREE IRANIAN PATIENT ACTIVISTS 
 

 

considered that the modern history of patient advocacy originated in the 
health disasters induced by toxic or viral contamination of medical 
products or by the environment. Some examples are the global crisis of 
thalidomaide and HIV/AIDS, or more locally in Japan, such as the 
SUMON crises (subacute myelo-optico-neuropathy caused by quinoform, 
a gastrointestinal drug), and Minamata Disease (central nervous system 
disease induced by methylmercury in seawater polluted by industrial 
sewage). However, the degree of direct participation of affected people 
differed among these crises. Wong-Rieger developed a four-mode 
framework through the analysis of various patient organizations, defined 
by one axis for the main agency of action (as individual / collective) and 
the other axis for the positioning of action (as outside / inside) in the 
system (Figure 1). 

Wong-Rieger (2017) identifies the typical actions and tactics of the 
four matrixes of the framework. Its matrixes are for understanding 
organizations and groups which work for patient advocacy, but it can be 
useful to categorize the individual activities introduced in this paper. Most 
patient-driven advocacy emerges from a personal issue such as harm, loss, 
injustice or denial. This is categorized into the quadrant one, “advocacy”, 
in which raising awareness is sought as the outcome. Today, many 
individuals with illnesses and impairments disseminate their own personal 
stories through a variety of ways, not only by social media, but also in 
more traditional ways such as giving lectures to local residents or 
appearing on local TV programs. The second quadrant is “activism”. It 
consists of activities such as demonstrations, group-based compensation 
claims, class action lawsuits, and social media activism, which can be 
commonly be seen in social movements (Wong-Rieger 2017:272).   

The activists in the third quadrant “reform”, try to transform the 
system from inside by influencing the decision makers based on their own 
position, power, network or expertise. Organizations categorized in the 
third quadrant may conduct research to give evidence of the impact and 
the ambit of the issue, sometimes preparing “position papers (to show the 
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particular viewpoint of the organization on a particular issue related to 
their activities)” and venues such as conferences to discuss their problems 
as a public issue. The forth quadrant is “broker”, in which activists or 
their representatives are involved in the system as legitimate partners. 
They officially participate in the decision-making processes, which means 
that they serve both the patients and the existing system which has been 
seen as an obstacle to fulfilment of the patients’ needs. That may cause 
conflict but they may also have enormous influence on the patient 
community and the system (Wong-Rieger 2017:272). 
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Figure 1 Patient advocacy framework (cited from Wong-Rieger 2017:272) 
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3. Three Iranian patient activists at different levels of influence 
Regarding the recent global success of patient-led or patient-driven 
activities, the involvement of patients with advantaged social 
backgrounds is not uncommon in many countries. Iran is not an exception. 
Some Iranian patients with thalassemia have established highly 
professional positions in which they can be active and vocal in terms of 
patient advocacy both in national and international arenas. However, in 
Iran, there are also many patients who were not born into educated or 
wealthy families or have not completed higher education, but still enjoy a 
variety of activities in local settings, including advocacy for themselves. 
This particular phenomenon in Iran seems to be unique, if the situation is 
compared with neighboring countries in the Middle East. 

In chapter Ⅲ, three thalassemia patients will be introduced along 
with the quadrant patient advocacy framework explained above, but they 
are also categorized into three different levels of influence with regard to 
their activities. (a) International / national level, (b) national / regional 
level, and (c) regional / single-centered level. Firstly, as a person involved 
in the first level (international / national) activities, Dr. Hadipour will be 
introduced. He, who is a holder of a doctorate degree in pharmaceutical 
sciences from Tehran University, has an enormous influence on patients 
in Iran and other countries as an opinion leader with professional 
knowledge of their own disease and treatments. His role can be placed as 
one of the heralds of the flourishing discussion on civil rights in Iran, and 
an activist categorized into quadrant one (advocacy), quadrant two 
(activism) or quadrant four (broker). 

Secondly, the activities of Mr. Gholampour, who supported 
thalassemia patients’ litigation of hepatitis C virus infection against the 
Iranian government and has been organizing sports programs for friends 
with the same disease through the Isfahan thalassemia society, will be 
addressed. This is an example of quadrant two (activism), and the second 
level (national / regional) activities, since the same lawsuits have been 
drawn in many provinces in Iran, but his activities are for patients living 



 8 

in Isfahan. Thirdly, Mr. Gholampour and Mr. Taherizadeh’s joint 
campaign of “Illness is not the end of the life” by a 1,700-kilometer 
bicycle trip from Isfahan to Mashad will be discussed. Finally, Mr. 
Taherizadeh’s various activities of “patients without limitations” based on 
a hospital in Isfahan including giving a talk about patients’ experiences to 
future health professionals. These stories are categorized as the third level 
(regional / single center) activities, and into quadrant one (advocacy). 
 
4. Methodology 
The information presented and analyzed in this paper is gathered from 
2014 to 2018 by multiple methodologies, through several different 
international research projects. In order to understand the living situation 
of thalassemia patients, their activities, and Iranian contexts in which 
their lives are embedded, related academic literature and written materials 
such as web news and blog columns both in English and Persian were 
studied. At the same time, personal semi-structured interviews with health 
professionals and people with thalassemia in Tehran, Isfahan, and Shiraz 
were conducted for ethnographical description and analysis, as well as 
intermittent visits to a thalassemia center for questionnaire surveys in 
Isfahan and participation in related events and meetings in Isfahan and 
Tehran. 

Additionally, the author visited medical centers and thalassemia 
societies in other countries including England, Turkey, Greece, Jordan, 
United Arab Emirates, Azerbaijan and Thailand, where the prevalence of 
thalassemia is high or activities by thalassemic people are flourishing. 
Findings through these visits are also taken into consideration for 
comprehending the global contexts of thalassemia politics. Furthermore, 
basic knowledge of pathophysiological features, symptoms and 
treatments along with their reverse effects, and the socio-cultural issues of 
people with thalassemia was gained by the author2 by means of attending 
                                                        
2 The author has both licenses as a clinical nurse and a public health nurse registered in Japan’s 
Ministry of Health, Labor and Welfare. 
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conferences and seminars for medical professionals. 
The author’s research projects were supported by various research 

projects based in Sophia University, The University of Tokyo, Japan 
Grants-in-Aid for Scientific Research, Japan Institute of Developing 
Economies, Sasakawa Peace Foundation, Oxford University, and the 
School of Nursing and Midwifery, Isfahan University of Medical Sciences. 
The research proposal including questionnaire survey3 was approved in 
2015 by the research committee of the School of Nursing and Midwifery, 
Isfahan University of Medical Sciences, and the field research in Iran was 
conducted with the support of patients in Isfahan.  

There is no conflict of interests, but as the people introduced in the 
paper have a genetic disease, considerable ethical attention must be paid 
throughout the process of publication. The purpose of the study was made 
clear to these three activists in English and Persian, before their consent 
was gained. Furthermore, the draft of this paper was read by Dr. Hadipour 
and explained with details in Persian to Mr. Golampour and Mr. 
Taherizadeh by phone and messenger applications, to avoid wrong 
interpretation and misleading descriptions which might cause problems in 
their lives. The draft paper was revised several times, in order to reflect 
the Dr. Hadipour’s expert commentary and the opinions of Mr. 
Golampour and Mr. Taherizadeh. The author completed these procedures 
to receive informed consent, and the three activists approved the author’s 
publication as a result of their involvement in the writing process. Due to 
this particular methodology, the contents of this paper put more emphasis 
on delivering and introducing their viewpoints than demonstrating critical 
analysis of their activities. However, all the descriptions of this working 
paper are based on the author’s understanding, and it is the author who is 
solely responsible for its contents. 
  

                                                        
3 The result of the questionnaire survey is not included in this paper, but has been used for the 
analysis in other papers such as Hosoya (2017c). 
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Ⅱ Iranian contexts of the activities of people with 

thalassemia 
 

1. Medical services in Iran 
Iran is a country located in the Middle East, with a population of 
approximately 81 million in 2017 (The World Bank 2018b) and a land 
area of 1.6 million km2. Iran experienced a drastic socio-political change 
after the Iranian Revolution in 1979. Since the Islamic government places 
a particular emphasis on the welfare of the nation, the right of access to 
health services is manifested in Article 29 in the Iranian Constitution 
(Markaz-e pazhūhesh-hā-ye majles-e shourā-ye eslāmī 1397(2018)). The 
establishment of the national network for providing health and welfare 
services is one of the salient changes introduced after the Revolution, as 
well as the alterations of administrative, judicial, and legislative systems.  

The quality of health services is closely related to the country’s 
economic situation. Iran is recognized as a middle-income country, with 
GDP per capita (current U.S. Dollars = USD) in 2017 was 5,415 USD, 
and GDP per capita at purchasing power parity (current international 
dollars) in 2017 was $ 20,950 dollars (The World Bank 2018b). The ratio 
of the people who are under the poverty line (5.5 USD a day) was 8.1% in 
2013 (The World bank 2018a), but the one of the recent reports shows 
that 10.61% of urban and 17.03% of rural households live in poverty4 
(Financial Tribute 2018). The unemployment rate in Iran averaged 11.70 
percent from 2001 until 2018, reaching an all-time high of 14.70 percent 
in the first quarter of 2002 and a record low of 9.50 percent in the fourth 
quarter of 2008 (Trading Economics 2018).  

The educational standards of the Iranian population can affect the 
quality of health care. The literacy rate of adults was 84.5% in 2013, but 
that of people between 15 years old and 24 years old was 94.7% in 2016. 
                                                        
4 The poverty line here is defined as 2.7 million rials (61.3 USD) for an individual living in urban 
areas and 1.7 million rials (38.6 USD) for each person living in rural areas per month. 
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The completion rate of elementary education (percentage of relevant age 
group finishing grade 5) was 97.53 percent in 2014 (WENR 2017). Both 
statistical numbers show a higher standard in Iran than in neighboring 
countries5.  

The national network for Primary Health Care (PHC) has been 
successfully expanded throughout the country after the Revolution, and 
all the public / private medical institutions / centers are under the 
supervision of the Ministry of Health and Medical Education (MOHME), 
and each province has at least one national medical university, which 
takes responsibility for all the medical and health centers both public and 
private in the province. Advanced medical treatments can be received in 
urban areas, and in 2016, life expectancy was extended up to 76 (The 
World Bank 2018b). The maternal mortality ratio (modeled estimate) was 
25 per 100,000 live births in 2015, while the infant mortality rate per 
1,000 live births was 12.8 in 2017 (The World Bank 2018b). The 
health-related indicators show that the level of the people’s health and 
accessibility to medical treatments in Iran has been improved after the 
Revolution, and currently they have estimated quality above the regional 
averages (WHO 2010:29). 

Razavi pointed out that during the first to third Five Year 
Development Plan (1990-2004), the Iranian government implemented the 
privatization of health care, and this caused a dramatic increase in 
household expenditure, following the reduction of governmental subsidies 
to health sectors (Razavi 2011:1-2). The health expenditure ratio against 
GDP is 4.5% in 2014 (Espicom 2014), health expenditure per capita is 
273.4 USD in 2014 (Espicom 2014), and approximately 90% of the 
population in Iran is covered by one of several public health insurance 
schemes (Zare et al. 2014:2). However, there is an increasing concern 
                                                        
5 Basic education lasts until grade 9 compulsory, and in free in the public schools. Prior to 2012, 
the basic education cycle lasted 8 years and was divided into a five-year elementary education 
cycle (dabestān) and a three-year lower secondary, or guidance cycle (rāh-namā’ī). Reforms 
adopted in 2012 have since then extended the elementary cycle to 6 years, lengthening basic 
education to a total of 9 years, although most students presently still study under the old structure 
(WENR 2017). 
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towards the relation between household medical expenses and poverty. 
The out-of-pocket proportion of total health expenditure ranged from 
55.2% to 58.9% between 1984 and 2008 (Zare et al. 2014:2-3), and more 
recent data show the similar percentage (Espicom 2014). The limited 
coverage of the health insurance schemes leaves many medical and 
pharmaceutical services remaining uninsured, and has led to the recent 
trend of purchasing extra medical insurance by the people who can afford 
the premium payments. 

Furthermore, although President Rouhani has been trying to achieve 
universal health insurance coverage, the rate of Iranians who had been in 
the situation of catastrophic health expenditures 6 increased from 2.57% 
in 2008 to 3.25% in 2015 (Yazdi-Feyzabadi et al. 2018). The US-led 
international sanctions partially exerted a causal influence over these 
medicine-related difficulties, though medical equipment and 
pharmaceutical products are excluded from the list of sanctions.  
 

2. Clinical characteristics of thalassemia 
Thalassemia 7, referred to as “Cooley’s Anemia” and “Mediterranean 
Anemia”, is a heritable hemoglobin production defect, which causes 
severe anemia. β-thalassemia, caused by the lack of production of normal 
β-hemoglobin chain, is the thalassemia type most frequently seen in Iran, 
and is highly prevalent in the countries around the Mediterranean Sea, the 
Middle East, Trans-Caucasus, India, and East Asia (Cappellini, et al. 
2014:15). Some reports show that annually 60,000 to 70,000 affected 
babies are born worldwide, and estimated 18,000 deaths occurred due to 
thalassemia in 2010 (Lozano et al. 2012:2108). Thalassemia is recognized 
as one of the most important public health issues in the global context, 
because the majority of patients live in countries in which appropriate 
medical care is not available.  
                                                        
6 The article employs the WHO definition of catastrophic health expenditures, which is that 
household’s health expenditures are catastrophic when they are equal to or more than 40% of 
household expenditure after subtracting the subsistence costs.  
7 Detailed information about thalassemia is in Appendix. 
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The severity level of thalassemia differs. Patients with “thalassemia 
major”, also described as “transfusion-dependent thalassemia”, or “severe 
type of thalassemia”, have serious anemia and need regular blood 
transfusions. On the other hand, “thalassemia minor”, sometimes called 
“thalassemia carrier”, is very mild and does not require medication. There 
is another category called “thalassemia internedia”, the severity of which 
is between thalassemia major and thalassemia minor, but does not need 
frequent regular blood transfusions. The activities discussed in this paper 
are the ones for and by the people with thalassemia major or 
transfusion-dependent thalassemia, who need life-long medical care.  

People with thalassemia major without appropriate transfusion 
therapy are characterized by various symptoms such as severe anemia, 
hypertrophy of liver and spleen, yellowish skin caused by hemolysis, and 
deformity of facial bones. When a British pediatrician reported this 
disease in the 1930’s, most of the patients died before reaching the age of 
six, but development of blood banking enabled patients to live until their 
teens as a result of being given regular blood transfusion (Cowan 
2008:181-197).  

However, even though blood transfusion therapy is sufficient, there 
is another life-threatening problem that the people with thalassemia major 
must suffer. This is iron accumulation in the body due to regular multiple 
blood transfusions. Overloaded Iron damages many tissues, at worst 
resulting in death by heart failure, cirrhosis or liver cancer. At the same 
time, growth retardation, delayed puberty and infertility caused by 
pituitary damage, or diabetes and hypothyroidism / hypoparathyroidism 
induced by multiple endocrine abnormalities which occur in many cases 
(Cappellini et al. 2014:42). To avoid these negative effects, iron chelation 
therapy, a medication regimen for removing excessive iron from the body, 
should be imposed on given to patients on a routine basis.   

For a complete therapy to cure thalassemia, the applicability of gene 
therapy has been studied in recent years and some clinical trials have been 
reported successful. However, currently only stem cell transplantation 
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could be an available remedy for thalassemia major 8, though many 
patients have to resign themselves to having no access to treatment 
because of a lack of financial capacity or matching donors (Strauss 
2009：366). Thus, the majority of thalassemia major patients are still 
dependent on regular blood transfusion and chelation therapy for survival.  

Although they have to be engaged in life-long medical treatment, the 
life expectancy of thalassemia major patients has been significantly 
prolonged, not only in developed countries but in middle income 
countries such as Iran, because the management of these symptomatic 
therapies has been improved. Some surveys conducted in Iran reported 
that in the mid 2000s’ only 50% of  patients with thalassemia major 
lived until 30 years in Hormozgan province (Yavarian et al. 2006:11), the 
25-year survival of patients was 59.3% in Sistan and Baluchestan 
province (Roudbari et al. 2008:1034), but by the mid 2010s’, 63% of 
Shiraz residents with thalassemia major can live until they are 40 years 
old (Rajaeefard et al. 2015:3), while the 30-year survival rate of 
β-thalassemia patients in Hamadan province was 80.5% (Zamani et al.  
2015:235). Additionally, the young generation with thalassemia major 
have fewer visible negative effects including facial deformities, so that it 
is not obvious that they have a serious disease. Patients now can have 
higher education, professional occupations and their own children. 

 

3. Thalassemia prevention program 
Thalassemia major occurs when the child inherits two mutated genes from 
                                                        
8 Iran is a member of the European Group for Blood and Marrow Transplantation Registry 
(EGBMTR), and if a matching donor is found, stem cell transplantation is available for 
transfusion-dependent thalassemia patients in Iran. According to the report of the European 
Society for Blood and Bone Morrow Transplantation Hemoglobinopathy Registry, 68 Iranian 
Thalassemia patients in the EGBMTR had 85% of 2-year survival rate and 73% of 2-year disease 
free survival rate (means transfusion / thalassemia free survival rate). 2-year disease free survival 
rate is higher than that of Saudi Arabia (65%), but lower than that of Italy (82%), Turkey (80%), 
and the UK (87%) (Baronciani 2016). In the Hematology-Oncology and Stem Cell 
Transplantation Research Center in Tehran, 335 thalassemia patients had stem cell 
transplantations between 1991 and 2007, and their overall survival rate was 79.4%, disease free 
survival rate was 68.4% (Ghavamzadeh et al. 2009:71). However, considering the population of 
thalassemia major in Iran was estimated to be about 20,000 in 2007, it can be said that the 
patients who had undergone stem cell therapy were not the majority. 
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each parent. Population mobility and intermarriage between different 
ethnic groups means that thalassemia occurs in almost every country of 
the world including Northern Europe and Japan, where thalassemia 
carriers seldom used to be found. The carrier frequency rate of 
β-thalassemia in Iran differs among the provinces from 1% in West 
Azerbaijan to 9.5% in Kerman, whilst the average is 4%, which is higher 
than the world average (1.5%), Turkey (2.1%) or Saudi Arabia (3.2%) 
(Miri et al. 2013:14-15), but lower than the countries with the highest 
frequency such as Maldives (18%), Cyprus (14%), Sardinia (10.3%) and 
South East Asia (3-5%) (Cappellini, et al. 2014:15).  

In the Middle Eastern countries, it is presumed there is a relationship 
between the high prevalence of genetic diseases and consanguineous 
marriage. A literature review in the late 1960’s to 1980’s showed that 
24.5%~37% of marriages in some Iranian local cities and nomadic tribes 
were consanguineous, and the majority of them were between first 
cousins (Givens and Hirschman 1994:822). Research in later years 
recognized the same tendency, and many reported that consanguineous 
marriages could be contributing to congenital impairments as well 
(Mehrabi Kushiki and Zeyghami 2005, Mehdizadeh et al., 2005, Dastgiri 
et al. 2007, Fathzadeh et al. 2008, Jazayeri et al. 2010, Dehghan et al. 
2010, Mehrjoo et al. 2015, Ajallouyan et al. 2016, Jamali et al. 2018, 
Keyfi et al. 2018). 

Ghotbi and Tsukatani analyzed economic aspects of thalassemia in 
their publication in 2005. In Iran medical treatments for thalassemia 
newborns could be launched soon, blood transfusion and iron chelation 
therapy were both available with government subsidies. Any patients with 
thalassemia major had to receive blood transfusion two or three times a 
week, and thalassemia patients took 50% to 60% of all donated blood in 
Iran, equivalent to 24.6 liters a year per patient (Ghotbi and Tsukatani 
2005:313). Iron chelation therapy to remove excess iron could extend the 
life expectancy of people with transfusion-dependent thalassemia, but the 
chelation drugs are very expensive (Ghotbi and Tsukatani 2005:313). 
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The birth morbidity rate of thalassemia major was 0.74 per 1,000 in 
Iran and most patients lived until their late teenage years by the beginning 
of 2000’s. In 1996, the number of new-born thalassemia major cases was 
864 (Hadipour et al. 2013:128), and the number was expected to 
accumulate every year. More than 25,000 patients underwent treatment at 
that time(Ghotbi and Tsukatani 2005:314), which meant that the 
immediate cost of treating thalassemia in Iran was about 220 million  
dollars per year, when the total health expenditure was about 23 billion 
dollars (Strauss 2009：373). Calculations show the projected cost for 
thalassemia patients in Iran could have increased up to 700 million dollars 
per year, if a preventative approach had not been taken. Ghotbi and 
Tsukatani concluded that the prevention program for reducing, or even 
stopping the birth of thalassemia major patients was more cost-effective 
than treating transfusion-dependent thalassemia patients (Ghotbi and 
Tsukatani 2005:314). From a perspective of medical economy, it is more 
expensive to pay the costs of treatment for people with 
transfusion-dependent thalassemia 9 than the cost of implementing the 
national screening program to avoid the affected birth. 

The Iranian thalassemia screening program was started primarily in 
1992 in some provinces, as premarital identification of carriers and to 
discourage marriage between carriers. Concerning the high prevalence of 
this illness and family marriage, all the couples who were wanting to 
marry have to have a blood test before the marriage registration. Firstly, 
the male would-be partner’s blood was checked10 and only when his 
blood showed the thalassemia traits, the female would-be-partner 
                                                        
9 For instance, without insurance coverage in Japan, one irradiated erythrocyte extracted from 
400 ml donated blood (about 280ml) costs about 18,000 yen (162 USD). For people with 
thalassemia major, 2 packs of red blood cell transfusion might be needed, thus it will be cost 
about 36,000 yen (324 USD). Technical charge for one blood transfusion is about 18,000 yen (162 
USD), and the cost of examinations needed for blood transfusion is about 3,500 yen (32 USD). To 
sum up, without insurance coverage, excluding charge of physician’s visit, one blood transfusion 
will be about 518 USD. Without insurance coverage, one vial of 500mg Desferal is 1,465 yen (13 
USD). One tablet of 125mg Exjade is 1,195 yen (11 USD). For example, an adult patient needs to 
take 20mg Exjade per 1kg weight per day, so a person of 60kg weight may have to use chelation 
drugs costing approximately 100 USD per day. 
10 The blood test for thalassemia screening is based on hemoglobin analysis, not DNA analysis.  
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underwent screening, to avoid stigmatization. The high-risk couples 
(when both partners are found to be carriers) were informed that it would 
be better to separate, but many of them did not choose to do so. Instead, 
they requested permission for selective abortion proceeded by prenatal 
diagnosis, as any kind of abortion was illegal at that time. (Fallah et al. 
2009:1285). This resulted in the issue of an approval fatwā from the 
Supreme Leader in 1996 (Ghotbi and Tsukatani 2005:314), and since then, 
prenatal diagnosis and selected abortion of affected fetuses has been 
practiced.  

Under the national thalassemia screening program mandated in 1996, 
the same screening procedure is taken, and it is reported that from 1996 to 
2001, 2.7 million couples were screened and received counseling through 
the national Primary Health Care network. Marriages between carriers 
reduced by 50% (Strauss 2009： 370), and the annual birthrate of 
thalassemia sufferers was reduced by 70% (Saniei et al. 2008:268). A 
more recent study reports that the success rate of the Iranian thalassemia 
prevention program was estimated to be 82.3% in 2009 (Miri et al. 
2013:16). Mediterranean countries with a high prevalence of thalassemia, 
such as Cyprus and Sardinia, have also installed national programs for 
thalassemia control successfully, in which the prevalence of affected 
newborns fell to almost zero (Strauss 2009：367). Despite this, given the 
smaller scale of the land and population of these countries, the Iranian 
program is evaluated as a greater success (Miri et al., 2013:16). 

The implementation and success of the national thalassemia 
prevention program has affected the life of people with 
transfusion-dependent thalassemia in various ways. The influence can be 
seen most significantly in the change of population distribution of people 
with thalassemia major and intermedia. After the thalassemia prevention 
program became mandatory in 1996, the affected new born cases had seen 
a considerable drop in numbers, and the generation born before the 1980’s 
did not have a longer life expectancy. This can be seen in the survey in 
2004 (Abolghasemi et al. 2007:234), the population with 
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transfusion-dependent thalassemia sweep the bell curve with its peak of 
around 25 to 33 years old. The number of the patients is smaller in both 
older and younger generations.  
 
4. Public organizations supporting people with thalassemia 
a) MOHME Division of “special diseases” 
Some of the chronic illnesses, which do not have any complete therapy 
and need regular medications, are categorized as “the special and 
intractable diseases (bīmārī-hā-ye khās va sa‘ab-ol-‘elāj)” in Iran. 
MOHME has a division under the department of medical treatment for the 
special and intractable diseases, which covers thalassemia, hemophilia, 
hemodialysis, and multiple sclerosis. There must be at least one public 
hospital which takes responsibility for the management of therapies for 
people with special diseases in every province. Patients with these four 
conditions are covered by “insurance for special diseases”, and most of 
the necessary medications are provided free of charge. 

Under this governmental scheme, the medical treatments inevitably 
required by the transfusion-dependent thalassemia patients are supported 
by the government. Blood transfusion, and blood tests are free of charge11. 
The cost for iron chelation therapy is free of charge too, if the patients use 
Iranian local products including generic and copied drugs. 
Transfusion-dependent thalassemia patients may have other symptoms 
caused by iron overload, but the provincial office of the division of 
special diseases supports the patients financially to obtain the necessary 
drugs and medical care for the treatment of complications, including 
periodic medical examinations for screening cardiac iron overload12.  
 
b) Charity Foundation for Special Diseases 
Since suffering from illnesses or having physical / mental impairments 
                                                        
11 Patients have to pay extra costs for transportation and equipment such as infusion filters. 
12 However, some treatments for complications are not free of charge, for example 
transfusion-dependent thalassemia patients with diabetes should pay 5% for insulin and 10% for 
pen-insulin (information from Dr. Hadipour by personal communication). 
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are the omnipresent factors of poverty, the Iranian government has also 
been making efforts to develop the welfare service provision system for 
people with impairments and diseases. The constitution of Iran 
acknowledges ‘Welfare Rights”, and the national social security system 
should cover the people with impairments, based on vocational 
rehabilitation rights legislated in 1959 (Moore and Kornblet 2011:10). 
Some governmental organizations and Revolutionary Foundations 
affiliated to the Supreme Leader’s office13 provide welfare services to the 
people with impairments14. However, because patients with thalassemia 
are recognized as people with “special diseases”, not people with 
“impairments”, they are not covered by the welfare programs, except the 
patients whose families are in a financial predicament and covered by the 
Emam Khomeini Committee’s program.    

One of the prominent characteristics in the field of health and 
welfare in Iran, is the active involvement of NGOs both in terms of 
advocacy and service provision. People with impairments and diseases 
actively take leaderships in some of these NGOs, though some other 
NGOs for supporting people with impairments or diseases, are led by 
philanthropists. There is no official statistical data of NGOs in recent 
years, but the number of NGOs had already reached 250 by 2004 (Moeini 
2011:62). Notwithstanding tight restrictive control over NGOs during the 
Ahmadinejad regime, it is estimated that at present, more NGOs provide 
various services from local to national level, fulfilling the insufficiency of 
the services of governmental organizations and revolutionary foundations 
(Moeini 2011:62-65). 

To support people with thalassemia, there is a non-governmental 
                                                        
13 Revolutionary foundations are non-governmental institutions, but placed as public service 
provision bodies which are directly under the supervision of the Supreme Leader.   
14 The State Welfare Organization provides rehabilitation, education, and prevention programs 
for people with impairments and social vulnerabilities. The Emam Khomeini Committee is the 
largest organization of legal charity for the deprived, and the Ministry of Cooperatives, Labour 
and Social Welfare is responsible for social security including health insurance and workers’ 
compensation. The Mostaz‘afan Foundation gives aid and support for war veterans. Some 
organizations such as the Civil Servant Pension Organization covers pension schemes for the 
employees. 
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organization called “Charity Foundation for Special Diseases (bonyād-e 
omūr-e bīmārī-hā-ye khās)”, which provides various medical and social 
services to thalassemia patients. In many countries, the president or 
patron of the national level thalassemia organization is a female member 
of a leading national figure’s family. The Charity Foundation for Special 
Diseases is also privileged to have the first daughter of Ayatollah 
Hashemi Rafsanjani, the fourth president of Iran (1989 - 1997), as a 
founder.  

The Charity Foundation for Special Diseases15 was registered as a 
non-governmental, non-profit organization on International Thalassemia 
Day (May 8th) in 1996, but Dr. Fatemeh Hashemi Bahremani started its 
activity in 1992, when some patients with kidney disorder, thalassemia 
and haemophilia visited her to explain their problems. Dr. Hashemi 
recognized that these three conditions are highly prevalent in Iran, but 
there is no complete remedy to cure these diseases, and patients have to 
endure life-long costly medical care for survival. At the opening 
ceremony of a dialysis center on the southern outskirts of Tehran in 1995, 
her father, the President of Iran at that time, approved her proposal to 
establish a foundation to support patients with these three diseases.  

The Charity Foundation of Special Diseases covers patients in 3 
conditions of dialysis, thalassemia and hemophilia as “patients with 
special diseases (bīmārān-e khās)”, and in 6 conditions including cancer, 
multiple sclerosis, kidney transplant recipients, diabetes, autism, and EB 
(Epidermplysis Bullosa, a genetic skin disease) as “incurable disease 
patients (bīmārān-e sa‘bo-ol-‘erāj)”. Currently, the Foundation has three 
thalassemia centers in Tehran and Borujerd. Dr. Fatemeh Hashemi 
participates in the Thalassemia International Federation’s conferences 
every year, encouraging young Iranians with transfusion-dependent 
thalassemia to be active in international arenas. In addition, patients with 
these conditions and diseases enjoy national sports championships 

                                                        
15 The information here is accessed from its website (Bonyād-e omūr-e bīmārī-hā-ye khās 2018). 
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organized by the Foundation. 
 
5. Patient oriented organizations  
As exemplified above, people with thalassemia, a genetic hemoglobin 
disorder, have patient-led organizations at international, national and 
regional levels, and these organizations collaborate with each other, 
despite their different spheres of activities. In furtherance of 
understanding the activity of each person, the works of three related 
organizations, the Thalassemia International Federation as the 
international body, the Iranian Thalassemia Society as national level 
organization, and the Isfahan Thalassemia Society as a local society, are 
presented as follows. 
 
a) Thalassemia International Federation (TIF) 
The original body of TIF was born in 1986, when patients with 
thalassemia and their families mainly from England, Italy, Greece, Cyprus 
and the USA met in Italy to discuss the possibility of global collaboration 
with regard to thalassemia. TIF was officially registered in 1987, as a 
non-governmental, non-profitable, and patient-driven organization with 
its quarters established in Nicosia, Cyprus (Soteriades and Weatherall 
2014). TIF’s Board of Directors has 18 members from various countries 
considered to cover the regions’ geographical balance. 16 of them are 
elected for 4 years, from the people proposed by the membership 
countries and 2 from the countries without affiliation. Currently, TIF 
represents 207 patients’ associations from 68 countries across the world16. 

TIF’s mission is for the development and implementation of national 
disease-specific programs for thalassemia in every country, which 
encompass both components of prevention and of management. Its vision 
is the establishment of equal access to quality health, social and other care 
for all patients with thalassemia globally, in a truly patient-centered health 

                                                        
16 The information here is accessed from its website (TIF 2018). 
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care setting. Sickle cell disease and many other issues pertaining to public 
health are also addressed in the context of TIF’s activities (TIF 2015:12).  

The main goals and objectives of TIF for achieving its mission are 
elaborated by Soteriades and Weatherall (2014).  
 
 

The main goals and objectives of TIF 
(a) The empowerment of patients and their families through the 

development of patients’ support groups and strengthening of their 
voice and capacity to work and ensure the necessary medical, public 
health, economic, social and cultural support. 

(b) The promotion of recommendations and resolutions at national and 
international levels to prioritize and integrate hemoglobin disorders into 
WHO and EU programs on Non-Communicable-Diseases, Birth 
Defects, and Rare Diseases. Empowerment is closely associated with 
this objective envisioning an active role in the policy arena. 

(c) The generation and dissemination of reliable, evidence-based and 
updated information and knowledge on hemoglobinopathies for medical 
practitioners, nurses, other public health professionals, patients’ 
organizations and the community at large. 

(d) The development of productive collaborations with other 
organizations, health professionals, national and international bodies, 
regulatory agencies, industry, and other disease-oriented organizations 
focusing on the establishment of networks of academic and public 
health institutions, expert centers and health professionals to support its 
work and mainly its educational programs. 

(e) The solid commitment of TIF to promote patients’ rights, equitable 
access to quality care, and provision of a holistic care approach  
including medical, psychological and social services, as well as support 
of active partnerships and productive dialogues with all stakeholders. 
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(f) TIF’s core scope is to act as the global united voice of patients with 
hemoglobinopathies and particularly for patients with thalassemia. 

 

 
Soteriades and Weatherall (2014), TIF (2015) and TIF’s official 

website also summarize the 25 years TIF’s activities, with some 
highlights of its important achievements. 
 
Hemoglobinopathies awareness 
Thalassemia is one of the many hemoglobin disorders, referred to as 
hemoglobinopathies, and TIF, although its main target is thalassemia, tries 
to raise global awareness of hemoglobinopathies.  

The largest success in this field of awareness is “International 
Thalassemia Day”, which was started in 1993 and is held every year on 
the 8th May. This has become a global event, and in many countries 
people with thalassemia attend national or local gatherings. Another 
achievement is publications. “Quarterly magazine”, which started in 1998 
and reached its 68th issue in 2016, is distributed in 60 countries. 
“Guidelines” for the management of thalassemia are comprehensive 
information resources for patients and their families as well as clinical 
practitioners. Since 2002, a “Bimonthly electronic newsletter” is also 
distributed to all voting and general members of the Federation. TIF’s 
Official website and facebook page promptly delivers the update news 
related to thalassemia and hemoglobin disorders, which are utilized not 
only by the patients and their families but also by health care providers, 
public health professionals and the lay public.  
 
Advocacy work 
TIF advocacy work is briefly highlighted through two dimensions. One is 
“Delegation visits and field trips” in different countries around the world 
in order to investigate the situation predominant in the corresponding 
countries in terms of prevention and management for hemoglobin 
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disorders, and build networks among the health authorities, policy makers, 
the medical community and the patients / parents’ community. TIF 
officials had made 160 delegation visits / field trips in 60 different 
countries by 2014. 

Another dimension is the issuance of Position papers which are 
declarations of the TIF’s official view points on various critical matters 
relevant to thalassemia and the patients’ community. The themes vary 
from safety in clinical settings of the patients regarding patients’ rights to 
clinical management of non-transfusion-dependent thalassemia and 
hepatitis. 
 
Educational programs 
Education is the most important domain in TIF’s activities and TIF has 
been organizing various conferences, seminars, and workshops at the 
national, regional and international levels. The participants’ backgrounds 
are diverse, including patients and their families, medical specialists, 
nurses, public health professionals, policy makers and other scientists as 
well as lay people. Educational materials such as leaflets, booklets 
and scientific books on thalassemia and hemoglobin disorders have  
been translated into many languages. Additionally, a program for 
academic degrees, the “Electronicbased Master of Science course in 
hemoglobinopathies”, for physicians and other healthcare professionals 
has been developed in collaboration with the University College London. 
 
Research projects and Collaborations 
TIF has retained official relations with the World Health Organization 
(WHO) since 1996, and has worked in close cooperation with the Blood 
Transfusion Safety Department of WHO office since 1998. Furthermore, 
25 national WHO offices and many European organizations related to 
patients with hemoglobin disorders work in collaboration with TIF. 
Various kinds of research projects are organized by TIF officials and 
consultants. Additionally, they participate in or contribute to several other 
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projects initiated by international collaborators. 
TIF has also been developing official networks and collaborations 

with medical practitioners from different areas of expertise in terms of the 
multidisciplinary approach required for the management of 
hemoglobinopathies: i) endocrine network, ii) liver network, iii) cardiac 
network, and iv) nurses’ network. Currently it is reported that 250 health 
professionals from 20 countries have participated in the above networks, 
and further expansion to cover all world regions is expected (Soteriades 
and Weatherall 2014). 

At the beginning of TIF’s activities, thalassemia major was a fatal 
disorder for children, and transmission of thalassemia traits to 
descendants was inevitable. However, after 31 years, thalassemia 
syndrome has become a preventable illness that can be managed by blood 
transfusions and iron chelation therapy, and treated actively by stem cell 
transplantation with significant survival rates, or more radically, may 
offer patients the opportunity to be cured through gene therapy.  
  
b) Iranian Thalassemia Society 
The Iranian Thalassemia Society (anjoman-e tālāsemī-ye īrān) 17 was 
established in 1368 (1989), as a non-governmental, non-profitable 
organization, and an entity to organize national level events and advocacy 
with the collaboration of local branches of provincial thalassemia 
societies such as Isfahan Thalassemia Society (see next section). In 2005, 
when the Charter of the Iranian Thalassemia Society was approved by the 
extraordinary general assembly of the Iranian Thalassemia Society on 
October 20th, the Society was stepped up from a limited elected NGO to 
an extended umbrella organization, which covers all elected 
representatives from provincial thalassemia societies in Iran. In 2018, 
18,983 people with thalassemia major, thalassemia intermedia and Sickle 

                                                        
17 The information here is accessed from its website (Iranian Thalassemia Society 2018), and 
obtained through the interviews with members of the Iranian Thalassemia Society conducted by 
the author in the Tehran office in 2014 and 2015. 
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Cell Disease18 are registered in the Iranian thalassemia registry system. 
They are under the 5 elected members of the Board of Directors and one 
auditor, all of them are with thalassemia in 2018. The Iranian Thalassemia 
Society is a full member of the TIF, which allows Iranian patients 
officially to participate in TIF events such as annual international 
conferences through its membership, and to have rights to recommend a 
representative to TIF’s officials. The goals of the Iranian Thalassemia 
Society are specified as follows (Charter Article 7, Anjoman-e 
tālāsemī-ye īrān 1384a(2005)). 
 

 

The goals of the Iranian Thalassemia Society 
(1) Increasing awareness among the public in terms of prevention and 

medical care for thalassemia patients. 
(2) Demonstrating the appropriate approaches of diagnosis, medical 

treatments, and medical problems of thalassemia patients.  
(3) Creating effective and productive relationships with both 

governmental and non-governmental organizations to improve the 
conditions of medical treatments for thalassemia patients.  

(4) Demonstrating appropriate approaches to create reasoning of patients’ 
presence in society.  

(5) Proposing the ways to eliminate the obstacles in society to patients’ 
livelihood.  

 

 
The Iranian Thalassemia Society used to publish a quarterly journal 

called “Thalassaemia (tālāsemī)”. The publication started at the end of the 

                                                        
18 Patients with transfusion-dependent thalassemia and patients with Sickle Cell Disease (SCD) 
have collaborative activities in some organizations including TIF and Turkish Thalassemia 
Federation. In Iran, the thalassemia societies define their activities within the scope of 
thalassemia, but patients with SCD have been under their coverage. The number of SCD patients 
is not great in Iran, though there are some regions with higher prevalence in the southern part of 
the country.  
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1980’s and was regularly issued, when Mr. Hadadi, a journalist who has a 
daughter with thalassemia major, was the managing director of the 
Society (from 1989 to 1993) and during Dr. Hadipour’s presidency (from 
2005 to 2007). However, after the registration expired in the mid 2000’s, 
the Society did not renew the publication registry. Some volumes the 
author collected during the field work, were the ones published in 2005, 
2006, and 2009, when the chief editor was a dedicated female physician 
and thalassemia specialist Dr. Mina Izad-yar, and patient members of the 
Board of Directors were in the editorial team.  

This quarterly journal contained various topics, ranging from 
information about symptoms and medical treatments, practical reports of 
the Society’s events such as workshops, the outcome report of election of 
the Board of Directors, messages from the Board of Directors, patients’ 
outcry against discriminative experiences and the news of the President’s 
visit to a pediatric hospital (Anjoman-e tālāsemī-ye īrān 1384b(2005), 
1385(2006), 1388(2009)). From the contents, active involvement of 
patients can be acknowledged, and some of the honest self-disclosures of 
patient members are very moving, conveying the members’ passion and 
enthusiasm for the patient-oriented activities of that time.  

Currently, information related to the Iranian Thalassemia Society can 
be found on their website, as its communication tool has been changed 
from the paper-based publications to online. The homepage looks as if it 
is a shopping site, leather bags with prices for web shopping can be seen 
in one section, and banners at both ends show a crowd-funding campaign 
for patients’ better access to drugs. This is quite different from the Isfahan 
Thalassemia Society, whose budget is guaranteed mainly by donations 
from local philanthropists.  

The Iranian Thalassemia Society raises its funding through multiple 
means. In its Charter, the Iranian Thalassemia Society has four means of 
revenue (Article 55). The first is lawful endowment from individuals and 
corporations, which recently include not only direct donations but also 
crowdfunding by campaigns for patients. The second is the budget from 
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the collaborative projects between the Society and governmental / 
non-governmental organizations. The third revenue derives from sales of 
items such as handmade craft items, and the fourth from membership fees 
(Anjoman-e tālāsemī-ye īrān 1384a(2005)).  

According to the Charter Article 56, the donations that Iranian 
Thalassemia Society receives, can include the ones based on Islamic Law 
such as agreement money (masālehe), inalienable charitable donation 
(vaqf), and inheritance of property by will (vasīyat). Regardless of 
whether motivated by consumer appetite, benevolence or religious faith, 
people’s donations are used for four purposes. (1) Necessary medical 
equipment for patients, (2) payment of medical fees for patients without 
insurance, (3) costs of educational programs for thalassemia prevention, 
(4) accommodation fees for patients when they come to Tehran for 
medical treatment (Anjoman-e tālāsemī-ye īrān 1384a(2005)). 

Moreover, the Charter of the Iranian Thalassemia Society prescribes 
democratic manners of administration. There are two kinds of 
membership. One is the permanent members which include patients with 
thalassemia major or intermedia, and non-patient members such as 
parents with minor children with thalassemia major or intermedia, 
physicians and other health professionals. The other is the honorary 
members. Non-patient members of permanent membership should not 
exceed 10% of the whole membership of the corresponding provincial 
branch. The Society’s leadership is taken by (1) assembly of the 
representatives, (2) the Board of Directors, and (3) the auditors. Every 
provincial branch can choose one person per every 150 members as a 
voting representative (for two-year term) from the province. The general 
or special assembly of the representatives is to be convened to take a vote 
by majority to elect the Board of Directors and auditors for a two-year 
term, and to make decisions on the issues related to its activities 
(Anjoman-e tālāsemī-ye īrān 1384a(2005)).  

One of the most important responsibilities of the Board Chairperson 
of the Iranian Thalassemia Society as a patient advocacy organization is 
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to enhance social awareness regarding patients’ right to have access to 
appropriate medical treatment and necessary drugs. Through Internet 
search, many comments and opinion statements of the Board Chairperson 
or Executive Director of the Iranian Thalassemia Society can be found, 
having being issued promptly whenever thalassemia patients had 
problems. To give a few recent examples, when the Social Security 
Organization decreased the subsidy for chelation drugs used by insured 
transfusion-dependent thalassemia patients (Salāmat nyūz 1394(2015)), 
and when National Food and Drug Organizations drastically reduced the 
quota of importing foreign-produced chelation drugs for patients with 
transfusion-dependent thalassemia (Salāmat nyūz 1397(2018)).   
 
c) Isfahan Thalassemia Society 
The Isfahan Thalassemia Society (anjoman-e kheirīye-ye hemāyat az 
bīmārān-e tālāsemī-ye esfahān, direct translation is Isfahan charity 
society for supporting thalassemia patients) was established in 1993, as a 
non-governmental, non-profitable charity organization in Isfahan. It 
covers members of 789 thalassemia patients, which is all the population 
with thalassemia who need medical care, not excluding non-Muslims or 
non-Iranians. The Isfahan Thalassemia Society is a general member of the 
Thalassemia International Federation, but is not recognized as a branch of 
the Iranian Thalassemia Society in Isfahan, because currently it is a 
charity organization and the Board of Directors are not elected from the 
patients19.  

In the brochure20 of the Isfahan Thalassemia Society, 13 activities 
are listed to fulfil the purpose of supporting patients with thalassemia.  

 
 

                                                        
19 The Iranian Thalassemia Society only acknowledges the elected provincial society as a branch. 
20 A brochure distributed in 2014 in Isfahan (Anjoman-e kheirīye-ye hemāyat az bīmārān-e 
tālāsemī-ye esfahān n.d.). 
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13 activities of Isfahan Thalassemia Society 
(1) Prevention and elimination of the problems of drugs and medical 

treatments. 
(2) As much as the Society can afford, securing the costs of clinical 

examinations for preventing the birth of babies with thalassemia major, 
drugs and medical care (for the people with transfusion-dependent 
thalassemia), medical examinations in Tehran and Isfahan, 
transportation, clothes and necessary items for needy patients. 

(3) Organizing workshops for patient education, and seminars for 
physicians of thalassemia expertise. 

(4) Organizing affordable tours and visits to holy sites, leisure trips, and 
Thalassemia Day’s festivals, for raising patients’ spirits. 

(5) Setting up information stations for the prevention program at the town 
(shahr) level. 

(6) Establishing (patients’) groups for sports and arts. 
(7) Introducing patients to government offices, universities and schools in 

order to gain support and collaboration (from them). 
(8) Creating communications with public affairs directors of government 

offices, and companies to send brochures introducing thalassemia 
prevention. 

(9) Attracting experts in various specialized fields as honorary members in 
order to support patients and strengthen the body of the Isfahan 
Thalassemia Society.     

(10) Providing educational leaflets. 
(11) Praising thalassemia patients who achieved success in treatment, 

education, or occupation. 
(12) Organizing exhibitions of arts and crafts of thalassemia artists. 
(13) Setting up health messenger stations in parks and public spaces. 
 

 
Until recently, the Isfahan Thalassemia Society used to be a 
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patient-led NGO with the elected Board of Directors (see the example of 
Mr. Gholampour in the Chapter Ⅲ, section 2-a)). However, it has been 
transformed into a charity organization, with the Board of Trustees whose 
members are chosen without election by the voting of the Society’s 
members. The current eleven members of the Board of Trustees of the 
Isfahan Thalassemia Society are notable philanthropists in Isfahan, such 
as the owners of four-star hotels, or prosperous merchants in the region. 
In its activity reports of the Iranian calendar of 1393–1394 (2014-2015) 
and 1395-1396 (2016-2017) 21 , no patients’ names are listed as the 
members of the Board of Trustees.  

The current executive director22 of the Isfahan Thalassemia Society 
is Mr. Haqayeq, a wealthy local philanthropist who has been involved in 
activities for thalassemia patients since 2013. His wife and two young 
daughters enthusiastically support the activities. Patients enjoy trips, 
educational seminars, workshops, parties and festivals which Mr. 
Haqayeq organizes. Some patients work to set up and run these programs. 
There are committees for sports and arts within the Isfahan Thalassemia 
Society (mentioned as the sixth activity in the list in page 30), as they 
have national level competitions and exhibitions organized by the Charity 
Foundation for Special Diseases. Some patients play leading roles in 
organizing sports / arts events for the thalassemia friends. A cheerful 
atmosphere can be perceived in many programs, even the bus trip to 
Tehran for periodic medical checkups, such as cardiac magnetic 
resonance imaging (MRI) examination, which is unavailable in Isfahan.   

Mr. Haqayeq collects donations from philanthropists, and distributes 
the pecuniary gain amongst the patients. One recent achievement saw the 
construction of a building for the new thalassemia center next to 
Seyyed-ol-Shoahada Hospital. However, smaller routine financial support 

                                                        
21 Anjoman-e kheirīye-ye hemāyat az bīmārān-e tālāsemī-ye esfahān, 1394 (2015) and 1396 
(2017). 
22 The president of the Isfahan Thalassemia Society is a wealthy philanthropist who is not 
engaged in actual management of the activities, but makes a major financial support to the 
Society. 
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to the patients should not be ignored. For instance, although most parts of 
the medical care for thalassemia patients are covered by health insurance, 
or governmental subsidies, there are some families who cannot afford to 
pay the costs such as foreign-brand drugs, intensive care, special 
sickrooms, or transportation and accommodation for the family during the 
hospital stay. In these cases, if the patients visit the office of the Isfahan 
Thalassemia Society, Mr. Haqayeq signs a letter and pays the cost instead. 
It gives relief to the member patients and their families, not only from 
economic burdens, but also from the physical / emotional stress caused by 
worry. 

Mr. Haqayeq is not a person with thalassemia, nor are any of his 
family members. His motivation to devote most of his time and energy to 
thalassemia patients is based on religious faith. Although he encourages 
young patients to become involved in the Society’s work, some may 
criticize his leadership as paternalistic, rationalizing that the patients 
should be empowered and patients’ organizations must be led by the 
patients themselves23. However, as far as the situation has been observed 
by the author, thalassemia patients in Isfahan are not quiet but rather 
vocal, not hesitating to claim what they want, and what they do not in 
front of Mr. Haqayeq. It is not accurate to judge the nature of the 
relationship between the patient members and Mr. Haqayeq as a simple 
one-way charitable act, which creates immobile power imbalance 
between givers and receivers, or donors and recipients.  
 
6. Two indispensable therapies for people with transfusion-dependent 
thalassemia 
Because this paper aims at presenting three examples of patient activists 
in Iran, the description of medical / pharmaceutical implications will be 
kept to a minimum. However, since their activities include the pursuit of 

                                                        
23 Some Iranian NGOs whose core members consist of disabled people are principled by 
rejecting charity donations for their funding, because it creates an unequal power relationship 
between donors and disabled people (Hosoya 2018). 
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patient rights to receive appropriate medical treatments, it is necessary to 
give basic information of at least two therapies indispensable to their 
survival to understand their activities. One is blood transfusion therapy 
for replacing red blood cells. The other one is iron chelation therapy, 
which extracts overloaded iron induced by regular blood transfusion from 
their bodies.   
 
a) Blood transfusion therapy  
Blood transfusion and its risks 
Although blood transfusion is one kind of human tissue transplantation, 
blood, being different from other organs, is a renewable substance, which 
means that the same person can donate blood repeatedly without 
considerable risks to the donor’s health. However, blood transfusion may 
cause negative effects to the recipients in the same way as other organ or 
tissue transplantation, such as immune reactions or viral infections caused 
by a donor’s biological components. Thalassemia major patients are 
exposed to the risks throughout their life, due to their dependency on 
blood transfusion. Ensuring the quality of blood products and the safety 
of transfusion procedure is inevitable for patients with transfusion- 
dependent thalassemia to reduce the cumulative risks of harmful negative 
effects. However, there are many countries or provinces where the 
provision of secure blood products and safe transfusion is not fully 
available. 

Blood is a fluid which circulates in the cardiovascular system. It 
constitutes approximately 8% of the body weight. It contains blood cells 
and plasma. More than 99% of the blood cells in blood are red blood cells 
(also referred to as erythrocyte), and the remaining 1% consists of white 
blood cells (also referred to as leucocyte) and platelets. On the other hand, 
plasma contains water, electrolytes, plasma proteins and other elements 
such as glucose and amino acid compose. Currently, in most countries, 
blood procured from the donors is fractionated to each component, and 
the necessary fraction is transfused to the recipients for replacement. 
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The application of quality control of blood products differs in each 
country. The collection and supply of blood and blood components, 
laboratory screening of donated blood, and national policy and the 
responsible organization for management of blood transfusion services 
are various. In order to avoid transfusion-transmissible infections, firstly 
the donors should be carefully screened and selected. As Titmuss 
theorized in his publication (Titmuss 1997), “gifted” blood from repeated 
voluntary non-remunerate donors is regarded as safer and recommended 
to be procured. 

According to a WHO report, Among the low-income countries, only 
63 % of the collected blood is from voluntary non-remunerated donors, 
while in high income countries, 95% of the donors are voluntary 
non-remunerated (WHO 2017:6-7). In the same report, 13 out of the 180 
countries which responded answered that they were not able to test all the 
collected blood for one or more of the four transfusion-transmissible 
infections, HIV, HBC, HCV and syphilis, in spite of the requirement of 
the national policy. Despite the fact that Iranian patients experienced the 
tainted blood scandal (see Chapter Ⅲ, section 2-a)), the Iranian blood 
collection and supply system has been adequately equipped, compared to 
the neighboring countries.  
 
History of the Iranian Blood Transfusion Organization 
The first human blood transfusion was conducted by an English 
obstetrician, James Blundell in 1818. ABO blood groups (in 1900) and 
Rhesus blood group system (in 1930s) were discovered by an Austrian 
physician Karl Landsteiner. An anti-coagulated process was introduced, 
and blood was transfused for the first time in 1916. An Anti-coagulated 
technique permitted the first blood bank to be established during the First 
World War, and the first blood donation service was founded by the 
British Red Cross in 1921 (Azizi 2015:393).  

In 1940, a technique of fractionation of human plasma into albumin, 
immune globulin, and fibrinogen concentrates was introduced. ABO, Rh 
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blood typing and syphilis testing of donor blood were started in 1947. In 
the 1960s, glass blood transfusion bottles were replaced by disposable 
blood bags, and this change enabled the production of blood components. 
Manufactured blood clotting factors for hemophilia patients became 
available in the 1960s and 1970s, along with the introduction of 
plasmapheresis in 1964. The screening of donated blood for hepatitis B 
was initiated in 1965, followed by the approval of testing HIV antibodies 
in the US in 1985, and the introduction of screening for hepatitis C in 
1992 (Azizi 2015:393-394).    

In Iran, the first blood transfusion was performed in 1945, by a 
French anesthesiologist Dr. Bauer, in the Sina hospital, which was an 
educational hospital of Tehran university. In 1952, the Red Lion and Sun 
Society (jam‘īyat-e shīr-o-khorshīd-e sorkh, currently the Iranian Red 
Crescent Society, jam‘īyat-e helāl-e ahmar-e jomhūrī-ye eslāmī-ye īrān) 
started the official blood transfusion services by an Iranian physician Dr. 
Ahmad Ajeer. The Red Lion and Sun Society established blood 
transfusion centers in the major cities such as Tehran, Shiraz, Isfahan, 
Shahi, Rasht, Sari, and Mashhad, prior to the expansion of the centers to 
26 places at the beginning of the 1970s. Along with the Red Lion and Sun 
Society, the Iranian military blood bank was established by Dr. Fath-Ali 
Shams in 1961 (Azizi 2015:394).  

Until the late 1960s, the quality of blood for transfusion was not 
considered as important, and in both public and private hospitals, blood 
collected from paid donors was provided to the patients, in washed and 
re-sterilized glass bottles. Underprivileged, even drug-addicted blood 
sellers were recruited by brokers, and blood was taken from them in 
unhygienic conditions, as depicted in a film called “Dāyere-ye Mīnā (The 
Cycle)24”, which became controversial and gained public attention. Dr. 
Fereydoun Ala, a physician educated in France and England, became 
acutely aware that a social revolution was urgently needed to organize the 
                                                        
24 Dāyere-ye Mīnā (The Cycle) is a film directed by an Iranian film director Darioush Mehrjuei 
shown in Iran in 1977 and won a prize at the Berlin International Film Festival in 1978. 
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scattered blood transfusion services into a centralized safe system through 
the usage of hygienic healthy blood from altruistic donors (Azizi 
2015:394).  

In 1974, following WHO criteria and based on a parliamentary law, 
the Iranian National Blood Transfusion Organization (INBTO) was 
established as a centralized single agency which controls and operates any 
services of blood transfusion, including recruitment of donors, production 
of blood components, and distribution of blood products (Cheraghali 
2007:4). Dr. Ala, who took the initiative of the service integration and 
was appointed to the position of the national director of INBTO until 
1981, started a campaign for recruitment of volunteer blood donors. 
Darioush Mehrjuei, who directed the film “The Cycle”, shot a 
promotional film for voluntary blood donors (Azizi 2015:395).  

After the Iranian revolution (1979), INBTO restarted as a 
governmental funded organization under the supervision of the Ministry 
of Health, and changed its name to the Iranian Blood Transfusion 
Organization (IBTO, sāzmān-e enteqāl-e khūn-e īrān). In 1984, it was 
integrated with some other related organizations as a single body to 
control the blood transfusion services, and since 1985, the number of 
provincial or regional blood transfusion centers has rapidly increased 
(Azizi 2015:395-396). In 1990, the Ministry of Health and Medical 
Education established a blood fractionation company for supplying 
plasma products in Iran. In 1994, the Iranian Blood Research and 
Fractionation Center25, which was later transformed into a governmental 
company in 1999, and privatized in 2014, concentrated only on the supply 
of plasma fractionation and distributer of plasma drive products.  

IBTO’s vision is to focus on improving health through advanced 
science and practice of transfusion medicine. Its mission is to supply 
sufficient and safe blood and its components, in order to maintain and 
promote a healthy lifestyle. IBTO’s responsibilities to achieve these 
                                                        
25 The information here is accessed from its website (Iranian Blood Research and Fractionation 
Company 2018). 
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missions are stated in its website (IBTO 2015) as follows.  
 

 
The responsibilities of the Iranian National Blood Transfusion 
Organization  
(1) Modifying the standards of blood collection, screening, fractionation, 

storage and delivery of blood and blood components.  
(2) Recruiting, maintaining and supporting voluntary donors through 

educational and non-commercial promotional activities.  
(3) Developing the blood supply network and blood collection centers 

across the country.  
(4) Promoting national self-sufficiency in blood and plasma collections.  
(5) Conducting necessary tests on donors and donated blood to ensure  

blood safety.  
(6) Preparing blood components and delivering blood and its components 

to authorized health centers based on their requests.  
(7) Holding training programs for health professionals involved in 

administration of blood and blood components. 
(8) Applying the best effort to preserve the dignity of blood donors. 
(9) Observing standards to dispose of waste material.   

 

 
Current situation of blood transfusion services in Iran 
According to the latest report of WHO, there are 91 blood centers under 
the supervision of IBTO (WHO 2017:98), and 34 of them perform 
laboratory screening of blood donations to control transfusion-transmitted 
infections (WHO 2017:63). Additionally, in Iran, there are more than 200 
blood donation sites throughout the country, and the elimination of blood 
procurement from paid donors or family donors was achieved in 2007 
(Abolghasemi and Abolghasemi 2017:65). Since 2007, harvesting blood 
from voluntary non-remunerated donors remains 100% (WHO 2017:74). 
The number of donations has significantly increased from 1,183,630 units 
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in 1998 to 2,001,791 units in 2013 (Maghsudlu 2009:2347, WHO 
2017:74). IBTO employs trained physicians to examine a donor’s history 
and physical conditions presumably to sift out more risky donors, before 
undergoing the laboratory tests of HBV, HCV, HIV and Syphilis26.  

There is a hemovigilance department in IBTO. Hemovigilance, 
blood safety and adverse event monitoring system, has not yet been fully 
implemented in Iran, but nucleic acid amplification test (NAT) has 
recently been installed as a pilot system to conduct more sensitive 
detection of viruses (Cheraghali 2012:92). The percentage of confirmed 
Hepatitis B surface antigen (HBsAg) positive samples in donated blood in 
Iran has decreased from 0.8% in 2002 to 0.2% in 2011. HCV and HIV 
positive frequency also decreased from 0.18% in 2002 to 0.06% in 2011 
and 0.04% in 2014, from 0.007% in 2002 to 0.004% in 2011 and 0.003% 
in 2014 respectively (Cheraghali 2012:92, Abolghasemi and Abolghasemi 
2017:66). The latest data shows that the quality of Iranian plasma is equal 
to the level in Europe, exceeding the quality in the US (Pourfathollah 
2018). 

The most popular motivations of Iranian voluntary blood donors are 
religious and faith-based, followed by brother / sisterhood duty as an 
Iranian citizen (Mousavi 2011). Blood donation increased during or after 
the devastating events or disasters such as the Iran-Iraq war and the Bam 
earthquake (Kasraian 2010b). On the other hand, during Muharram month, 
when Shi’a muslims commemorate the martyrdom of Emam Husein in 
Karbara with the mourning ceremony of ‘āshūrā, the number of blood 
donation increases severalfold every year 27  (Maghsudlu 
2009:2348-2350). The most likely donor characteristic is a man with 
diploma degree in the age group of 21 to 25 years (Kasraian 2010a:273, 

                                                        
26 The present policy of IBTO is to fix the number of blood donations in order to place the focus 
on the blood quality. In some provinces, first-time donors are only tested, but their blood will not 
be used for blood products (information from Dr. Hadipour, Pourfathollah 2018). 
27 There is an international campaign called “Shia Muslim’s Blood Donation (ehdā-ye khūn-e 
mosalmān-e shī‘e)”, which encourages people to donate blood during the month of Muharram, 
especially on the day of ‘āshūrā, 10th of Muharram month, and the memorial ritual of arba‘īn, 40 
days after the martyrdom of Emam Husein (Khabar-gozārī-ye tasnīm 1395 (2016)). 
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Maghsudlu 2009:2349)28.   
In Iran, some people say that receiving transfusion of non-muslim 

blood is unacceptable because blood of non-muslim donors is not clean. 
However, the Supreme Leader, Ayatollah Khamenei issued a fatwa, which 
places blood transfusions between muslims and non-muslims as lawful 
(Pāy-gāh-e ettelā‘-resānī-ye daftar-e maqām-e mo‘azzam-e rah-barī 
1397(2018)). The official viewpoint of IBTO for blood donation / 
transfusion follows the Supreme Leader’s fatwa and international 
humanitarian guidelines. IBTO accepts blood donation from non-muslims, 
and sometimes gives compliment to non-muslim blood donors, such as 
Zoroastrians (Berasād tārnamā-ye khabarī va tahlīlī-ye zartoshtīyān 2017), 
as great contributors of brother / sisterhood to keep the percentage of the 
voluntary blood donation as 100%. 
 
Blood transfusion for people with thalassemia  
For multi-transfused patients such as people with transfusion-dependent 
thalassemia, the quality of blood used for transfusion should be carefully 
controlled. Blood should be obtained from selected regular voluntary 
non-remunerated (non-paid) donors as mentioned above, and should be 
collected, processed, stored and distributed by quality assured blood 
transfusion centers with guidelines. For thalassemia major patients, it is 
recommended to receive leucoreduced packed red blood cells with a 
minimum hemoglobin content of 40g (Cappellini et al. 2014:28-29). 
White blood cells should be reduced before storage in order to avoid 
febrile non-hemolytic transfusion reaction (complex of antigen-antibody 
reaction and cytokine release), and if the patient has ever had severe 
allergic transfusion reactions, red cells should be washed to remove 
plasma proteins that constitute the target of antibodies in the recipient 
(Cappellini et al. 2014:29). Additionally, blood used for Thalassemia 

                                                        
28 In Iran, the percentage of female donors is significantly low and campaign to encourage 
women for blood donations are taken (Javadzadeh Shahshahani et al. 2006, Javadzadeh 
Shahshahani 2007, Kasraian 2010a, Cheraghali 2007, Maghsudlu 2009, Mousavi 2011). 
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major patients should be fresh, though guidelines of recommended use-by 
date differ among countries, regions and centers29.  

Considering the avoidance of risks of immunoreaction, two methods 
of white blood cell removal can be used. One is the process of 
leucoreduction in IBTO, and the other is the use of a filter attached to an 
infusion tube, when the blood is actually infused into a patient. Washing 
the blood to remove remaining plasma proteins before the transfusion is 
also available in Iran, but recently with better pre-storage filtering, 
washing red blood cells is practiced less (Mīrza‘ī 1393(2014)). In Iran, 
because a quota of blood for transfusion-dependent thalassemia patients is 
allocated in each province, the fresh blood red blood cells (de facto till 7 
days old) are available to be transfused. 

Because transfusion-dependent thalassemia patients are repeatedly 
exposed to risk from blood transfusions, the prevalence of transfusion 
transmittable diseases among thalassemia patients is sometimes taken as 
an indicator of the level of blood security in the corresponding country. In 
the Middle East, blood transfusion was one of the main causes of HIV 
infection in the 1990’s. However, the majority of these HIV cases in Iran 
were the patients who had received coagulation factors imported from 
France (see Chapter Ⅲ section 2-a) and Cheraghali et al. 2011).  

The prevalence of HCV among thalassemia patients is still high in 
some countries. According to Abolghasemi and Abolghasemi (2017:64), it 
is reported that the HCV infection rate among thalassemia patients in 
Saudi Arabia is from 33% to 93%, and almost 100% of the thalassemia 
patients who had blood transfusion before the launch of donor screening 
in Kuwait and Jordan. On the other hand, among the Iranian 
transfusion-dependent thalassemia patients, the research results vary, but 
the average rate of anti-HCV seropositivity is reported at 22.4 %, and 
most patients transfused after 1996 were negative (through the literature 

                                                        
29 According to the author’s fieldwork between 2015 and 2018, the storage period of the blood 
for thalassemia patients differed from 3 days in Thessaloniki to 10 days in Baku. For a patient 
whose blood type is rare, she / he can use cryopreserved blood products. 
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review of Rezvan et al. 2007:428)30. 
 
Blood transfusion in a thalassemia center in Isfahan   
In order to give a snapshot of the lifelong blood transfusion therapy which 
Iranians with transfusion-dependent thalassemia go through, a day in the 
thalassemia center in Isfahan will be described below. 

In Isfahan, the medical center for patients with thalassemia has been 
in Seyyed-ol-Shohada Hospital, known as Omid (means “hope”) Hospital, 
which is recognized as a medical center specializing in hematology as 
well as cancer treatment. Seyyed-ol-Shohada Hospital has undergone 
repair work, and the new hospital building opened in 2016 on its property. 
The new Isfahan Thalassemia Center, funded by the Isfahan Thalassemia 
Society, was opened next to the new main building of Seyyed-ol-Shohada 
Hospital. The office of the Isfahan Thalassemia Society used to be on the 
third floor of the hematology ward, but now it is located in the nearby 
area of Seyyed-ol-Shohada Hospital. 

Approximately 1,200 patients are registered in the thalassemia center, 
and 800 of them are transfusion-dependent. Reflecting the success of the 
prevention program, the majority of the patients are young adults, and 
only 20 of the patients are under 10 years old. Some are not residents of 
Isfahan, but come from neighboring provinces such as Chaharmahal 
Bakhtiari province. Others are patients with thalassemia intermedia, who 
do not need regular blood transfusions but require health checkups and 
medical care for some symptoms such as anemia. Approximately 50 
registered members are the patients with sickle cell anemia, which is 
another kind of genetic hemoglobin disorder, and requires blood 
transfusion when they have a pain attack. Monthly the number of patients 
who come to the center for blood transfusion is from 800 to 900, whilst an 
average of 40 patients are provided with transfusion services every day.  

                                                        
30  According the latest data of MOHME (not yet published), evaluation by PCR method 
(polymerase chain reaction, a method used for early detection of HCV), the number of the 
transfusion-dependent thalassemia patients with HCV is 930 (information from Dr. Hadipour).  
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The Isfahan Thalassemia Center opens from 7:15 to 20:15 except 
Friday. The blood transfusion rooms are on the second floor, and 11 
nurses with university degrees (including one nurse with thalassemia 
major), 3 secretaries, and 1 sanitation worker of Seyyed-ol-Shohada 
Hospital are assigned to work in the Thalassemia Center. By the steps 
from the first floor, next to the transfusion rooms, there are the physicians’ 
offices where three doctors, one hematology specialist, one pediatrician, 
and one general physician, Dr. Hoorfar, who is also a prominent 
thalassemia major patient activist, meet the patients.  

Patients who receive blood transfusions, come to the center around 
8:30 to 9:00 in the morning of the day; they have made reservations. First 
of all, a small amount of blood is taken from the patients for a 
hemoglobin check31. Vital signs (blood pressure, body temperature, and 
pulse) are taken, and usually a packet of one-unit red blood cell (400 cc) 
is ordered from the blood bank in the city of Isfahan. When the blood is 
delivered to the center, a cross-match test is conducted, and if necessary, 
the blood is sent back to the blood bank to complete the washing process. 
If washing procedure is not needed, blood transfusion is begun. The blood 
bank allocates a certain amount of donated blood to transfusion- 
dependent thalassemia patients in the province, in order to put them 
through the leucoreduction process. However, if a patient requests, a 
non-leucoreduced red blood cell pack will be provided, and the 
transfusion will be done with at-site filtration.  

It takes 90 to 120 minutes to finish a packet, so if two packets are to 
be transfused, it takes 3 or 4 hours. 30 beds are installed in two 
transfusion rooms parted by the nurse station. A bed is allotted to each 
patient, but in a crowded day, some might sit down on chairs or share a 
bed with their friends. On the bed, some close their eyes and have a rest, 
                                                        
31 The guideline of this thalassemia center in Isfahan shows that the patients’ pre-transfusion 
hemoglobin level must be controlled from 9.5 to 10 g/dL, and if a patient’s pre-transfusion level 
is above 13 g/dL, she / he will not receive a blood transfusion. According to a report (Rashid et al. 
2007), hemoglobin level of the people without blood disorder in south west of Iran is ranged from 
13.80 to 18.40 g/dL with a mean value of 15.96 g/dL in males, and 12 to 15.90 g/dL with a mean 
value of 13.79 g/dL in females. 
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some concentrate on study, and some enjoy chatting with their friends. 
Parents try to soothe their cranky child patients during the transfusion. A 
lunch pack is provided for each patient, and some eat lunch during the 
transfusion. After transfusion, vital signs are noted by nurses, and if their 
health statuses have no problem, they can leave the center. Around 14:30, 
the center usually becomes quiet, though patients can come to the center 
in the evening for blood transfusion and treatment.    
 
b) Iron overload and chelation therapy 
Chelation therapy for iron overload 
Iron is an essential substance for erythropoiesis, but the human body has 
no active iron excreting mechanism. The disposition of iron is almost a 
closed circuit, losing and assimilating only 1 mg of iron from and into the 
body, while iron discharged from red blood cell by cell destruction is 
reutilized for hemoglobin synthesis. Patients with transfusion-dependent 
thalassemia regularly take in iron through infusing red blood cells, and 
excessive iron remains in the body. The toxicity of accumulated iron 
damages many tissues, resulting in heart failure, cirrhosis, liver cancer, 
growth retardation and multiple endocrine abnormalities (Cappellini et al. 
2014:42). Mechanisms of iron toxicity are described in the guideline of 
TIF (Cappellini et al. 2014) as follows. 

 
Iron is highly reactive and easily alternates between two states; iron Ⅲ 

and iron Ⅱ, in a process which results in the gain and loss of electrons, 
and the generation of harmful free radicals (atoms or molecules with 
unpaired electrons). These can damage lipid membranes, organelles and 
DNA, causing cell death and the generation of fibrosis. In health, iron is 
“kept safe” by binding to molecules such as transferrin, but in iron overload 
their capacity to bind iron is exceeded both within cells and in the plasma 
compartment. The resulting “free iron” either within cells or within plasma, 
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damages many tissues in the body or is fatal unless treated by iron 
chelation therapy. Free iron also increases the risk of infections and 
neoplasia (Cappellini et al. 2014:43). 

In the absence of iron overload, uptake of iron cells is controlled by 
the interaction of transferrin with its receptors, mainly on red cell 
precursors, hepatocytes and dividing cells. In iron overload, transferrin 
becomes saturated and iron species that are not bound to transferrin are 
present in plasma (plasma non transferrin bound iron, or NTBI). The 
distribution of NTBI uptake is fundamentally different from transferrin 
uptake, and is thought to involve calcium channels. Organ damage in 
transfusional iron overload reflects the pattern of tissue iron uptake, from 
NTBI. Some tissue are spared from iron loading through this mechanism 
(such as skeletal muscle), while other such myocardinal muscle, endocrine 
tissue and hepatocytes take up NTBI rapidly. This iron is then stored as 
ferritin or hemosiderin which are visible by MRI. The myocardinal iron 
overload induces heart failure from cardiomyopathy in patients without 
chelation in as early as the second decade of life. Iron overload also 
causes pituitary damage, leading to hypogonadism, growth retardation and 
delayed puberty. Endocrine complications, namely diabetes, 
hypothyroidism, and hypoparathyroidism are also seen. Liver diseases 
with fibrosis and eventually cirrhosis and hepatocellular carcinoma, 
particularly if concomitant chronic hepatitis is present, are also serious 
complications (Cappellini et al. 2014:44).  

 

  

Iron chelation therapy is a method to remove iron from the body by 
using drugs, which bind iron and excrete it in urine or faeces. There are 
three iron chelation drugs, Desferrioxamine (DFO), Deferasirox (DFX) 
and Deferiprone (DFP), which are currently licensed for clinical usage, 
and characteristics of each chelator are as the follows (Cappellini et al. 
2014:54-55).   
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Three iron chelators, Desferrioxamine (DFO), Deferasirox (DFX) 

and Deferiprone (DFP), are currently licensed for clinical use and their 
iron binding properties, routes of absorption, elimination and metabolism 
differ (Table 1, page 49). The number of chelator molecules required to 
bind iron differs with each of these chelators. DFO binds iron in a 1:1 
ratio, which results in a very stable iron chelate complex but also a large 
molecule that cannot be absorbed from the gut (so that DFO cannot be 
taken orally). DFX binds iron in a 2:1 chelator to iron ratio, and is small 
enough for oral absorption. DFP is smaller still and requires 3 molecules 
to bind iron, resulting in a less stable iron complex and a lower efficacy of 
iron binding at low chelator concentrations (low pM). Iron free DFO is 
eliminated rapidly in urine and feces if it does not bind iron, but the 
elimination of iron complexes is slower. DFX has a longer plasma 
half-time, typically requiring only once daily dosing and providing 
24-hour clearance of liable plasma ion. Iron free DFP has a short plasma 
half-life, requiring it to be given 3 times a day. It is rapidly metabolized at 
its iron binding site in hepatocyte (Cappellini et al. 2014:54). 

 

 
Development of chelation therapy 
For iron chelation therapy, along with appropriate administration to keep 
the iron balance, and regular checkups of accumulated iron in organs such 
as heart and liver, adherence of patients to the chelation regime is very 
important, as the regimen should be conducted every day by the patients 
themselves. DFO is the first chelation drug and had always been the 
first-line drug for iron chelation until the oral chelation become the first 
choice. However, due to its necessity of continuous administration (8 to13 
hours a day, 5 days a week, through subcutaneous injection by using 
potable pump), many patients were not able to keep the regimen, and died 
of incomplete treatment of iron overload. Without appropriate chelation, 
fatal cardiac failure could develop as early as during a patients’ teenage 
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years. DFX and DFP are products innovated to solve this administration 
problem, by producing them for internal applications, not injection.  

Therefore, the history of medical care for patients with 
transfusion-dependent thalassemia is colored by the path of the transitions 
of iron chelation therapies, in parallel to the development of transfusion 
services presented in the previous section. Furthermore, the degree of 
availability of the therapies and patients’ adherence to regimen have been 
deeply affected by local contexts, such as both national schemes directing 
the therapies, accessibility to medical centers, awareness and recognition 
of thalassemia syndrome in the population, the literacy rate and average 
educational level of the affected people and their families. However, it is 
essential to track the progress of the iron chelation therapies in the global 
context, because Iranians followed the changes without much delay.      

Before the 1940s’, some physicians had tried giving blood 
transfusions to thalassemia children and found that it worked well, despite 
the limited time period. During the Second World War, the technologies 
for blood transfusion and blood banking were developed, and transfusion 
therapy became available for patients by the 1950s’. Subsequently, a 
transfusion regimen for children with thalassemia major was evolved as a 
standard therapy in the US by the end of 1960’ (Cowan 2008:193). 
However, the thalassemia major children who survived as a result of 
regular blood transfusion started to die in their teens, of “secondary 
disease” caused by inexorable accumulation of iron in the tissues (Olivieir 
and Brittenham 1997:739). 

In 1960, a Swiss pharmaceutical company Ciba Geigy (later merged 
and became Novartis) put the iron chelation drug “Desferal” 
(deferoxamine mesylate) on the market. Desferal injection was soon 
recognized by physicians as an effective treatment for transfusion- 
dependent thalassemia children who were suffering from accumulated 
iron. Although firstly Desferal was administered by intramuscular 
injections, it was found out that it worked best by continuous 
subcutaneous injection during the 1970s’ (Cowan 2008:195).   
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In the1970s’, a bedside infuser pump was used to provide 
subcutaneous infusion of DFO overnight. It allowed primary doctors in 
the US and the UK to give a higher dosage of DFO to patients, without 
long-term hospitalization. Then, a portable pump, which is much lighter 
and wearable underneath clothes, appeared for subcutaneous infusion of 
DFO in the mid 1970’ (Constantinou 2017:14-17). Parents and patients 
learned how to prepare DFO with the portable pump, and it enabled many 
thalassemia children to live a life with much fewer negative side effects 
caused by iron toxication since the 1980s’ (Cowan 2008:196). However, 
as patients had to keep a needle in their body for more than half a day, it 
was very difficult to administer, especially during the day at school or 
work. Elastomeric pre-filled infusers and port-a-catheter have been 
introduced since (Constantinou 2017:19-21), but compliance was still 
difficult and a more patient friendly way was sought.  
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
 

Picture 1 
Portable pump for Desferal infusion  
The butterfly needle is placed under the skin, covered by adhesive dressing, and 
connected to the pump with syringe filled with liquid solution of desferal (Anjoman-e 
tālāsemī-ye īrān n.d. :15). 
 



 48 

In 1993, ApoPharma started formal development of the first oral 
chelation, DFP (Ferriprox), which was approved by the European 
Medicines Evaluation Agency in 1999, and Food and Drug 
Administration of the US in 2011 (Constantinou 2017:25). DFP is well 
directed to remove iron from the heart, but not from the liver. Therefore, a 
combination chelation of DFP and DFO was promoted (Constantinou 
2017:31-32). In 2005, another oral chelation, DFX (Exjade) was approved 
by the Food and Drug Administration of the US (Constantinou 2017:35). 
The great advantage of Exjade is that patients take the tablets only once a 
day, as its half-time is long. Exjade’s emergence in the global market was 
considered a revolutionary change. It was expected that it would 
dramatically alter the patients’ adherence by its easy administration. It has 
been accepted by patients with transfusion-dependent thalassemia in 
many countries including Iran, but some patients, because of its 
unpleasant taste or side effects such as skin rashes or stomach symptoms, 
turn away and return to DFO injection. 
 
The Iranian pharmaceutical industry and its market 
The Iranian modern pharmaceutical industry started more than 100 years 
ago when German, French and Austrian pharmaceutical companies 
expanded their business in Iran (Mizuho Information and Research 
Institute, Inc. 2015:145). The domestic pharmaceutical manufacture was 
started from vaccine production (Mizuho Information and Research 
Institute, Inc. 2015:145), and was broadened by licensing the products 
and process from multinational pharmaceutical companies, along with 
importing active pharmaceutical ingredients and formulating them locally 
(Cheraghali 2017:1). Before the Revolution, European and US 
pharmaceutical companies took the major share of the Iranian market. 
The share of local products in the domestic market during the 1970s’ was 
only 30 % of 4,000 brands of pharmaceutical products in Iran (Cheraghali 
2006:3).  
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Table 1 Characteristics of three chelation drugs 
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After the Revolution, the new government nationalized almost all 
Iranian private pharmaceutical companies, encouraging them to develop a 
share in the domestic market through generic production. This 
government-led compulsory generic medicine policy had continued 
during the Iran–Iraq war, but following the cease-fire, the Iranian 
government launched privatization of local industry including the drug 
industry. Since 2001, the Ministry of Health and Medical Education 
introduced a policy to encourage the domestic pharmaceutical industry to 
manufacture local drugs, aiming at improving availability and 
affordability of pharmaceutical products (Cheraghali 2006:2). According 
to the report published in 2013 (Cheraghali 2013:26), domestic products 
had a 65% share of the approximately 4 billion USD Iranian 
pharmaceutical market. On the other hand, the imported drugs, which 
include biotherapeutics, recombinants and oncology medicines for 
effective treatments of chronic and life-threatening diseases (Cheraghali 
2013, Cheraghali 2017:5), were mainly from Switzerland, Germany and 
France and retained a 35% share of the Iranian market in 2011 (Mizuho 
Information and Research Institute, Inc., 2015:145) despite high tariffs. 

Although the national privatization policy has been implemented to 
strengthen the competitiveness of Iranian companies for decades, the 
presence of governmental control in the pharmaceutical industry is still 
remarkably predominant. Major companies, which hold more than 50 % 
of the share of the domestic market, are semi(qasi)-governmental 
companies or corporations related to the Supreme Leader’s office, such 
as Tamin Pharmaceutical Investment Company (sherkat-e sarmāye- 
gozārī-ye dārū’ī-ye tā’mīn) affiliated to the National Social Security 
Organization, Shafadarou Pharmaceutical Investment Corporation 
(sherkat-e sarmāye-gozārī-ye shafā-dārū) affiliated to Bank of Melli, the 
Iranian national bank, and Barkat Pharmaceutical Group (sherkat-e 
gorūh-e dārū’ī-ye barakat) affiliated to the Supreme Leader’s office 
(Cheraghali 2017:2). These companies are heavily influenced by the 
government and their military stakeholders. Additionally, the prices, 
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importation, and distribution of pharmaceutical products are under strict 
control of the Iran Food and Drug Administration.  
 
Drug shortages 
Therefore, it can be summarized that the recent trends of the Iranian 
pharmaceutical industry and its market are characterized by internal 
contexts such as an uncompleted trial of privatization, a strong propulsion 
scheme for consumption of home products, and dependency on the 
manufacture of generic medicine rather than drug development with new 
technologies. These particular contexts have affected the patients’ 
accessibility to pharmaceutical products, especially for thalassemia 
patients who are vulnerable and susceptible to changes of prices and 
distribution of both domestic and foreign drugs. Additionally, Iranian 
thalassemia patients’ lives can be easily affected by the multinational 
economic sanctions against Iran, because certain foreign chelation drugs 
are essential for the survival for many of them.  

Iran has been the target of US economic sanctions since 1979, after 
US diplomats were captured at the US embassy in Tehran. There have 
been concerns about accessibility to expensive foreign medical and 
pharmaceutical products since then. However, Iran did not experience a 
serious problem of drug provision until 2011, when comprehensive 
sanctions by the US and the EU in 2010 were implemented, followed by 
sanctions on the banking systems in Iran in 2011. The effect of these 
sanctions reached its peak in March 2012, after the calamitous sanction 
on the Central Bank of Iran (Kheirandish et al. 2015:3). The numbers of 
news reports about serious shortages of medicine and counter statements 
of improved availability of the drugs increased dramatically in 2012 and 
2013 (Kheirandish et al. 2015:10), though drugs and medical equipment 
were excluded from the sanction list. 

Setayesh and Mackey (2016:8-9) identified 73 drugs reported as in 
short supply through web search and literature review both in English and 
Persian in 2012 and 2013. Two major chelation drugs (Desferal and 
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Exjade) were on the list, and drugs necessary for common complications 
seen among thalassemia major patients, such as insulin (Novofine) for 
diabetes and the diuretic drug (Lasix) for cardiac insufficiency, are also 
on the list. Some reported the causality between drug shortage and 
mismanagement by the Iranian government under the international 
sanctions (BBC News 2012, Zamanov 2013, Namazi 2013). Nevertheless, 
in either case, the ramifications of international economic sanctions have 
had a relentless impact on vulnerable communities in Iranian society. 

For the patients, the shortage of these drugs was life-threatening, 
possibly not resulting in an acute aggravation of serious symptoms, but 
leaving adverse effects which could be fatal in a few years’ time. The 
rising cost of these drugs due to currency fluctuations directly had a 
negative impact on patients’ life, forcing many Iranian patients to 
purchase drugs from the unregulated black market even at higher prices. 
Furthermore, significant disruption in imported Active Pharmaceutical 
Ingredients obliged Iranian pharmaceutical manufactures to import these 
ingredients from China and India, which caused producers to market 
drugs without guarantee of their quality (Setayesh and Mackey 2016:6). 

Currently in Iran, original foreign brand drugs are available as well 
as generic drugs developed by Iranian pharmaceutical companies for 
people with transfusion-dependent thalassemia. Iranian generic drugs are 
provided to the transfusion-dependent patients free of charge, while 
foreign products for iron chelation therapy are not free but covered by 
health insurance. Although there are some articles whose results show the 
promising profile of safety and efficacy of Iranian generic chelation drugs 
such as Osveral (Ashayeri et al. 2016, Hajigholami et al. 2018), some 
patients prefer to use original brands. These patients may experience 
stronger negative side effects with Iranian generic drugs, and voluntarily 
pay the cost to receive chelation therapy using foreign products.  

In the summer of 2018 while the author was writing this paper, some 
articles in web news (for example Shafā ānlāin, 1397(2018)) and many 
posts in social media about the shortage of foreign chelation drugs in Iran 
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were observed32, after the dramatic Iranian currency depreciation and US 
President Trump’s declaration to pull out of the Iran nuclear deal and to 
impose harsher economic sanctions against Iran. The vulnerability of 
people with transfusion-dependent thalassemia is obvious in the social 
changes which affect the distribution and availability of necessary 
medications for survival, including blood products and chelation drugs. 
The patient activists and patient-driven organizations claim that access to 
the appropriate therapies is one of the fundamental rights of patients, as 
elaborated in the next chapter. 
  

                                                        
32 According to Dr. Hadipour, the problem was caused by multiple factors.  
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Ⅲ Case studies of three patient activists in Iran 

 

In this chapter, the activities of three thalassemia patients will be 
presented along with the quadrant patient advocacy framework explained 
in the introduction. In the first section, the various activities of Dr. 
Hadipour will be introduced, as acts categorized into quadrant two 
(activism), quadrant four (broker) or qudrant one (advocacy) at 
international / national level. In the second section, case studies of Mr. 
Gholampour and Mr. Taherizadeh will be addressed, as examples of local 
patient activists. Their activities are more limited than the those of Dr. 
Hadipour, who has taken a leadership role for a long time in terms of 
patient rights in Iran. Additionally, while Dr. Hadipour’s work is backed 
by a coherent principle of patient rights as one of basic civil rights, Mr. 
Gholampour and Mr. Taherizadeh’s approaches are rather unsystematic 
and inconsistent in manner, fueled by their religious faith or personal 
motivations, without a solid theoretical basis. However, the activities of 
these two people based in Isfahan will vividly illustrate the daily life of 
young patients with thalassemia, and their enthusiasm for advocacy work. 
 
1. Pursuit of patient rights at an international / national level: Dr. 
Hadipour 
a) Dr. Hadipour and leadership for patients’ right activities 
Dr. Hadipour, who is one of the most prominent Iranian thalassemia 
activists and a scholar, was born in northern Iran, in Gilan Province in 
1973. His father was a lawyer and retired judge, and as a member of a 
prosperous educated family, he was also encouraged to pursue a higher 
education although he was diagnosed as having thalassemia major. After 
completing a postgraduate course in pharmaceutical sciences at Tehran 
University, he opened a pharmacy in central Tehran. Currently, he is 
engaged in the work of his own company, which distributes and supplies 
pharmaceutical products to medical centers in Khorasan province.  
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Dr. Hadipour has been deeply involved in the administration of a 
patient organization, the Iranian Thalassemia Society. Additionally, he has 
held or holds important positions related to his profession and to 
thalassemia. These influential appointments include the following; 
President of the Board of Directors of the Iranian Thalassemia Society 
(from 2005 to 2007), professional consultant (advisor in the field of 
thalassemia) of Charity Foundation for Special Diseases (from 2016 to 
the date), specialist advisor of the Iran Blood Transfusion Organization, 
and executive director of the Iran Blood Transfusion Organization (from 
2010 till now). More recently, he was honored to become a member of the 
Hematologic Consultant Committee for special diseases based in 
MOHME (2015 to date) 33. Apart from these roles, he has published 
papers in academic journals as a scholar, and has written political 
columns in Iranian newspapers (forexample, rūz-nāme-ye mardom-sālārī) 
as an independent journalist and a patient opinion leader.  
                                                        
33 This is the highest scientific committee of decision making on the policies for Thalassemia and 
hemophilia in Iran. 

Picture 2 
Dr. Hadipour, in a conference venue in 2016 
(picture taken by Hamed Mirzakhalil). 
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In order to introduce Dr. Hadipour’s role as a patient activist in this 
section, a variety of resources will be used. The materials include 
interview data with him (conducted by the author in his pharmacy in 
Tehran on May 9, 2017), his oral presentations at academic conferences 
(TIF conference in Amman in 2016, and in Thessaloniki in 2017), his 
papers published in academic journals, his articles and columns posted on 
his facebook page after their publication in Iranian newspapers, his 
interviews in online news articles and visual data broadcast through 
organizations such as the Charity Foundation for Special Diseases, and 
personal communication between Dr. Hadipour and the author through 
message applications during the proofreading of this paper.  

In this paper, he is introduced as an “international / national level” 
activist, since he has enormous influence on thalassemia patients in Iran 
and other countries. His activities could be briefly grouped into 5 
categories. 1)Improving blood transfusion services, 2)improving the 
quality of pharmaceutical products and drug distribution, 3)advocating 
patient rights for appropriate treatment, 4)promoting thalassemia 
prevention programs, 5)providing correct information about Thalassemia. 
Before starting a description of his work along with these five categories, 
his standing point and political positioning will be outlined through his 
interview data and some articles.  

Dr. Hadipour was intrigued by the discussion of civil society during 
the 6th Majlis (Iranian Parliament during the Khatami era 4 years started 
from 27, May, 2000). It was the time when the discussion of civil society 
became one of the great global issues, and the Iranian political arena was 
no exception. A few years before, the parliamentary research center on 
civil society had published a comprehensive literature report on civil 
society (Fazlī, 1377(1998)). Dr. Hadipour thought that, under president 
Khatami’s reformist regime, the power of civil society was seen as a main 
channel to establish a solid foundation of democracy, which is an entity of 
the various social networks termed as “social capital” including personal 
relationships of trust, local community groups, and volunteer 
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organizations, as Robert David Putnam proposed in his publications 
(Putnam 2000). Therefore, his interest in civil society forms the basis of 
Dr. Hadipour’s activities related to patients’ organizations and NGOs. 

Dr. Hadipour, as an opinion leader of the patient organization and an 
independent journalist, discusses a variety of social issues seen in the 
rapidly altering Iranian society during the last two of decades. To take a 
look at some examples, the importance of considering the rights of 
vulnerable social groups, when political reform, including privatization 
and liberalization of the Iranian economy and protection and activation of 
domestic industries, had tremendous impacts on the lives of the people 
(Hādīpūr 1393d(2014)). In the article he criticizes the populist approach 
among Iranian politicians (Hādīpūr 1396b(2018)), Dr. Hadipour clearly 
distinguishes advocacy for civil rights of the vulnerable from populism in 
big government, which places its political positioning as the opposition to 
elitism, and often disguises its aim as protecting the rights of a socially 
disadvantaged majority, though in fact it is for ad captandum. It could be 
represented by a campaign of “bring the oil income on people’s dinner 
cloth (sofreh)” during president Ahmadinejad’s regime. (Hādīpūr 
1396a(2018)).  

His rigorous understanding of the different perspectives on human 
rights issues and the emphasis on the discussion of civil society from the 
viewpoint of the patient rights seem to be a characteristic of his 
theoretical discussion. To give another example, in his articles, he depicts 
the “middle class” in Iran as fake, since they are not independent from the 
government-led oil economy. The Iranian “middle class” shares a view of 
the inequitable distribution of wealth, and may have various activities for 
civil rights, but due to the nature of its dependency on the government, 
they cannot have an effective role in economic and political reform or 
achieve a more democratic society. He emphasized his view that the 
balance between political institutions and civil society is far more 
important, when development of civil society cannot promise to grant 
democracy to the nation (Hādīpūr 1395b(2017)).  
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b) Improving the blood transfusion services 
It is inevitable for the people with thalassemia major to take regular blood 
transfusions throughout their lives. Blood transfusion therapy is 
absolutely necessary for people with thalassemia to survive, and the 
significance of quality control of blood transfusion services was 
explained in the previous chapter. Currently Dr. Hadipour has a post in 
the Iranian Blood Transfusion Organization (IBTO), as an Advisor to the 
Managing Director on Regular Blood Recipients. He makes official visits 
to provincial thalassemia centers to inspect the quality of blood 
transfusion services. The viewpoint of a patient with pharmaceutical 
expertise must be beneficial for IBTO to improve its services. 

He was also appointed as secretary of IBTO head office during the 
40th anniversary of IBTO in 2013. In 2014, celebrating the attainment of 
40 million units of donated blood, he appreciated the spirit of devotion 
among Iranian blood donors in his article (Hādīpūr 1393a(2014), Hādīpūr 
1393c(2014)). When transfusion-dependent thalassemia patients take one 
fifth of all donated blood in Iran, patients’ regular appeal for blood 
donation must be vital to develop awareness and to encourage the 
involvement of donors. His preceding experience as the leader of the 
Iranian Thalassemia Society must have opened the door for this role. He 
bestows a benefit both on IBTO and patients with thalassemia, by acting 
as a major mediator between service provider (IBTO) and the service 
recipient. 

He started his cooperation with IBTO as a member of the advisory 
group of IBTO for production of safe blood products (from November 
2005 to March 2012). This advisory group was assembled as a volunteer 
group, since IBTO is an organization based on voluntary donation along 
with voluntary contributions, which was mentioned in its charter. 
However, the attempt was not successful, because there was a lack of 
scientific approach in advocacy groups and misunderstanding of the 
independence of NGOs from the government. Instead, he was offered a 
part-time job as advisor to the managing director to transfer patients’ 
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voices into IBTO strategy makers, during Dr. Toogeh’s incumbency as 
managing director of IBTO. When Dr. Pourfathollah became managing 
director of IBTO, Dr. Hadipour’s role was promoted to that of mediator 
between IBTO and patients with thalassemia, hemophilia and cancer and 
an active member of a blood safety group. With this part time position, he 
is expected to remove barriers between producers and consumers of blood 
products. 

In the description of the framework for patient advocacy, 
Wong-Rieger (2017) categorizes tactics that each quadrant takes for their 
set goal. Dr. Hadipour, with his legitimate post in the existing system of 
blood transfusion, can be a “broker” in quadrant four. Wong-Rieger 
illustrates that this position cannot be easily obtained, nor is it necessarily 
aspired to by patient activists, because in many patient activities, it is the 
existing system that is characterized as the barrier to meeting the needs of 
patients. In some patient / disability activities, even medical paradigm has 
been challenged, in order to retrieve their right for choice by their own 
values, not by medical criteria (Wong-Rieger 2017:274), to force their 
bodies to conform to normalcy. Nevertheless, since thalassemia patients 
depend heavily on medicine, and support prevention programs to make 
their population smaller in order to secure better medical care for 
themselves, it can be presumed that finding a way to gain a post inside the 
existing medical paradigm and system might be a more rational choice, 
rather than challenging the medical paradigm.  
 
c) Improving the quality of pharmaceutical products and drug 
distribution  
As mentioned above, considering his affiliation to IBTO, Dr. Hadipour’s 
role as a patient activist could be as a broker, or a mediator between an 
authority and patients. However, in contrast to blood transfusion therapy, 
he does not have an official post in any governmental organizations or 
major companies which administrate or produce pharmaceutical products, 
and he sometimes challenges the current system of drug supply and the 
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quality of drugs, by criticizing government policies, professionals and 
related companies or organizations. Thus, in this case, his positioning can 
be placed in quadrant two, “activism”, since one of the tactics employed 
by activism is to confront the current system or authority (Wong-Rieger 
2017:273). 

In recent years, he gave presentations on the quality of drugs at the 
Congress of the European Hematology Association (2014) and in TIF 
annual International Conferences (2015, 2016, and 2017) . He advocates a 
position that patient rights to safe medication should be protected in a 
civil society, by giving an example of the need for quality control and 
ethical marketing of generic drugs. As it was explained in the previous 
chapter, a daily regimen of chelation drugs has life-saving importance for 
the people with transfusion-dependent thalassemia. However, the original 
brand drugs, produced by companies in Switzerland (Novartis) or Canada 
(ApoPharma), are very expensive, and the availability of them is not 
always assured for reasons of politics or economics in many countries 
including Iran.  

Generic drugs for iron chelation are produced in less developed 
countries such as India, Saudi Arabia, Algeria, and Iran (in Table 1, the 
characteristics of each chelation drug are illustrated and Iranian generic 
drugs are listed). Generic drugs themselves have similar potency to the 
original ones, but the problem is control of the quality of such products. 
The quality control of these generic drugs is not rigorously applied, 
because the authorities in these countries do not have in place the criteria 
and standards to control the safety of drug products. For instance, in times 
of economic instability such as recession or sanctions, generic drug 
production companies might switch to cheaper and more readily available 
ingredients. The cheaper ingredients may be impure, and that could 
change the efficacy of the drugs, by damaging the proper process of 
formulation or altering polymorphs34. 

                                                        
34 Dr. Hadipour’s presentation at the 2016 TIF conference in Amman, note taken by the author. 
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Furthermore, the quality of generic drugs is not simply a matter of 
choice for transfusion-dependent thalassemia patients in these countries. 
Dr, Hadipour pointed out that the drug regulatory systems in Iran as well 
as in other countries in the Middle East are not independent of the 
domestic pharmaceutical companies. He strongly recommended that a 
marketing code of ethics should be developed and put into practice in the 
health market among the developing countries, in order to avoid 
corruption in the pharmaceutical market such as collusive relationship 
between physicians and the companies. Insufficient quality control and 
unethical marketing of generic drugs is harmful for the patient in many 
ways, especially where the economic or political situation does not allow 
patients to have alternative choices with higher cost. In the presentations 
in TIF conferences, Dr. Hadipour declared that the national / international 
drug policy should be patient-centered, not based on marketing strategies 
only for pursuit of profit. He called for international cooperation to 
change the drug policies in participants’ residential countries for 
patient-centered orientation35. 

On the other hand, Dr. Hadipour has written some articles about 
problems specifically observed in Iran, in Persian language news media, 
especially about the Iranian national policy for prioritizing domestic 
products (mentioned in Chapter Ⅱ , 6-b). In Iran, the government’s 
incentive scheme for domestic production has been implemented, and for 
transfusion-dependent thalassemia patients, domestic generic drugs for 
iron chelation are available free of charge, but not the original brand 
products. However, many patients prefer the original drugs, and 
voluntarily pay the costs, not because of its brand name, but for its 
efficacy and safety.  

Dr. Hadipour shows his deep disappointment in academic 
pharmaceutical research, because many scholars have been publishing 
academic reports to say that domestic generic products were proven to 

                                                        
35 Dr. Hadipour’s presentation at the 2016 TIF conference in Amman, note taken by the author. 
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have clinical excellence36, though this is different from what patients 
experience in the usage of domestic medicine (Hādīpūr 1993e(2014)). 
The drug has negative side effects such as wounding at the point of 
injection, so that many patients abandoned necessary chelation therapy 
due to the negative effects and died of symptoms caused by iron overload 
(Sedā-ye salāmat, 1395(2016)). Despite the fact that choosing drugs for 
life-saving treatment should not be equated with the preference for a 
luxurious foreign car to a domestic vehicle, according to the examples Dr. 
Hadipour gives, patients are blamed as unpatriotic for preferring foreign 
drugs, not knowing the real value of the domestic products.  

As taking the leadership of the Iranian thalassemia patients, Dr. 
Hadipour promptly issued counter statements whenever the policy for 
price or provision of the chelation drugs was steered in an unfavorable 
direction, based on his consistent argument that access to necessary 
medical treatments with applicable quality is one of the fundamental 
rights for citizens. For instance, when the price of Exjade and Desferal 
(chelation drugs produced by the Novartis company) leaped in value in 
2015 and 2016 respectively, he presented the viewpoint to online news 
sites that the price change was not beneficial for the patients but rather 
harmful for them and damaging to their motivation to keep a routine 
regimen. He explained that this was a governmental strategy to make 
thalassemia patients buy domestic generic drugs by limiting the 
accessibility to the original brand (Khabar gozārī-ye mehr 1394(2015)), in 
order to make profits for affiliated companies and individuals under the 
disguise of a domestic priority scheme.  

Sometimes it seems that Dr. Hadipour is not afraid of condemning 
the important stakeholders, if he finds out that their work abuses patient 
rights. For instance, there was an incident in 2016, acknowledged by the 

                                                        
36 In his lecture in TIF, he tried scientifically to challenge these articles, claiming that the 
conclusion is not based on pharmaceutical sciences, dependent on short time investigation or 
paying no attention to the postponed effects of impure ingredients. 
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government as a special year for supporting national production37. A 
pharmaceutical company which produces one of the chelation drugs, 
claimed that their drugs are actually national products, though previously 
they had been insisting that they were imported from abroad. It was 
obvious that the company’s main concern was not the patients’ well-being, 
but the benefit from larger sales. However, not only the drug company 
and the physicians, but the Iranian Thalassemia Society remained silent, 
without trying to protect the patients from the drug with fake information. 
He denounced their attitudes as exploitation of patients, fattening their 
pockets by selling drugs which could threaten patients’ lives, or by 
receiving incentives from the pharmaceutical company 38  (Sedā-ye 
salāmat, 1395(2016)).  
 
d) Advocating patient rights to appropriate treatment 
Dr. Hadipour’s discussion of patient rights goes beyond criticism of the 
drug policy, and extends to various issues. In Iran, there is a guideline 
called “Patient’s Rights Charter” adopted by the MOHME in 2009. It has 
five columns: a right to receive appropriate health care services, a right to 
receive a sufficient amount of desired information, a right to a free choice 
and decision on receiving healthcare services, a right to privacy and 
confidentiality, and a right to access and an efficient complaints system 
(Parsapoor et al. 2014:26-27). There is also the ministry order to 
administrate the implementation, and hospital accreditation standards 
were modified to observe the Charter.  

In the preceding years of the adaptation of the Patient’s Rights 
Charter, medical ethics was the major concern in Iranian health policy39, 
                                                        
37  This is placed as one of the policies along with the “resistance economy (eqtesād-e 
moqāvematī)”, led by the Supreme Leader’s strategy from 2015 to avoid negative impact of 
economic sanctions (ICNA 1396(2017)).  
38 The problems of the relationships between pharmaceutical companies and physicians are also 
discussed in the article, of which the second author is Dr. Hadipour (Sillup et al., 2013). 
39 During that time, ethical issues related to various medical practices such as brain death, organ 
transplantations, assisted reproductive technologies, and abortion were discussed from the 
viewpoints of both bioethics and Islamic jurisprudence, and the discussions led to the legalization 
of Organ Transplantation and Brain Death Act (2000), the Embryo Donation to Infertile Spouses 
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which presumes that the patient rights have a universal value. Later, 
Iranian health policy makers became aware that the cultural differences in 
ethical consideration can be covered by the attempts in terms of “patient’s 
rights”, rather than medical ethics. In 2003, the first charter of patient 
rights was presented by MOHME, and in the process of compiling the 
Charter, patients’ opinions were heard and reflected in the articles, while 
its accordance with Islamic jurisprudence was carefully examined.  
Representatives of patient advocacy groups such as chronic mental 
diseases, thalassemia and hemophilia attended the workshops as 
consultants shortly before the adaptation of the Charter by MOHME 
(Parsapoor et al. 2014:25-27). Dr. Hadipour was also involved in the 
discussion (Hadipour and Tabrizi Namani 2017), and advocated patient 
rights concerning various issues including avoidance of medical 
maltreatment and patient centered care, particularly in accordance with 
Islamic ethical norms. 

In 2016, Abbas Kiarostami, an Iranian film director known 
worldwide for his poetic documentary-like shootings films, died at the 
age of 76. His death triggered intense national controversy, because he did 
not know the severity of his health condition with digestive organ cancer, 
until a few days before his transfer to Paris, where he died. Iranian film 
directors and celebrities stood up to blame the Iranian custom of 
disrespect for informed consent, which could be understood against one 
of the five columns of the “Patient’s Right Charter”, the right to receive a 
sufficient amount of desired information. This indignation urged the 
Iranian government to investigate the cause of his death, by making an 
official inquiry at the French hospital.  

Later an Iranian health official announced that the cause of 
Kiarostami’s death was meningeal hemorrhage, triggered by taking an 
anticoagulation drug called heparin. However, the true cause or act was 
not found, as the French authority did not accept this Iranian viewpoint, 

                                                                                                                                            
Act (2003), and Therapeutic Abortion Act (2005) (Zahedi et al. 2009: 43). 
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while the Iranian principal physician in Tehran claimed his innocence. 
The important thing was, according to his family, that Kiarostami was 
exasperated with his physician’s secrecy about his own illness. After his 
death, many Iranians were outraged, claiming that they had suffered the 
same kind of disrespectful experiences. News articles considered that 
harmful acts, which had happened many times to voiceless Iranians, 
finally drove a national legend to his death40.  

Dr. Hadipour picked up this dispute of the Cannes-Awarded 
filmmaker’s death in his column when he wrote about medical 
malpractice (Hādīpūr 1395a(2016)). He explain that in Iran, if medical 
professionals made any kind of error at the bedside, and it resulted in 
serious harm to patients, it is a criminal offence, demanding “ta‘zīr41” 
punishment based on Islamic Law, that might be very severe. In Iran, the 
cause would not be identified by investigation, medical staff would not be 
educated to avoid the same mistakes, or compensation for the victims 
would not be considered. Instead, the person who committed the error is 
severely condemned. Due to this legal norm, medical malpractices tend to 
be hidden and unreported, and condoning the mistakes results in 
hampering serious discussions for ameliorating the medical service 
provision system. Dr. Hadipour connected the discussion to patient rights, 
and concluded that Kiarostami’s death should not be nullified, but 
alternatively, the Iranian health system should be amended to protect the 
sanctity of the lives of patients, who are not as influential or not as vocal 
as Kiarostami, his family and his friends. 

The dispute provoked by Kiarostami’s death shows what the 
consequence would be if a patient were deprived of autonomy in 
                                                        
40 For details see Khabar-gozārī-ye dānesh-jūyān-e īrān īsnā (1395a(2016)), Khabar-gozārī-ye 
dānesh-jūyān-e īrān īsnā (1395b(2016)), Tehran Times (2016), Dehghan (2016), Iran Front Page 
(2017). 
41 Punishment for crime not measuring up to the strict requirements of hadd punishments, 
although they are of the same nature, or those for which specific punishments have not been fixed 
by the Quran. Punishments range from the death penalty for espionage and heresy to flagellation, 
imprisonment, local banishment, and a variety of fines. Determination of punishment is left to the 
judge or chief executive, who can vary the punishment according to a number of criteria including 
who has inflicted the crime and upon whom (Esposito 2003). 
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physician-dominated medical procedures. The importance of 
patient-centered care is emphasized, in an article in which Dr. Hadipour 
clarifies how it can be achieved (Hadipour et al. 2015b). His examples of 
a tailored regime for patients with diabetes, and a structured design and 
space planning of medical centers for adult thalassemia patients can be 
elaborated only by someone who is able to analyze his own experiences 
as a patient, and to describe it precisely to challenge the existing medical 
system. This discussion can also be categorized into quadrant two, 
“activism”. 
 
e) Promoting thalassemia prevention programs 
Thalassemia patient activists sometimes work as spokespersons for 
thalassemia prevention programs, and most thalassemia patients’ 
organizations in the world support prevention programs, leading the 
promotion campaign in their residential region. The Iranian Thalassemia 
Society set two goals at its establishment in 1368 (1989). One was the 
promotion of schemes preventing newborn cases of thalassemia major, 
and the other one was the advance in treatments of living patients. Dr. 
Hadipour has been engaged in both activities as a member of the Board of 
Directors of the Iranian Thalassemia Society. He places the national 
thalassemia prevention program started in 1375 (1996) as an extension of, 
and an achievement of the activities of the Iranian Thalassemia Society 
(Mīrza‘ī, 1393(2014)). 

Dr. Hadipour is one of the key figures in the promotion of the 
prevention program in the international arena too. Many papers about the 
Iranian thalassemia prevention program had been published, but they 
were limited in analysis, because the precise number of the annual new 
born cases with transfusion-dependent thalassemia was not available, and 
the research was for estimation, not the present status analysis. On the 
other hand, since he has an official post in the Iran Blood Transfusion 
Organization, he is privileged to have access to the data which covers all 
registered patients who need blood transfusions across the country. It 
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enabled him to conduct a comprehensive analysis of the present Iranian 
status with accurate data, which had not been possible before. He avoided 
a rough sketch of the outcome of the prevention program in Iran. Instead, 
he discussed it more precisely with the accurate number of newborn cases 
and the original prevalence rate which varies greatly in each province. 
The provinces which achieved less success in prevention than others were 
Sunni areas such as Sistan and Baluchstan, where Islamic marriage 
without official registration has been widely practiced. (Hadipour et al. 
2013, Hadipour et al. 2014b).  

Thalassemia prevention programs have been implemented in many 
countries, but reflecting the cultural norms in the local settings and legal 
regulations in the countries, there are differences in the procedure. For 
instance, in Iran, if at-risk couples decide to marry after the premarital 
screening and genetic counseling, both prenatal diagnosis and selective 
abortion are available for them42, while in Jordan, the carrier couples can 
have prenatal diagnosis but induced abortion of the affected fetuses is not 
permitted.  

Recent studies show that the key to the success of the thalassemia 
prevention program is accessibility to prenatal diagnosis and selective 
abortion, and management of non-registered Islamic marriage (Saffi and 
Howard 2015). With his fluency in English, Dr. Hadipour can contribute 
to English publications and to related international academic journals for 
foreign readers. His precise analysis of the Iranian prevention program 
with sensitivity to local cultures can be helpful to the medical 
professionals, the executives of Thalassemia patient organizations and 
administrators in countries with high prevalence to understand their 
problems and choose further strategies to amend the implemented 
programs.  

In addition, what distinguishes Dr. Haripour’s works from many 
other papers published about the Iranian thalassemia prevention program, 

                                                        
42 About the change of Iranian policy for abortion, see Hosoya (2017a) 
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is his sensitivity to patient rights. For instance, in his interview (Mīrza‘ī 
1393(2014)), he mentioned the negative impact of the Iranian thalassemia 
prevention program. For young Iranians with transfusion-dependent 
thalassemia, marriage discrimination is a serious obstacle with which they 
have to contend with. Dr. Hadipour identified the national prevention 
program as one of the reasons for their marriage and employment 
discrimination, because the program emphasizes the hardship and 
unfavorable dimensions of thalassemia, in order to prevent at-risk couples 
having affected children. He pointed out that in the campaign, it might 
well be possible to see expressions such as “a healthy city without 
thalassemia patients” in a billboard. The implied denial or negation of life 
with thalassemia in these catchphrases leaves a negative image in the 
public eye, and as a consequence, some parents or relatives strongly 
oppose the marriage with a person with transfusion thalassemia, or many 
companies or offices are reluctant to employ them43.    

In Japanese or Western ethical debates on genetic screening, prenatal 
diagnosis and selective abortion, patient advocacy groups or disability 
activists often take up a position as opponents of “prevention”, because it 
deprives those living with illnesses and impairments of dignity, claiming 
that “prevention” of birth of a baby with undesired traits is a new eugenic 
policy. Contrary to this tendency, in the discussion of the politics of 
thalassemia health care, accusations by patients against the prevention 
program are rare, not only in Iran or the Middle East, but also in 
European countries. Dr. Hadipour is a proponent of the thalassemia 
prevention program, but as a “broker” (quadrant four) he avoids 
oversimplification, and he rather tries to elaborate multi-dimensional 
phenomenon, such as the harmful consequences of campaigning for the 
prevention program mentioned above, from his viewpoints both as a 
patient activist and an academic with a medical background. 
 
                                                        
43  See Hosoya (2017b) for some case studies of Iranian thalassemia major patients who 
experienced marriage discrimination.  
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f) Providing correct information about Thalassemia  
As discussed above, thalassemia is the most common inheritable disease 
in Iran. After the implementation of the national thalassemia prevention 
program, through the thalassemia awareness campaign for premarital 
screening, the name of the disease “thalassemia” has been more widely 
acknowledged by the Iranian public. Nevertheless, people do not have 
detailed information about the mode of inheritance, the symptoms, 
treatments, complications, or life styles of transfusion-dependent 
thalassemia patients.   

In recent years, due to the development of medical treatments and 
conditions of clinical settings, transfusion-dependent thalassemia patients 
have fewer complications, and they are able to live without it being 
apparent from their appearance that they have an illness. However, 
patients in the older generations, who had been suffering from severer 
complications more often, experienced discrimination and disabling 
social barriers because of the prejudice towards people with thalassemia44. 
In his column Dr. Hadipour exposes his childhood memory of unfair 
treatment by his relatives with regard to the dignity of citizens (Hādīpūr 
1393b(2014)). 

He was 5 years old when he went to his relative’s aqd, a traditional 
ceremony held to exchange the marriage contract between the families of 
bride and bridegroom. However, Dr. Hadipour was pushed out from the 
ceremony room. From his mother’s facial expression, he vaguely 
understood that it was something like persecution, but he was not sure 
what it meant. Years later, he comprehended the enormity of his relatives’ 
action, who were scared of the thalassemia boy’s “contagious bad luck” 
affecting the happiness of the young couple. His story in his column ends 
with a piquant epilogue in which the fourth child of this very couple 
visited Dr. Hadipour a few days ago, seeking his support for her 
employment in the medical field. Now she needs to be affected by his 
                                                        
44 See the expression of an Iranian male patient with thalassemia major, Vahid, in his interview 
(‘Ābedī 2014). 
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good luck. 
His way of giving information about thalassemia seems to be 

strategic. For example, in question and answer style media interview 
articles (Javān ānlāīn 1394(2015), Mīrza‘ī 1393(2014)), he started by 
answering general questions, giving details that thalassemia is a 
hereditary hemoglobin disorder. Regular blood transfusion is necessary 
because patients cannot produce enough hemoglobin in their bodies. 
Carriers (thalassemia minor) do not need medication, and if both partners 
of the couple are carriers, the chance of a thalassemia major birth is one 
in four of every pregnancy.  

Then readers suddenly face some awkward questions such as “Is 
thalassemia infectious?”, “A thalassemia patient’s life is short, isn’t that 
right?” or “Are children with thalassemia different from other kids in 
terms of intelligence or learning ability?”. Anyone who has conducted 
field research in Iran, must have experienced painful moments when 
“healthy people”, sometimes even academics, asked similar questions 
without knowing that they were actually making discriminatory remarks. 
It seems that Dr. Hadipour very consciously allows the interviewer to 
inquire these questions, all of which are answered in the negative by 
himself, and his logical and scientific explanations contribute to rejecting 
any prejudice based on false information. As he stated in his conversation 
with the author, one of his life’s work is changing the negative view 
towards the patients with thalassemia, by showing his active participation 
and leadership both in the thalassemia community and in the science and 
political arena. 

His activities for thalassemia awareness, which can be understood as 
quadrant one “advovavy”, cover not only the Iranian public but also the 
people with thalassemia. He has organized seminars and workshops, in 
which he has made speeches and given lectures for educating young 
people with transfusion-dependent thalassemia, to make them aware of 
their own rights, as well as having knowledge of treatments and their 
possible negative effects. Additionally, he has encouraged young patients 
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to participate in patient activities, by teaching how to manage a 
patient-centered organization for their advocacy. Today Dr. Hadipour has 
left the Iranian Thalassemia Society but continues his works with the 
Charity Foundation of Special Diseases, and discusses issues related to 
the quality of drugs and patient rights as an active citizen. His is a role 
model for many people with thalassemia, and his life has influenced many 
young thalassemiacs all over Iran, including Mr. Gholampour and Mr. 
Taherizadeh whose activities will be introduced in the next section. 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Picture 3 

Dr. Hadipour in his 
pharmacy in Tehran with 
his employees. 
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Picture 4 
Dr. Hadipour (in the front line, the second from the left), with the core members of the 
Iranian Thalassemia Society, on the international thalassemia day in 2007, Tehran. 
 

Picture 5 
Dr. Hadipour visited Ayatollah Rafsanjani with representatives of Iranian thalassemia 
society to give a statement about problems of management and distribution of 
imported new pharmaceutical products, in Tehran, 2014 (Bonyād-e bīmārī-hā-ye khās 
2015:15). 
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Picture 6 
Dr. Hadipour, organizing a 
panel in TIF conference 
(14th International 
Conference on 
Thalassaemia & 
Haemoglobinopathies & 
16th TIF International 
Conference for Patients & 
Parents) in 2017, 
Thessaloniki, Greece. 
 

Picture 7 

Dr. Hadipour, giving a 
lecture to physicians in 
the conference on Patient 
Blood Management, in 
Karaj, 2018. 
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2. Working for patient advocacy at national / regional / single center 
level: Mr. Gholampour and Mr. Taherizadeh 
In this section, the activities of two thalassemia patients in Isfahan will be 
addressed, in order to introduce the efforts which are embedded in the 
local networks and human resources based on their personal relationships. 
The data used for the description of their activities in this section derive 
from various resources such as interviews and daily communications 
through telephone and mobile message applications among Mr. 
Gholampour and Mr. Taherizadeh and the author, articles and columns of 
related issues in academic journals and online news, websites of related 
organizations, and data acquired through the author’s participant 
observation in the Seyyed-ol-Shohada Hospital, cycling meeting in 
Isfahan, programs of the Isfahan Thalassemia Society and the Iranian 
Thalassemia Society. 
 
a) Mr. Gholampour and tainted blood litigation  
Mr. Amir Reza Gholampour was born in Isfahan in 1980. He lives in the 
city of Isfahan with his retired pensioner father, who used to work in an 
iron industry company and his housewife mother. His parents, a brother, 
sisters and relatives have never treated him as a sick child, so he grew up 
as an active and cheerful boy though he had to keep all the regimen for 
thalassemia major during his childhood. He always loved doing sports. 
He never tried to hide his health situation in front of other children in his 
school life. His teachers and close friends knew that he had an illness 
which requires regular blood transfusions and everyday chelation pump 
injection, but they did not view him with pity, and let him enjoy all the 
activities at school including sports classes.  

Mr. Gholampour was nominated and elected as a member of the 
Board of Directors of the Isfahan Thalassemia Society twice, for 2 years 
from 2006, and another 2 years from 2008. He was expected to become 
the candidate for the next 2-year period from 2010, but he decided not to 
stand for the election. Instead, he started working in a sports committee  
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of the Society. The Charity Foundation for Special Diseases organizes 
national sports championships for people with thalassemia, in 
collaboration with the Sports Federation for Patients with Special 
Diseases and Transplantation Recipients (federāsyon-e varzesh-e 
bīmārī-hā-ye khās va peivand-e a‘zā). The championship includes 
matches of badminton, table tennis, swimming, chess, shooting, and darts. 
The Isfahan Thalassemia Society has a sports committee which organizes 
teams and practice for the matches. Mr. Gholampour has won 8 gold 
medals in darts matches, and has been teaching darts45 to thalassemia 
friends in Isfahan.  

In 2007, when Mr. Gholampour was working as a member of the 
Board of Directors of the Isfahan Thalassemia Society, he visited his 
relatives in Abadan in Khuzestan province during the holiday of the 
Iranian New Year (nou-rūz, usually March 21st). He was invited for meals 
by one of his cousins, whose husband was a lawyer. He began to talk 
about his thalassemia friends in Isfahan who had been infected with the 
Hepatitis C virus (HCV) through blood transfusion, due to the negligence 
of the Iranian Blood Transfusion Organization (IBOT) and the Ministry of 
                                                        
45 Darts is one of the popular sports in Iran. There are some Iranian darts players who participate 
in and win international championships.  

Picture 8 
Mr. Gholampour, in a 
darts game, 2017.  
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Health and Medical Education (MOHME). His cousin’s husband offered 
to prepare court files for the patients for litigation against IBOT and 
MOHME, without charging them until they won the case. 

Some explanations are required to understand the context of Mr. 
Gholampour’s act in supporting the court case of thalassemia patients in 
Isfahan infected by HCV through blood transfusions. HIV / HCV tainted 
blood scandals became one of the most controversial issues related to 
patient rights during the decades from 1980’s to 2000’s in many countries 
including Japan (Ferdoman and Bayer 1999). In Iran, there were similar 
incidents, in which patients with hemophilia and thalassemia were 
infected by HIV / HCV through blood products, and these patients took 
legal action in 1997, in order to claim their right to receive 
compensation46. 

This first Iranian court case involved two separate infections by 
different viruses and at different times. One is the case of HIV infection 
through the concentrates of clotting factor 8 for hemophilia patients 
imported from Institut Mérieux47 of France from 1982 to 1984, when 
hemophilia patients and their families were victimized48. Another is the 
case of HIV and HCV infections through Iranian blood products, which 
was revealed in 1997, and mainly transfusion-dependent thalassemia 
patients became the victim of HCV infection. The victims of these two 
                                                        
46 The information about the national HIV /HCV litigation explained here is, providing the other 
references are not noted, based on the publication written by Mohammad Khānī (Mohammad 
Khānī 1386(2007)) and the author’s interview conducted in 2014 and 2015 with Mr. Qavidel, the 
director of the Iranian Hemophilia Society, Dr. Saberi, the plaintiff's lawyer of the civil lawsuit of 
this HIV /HCV court case, and Mr. Namvar and Mrs. Afiyat, who directed a documentary film 
called “A Few Drops of Blood (Chand qatre-ye khūn)”. 
47 Institut Mérieux is now a part of Sanofi pharmaceutical company (see Sanofi’s website, Sanofi 
2017). 
48 By 1983, French authorities knew that the concentrates of clotting factors for hemophilia 
patients produced by Institut Mérieux were contaminated by HIV, but did not stop exporting the 
products. Iraq was informed in 1985, but not Iran, and in 1992, a French female ex-worker of 
Mérieux sent a letter to the Iranian government to betray the fact. However, the government did 
not take any legal action against the French company, and it was assumed that the Iranian 
importer company Daru Pakhsh destroyed all the related documents. HIV infection among 
hemophilia patients by French polluted blood products was not seen only in Iran, but was 
widespread across the Middle East. It became an international dispute, and finally Mérieux paid 
compensation to the victims living in the affected countries, but not to the victims in Iran, where 
the Iranian government instead paid compensation for damages to the patients.  
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viral infections brought a class action lawsuit against MOHME, IBTO 
and the Iranian Blood Research and Fractionation Center (IBRFC) 
together in 1997, initiated by the Iran Hemophilia Society. 

HIV and HCV are comparatively more recently identified viruses. 
HIV was identified in 1983, and in 1985 a HIV antibody test kit was 
approved in the US and in France, while HCV was identified in 1989, and 
an HCV antibody test was installed in 1990~1992 among developed 
countries. In Iran, both HIV and HCV screenings were available by 1997. 
However, HIV /HCV screenings and viral inactivation did not function 
satisfactorily in the blood production process in Iran, and thousands of 
hemophilia and thalassemia patients were infected49. In the Iranian case, 
the cause of the infections before the antibody test introduction of HIV 
and HCV was not questioned, but when testing and viral inactivation were 
available but were not conducted appropriately, the role of those 
responsible for the malpractice was questioned. In 2002, those 
responsible in these three organizations, MOHME, IBTO, and IBRFC, 
received 10-year prison sentences for criminal liability for negligence 
caused by poor management.  

In 2002, the plaintiff’s attorney decided to change the case to a civil 
litigation, in order to prioritize ensuring the maximum compensation 
amount to enable the victims to reconstruct their lives as quickly as 
possible. As a consequence, the government was convicted on grounds of 
negligence of civil liability, due to the violation of the victim’s civil rights, 
and was ordered to pay diya50 (Islamic concept of compensation money 
for physical violation) and medical expense to the patients who were 

                                                        
49 HIV screening, antibody test kits were imported from Russia, but they were out of date and 
due to faulty results, the donor blood screening test was not properly conducted. For HCV 
screening, the screening test of the donated blood was correctly implemented, but the equipment 
for the viral inactivation was not appropriate. 
50 Diya is the compensation paid to victims and their heirs, when victims are murdered or 
received any physical harm. The price is fixed according to body parts, and every year the Office 
of the Supreme Leader announces the amount of diya for the next year dependent upon the Iranian 
currency value (Markaz-e omūr-e moshāverān-e hoquqī va vokalā va kār-shenāsān 1396(2018)). 
Diya for female or non-muslim victims is half that for male muslims, but in this court case for 
HIV / HCV infection, the diya amount was not differentiated by gender or religion.   
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infected by HIV and HCV during the period of negligence. In 2005, 
compensation was awarded to 974 plaintiffs of the first court case51, the 
amount equivalent to diya for whole body of a muslim man to an HIV 
victim (approximately 63,000 USD with the currency rate in 2005), and 
half that for an HCV victim52.  

The proposal of Mr. Gholampour’s cousin’s husband during the 
Iranian New Year holiday in 2007 was in the context of this series of the 
court cases. When he came back to Isfahan 53, he asked the Isfahan 
Thalassemia Society to hold a meeting Board, at which he revealed what 
his cousin’s husband proposed in terms of litigation. Mr. Gholampour 
then assembled the thalassemia patients in Isfahan, who were eligible for 
litigation and presumed to have been infected by HCV between the time 
when HCV screening of donated blood became available in Iran (in 
Iranian year of 1375, 1996) and the time when the malpractice in the 
blood production process was revealed (in 1376, 1997). At first, many 
patients and their families did not take his overture seriously, but finally 
documents of 70 patients were prepared in order to file a civil lawsuit 
against MOHME and IBTO, and Mr. Gholampour helped these patients to 
prepare the necessary documents and to sign on their complaint. It took 
nearly 2 years to reach this point.   

In the first trial, all the plaintiffs won the case with the compensation 
amount of half diya of a muslim man, relying on the legal precedent of 
the criminal and civil adjudications of HIV / HCV infections through 
Iranian contaminated blood court cases presented above. However, in the 
appeal court, some patients’ compensation amounts were not fully 
approved due to their less severe symptoms. The compensation payment 
was made in 2015, but Mr. Gholampour did not hide his disappointment 

                                                        
51 According to Dr. Saberi, the plaintiffs’ lawyer, approximately 2,000 victim cases received 
compensation over the course of the next years, but 1,500 victims have been “forgotten” (Khabar 
ānlāīn, 1396(2017)).  
52 The compensation amount complied with the Supreme Leader’s fatwā. 
53 The information about HCV litigation in Isfahan presented in this section is based on the 
interview with Mr. Gholampour and the judgment documents which were shown by some 
anonymous patients to the author. 
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at the decision of the court, because some of the patients received only 
one tenth of the amount that others were awarded (approximately 35,000 
to 40,000 USD). Additionally, since it took 5 years for the plaintiffs to 
receive their compensation, some patients died before their physical 
damage was recognized54.   

Mr. Gholampour is a person who prefers to remain quiet and act 
rather than boast about what he has done for others. In an interview with 
the author, Mr. Gholampour simply explained that his motivation in 
devoting his time and energy to thalassemia friends in Isfahan is based on 
religious faith. All his family members are religious, as is Mr. 
Ghalampour. He does not see his illness as a disabling obstacle, but “it is 
a way that God examines me, and the more I am loved by God, the more 
challenges I experience”. He strongly believes that any kind of actions he 
takes should be for God’s satisfaction. He was not infected by HCV 
himself, but he has a strong desire to do something beneficial for his 
thalassemia friends, because “they are like my second family”. Helping 
his “family” with patience and enthusiasm to prepare the documents is 
definitely a work for God’s love, and “it was my obligation to devote 
myself to them, ham-dardī (compassion, literally means sharing pain) 
makes me do it”.   

Children with transfusion-dependent thalassemia start transfusion 
therapy as early as 6 months of age, and from then regularly visit hospital. 
Patients grow up in the thalassemia community based in the local hospital, 
and develop close friendship with other thalassemia children. Mr. 
Gholampour described this relationship as his “second family”. He 
continued, that people with thalassemia must endure a great deal of unjust, 
unfair, and unethical treatment in their lives, especially when an 
infectious disease is added to the genetic disease which they already have. 
However, patients stay silent, because they do not know how to make 
                                                        
54 The same kind of legal acts have also been taken in other provinces, but patients living in 
economically disadvantaged provinces had to give up bringing the case to the civil court, as they 
did not have sufficient financial resources, which was available in Isfahan where philanthropical 
activities flourish. 
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their voices heard. Luckily, he had an opportunity to help them to appeal, 
and tried hard to have their appeal acknowledged.    

Mr. Gholampour’s support for Isfahan patients with HCV can be 
categorized into quadrant two, “activism”, as his action was to engage in 
a group-based compensation claim, or class action lawsuit (Wong-Rieger 
2017:272). However, his activities are not influenced by any particular 
political intention or social theory. Rather, he was motivated by caring as 
a member of the local thalassemia community, and by his religious and 
ethical beliefs. The issue of HCV infection through blood transfusion is of 
national concern, but his activities are rooted in the regional community. 
 

 
 
 
 
 
 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Picture 9 
Mr. Gholampour (in the front right), with the team members of the Isfahan 
Thalassemia Society in the national sports championship organized by the Sports 
Federation for Patients with Special Diseases and Transplantation Recipients. 
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b) Mr. Gholampour / Mr. Taherizadeh and an advocacy campaign 
bicycle trip 
There was an advocacy campaign which Mr. Gholampour and Mr. 
Taherizadeh carried out together. It was a campaign entitled “illness is not 
the end of life (bīmārī pāyān-e zendegī nīst)”, and a 1,700-kilometer 
bicycle trip from Isfahan to Mashhad was done by four Isfahani 
transfusion-dependent thalassemia male patients, Mr. Amir Reza 
Gholampour (introduced in the previous section), Mr. Shayan Taherizadeh 
(introduced in the next section), Mr. Mohammad Taherizadeh (Mr. 
Shayan Teherizadeh’s paternal uncle), and Mr. Asghar Dehqani55. They 
departed from Isfahan by bicycle on September 17th in 2013, and 13 days 
later, arrived in Mashhad, the capital city of Razavi Khorasan Province 
and the second most populated city in Iran, with the holy site of Imam 
Reza Shrine, the grave of Shi’a eighth Imam. Imam Reza Shrine is the 
largest Shi’a pilgrimage site, hosting 25 million pilgrims annually 
(Financial Tribute 2015), and every year for Imam Reza’s martyrdom day 
or his birthday many pilgrims take a trip to visit his Shrine on foot. The 
departure day of this group of Isfahan Thalassemia cyclists was Imam 

                                                        
55 Mr. Dehqani’s kindness is deeply appreciated, since he gave the copies of the videos and 
photos of the trip to the author. His story will be introduced if the author has any other chance of 
publication. 

Picture 10 

Mr. Gholampour (on the 
right), appreciating the 
blood donation of Mr. 
Haqayeq (the executive 
director of the Isfahan 
Thalassemia Society, in 
the middle), in the Blood 
Donation Center, Isfahan. 
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Reza’s birthday, so the trip had a connotation of hardship in tribute to the 
holy Imam. 

They cycled 1,700 kilometers from Isfahan to Mashhad with a flag 
of their slogan, traversed 7 Provinces, pedaled 60 kilometers a day, 4 
hours ride from morning to noon, and another 4 hours ride in the 
afternoon following lunch and siesta. Accommodation was provided by 
the Iranian Red Crescent, and the cost of the trip was partially covered by 
the Isfahan Thalassemia Society along with the support of the Iranian 
Thalassemia Society, including the cost of the flight back from Mashhad 
to Isfahan. The slogan “illness is not the end of life” was a message to 
both people with and without thalassemia, saying that despite having the 
hardship of suffering from illness, people with transfusion-dependent 
thalassemia can achieve anything and enjoy their lives.  

A few words are needed to remind the reader that these four men live 
with transfusion-dependent thalassemia, which means that they may have 
organ dysfunctions. For them, cycling for 1,700 kilometers in 13 days is 
not as easy as healthy people imagine. They did not have serious 
symptoms such as arrhythmia, but Mr. Gholampour and Mr. 
Taherizadeh’s uncle had diabetes and osteoporosis, Mr. Taherizadeh had 
diabetes (but without insulin injection at that time) and Mr. Dehqani had 
sinusitis. In fact, as can be seen in Picture 12, Mr. Gholampour had 
broken his right arm on the second day after departure from Isfahan. 
Suffering from osteoporosis, one fall from his bicycle during the trip 
caused a bone fracture. He could have chosen not to continue the trip, but 
without any hesitation, Mr. Gholampour traveled to Mashhad with his 
three friends with very recently broken arm, although his doctor stopped 
him riding his bicycle after the injury.  

Their extraordinarily determined and optimistic behavior can be 
accounted for by Mr. Taherizadeh’s explanation of the slogan of the trip at 
a conference organized by Iranian Thalassemia Society in 2014. 
According to his own words in his speech, “illness is not the end of life, 
but actually it is the way to live. We and people around us have to 
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understand that whatever we have, like hardships and problems, there is a 
way to be able to enjoy our lives. Don’t listen to others saying that it is 
too hard for you. Don’t listen to others saying that you will not be able to 
make it... There is no limit to enjoy our lives. If only one hour is left for 
you, you can still enjoy your life. What does aspiration for living mean? 
What does passion for enjoying life mean? It is a hope. We are born in 
this world in order to live, and we have hopes. So, let’s live until the end 
of life” (Tāherīzādeh 2014).   

The initial trigger for this challenge was Mr. Taherizadeh’s joining a 
cycling club in the city of Isfahan. He was 21 years old when he started 
cycling with members of the Isfahan cycling club, which held gatherings 
every Friday morning at a cycling course along the Zayanderud river. The 
club members were healthy young people living in Isfahan, but welcomed 
him as a frequent participant and friend, and because they loved Mr. 
Taherizadeh’s idea of an advocacy bicycle trip to Mashhad, they 
encouraged him to do it, and offered technical support. The four Isfahan 
thalassemia cyclists had spent almost 2 years preparing for the trip, in 
order to find sponsors and to collaborate with related organizations. 
During this 2-year preparation time, four thalassemia cyclists gained 
membership of the Isfahan Cycling Federation, and regularly went to 
cycling gatherings on Friday mornings for training.  

Finding sponsors was the most difficult part of the preparation. At 
first, people did not take their idea seriously, telling them that it was a 
crazy idea, and that it would not be possible for thalassemia patients to 
complete a cycling trip of 1,700 kilometers. However, Mr. Taherizadeh 
interacted with the members of the cycling club, and Mr. Gholampour 
arranged meetings with the related organizations such as the Iranian Red 
Crescent. A bicycle instructor from Isfahan Cycling Federation offered to 
support the trip as a consultant, and their membership of the Federation 
enabled them to obtain the necessary travel permission certificate. The 
Isfahan Thalassemia Society and the Iranian Thalassemia Society were 
persuaded to make contributions, and finally the Iranian Red Crescent 
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decided to provide accommodation during the trip.  
Their thalassemia advocacy slogans and the scenes of their pedaling 

on the highway towards Mashhad were recorded and broadcasted through 
local television news programs both in Isfahan Province and Razavi 
Khorasan Province. Their achievements were described in a newsletter of 
the Iranian Red Crescent, and in the annual assembly of the Iranian 
Thalassemia Society, attracting people both with and without thalassemia. 
This challenge can be categorized into the first quadrant “advocacy”, as 
the campaign focused on promoting awareness of a story. Mr. 
Gholampour and Mr. Taherizadeh said that they were tired of the 
discrimination and prejudices they were experiencing in their daily lives, 
so they were eager to share their story that people with thalassemia are 
able to achieve anything. The accomplishment of a plan which looked 
impossible and crazy at first, gave them tremendous self-confidence, as 
all four thalassemia cyclists expressed with great delight.  
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Picture 11 (Next page) 

The team of the four Isfahan thalassemia cyclists in front of the Seyyed-ol-Shohada 
hospital, Isfahan, celebrating the departure of their trip to Mashhad in 2013. 
On the banner they are holding, it is written that “Isfahan Thalassemia bicycle team, 
delegation from Isfahan to Holy Mashhad, illness is not the end of life, patients with 
special disease need special attention, Isfahan Province cycling staff” 
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Picture 12 
On the highway to Mashhad; from right to left, Mr. Taherizadeh’s uncle, Mr. Asghari, 
Mr. Gholampour (with his broken arm), Mr. Taherizadeh, and their cycling navigator. 
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Picture 13   

From front to back, Mr. Taherizadeh, Mr. Taherizadeh’s uncle, and Mr. Asghari. This 
scene was recorded and broadcasted through local television news programs both in 
Isfahan Province and Razavi Khorasan Province. 
 

Picture 14   
In the ground of Imam Reza Shrine complex; from right to left, Mr. Taherizadeh, Mr. 
Gholampour, Mr. Asghari, and Mr. Taherizadeh’s uncle. 
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c) Mr. Taherizadeh and advocacy for “patients without limitations”  
Mr. Taherizadeh was born in Isfahan in 1990, and now he lives with his 
father who works as a mechanic in a company, his mother who is sick and 
stays at home, and his healthy younger brother who has a small shop in a 
bazar.  

Mr. Taherizadeh was diagnosed as having β-thalassemia major when 
he was 6 months old. Soon regular blood transfusions were launched and 
2 years later he started to have chelation therapy. His parents had tried 
very hard to find a matching donor for bone marrow transplantation, but 
when he reached 10 years old, they gave up expecting a complete cure. 
During the time of his junior high school, he started taking drugs for 
reduced renal and heart functions and diabetes, and due to hospitalization, 
he lost a year at school. It was when he was 17 years old that two close 
thalassemia major friends died. At the same time, his doctor gave him a 
few months to live, through the diagnoses of heart enlargement and 
reduced liver function. He lost hope, stopped studying and abandoned 
medication.  
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Picture 15 

Mr. Taherizadeh (on the left), conducting a health check with a physician (on the right) 
in a village health center in Isfahan Province. 
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A year later, he was asked to help with some events organized by the 
Isfahan Thalassemia Society, and started voluntary work there. This 
dramatically altered his life, by restoring his spirits through socializing 
with people in the Society and other young patients with thalassemia. He 
began enjoying various programs and sports with thalassemia friends, but 
what he liked most was making himself busy by supporting others, 
organizing Society events, helping other patients in the hospital or 
applying the chelation infusion pumps to thalassemia friends. These 
works for others relieved his feeling of loneliness, and helped him to 
regain his self-confidence.  

Since then, he has been involved in many activities in the Isfahan 
Thalassemia Society and the Seyyed-ol-Shohada Hospital, such as joining 
the thalassemia patients’ shooting championships, organizing trips for 
thalassemia friends, expressing his experiences at the meetings of the 
Iranian Thalassemia Society, telling his stories as a patient at Isfahan 
University of Medical Sciences (IUMS), helping research projects of PhD 
candidates in nursing, arranging hospital visits for foreign visitors, 
joining the traveling medical team to visit underdeveloped rural areas as a 
paramedic, organizing prayer meetings for cancer patients, trying to help 
the establishment of an NGO for palliative / spiritual care provision, 
visiting end-stage cancer patients for prayers and physical care, and 
becoming involved in the cycling advocacy campaign to Mashhad 
presented in the previous section. Now he has full-time work as an 
emergency medical technician in a private ambulance car dispatch service 
company in the city of Isfahan. 

Other than the works for Isfahan Thalassemia Society, his activities 
can be understood as extensions of his personal relationships with health 
professionals working in a single medical center, the Seyyed-ol-Shohada 
Hospital. His primary physician encouraged him to take the courses for 
medical technicians and allowed him to join university medical projects 
to send medical students to rural areas for health check-ups. As the 
Seyyed-ol-Shohada Hospital specializes in cancer treatment, there is a 
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spiritual care team for cancer patients, including university lecturers in 
religion and a religious scholar (hojjat-ol-islām) as counselors. They 
established an NGO to provide spiritual care for patients in the Isfahan 
area. As a member of the team, for example, Mr. Taherizadeh visited an 
end-stage cancer patient at home in Isfahan, gave necessary nursing care, 
read special prayers for him when he was dying, helped his family to 
wash his diseased body, and read prayers during the burial ceremony.   

According to Mr. Taherizadeh, all his activities are to prove that 
patients with transfusion-dependent thalassemia have capability and 
capacity to do anything they would like to do. In his words, it is called 
advocacy for “patients without limitations (bīmārān bedūn-e 
mahdūdīyat)”. As a part of his advocacy activities, he voluntarily 
provided detailed information about his life and physical conditions for 
this working paper, in order to inform people what kind of problems and 
obstacles as well as joyfulness and potential a thalassemia major patient 
may experience. He reveals honestly that he did not finish his diploma (he 
took the course again and obtained his degree later), and that he had been 
suffering from dependency on opioid pain killers (he overcame it56).  

However, this open attitude is not common among thalassemia 
patients in Iran, where education-based discrimination or prejudice 
towards people with illnesses exist. As depicted in Pouraboli (2014) and 
Pūrābolī (2014), many patients try to hide their illness and daily regimen, 
to avoid pity, mockery, insults, restraints, and thoughtless remarks such as 
sentence of death from others. In opposition to these views, Mr. 
Taherizadeh thinks that having thalassemia major is nothing to be 
ashamed of, and from his honest disclosure of his experiences, people 
around him can learn how to behave when they come into contact with 

                                                        
56 According to Dr. Pouraboli, who used to work as a nurse in a thalassemia center in Kerman 
province and conducted several qualitative research projects on patients with transfusion- 
dependent thalassemia, the problem of narcotic drug dependency is a complicated matter 
observed among the patients. Patients use narcotic drugs for physical pain, but they become 
dependent on them because they are depressed, or involved with a bad crowd after dropping out 
from school. Mr. Taherizadeh’s case was due to the frequent usage of narcotic drugs for severe 
physical pain in the medical centers, while the original cause of the pain had not been identified. 
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transfusion-dependent thalassemia people.   
The author started to follow Mr. Taherizadeh’s life events in May 

2014, and this 54-months period was colored by many critical events; his 
unbearable physical pain, serious health situations and deaths of his 
thalassemia friends including a girl with thalassemia major whom he 
wanted to marry. Nevertheless, he involved himself in various activities 
between frequent hospitalizations and these critical events. The 
1,700-kilometer bicycle trip to Mashhad (in September 2013) was only 6 
months after his splenectomy followed by a pulmonary embolism (in 
March 2013). Shortly after his hospital discharge subsequent to 6 months 
suffering from severe pain and fever caused by heart infection through the 
central venous access device, he joined a local bicycle race and won a 
prize (in April 2016). As stated in his conversation, these too are 
advocacy for “patients without limitations”. 

His most important and influential advocacy activity may be telling 
his stories as a patient in universities. He is regularly invited to classes of 
medical ethics and an introduction to Islam which is open for students 
from different faculties and grade levels, talks about his own experiences 
of having thalassemia major and tells the students about their expected 
ethical behaviors from the patient’s point of view. Dr. Mousavizadeh, the 
lecturer in medical ethics in IUMS who works as a spiritual counselor for 
cancer patients, perceives that the students in medical universities tend to 
prefer to practice their power over their patients to considering the 
patients’ real needs or contributing to caring for patients. In order to give 
an opportunity to the students to learn how important it is to listen to 
patients’ stories, he invites Mr. Taherizadeh to his classes, asks him to talk 
about the achievements while suffering from many painful symptoms and 
agonizing life events.  

In the class which Mr. Taherizadeh was invited to talk about his 
experiences in 2015, some students looked very much impressed, some 
looked rather perplexed, a few looked uninterested but some were very 
much moved and cried, especially when his story came to the part where 
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he finally recovered from the unexpected serious complication of 
cholecystectomy, his mother had a cardiac arrest, and following the relief 
of his mother’s resuscitation, his girlfriend with thalassemia major died of 
pneumonia, because the oxygen tank in the ambulance car was empty. Mr. 
Taherizadeh confessed his abandonment of chelation therapy after these 
depressing events, and that he was suffering from worsened health status 
after this inadequate self-care. Health professionals tend to think that the 
adherence to a regimen is easy, and make thoughtless comments such as if 
a transfusion-dependent patient dies, it is the patient’s fault. Yet, in real 
life, maintaining a regimen is not so simple, and in many cases, it is not 
the patient who should be blamed. In Mr. Taherizadeh’s story, the students 
in the class were emotionally impressed and understood the complexity of 
life, and in situations in which nobody can remain calm or organized, it is 
more important to have ham-dardī, sharing the pain, than reprimanding 
the patients.  

Mr. Taherizadeh, when he was required to receive treatments in the 
Seyyed-ol-Shohada Hospital in September 2016 and February 2018, 
allowed the author to visit his hospital room to observe the therapeutic 
environment for thalassemia patients. His father and younger brother 
were not able to come to see him very often, because of their work and 
caring for his sick mother at home. Instead, the nurses in the ward treated 
him kindly as if he were their younger brother, sometimes having a cup of 
tea in his hospital room during their break time. Other hospital workers 
such as the religious counselors, the security guards, the supervisor, the 
cleaners, or young physicians came to visit him whenever they were on 
their shift. Thalassemia friends dropped by before and after their 
transfusions. The sister and mother of his deceased girl friend called him 
to ask how he was. His primary physician respected him, asking his 
opinions of symptoms and drugs every morning. His local mosque friends 
were waiting for his discharge. All these supporting relationships, as well 
as the good coverage of his father’s medical insurance and financial 
assistance from the Isfahan Thalassemia Community, gave him a secure 
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feeling of the firm ground of a local community, which certainly 
encouraged him to confront every kind of challenge.  

In comparison with the activities of Dr. Hadipour and Mr. 
Gholampour, Mr. Taherizadeh’s motivation is personal, expecting an 
alteration of his own situation. For instance, he conceived the idea of the 
cycling campaign to Mashhad when he was thinking how he could 
possibly persuade his girlfriend’s opposing father that he was strong and 
capable enough to have a happy marriage with his daughter. As 
Wong-Rieger pointed out (2017:272), the most patient-driven advocacy 
emerges from a personal issue such as harm, loss, injustice or denial and 
Mr. Taherizadeh’s activities can be placed in quadrant one, “advocacy”.  

It could be said that Mr. Taherizadeh’s advocacy is limited within his 
sphere of life, the focal point of which is in the local hospital he has 
attended regularly since his childhood. Additionally, he may not to be a 
role model for the other patients from the medical point of view, since 
patients who have better adherence of the regimen would not have many 
problems as he does. However, when people around him enjoy his 
company, try to understand the lives of people with transfusion-dependent 
thalassemia and support his seemingly crazy challenges and adventures, 
his advocacy campaign may be seen to have been quite successful.  
 
 

 

 

 

 

 

 

 

 

 

 



 93 
SIAS WP NO.29 ◆THALASSEMIA AND THREE IRANIAN PATIENT ACTIVISTS 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 
  

Picture 16  
Mr. Taherizadeh, on one of 
the routine blood transfusion 
days in the new Thalassemia 
Center in Isfahan. 

Picture 17 
Mr. Taherizadeh (in the middle, attached to his intravenous infusion line and nasal 
oxygen tube), receives a visit from his colleagues from a private ambulance dispatch 
company during his hospitalization in 2018. 
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Ⅳ Concluding remarks 

 

In this working paper, the activities of three Iranian thalassemia patients 
were introduced along with the categories of the patient advocacy 
framework and the levels of their influence, as an example of the civil 
rights movements in Iran. This paper focuses on depicting their activities 
within the context of Iran in which people with transfusion-dependent 
thalassemia currently live. As the Iranian context, the information was 
given regarding to medical services and the pharmaceutical market, the 
clinical characteristics of thalassemia and available treatments for them 
including blood transfusion and chelation therapy, the national 
thalassemia prevention program, and governmental / non-governmental, 
domestic / international organizations supporting people with transfusion- 
dependent thalassemia.  

It cannot be presumed that the activities of these three activists 
described in this paper holistically represent the Iranian situation, 
especially when there are many people with transfusion-dependent 
thalassemia who are active and vocal in other provinces. Additionally, the 
paper leaves the complex discussion of the social activities for civil rights 
or advocacy of patient rights in Iran to another paper to develop. However, 
it contains sufficient information for people who are interested in 
discussions of patient rights or patient advocacy among the people who 
share the biological characteristics, and the lives of people with genetic 
illnesses who require regular and life-long medical care. 

As presented in the previous chapter, Dr. Hadipour vigorously 
discusses the social theories related to his own activities as a patient 
leader and a journalist. On the contrary, the other two patient activists, Mr. 
Gholampour and Mr. Taherizadeh rarely used the terminology of “civil 
rights” or even “patient rights” for their activities. They say that their 
activities were derived from their intimate sphere, for themselves 
personally and for their closest thalassemia friends, in order to try to 
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demolish social prejudice towards patients with medical needs, or to help 
the recovery from the harm the thalassemia friends suffered due to 
medical negligence. However, their attempts and efforts to change the 
existing situation must be equally valuable for their future, as well as the 
various actions for patient rights taken by the people with 
transfusion-dependent thalassemia or by the people with other 
impairments or illnesses in other provinces in Iran.  
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Appendix 
 
What is “thalassemia”? 
There are many different kinds of descriptions found in the websites or 
academic articles about thalassemia, its symptoms, therapies for it, and 
adverse effects from the treatments. In this appendix, in order to avoid 
unnecessary confusions, additional information about thalassemia is 
summarized from the Guidelines published by Thalassemia International 
Federation in 2014 (Cappellini et al. 2014). 
 

The term “thalassemia” refers to a group of blood diseases 
characterized by decreased or absent synthesis of normal globin chains. 
(In human body,) oxygen is transported from the lungs to the tissues by a 
highly specialized protein molecule, hemoglobin, which is located in the 
red cells of the blood. Each red blood cell contains approximately 300 
million molecules of this protein, and each molecule of hemoglobin is 
formed by two pairs of identical sub-units, the globin chains. These 
chains are named with the Greek alphabet, and belong to two groups: the 
α-globin cluster, comprising the ζ- and α- globin chains, and the β- globin 
cluster, comprising the globin chains ε, γ, β and δ. The globin chains 
appear sequentially during ontogeny and, after pairing, from the 
following four major types of hemoglobin.  

 
(1) “Embryonic” hemoglobin (3rd to 10th week of gestation): ζ2ε2, 

α2ε2, ζ2γ2, and ζ2β2 tetramers. 
(2) “Fetal” hemoglobin (HbF, during pregnancy after switching from 

embryonic hemoglobin): α2γ2 molecule. 
(3) “Adult” hemoglobin (HbA, replacing HbF shortly after birth): 

α2β2 molecule. 
(4) A minor adult component (HbA2): α2δ2. 

Under normal conditions, the red cells of the adult human 
contain approximately 97% to 98% of HbA (α2β2), 2% to 3% of 
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HbA2 (α2δ2), and traces of HbF (α2γ2).  
 

The precise structure of the globin chains is coded by genes 
contained in the DNA of chromosomes 16 (the α gene cluster), and 11 
(the β gene cluster).  In adult life, most of the globin synthesis occurs in 
the erythroblasts in the bone marrow. Globin chains must have the correct 
structure and be timed in such a way that the number of α-chains 
precisely matches that of the β-chains. When the above conditions are not 
met, the result is a complete or partial defect in one or both “allelic” 
globin genes. 

According to the chain whose synthesis is impaired, the thalassemia 
are called α-, β-, γ-, δ-, δβ, or εγδβ- thalassemias. The most relevant types 
are α- and β- thalassemias, resulting from the decrease of one of the two 
types of polypeptide chains (α or β) that form the normal adult human 
hemoglobin molecule. Most thalassemias are inherited as recessive traits. 
Heterozygotes of either α- and β-thalassemia are usually asymptomatic 
and require no treatment. Homozygotes and compound heterozygotes of 
thalassemia alleles result in thalassemia syndromes and diseases. 
Currently, based on their clinical severity and transfusion requirement, 
these thalassemia syndromes can be classified phenotypically into two 
main groups. (1) Transfusion dependent thalassemias, and (2) non- 
transfusion dependent thalassemias. 

β-thalassemia includes three main forms: “thalassemia major” is a 
severe type of thalassemia, and require regular blood transfusion. Apart 
from some rare dominant forms, people with β- thalassemia major have 
homozygotes or compound heterozygotes for β0 or β+ genes (β0 refers to 
the complete absence of production of β-globin on the affected allele, and 
β+ refers to alleles with some residual production of β-globin). People 
with “β-thalassemia minor”, also called “β-thalassemia carrier”, 
“β-thalassemia trait” or “heterozygous β-thalassemia”, are mostly 
heterozygotes, and hardly require blood transfusions. People with 
β-thalassemia intermedia, who are mostly homozygotes or compound 
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heterozygotes, have anemia, but do not require regular blood transfusions. 
 

Pathophysiology 
The basic defect in β-thalassemia is a reduced or absent production of 
β-globin chains with relative excess of α-chains. The direct consequences 
are a net decrease of the hemoglobin production and an imbalance of the 
globin chain synthesis. An imbalance of the globin chain synthesis has 
dramatic effects on the red cell precursors, ultimately resulting in their 
extensive premature destruction in the bone marrow and in the 
extramedullary sites. This process is referred to as “ineffective 
erythropoiesis” and is the hallmark of β-thalassemia. The first response to 
ineffective erythropoiesis and anemia is an increased production of 
erythropoietin (accelerator factor of red blood cell production), causing a 
marked erythroid hyperplasia (excessive red blood cell production in bone 
marrow), which, in return, may produce skeletal deformities, osteoporosis, 
and occasionally extramedullary masses and contributes to splenomegaly. 

Untreated or undertreated thalassemia major patients have retarded 
growth as a result of anemia and the excessive metabolic burden imposed 
by erythroid expansion. Anemia may produce cardiac enlargement and 
sometimes severe cardiac failure. Ineffective erythropoiesis is also 
associated with increased iron absorption, which occurs mainly from 
increased intestinal absorption of iron caused by deficiency of hepcidin 
(iron metabolism regulating hormone produced by hepatocytes). 

  
Clinical diagnosis 
Since the activity of the normal β gene on the allelic chromosome makes 
enough stable globin, β-thalassemia trait (β-thalassemia minor) has no 
important clinical effects. Clinical presentation of β-thalassemia major 
usually occurs between 6 and 24 months with severe microcytic anemia, 
mild jaundice, and hepatosplenomegaly. Affected infants fail to thrive and 
become progressively pale. Feeding problems, irritability, recurrent bouts 
of fever due to hypermetabolic state or inter-current infection, and 
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progressive enlargement of the abdomen caused by spleen and liver 
enlargement may occur.  

In some resource-limited settings, the clinical picture in patients who 
are untreated or poorly transfused, is characterized by growth retardation, 
pallor, jaundice, poor musculature, genuvalgum (knock-knees), 
hepatosplenomegaly, leg ulcers, development of masses from 
extramedullary hematopoiesis, and skeletal changes resulting from 
expansion of the bone marrow. Skeletal changes include deformities in 
the long bones of the legs and craniofacial changes: thalassemia facie. 
Typical feature of thalassemia major facie includes bossing of the skull, 
prominent malar eminence (high cheek bones), depression of the bridge 
of the nose and hypertrophy of maxillae (enlargement of upper jaw, which 
tends to expose the upper teeth). If a chronic transfusion regimen is not 
started, patients with thalassemia major usually die within the first few 
years of life. However, with appropriate transfusion and chelation therapy, 
they can enjoy a long life, fulfilling higher educations, and have 
occupations with their own family with children. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 


