
Eurasian Journal of Health Technology Assessment: EHTA                      2020; 4(1); 20-30 

         Research Article 
 

 

20 

 

A Study on The Patients Perspectives and Social Aspects 

on Disease-Modifying Antirheumatic Drugs in The 

Treatment of Rheumatoid Artritis in Turkey 

Elife DİLMAÇ ARTUN1+, Umut KALYONCU2 

 

 

Abstract 

 

The aim of the study is to provide a comprehensive assessment of “patient perspectives and social aspects” 

dimension of Health Technology Assessment Method for DMARDs, used in treatment of Rheumatoid Arthritis 

(RA) in Turkey. Delphi panel technique and interviews with representatives of patients’ associations were used to 

collect data. As a result of the study, it was observed that there was no difference between individuals within the 

scope of social security institutions in terms of access to DMARDs, but there were regional differences regarding 

access to rheumatologists due to their low number. The study also found that patients did not face any significant 

social or economic barriers to accessing DMARDs, but their knowledge of RA was both insufficient and unequal 

among patients. A full understanding of the benefit and safety of treatment by patients; Adherence to treatment is 

important for achieving the planned goal and the success of policies created for RA management. Therefore, at all 

levels of disease management, it would be beneficial to consider joint decision-making by the patient / caregiver-

physician, the use of informed consent forms and the vital role of health professionals. 
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1. Introduction 

Health Technology Assessment (HTA) is a 

comprehensive assessment and 

interpretation of the technologies used in 

health services and within the definition of 

health technology; drugs, medical devices, 

medical treatment methods, surgical 

techniques, health care systems and similar 

applications (National Library of Medicine, 

n.d). Scientific evidence is taken into 

consideration in all stages of the HTA, to 

which multiple stakeholders and experts 

contribute and which are carried out in a 

transparent process (Sorenson et al., 2008). 

Assessment of health technology is 

primarily done in terms of clinical 

effectiveness and patient safety; then, 

economic analysis, organizational ethics, 

patient, social and legal aspects are 

evaluated and finalized with a report 

(EUnetHTA, 2016). The patient 

perspectives and social aspects is one of 

these domains, put patient in the middle of 

the diagnosis, treatment and follow up 

process of the health case/illness. This 

applies equally to medical and lifestyle 

choices (Bridges et al., 2007). Especially 

illness like Rheumatoid Arthritis (RA) has 

huge/broad effect on patient and their social 

life.  

Rheumatoid Arthritis is a disease with high 

public health burden and significant societal 

costs, often-needing aggressive 

management to reduce the patient suffering 

and complications that are often in the bony 

joints (World Health Organization, n.d.). 

The current pharmacological treatment 

options for RA is include the conventional 

syntheticDisease-Modifying Antirheumatic 

Drugs (csDMARDs), biological DMARDs 

(bDMARDs) and targeted synthetic 

DMARDs (tsDMARDs) (Smolen et al., 

2019). The treating physicians have a 

choice of using these DMARDs drugs as 

monotherapy or in different combinations, 

which is often decided based on a variety of 

factors related to the patient (Singh et al., 

2015). 

This study provides comprehensive 

assessment of patient perspectives and 

social aspects for RA drugs (conventional 

synthetic, biological and targeted synthetic 

disease modifying anti-rheumatoid drugs- 

DMARDs) used in treatment in Turkey. 

Data collected from discussions with 

experts on the current policies, practices and 

key gaps in treatment of RA in Turkey and 

in-depth interviews with representatives of 

patients’ associations. The aim of the 

research is to produce evidence on patient 

perspectives and social aspects to help 

policy-makers and health professionals to 

make more effective decisions for better 

outcome about RA treatment.  
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2. The Patient Perspectives and 

Social Aspects 

Patients, caregivers or individuals can 

provide unique perspectives about 

experiences, attitudes, preferences, values 

and expectations concerning health, illness, 

service delivery and treatments that can 

inform HTA (Facey et al., 2010; Gagnon et 

al., 2011). Patients, caregivers and 

individuals will have a range of 

perspectives and HTA should seek to gather 

as much evidence as possible to understand 

these wide-ranging views. There is a 

general consensus on the need for more 

patient-centered HTA methods and 

academics associated with HTA are now 

considering ways to incorporate the 

patients’ or, more generally, the public’s 

perspectives in their methods (Gagnon et 

al., 2011; Kleme et al., 2014). 

The patient perspectives and social aspects 

domain takes patients or individuals in 

whose care a health technology use as a 

point of reference in an HTA. Patients’ 

aspects relate to issues relevant to patients, 

individuals and caregivers. Patient refers to 

a person who receives (or has received) and 

uses (or used) health technologies and 

health services in the healthcare sector 

(EUnetHTA, 2016). The term individual 

sometimes use synonymously with 

‘patient’, but it can also refer to a healthy 

individual, who receives health 

technologies, e.g. a person taking part in a 

screening program. The term caregivers 

(sometimes referred to as careers) refers to 

family, friends and other persons from the 

patient’s/individual’s social network, who 

provide care to the patient and are in other 

ways involved during the course of the 

disease. It excludes those paid to give care, 

such as healthcare professionals 

(EUnetHTA, 2016).  

Social aspects related to social groups that 

is specific groupings of patients or 

individuals that may be of specific interest 

in an HTA such as older people, people with 

learning disabilities, ethnic minorities, 

immigrants etc. There may be some social 

groups that are particularly important to 

consider for a specific health technology or 

for which there is a policy imperative for 

special consideration (such as those with 

disabilities) or in which the value of the 

technology may be different (such as ethnic 

minorities) and these may need to be 

specified. Hence, social groups are also 

important consideration in HTA 

(EUnetHTA, 2016). 

A technology may be implemented in a 

hospital or at home. However, implications 

for patients may extend far beyond the 

original setting of the technology. Patients 

and caregivers attribute specific meaning 

and significance to health technologies, to 

which they may attach feelings of hope, 

fear, perhaps uncertainty, as well as societal 

values.  
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3. Method 

A Delphi method of interviewing experts in 

Turkey was formulated along with in-depth 

interviews with representatives of patients’ 

associations (03 March-24 June 2018). Ten 

expert panelist attended Delphi exercise. 

Two rounds of the Delphi exercise were 

conducted, and the resulting quantitative 

data averaged. Moreover, the findings from 

in-depth interviews with two patient 

representatives was also included in 

consolidating the findings. The data were 

subjected to thematic analysis.  

During Delphi exercise, stakeholder 

comments were received that provided 

significant insight of the local context 

related to the treatment of RA in Turkey. A 

modified Delphi survey method was 

adopted, and a team of research experts 

guided the technical team in the formulation 

and validation of the survey tools at each 

round of the survey.  

Survey provide answers to the questions 

include for "Patients perspectives and social 

aspects” in the assessment element tables 

(3.0) of the HTA Core Model® 

(EUnetHTA, 2016). Not all the topics are 

relevant for DMARDs and hence only those 

that are within the context of the DMARDs 

have selected for the study. Therefore, 

patients perspectives and social aspects 

domain for DMARDS includes three (3) 

topics and nine (9) issues (Table 1.) 

Table 1. Assessment Areas in Patients 

and Social Aspects of DMARDs 

Topic Issue 

Patients’ 

perspectives 

1. What are the experiences 

of living with the 

condition? 

2. What expectations and 

wishes do patients have 

with regard to the 

technology and what do 

they expect to gain from 

the technology?  

3. How do patients perceive 

the technology under 

assessment?  

4. What is the burden on 

caregivers?  

5. In What way is the quality 

assurance and monitoring 

system of the new 

technology organized? 

Social group 

aspects 

1. Are there groups of 

patients who currently do 

not have good access to 

available therapies?  

2. Are there factors that 

could prevent a group or 

person from gaining 

access to the technology?  

Communication 

aspects 

1. How treatment choices 

explained to patients? 

2. What specific issues may 

need to be communicated 

to patients to improve 

adherence? 

 

All the members from the expert panel, 

responded to the survey. Comments from 

Round 1 were then used to revise and refine 

the entire set of Delphi questionnaire. The 

questions/statements for which the 

consensus was reached in the first round did 

not feature in the next round. When there 

were low levels of disagreement, some 

questions were not edited and re-included in 

the next round. The new survey (Round 2) 

was then sent out to the whole panel of 

experts. In Round 2 all the panel members 

who took part in the first round responded. 

None of the experts used the option to 
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decline to participate in Round 1 and Round 

2. 

4. Findings 

The findings from the Delphi panel were 

consolidated with the findings gathered 

from the interviews with the patient’s 

representatives. Findings are given below, 

grouped under two groups according to the 

main subjects. 

 

4.1.Patient Perspectives and Social group 

aspects 

 Experiences of living with the 

condition:  

Patients diagnosed with RA live with 

constant pain that limits their daily 

activities. Patients with RA perceive 

reduced quality of life in several domains, 

such as physical health, level of 

independence, environment and personal 

beliefs, compared with the healthy 

population. Especially, morning pains and 

tiredness are reasons for a bad start to a day. 

Difficulty in self-care and daily housework 

is evident. Most of the complaints are 

difficulty in holding glasses due to swollen 

hands in the morning; difficulty in raising 

due to painful wrists; difficulty in sitting on 

and standing up the toilet bowl due to knees 

hurting and difficulty in walking in the 

morning due to inflammation in the toes. 

Patients often refrain from their social 

commitments because of the pains. Such 

isolation may often decrease their self-

confidence and increase their fear of 

dependence upon others for basic needs. 

 Expectations and wishes from the 

DMARDs:  

A plethora of csDMARDs, bDMARDs and 

more recently also tsDMARDs, which can 

be used in different sequences and/or 

combinations, is at the disposal of 

rheumatology and Physical Therapy and 

Rehabilitation (PTR) specialists to offer to 

patients in the country. This, naturally, also 

implies choices to be made when deciding 

on the best treatment for a particular patient. 

Regardless of the disease activity levels, 

using a “treat-to-target strategy” than a non-

targetd approach is noted to achieve better 

clinical outcomes. The ideal target for 

treatment with DMARDs was noted to be 

safer, lowering disease activity and to 

achieve clinical remission. 

Safety is also one of the most important 

issue about DMARDs. So the overall risk-

benefit options must be weighed before 

even minor safety concerns can be 

recommended for a particular DMARDs. 

  Patients' perception of the technology 

under assessmet:  

Patients’ perception from DMARDs, which 

is under assessment, is to better clinical 

effectiveness, safer and easily accessible 

treatment. 
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 The burden on caregivers: 

As RA particularly affects middle-aged 

group, it is not immediately a disabling 

condition and can be often managed with 

self-care. However, considering the mental 

and social impact of the disease, the support 

of family, friend and workplace colleagues 

is necessary particularly during periods of 

increased disease activity. The more the 

family members and relatives are informed 

about the disease and drugs, the better they 

scan and adapt the expectations of the 

patients. 

 The quality assurance and monitoring 

system of the new DMARDs: 

Turkish Medicines and Medical Devices 

Agency (TMMDA) carry out the quality 

assurance and monitoring system of new 

DMARDs. TMMDA is the governmental 

regulatory authority responsible for 

regulation, evaluation, inspection, control 

and monitoring of human medicinal 

products, medical devices and cosmetics in 

Turkey. In the Country, the registration 

review process of pharmaceutical products 

is conducted in accordance with the 

“Registration Regulation of Human 

Medicinal Products,” which sets forth the 

principles, procedures, and policies 

regarding the registration of medicines. 

 Access to available treatments and 

factors and barriers that prevent 

access: 

Currently, early treatment of RA with 

csDMARDs is fully reimbursed in Turkey 

with proper documentation of disease 

progression. Disease activity scores for 28 

joints (DAS28) is the key indicator to assess 

the response to the treatment. Treatments 

are usually changed either by additional of 

a second csDMARD or combination with a 

short trial of corticosteroid before starting 

with anti-TNF-inhibitor. Addition of a 

bDMARD also needs to be documented 

well by the relevant specialist for the 

treatment to be fully reimbursed the 

government funded insurance system. 

Turkey has universal health coverage 

system (UHS) and reimbursement system 

carried out by Social Security Instititution, 

under the UHS.  

As per the information available through 

discussions with Turkish experts and 

patients’ representatives, the treatment for 

RA including the costs of the laboratory 

tests used in treatment monitoring is fully 

reimbursed by the SSI. The reimbursement 

guidelines are as per the recognized 

International Treatment Guidelines. 

However, the reimbursement procedures 

follow a process, which were relatively 

easier for csDMARDs, but was perceived to 

be slower and more cumbersome for 

bDMARDs. This perception by some 

patient representatives was because 

bDMARDs can be prescribed only by a 

rheumatologist or by PTR specialists who 
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are available only in larger cities. This may 

limited delay the availability of bDMARDs 

to patients living in rural areas and smaller 

towns.  

Any significant social or economic barriers 

have not noticed by RA patients while 

accessing DMARDs and there are no 

differences among individuals with respect 

to access to DMARDs in Turkey. However, 

there are regional differences in terms of 

accessing rheumatologists due to their small 

number. 

 

4.2.Communication aspects 

RA patients are given information about 

DMARDs when such drugs are necessary. 

However, it was stated that the level of 

knowledge is not at the desired level. 

Knowledge about RA related process was 

positively influenced by education level and 

socioeconomic status. Knowledge levels of 

patients who had a family history of RA 

were higher compared to those who did not. 

Furthermore, the duration of disease also 

influenced the knowledge levels wherein 

patients with short duration of disease tend 

to be more receptive to receiving education 

about the disease and treatment more than 

patients with longer duration of disease.  

 

5. Discussions  

RA affects everything all aspects of a 

patient – medical, psychological, and social 

(Matcham et al., 2014; NHS, n.d.; Talibova, 

2015) Painful episodes lead to loss of 

productivity, loss of wages and periods of 

unemployment putting financial burden on 

the individual. Given such severe 

implications from the disease, it is only but 

natural that patients expect DMARDs to 

eliminate the symptoms of RA without 

creating any side effects and protect the life 

quality (Matcham, et al., 2014; NHS, nd.). 

In this respect, it is significant to remove the 

pain and loss of functionality in RA. 

Physical symptoms, which are more 

distressing, if relieved, also tend to improve 

the emotional pain too (Hennell et al., 2004; 

Maggs et al., 1996).  

After the confirmation of diagnosis of RA, 

when physicians inform the patients that 

they may have to take medications for "a 

lifetime", it often brings a sense of 

helplessness and hopelessness among the 

patients (Arthrtis Foundation, 2020). This 

feeling is often difficult to overcome and it 

takes serious efforts by the treating 

physician to counsel.  

Clinical effectiveness and safety of 

DMARDs play a key role in the quality of 

life of RA patients. Safety is as important as 

clinical effectiveness in the treatment of 

RA. DMARDs have some side effects such 

as; suppress the immune system and 

associated with an increased risk of serious 

infection (Listing et al., 2013) and hepatic 

toxicity (Hennell et al., 2004; Maggs et 
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al.,1996). The main question comes about 

the treatment “is it effective and safe?”. So 

outcomes of clinical studies about the safety 

have robust effect to choose and continue 

the treatment.  

Notwithstanding the strong provisions 

within the healthcare system for equitable 

access to care, there remain concerns with 

regard to effective communications 

between physicians and patients. It is 

always necessary to capture the end-

beneficiary’s perspective in therapeutic 

decision and choice of health technologies 

(Sorenson et al., 2008). Shared decision-

making is in good conformance to the 

principle of informed consent, and it has an 

important bearing on the compliance and 

adherence to the treatment (Sandman et al., 

2012; Whitney et al., 2003). Proper 

execution of this process allows the patient 

to fully understand the benefit and safety of 

the treatment. 

In the RA care setting, the decision-making 

interactions usually occur between the 

health care provider, patient, and some 

nurse educators. The process may range 

from an autonomous decision-making 

pattern, where the patient may be fully 

responsible for the decision taken, to the 

paternalistic decision-making pattern, 

where the health care provider assumes full 

responsibility for the decision taken 

(Whitney, et al., 2003). However, the ideal 

situation is one where a truly shared 

decision-making process happens, in which 

the doctor and patient/parents work together 

to choose an evidence-based option, in line 

with the patient’s preferences and wishes. 

Informed consent is needed in shared 

decision-making (Whitney, et al., 2003). 

Because, informed consent is a principle 

that is observed to ensure that patient 

autonomy is preserved, requiring that 

competent patients are made aware of and 

understand enough about the intended 

benefits and possible risks of proposed 

treatment to make an informed decision 

(Mithani, 2012).  

Understanding patients’ perspectives also 

becomes necessary considering the variable 

efficacies and safety profile of medications 

in RA. Hence, in this study, it is decided to 

interview representatives of patients to 

capture some of the above determinants. 

Patient knowledge increased as education 

level increased. (Helliwell et al., 1999) For 

chronic diseases such as RA, sufficient 

information is very important for increasing 

patient compliance with treatment and 

willingness to take preventive precautions. 

Therefore, patient education is an integral 

part of RA management. Several studies 

have demonstrated increasing knowledge 

through patient education decreases RA 

disabilities (Sierakowska et al., 2016).  

A study conducted by Bozbas and Gurer 

(2018) among RA patients in Turkey found 

that Turkish patients’ have inadequate 
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knowledge about the disease, and did not 

have sufficient information about the 

relationship between RA and exercise, as a 

result, many Turkish patients in this study 

did not regularly exercise. There were some 

more findings from this study which shed 

more light on the importance of good 

communications in the treatment process 

and what determines the knowledge levels 

of patients. It was also found that the level 

of patient knowledge decreased with age. 

Studies have demonstrated that the 

knowledge and awareness levels in patients 

on RA and about DMARDs generally is 

low, which may have an adverse impact on 

the ultimate adherence to treatment and 

outcomes (Bozbas and Gurer, 2018; 

Mäkeläinen et al., 2009) . There is a need to 

further revisit and strengthen the 

communication strategies to ensure other 

physicians, nurses and family members of 

the RA patients are also adequately engaged 

in the care continuum. This will also need 

more involvement of private sector 

pharmaceutical and patient associations in 

the healthcare delivery process. 

The number of rheumatologists is about 200 

in Turkey (Nörobilim, 2020), so PTR 

specialists trained in the rheumatology. 

bDMARDs are prescribed only by 

rheumatologists and PTR specialists. Due to 

insufficient number of rheumatologists in 

Turkey, physical medicine and 

rehabilitation specialists have been leading 

the care of RA patients. All the costs for the 

treatment for RA is fully reimbursed by the 

SSI although the process is more detailed 

for reimbursement of the bDMARDs, 

which often pose inconvenience for patients 

residing in rural and remote areas of the 

country. Non-availability of specialist 

physicians in rural and remote areas of the 

country also increases the indirect costs for 

the patients such as days off work, travels, 

lodging, etc. even for out-patient 

consultations.  

According to the results, in Turkey, there is 

no distinction or discrimination between 

individuals for access to medicines and this 

is no different when it concerns the access 

to DMARDs for treating RA. Everyone, 

under the universal health coverage, has 

equal access to medicines. Equality and 

access to quality healthcare is assured to the 

citizens within the Turkish Constitution. 

Approximately 98% of the population in the 

country benefits from universal health 

insurance (OECD, 2017).  The social 

security insurance provides coverage for 

most patients within Turkey and included 

medicines that are already approved for 

market authorization within the Country as 

well as medicines that are not yet approved 

for marketing in Turkey (Kockaya et al., 

2017). This effectively means that RA 

patients can have access to all the relevant 

and quality medicines without having to 

worry about their availability or 
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affordability. However, this period is not 

long under the conditions of hospitals. It is 

not also practical to explain them to the 

patients one by one. Therefore, such 

information should be given via patient 

hospital or patient meetings. Patient 

associations may be active in this area. As 

indicated above, training may be given 

outside the hospitals if SSI accepts patient 

associations as its partner with respect to 

training of the patients and use its resources 

allocated to such training via patient 

associations. Today, patient training events 

are insufficient with respect to DMARDs. 

 

6. Conclusion 

RA patients did not face any significant 

social or economic barriers to accessing 

DMARDs. The treatment for RA including 

the costs of the laboratory tests used in 

treatment monitoring is fully reimbursed by 

the Social Security Institution within the 

universal health coverage. Approximately 

98% of the population in the country 

benefits from universal health insurance. 

However, there were regional differences 

regarding access to rheumatologists due to 

their low number. RA patients’ knowledge 

about RA was both insufficient and unequal 

among patients. A full understanding of the 

benefit and safety of treatment by patients; 

Adherence to treatment is important for 

achieving the planned goal and the success 

of policies created for RA management. 

Therefore, at all levels of disease 

management, it would be beneficial to 

consider joint decision-making by the 

patient / caregiver-physician, the use of 

informed consent forms and the vital role of 

health professionals. 

Note: This study based on the Project: 

SAGEM/2016/CS/E.6.1.2.2.a.3/CQS/1 by Ministry 

of Health of Turkey. 
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