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 :المستخلص

 .استكشاف الاحتٌاجات التنموٌة لهٌئة التمرٌض ,  تقٌٌم  معرفة و دور الممرضات  فً معالجة  مرضً  الثلاسٌمٌا : الهدف 
 استخدمت هذه الدراسة المنهج النوعً  لاستكشاف  مدى  معرفة  الممرضات  حول  مرض الثلاسٌمٌا من خلال  " : المنهجية 
. المراجعة المكثىفة للدراسات السابقةالجماعٌة الغٌر منظمة و قد استمدت  الأسئلة علً المقابلات 

وتشٌر النتائج إلى أن الممرضات فً اقلٌم  كردستان العراق لهن دور محدود من حٌث اتخاذ القرارات و هناك نقص فً توثٌق المعلومات : النتائج  
ٌمٌا  السرٌرٌة من قبل الممرضات عدا تسجٌل الحالات الغٌر طبٌعٌة وتعتبر الممرضة نفسها غٌر مشاركة فً التثقٌف الصحً المستمر لمرٌض الثلاس

ات ذالك فالممرضة  غٌر مشاركة فً المساندة  النفسٌة لمرٌض الثلاسٌمٌا النتائج اظهرت ان معلومات الممرضات ذوات مؤهلات اقل الممرضات ذووك
 المؤهلات الجامعٌة هً افضل من معلومات وبصورة عامة  نقص عام فً المعرفة التفصٌلٌة فً علم الجٌنات 

و هناك حاجة كبٌرة لتوجٌة و دعم التعلٌم والتدرٌب    من أجل  لدراسات لتقٌٌم دور الممرضة  فً اقلٌم كردستانٌجب إجراء المزٌد من ا:  التوصيات 
الممرضات لتقدٌم الرعاٌة الجسدٌة والنفسٌة والتثقٌف الجٌنً للمرضى و  لتمكٌن التعلٌم المستمر ضروري . تمكٌن الممرضات لتحقٌق هذه الاهداف 

. ذوٌهم   
Abstract: 

The aim of this study is to assess nurse's knowledge and role in the management of thalassemic patients in the 

Sulaimania Thalassemia Centre.  

 

Methodology: This study utilized a qualitative approach to explore nurses’ knowledge about thalassemia through 

semi structured group interviews. Questionnaire was synthesized through a comprehensive review of literature. 

 

Results:  
The results show that nurses in Kurdistan region of Iraq have a limited role in terms of decision making and there is 

lack of nursing documentation other than that of recording abnormal events, and a lack of knowledge about and 

engagement in continuous training about the management of thalassemia and consider themselves not involved in 

initial or ongoing patient education; however they do have the role of explaining the risk of non-adherence to 

chelation drugs for the families. They consider themselves not supporting the patient's psychological state. The 

knowledge of nurses with a university degree in Kurdistan regarding thalassemia is much better than the knowledge 

of a nurse without degree. There is however an overall lack of detailed knowledge of the genetics of thalassemia. 

Further studies should evaluate the role of the nurse in Kurdistan. Guidance and support for further education and 

training is required in order to enable nurses to fulfill their potential.  

 

Recommendations: Continuous education is necessary to facilitate the nurses to provide enhanced physical, 

psychological care besides the genetic enlightenment for the patients and their families. 
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Introduction 

  halassemia is one of the world wide 

genetic hemoglobinopathies caused by 

a defect in the genes responsible for 

hemoglobin synthesis 
(1). 

It is common 

among those of Mediterranean descent such 

as Greeks, and Italians and amongst those 

from Africa, Southeast Asia, Iran and 

Arabian Peninsula
(2)

 Thalassemia is a 

recessively autosomal inherited condition 

demonstrating either decreased or absence of 

synthesis of one of the two polypeptide 

chains fractions (α or β) that form the normal 

adult human hemoglobin molecule. Its 

clinical severity varies from Thalassemia 

major, intermedia and minor with the 

description of the various forms based on the 

severity of the condition rather than the 

underlying genetic abnormality 
(3)

. 

Thalassemia major usually is incompatible 

with extra uterine life; β-thalassemia major 

presents in infancy and requires life-long 

transfusion therapy and bone marrow 

transplantation for successful control of the 

disease 
(4).

 

       Non - adherence is recognized as a 

serious problem in chronic diseases 

especially hemoglobin disorders which may 

lead to serious or fatal complications. In 

addition immigrant populations may face 

cultural and language challenges in their new 

communities, which may impede them from 

seeking appropriate care for their children 

with thalassemia 
(5). 

The role of the nurse in 

promoting adherence is reported as being to 

clarify and explain both the complications of 

thalassemia and the effects of non-adherence 

to the chelation therapy 
(6).

 

         First contact with the health care team 

is by nursing staff, it is therefore essential 

that they demonstrate excellent 

communication skills. Empathy and 

sensitivity are recognized as important 

attributes of the nurse in the management of 

the patient 
(7).

  Clear communication gives 

the patient time to express feelings and fears, 

and for the nurse to provide support, 

encouragement and reassurance, thus 

enabling supportive feedback 
(8, 9). 

The most 

important role of the nurse is to support the 

patient to have an active part in his /her own 

care 
(10)

.  Nursing can thus be seen to be 

helpful emotionally and intellectually and 

these two aspects require a sincere and 

natural commitment to fulfill the 

requirements of the patient, not only from 

the medical point of view but also 

psychologically 
(11).

 Nurses complement 

medical staff in sharing information with the 

patient and this includes discussions re 

expectations of quality of life 
(12). 

Hence they 

have to demonstrate understanding of the 

patients' needs and communicate 

appropriately using a language which can be 

understood 
(13)

 and being aware of 

boundaries in interactions with the patient 
(14).

 

     Nurses also play a critical role in 

managing the patient’s quality of life by 

helping to prevent unnecessary 

complications and providing treatment 

aimed at minimizing interference with the 

demands of school or work 
(15).

 This 

encompasses e.g. instructing the patient and 

their family about the detection and 

reporting the serious symptoms such as fever 

or pain 
(16),

 clarifying the importance of 

cleanliness and encouraging interaction with 

other health professionals especially the 

psychologist 
(17).

 Family support is 

considered essential in managing 

thalassemia and this is aided through 

maintaining regular and prompt contact 
(18).

 

The aim of this study is to investigate 

nurse's knowledge and role in the 

management of Thalassemia patients in 

Sulaimania Thalassemia Center. 

The Objectives are: 

1. To examine nurses' knowledge about 

thalassemia 

2. To assess the role of nurses in managing 

the thalassemic patients 

T 
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3. To explore the developmental needs of the 

nursing staff. 

Methods 

           This study utilized a qualitative 

exploratory approach to examine nurses’ 

knowledge about thalassemia through semi- 

structured group interviews in relation to 

care of patients with thalassemia. Questions 

were derived following a literature review
 

(19).
 A small set of open-ended questions 

were formulated, which enabled the 

researchers to fully explore respondent's 

responses and enabled them to gain 

clarification and meet the study aim. 

Participants 

        Non- probability sampling was used to 

select purposive sample of participants who 

met the criteria of selection. Nine nurses 

were recruited, hence all the nurses in the 

center agreed to participate in the two 

interviews. The participants were of different 

educational levels: Five college and institute 

nurses (Graduate Nurses) were in the first 

group. The other four (A skilled Nurses) in 

the second group were nurses, their practice 

ranged from between 5 -20 years in working 

in the hospital with a secondary nursing 

school certificate. 

Setting 

     The study was carried out in the 

Thalassemia Center, General Teaching 

Hospital- Sulaimania in Kurdistan region of 

Iraq. 

Demographic data 

      Demographic data was collected using a 

short questionnaire completed by the nurses 

with their consent, regarding their age, 

gender, level and type of education, length 

of time working in the hospital and 

confirmation that they care for patients with 

thalassemia (table 1).  

Data collection 

     Semi structured face to face interviews 

were carried out guided by a series of 

questions in order to ascertain knowledge of 

the participants (Appendix 1). The questions 

were validated by a panel of expertise.  The 

interview questions were translated to the 

Kurdish language by the researcher and were 

reviewed by a few professional translators to 

validate the quality of the translation. 

Interviews lasted 45 minutes and were 

carried out in two groups.  This enabled 

comparison between the level of knowledge 

of those degree educated but with less 

clinical experience (group 1) and those with 

more than five years clinical experience but 

less formal education (group 2). Official 

permission was gained from authorities in 

the hospital to carry out this study. Ethical 

approval is not a requirement in Sulaimania.  

However, participants were informed about 

the objectives of the study and the interview 

technique.   The researchers also confirmed 

the nurses that there were no right and wrong 

answers in the interview and that their 

answers would not affect their employment. 

Thus informed consent was obtained. All 

participants were questioned by the same 

two researchers (Pary A. & Farida T.). 

Analysis 

     Qualitative content analysis of the 

interviews and field notes was carried out to 

identify the main concepts of the study. 

Therefore, themes and sub themes were 

coded into categorical distinctions 
(20).

 Some 

systematic ways were used such as, the 

researchers read the transcripts several times 

in order to organize the data and recognize 

themes and subthemes then margined the 

texts and referenced them under the relevant 

themes and sub themes. Data were 

transcribed in Kurdish then translated to 

English. The steps in the analysis were: (i) 

transcription of the interviews; (ii) analysis 

of the content of the data to enable 

identification of themes and coding; (iii) 

combining of the interview transcripts and 

notes to identify the emphasis or intensity of 

the participants comments and to 

differentiate between individual opinions 

and group agreement; (iv) re-listening to the 

audio files to ensure the adequacy of data. 
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The participants' data revealed three themes 

and within each theme 3-4 sub themes 

(Table 2). Numbers are noted for each 

participant (e.g. P2, P3, and P7). From P1 to 

P5 was Group One and consists of the nurses 

with diploma or college background 

(graduate nurses); whereas, from P6 to P9 

was Group Two which are the non-graduate 

nurses. Data were excerpted for these themes 

from the conversation between the members 

in the group and are presented in the 

result section. 

 Table 1. Demographic data

Demographic data Group1Graduated 

nurses ( n=5) 

Group 2 Assistant 

Nurse  ( n=4) 

 

Total 

% 

Age  

25-30 4 0 4 44.4 

30  above 1 4 5 55.5 

Total 5 4 9  

Gender  

Female 5 4 9 100 

Male 0 0 0 0 

Total 5 4 9 100 

Level of education  

College nurse 1 0 1 11.1 

Institute Nurse 4 0 4 44.4 

Ungraduated 0 4 4 44.4 

Total 5 4 9  

Length of time working in hospital  

<2 years 4 0 4 44.4 

2-5 years 1 0 1 11.1 

6-10 years 0 1 1 11.1 

>10 years 0 3 3 33.3 

Total 5 4 9  

Have you received any theoretical or practical training during your work time about 

how to deal with thalassemia children? 

 

Yes 1 0 1 11.1 

No 4 4 8 88.8 

Total 5 4 9 100 
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 Table 2. Themes and Coding 

Code Themes 

1. 

1.1 

1.2 

1.3 

The role of nurses in the thalassemia center with the following sub themes: 

Blood transfusions  

Health education 

Documentation 

2. 

 

2.1 

2.2 

2.3 

2.4 

The knowledge of the nurses in the Thalassemia Centre with the following 

sub themes: 

Signs of thalassemia 

Thalassemia health problem. 

Investigations 

Administration of drugs 

3. 

 

3.1 

3.2 

3.3 

3.4     

Knowledge deficit of the nurses in the Thalassemia Centre including the 

following sub- themes: 

Type of Hb prevalent in thalassemia patient 

The pathology of the disease 

Investigations 

Health Policy 
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Results 

     Various roles were identified by 

participants; one of the graduate nurses 

stated that she assessed patients’ general 

health status. However, she says that when 

there is a major health problem she contacts 

the medical staff. 

I assess the general health of the patient but 

when there is a problem which needs the 

intervention of a doctor I refer. I have my 

own code and every patient has a code and I 

send this information through the network 

(p1). (Each nurse and patient has a code (ID 

number) information is transmitted via a 

network to enable medical staff to review 

care. However, some participants said that 

patients were initially seen by both a doctor 

and a graduate nurse. At the beginning the 

patient is seen by a doctor and graduate 

nurse and we follow their instruction (p3). 

For example in blood transfusions, the 

nurse’s role is to implement what the doctor 

orders. 

The nurses do not see themselves to have a 

role in health education or psychosocial care.  

However one graduate nurse stated that; I 

make relations with schools where there are 

large number of thalassemic pupils.  And 

also with those who are recently married to 

give them advice (p1). Hence, the role is 

limited; whilst carrying out clinical 

procedures the nurses acknowledged that 

they discuss issues with the patient and their 

family. 

The nurses explain the risk of non- 

adherence to patients in order to encourage 

them to use chelation drugs as required. 

However, when patients do not comply they 

refer them with a social worker for further 

intervention.  

We explain to the patient the risk of non-

adherence and if the patient insists not to 

take the treatment, then we ask the help of a 

social worker. Besides we ask them to return 

back the empty vial (p4). 

Most of the non-graduate nurses stated that 

they do not have paperwork for recording 

care. They record only abnormal events such 

as allergies due to blood transfusion, side 

effects of the chelation therapy and 

problems, but one of the graduate nurses 

stated that she can record her notes and has 

her own code. After observing the 

investigations of the patient I complete a 

special check list according to the side effect 

of chelation therapy and I assess the general 

health of the patient then I send the patient 

information through the network (p1). 

 All non-graduate nurses reported that they 

do not trust their knowledge or are not 

authorized by the doctor in the hospital to 

record care.  Some did not agree with this 

limited role, while others said they are 

contented. 

Most participants said that the doctor makes 

decisions about care; one graduate nurse 

stated that she does not have any role in 

making a decision about investigations. This 

leads the nurses to depend totally on the 

doctor's instruction rather than the utilization 

of their knowledge. However, when asked 

about ferritin levels, investigations, types of 

hemaglobin and prenatal tests they all had 

limited knowledge. 

In assessing the knowledge of the nurses 

about the signs of thalassemia, non-

graduates explained the basic signs of 

thalassemia. However, only one described 

the physical appearance of the patient: They 

have large bellies, large heads, changes in 

the structure of the head and face bone, 

fatigue and dark skin (p7). When asked 

about the complications of iron over- load, 

some graduates knew some complications 

and the normal level of some investigations, 
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such as ferritin. By the estimation of serum 

ferritin iron overload can be revealed. The 

signs are: dark skin, fatigue, changes in the 

bones of the face and head (p1) 

When some participants in both groups 

asked about genetics they report that 

thalassemia is a hereditary disease which 

passes from parents to their children. It is a 

hereditary disease comes from the parents 

when they are carriers of the gene or at least 

one of them is thalassemic, the gene is 

responsible for the condition. However, most 

do not know how the gene is transmitted 

from parent to child. There was also 

inaccurate knowledge about the types of 

thalassemia as they mixed carriers with one 

of the types of thalassemia (intermedia). If 

both parents were carriers, the children may 

have thalassemia minor. If both parents have 

thalassemia major 3 out of 4 of them will be 

with thalassemic. 

When questioned about new treatments 

available to treat children with thalassemia 

most but particularly graduate nurses knew 

about bone marrow transplant and genetic 

examination, but lacked detailed knowledge 

of these procedures. None of the participants 

knew of a follow up program available in the 

health care system in the Thalassemia Center 

in Kurdistan. 

Discussion  

     Thalassemia is a major public health 

problem which can cause a psychosocial 

burden on the patient and family
 (21).

 This is 

as a consequence of hospital visits for 

supportive lifelong treatment and the special 

care needed to have a good quality of life 
(22).

 

      Our findings demonstrated that the 

patients in this Thalassemia Center are 

assessed first mostly by the doctor. The 

nurses think that they have a limited role in 

terms of making decision about care. The 

work a nurse is allowed to carry out is not 

necessarily dependent on their level of 

training and some have the same job 

description regardless of their level of 

training 
(24). 

This is supported by the work of 
(23) 

who investigated the quality of health 

care services offered to the patients in Erbil 

governorate of Kurdistan region in Iraq. We 

found nurses in this Center acting in a 

limited role, which has the potential to affect 

the quality of care delivered. 

      The guidelines of the Thalassemia 

International Federation in the recent study, 

state that the patients meet nurses first and 

patients spend more time with them; 

therefore, they will have more confidence 

and trust in them 
(8).

 However, particularly in 

the health education of thalassemic patients 

and their families, this study shows that the 

nurses have no role in educating the patients. 

This is at odds with the guidelines of the 

Thalassemia International Federation which 

emphasizes that the nurses’ role is essential 

in helping patients to become experts in their 

own condition; teaching effective techniques 

for self-management, prevention of 

complications and successful transition of 

pediatric patients to the adult team of 

healthcare specialists. Nursing is regarded as 

both an emotional and an intellectual 

endeavor that requires a natural and sincere 

commitment to meet the needs of each 

patient, not just in terms of medical care but 

also their psychological well-being 
(25).

 

However, the results of this study 

demonstrate that the nurses do not have any 

recognized role in the psychosocial care of 

the thalassemic patient. As children with 

major thalassemia and their families have a 

psychosocial burden.  Study showed that 

most of the patients with thalassemia major 

had severe psychosocial problems
 (26)

. They 

concluded that psychosocial support should 

be provided by the nurses in order to support 

the children and families to cope with the 

disease and decrease the impact of the 

affected children on the family. In addition 
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nurses and health professionals are expected 

to engage with patients to explore the 

family's feelings, concerns and needs 
(27).

 It 

has been stated that medical therapy of these 

patients should be supported with 

psychological aid and psychiatric treatment 
(28)

. Therefore, psychologists, psychiatrists 

and nurses all have a vital role to support 

these patients psychologically to alleviate 

their distress. Thus the nurses' role in this 

Center is in conflict with these 

recommendations. 

   This study found that nurses in Kurdistan 

do have the role of explaining the risk of 

non-adherence to the chelation drugs for the 

families and the patients. However, if the 

patients or the families do not take the risk 

into consideration, the nurses will ask for 

assistance from social workers to talk to the 

families and the patients and inform them 

about the consequences of their actions. As 

the recent study stated there is a relationship 

between psychosocial status, knowledge 

about the disease and adherence to 

deferoxamine, therefore, systematic 

education for both patients and their families 

is essential to improve the quality of care 
(29).

 

This is supported by 
(30)

 who demonstrated 

the association between systematic education 

for patients and caregivers to improve 

adherence to treatment and the importance of 

practical knowledge for thalassemia major 

patients in order to advance their adherence 

to treatment 

      Nursing documentation has been one of 

the most important functions of nurses since 

the time of Florence Nightingale because it 

serves multiple and diverse purposes 
(31). 

 

Current health-care systems require 

documentation to assess the quality of care 

and to ensure continuous care. In this Center 

the nurses have no nursing documentation, it 

is absent in the health system. As
 
explored in 

the study about nursing documentation, it 

was found that there were three aspects 

contributing to the difficulties of 

documentation; disruption, incompleteness 

and inappropriate charting with limited nurse 

abilities; confidence and enthusiasm as well 

as ineffectual nursing procedures, 

insufficient nursing examinations or 

supervision and staff development all 

influence the ability of nurses to record the 

patient's progress and outcome 
(31)

. The 

limited ability of the nurses in Kurdistan, in 

terms of documentation, is reported as partly 

due to the physicians who control most of 

the work as well as a lack of provision 

within the health system. Consanguineous 

marriages are more common amongst 

eastern global populations 
(32)

; therefore, 

there is a need for genetic education and 

counselling.   Yet these nurses have a 

knowledge deficit concerning genetics, 

which is supported by the study reports that 

nurses have insufficient knowledge of basic 

genetics and need additional education on 

the subject 
(33)

. Furthermore in a study of 

two hundred nurses and midwives been 

assessed it was found that the majority 

(86%) had inadequate knowledge regarding 

genetic information 
[11]

. An emphasis on 

genetic education and practice is therefore 

needed to ensure that health-related 

professionals become knowledgeable about 

genetic information 
(34).

 

       Knowledge of the graduate nurses in 

this study is shown to be better than that of 

the non-graduate, however there is universal 

lack of knowledge about and engagement in 

continuous training about thalassemia and 

the health policy of the Center. These results 

can be seen across the health care system in 

Kurdistan. According to
 (35)

 there is a lack of 

competency in nursing with poorly defined 

roles, responsibilities and duties in this 

region, which can lead to an absence of the 

use of nurses in clinical care. 

       The current study has triggered the need 

for new policies and clearly defined roles for 
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nursing staff as well as the development of 

community health nurses and social workers 

alongside counselling and educational 

programs for children with thalassemia. 

       Nurses in Kurdistan have a limited role 

in terms of making decision and do not 

consider themselves to be involved in initial 

or ongoing patient education. However, they 

do have the role of explaining the risk of 

non-adherence to the chelation drugs for the 

families. They do not consider themselves to 

support the patient's psychological state. The 

knowledge of the degree educated nurses in 

Kurdistan regarding thalassemia is better 

than the knowledge of the trained nurse with 

experience but with no degrees in nursing. 

There is however an overall lack of detailed 

knowledge of genetics and some 

interventions. There is a lack of nursing 

documentation other than recording of 

abnormal events and a lack of knowledge 

about and engagement in continuous training 

about thalassemia. 

Recommendations 

      Further studies should evaluate the role 

of the nurse in Kurdistan. Guidance and 

support for further education and training is 

required in order to enable nurses to fulfil 

their potential. Continuous education is 

necessary to facilitate the nurses to provide 

enhanced physical, psychological and 

genetic care. The possibilities of how these 

may be achieved need to be explored within 

the university and the hospital. Future 

research should consider how increased 

psychological support for thalassemic 

families can be achieved and there should be 

development of job descriptions for nurses at 

all levels. 
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Appendix 1. Questions to guide the Interview      

 

 

 

 

 

 

Study dimensions Questions 

 

 

The nurse's role 

 

1. What is your role as a nurse in assessing thalassemia patient? 

2. What is your role in blood transfusion? 

3. What is your role in health education of thalassemic patients? 

4. What is your role if a patient is non adherent to the treatment? 

5. Can you record your nursing note and their management in case sheet? 

 

 

 

Knowledge 

1. What are the signs of the thalassemia in a patient? 

2. What is the real problem in thalassemia? 

3. How do you know that the patient has iron overload? 

4. How a drug of chelation therapy is chosen for the patient and what is the 

dose? 

5. Do you give whole blood to the patients? 

6. How many types of chelation therapy drugs are available? 

 

 

Knowledge 

deficit 

 

1. Can you tell me which type of HbF is prevalent in thalassemic patients? 

2. What is the percentage of HbF in major thalassemic patients? 

3. Are there any prenatal tests available? 

4. What is the unit of serum ferritin? 

5. Do you have a follow –up program? 


