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TITLE   

Health-related stigma related to leprosy– what can be learned from nurses in Ghana? 

 

BACKGROUND 

In a globalized world with increased migration different expectations and understandings of 

health and illness arise, including those surrounding health-related stigma.  Health-related stigma 

exists worldwide and affects patients, relatives and caregivers. Leprosy, is one of the diseases that 

has long been associated with stigmatization and the mere word ‘leprosy’ is often met with 

disgust, shame and fear (1,2,3). The origin of the word ‘stigma’ was a tattoo mark, placed on 

criminals, slaves or traitors to facilitate for others to avoid the person. According to Goffman 

(4,5) stigma is defined as someone being different and less desirable than people in general, a 

weak, bad or dangerous person. Rejection, avoidance, prejudice and discrimination are further 

described in relation to stigma (6). 

Leprosy, also known as Hansen’s disease, is a slowly progressive chronic disease caused by the 

parasite Mycobacterium leprae. (M. Leprae). The disease is transmitted via droplets from the 

nose and mouth during close contact with infected people who have not been treated (7). Those 

primarily at risk of being infected are people living under low socioeconomic conditions and 

those with weak immune status. However, factors such as gender, race and age have no effect on 

the occurrence of leprosy. If leprosy goes untreated it can lead to crippling, blindness and 

deformities (8,9). 

Earlier studies show that stigma derives from several factors, including knowledge, attitudes and 

behaviours (2), and influences a person’s life and wellbeing (2, 7, 10, 11). Health-related stigma 

is often characterized as social disqualification of people and groups with certain health issues 

and can be considered as both a consequence and a cause of health issues (10) and is associated 

with low self-esteem, poor social adjustment and inferior quality of life (12).  

Previous research shows that leprosy is often accompanied by mental distress. For example, a 

South African study showed that one third of those who had received a diagnosis of leprosy 



contemplated suicide (2). Women with leprosy were found to be more severely rejected and 

isolated than men in the same situation, partly due to losing the emotional closeness to their 

children due to fear of transmission (13). Furthermore, the care encounter is affected for patients 

with leprosy, shown as being stigmatized by health care workers and refused treatment (14). 

Others raise to avoid seeking care or seeking care at a late stage when disabilities  already being 

developed as consequences of health-related stigma (7,10,11). Efforts have been made in 

healthcare to tackle stigma and discrimination. However, the effectiveness of these efforts is not 

known, due to a lack of tools for evaluation, especially in developing countries (15, 3). There are 

some systematic reviews in the field of health related stigma and leprosy, eg. in relation to 

efficacy of interventions (16) consequences of stigma (17) and with comparison with other 

neglected tropical diseases (18).  However, to the best of our knowledge there has only been 

limited research into nurses’ experiences of health-related stigma in relation to patients affected 

by leprosy.  At the same time healthcare workers, including nurses, generally hold a position of 

authority in society and thus have a significant role in preventing fear and stigma related to 

certain diseases (5,19). Therefore it was considered important to know more from the nurses 

perspectives, caring for patients with leprosy.  The aim of the study was to describe nurses’ 

experiences of how stigma affected the care and health of patients with leprosy. 

  

 

METHODS  

A qualitative descriptive study design was used. Data was collected during 2014 from interviews 

with nurses working with leprosy patients in the central region of Ghana.  

Participants and setting 

Information about the study was presented to the staff of a hospital in the central region of Ghana 

by a hospital employee. The hospital is a small primary hospital owned by the government. It 

began as a leprosarium in the 1950s but now works as a leprosy and general hospital. The 

hospital consists of two leprosy wards, one female and one male, a surgical ward, a delivery unit, 



an emergency ward, a rehabilitation center, two theatres as well as a pharmacy. The hospital staff 

consist of registered nurses (RN), doctors, MD’s, midwives, physiotherapist as well as 

administrative staff. The RN’s rotate between each of the wards. The leprosy wards could hold 

35 patients each and two RN’s are in charge of each of those wards. From the nurses who were 

willing to participate in the study four were selected by the Deputy Head Nurse of the hospital 

based on the inclusion criteria; to be currently working as a nurse and to have experience of 

working with patients with leprosy.  

Data collection 

The initial interviews were performed by one of the authors using a semi – structured guide 

(Appendix 1) and were all performed at the hospital in a secluded office. The interviews lasted 

between 25 and 50 minutes and were tape recorded and transcribed by the two different authors 

(XX & YY). After reading the first interview transcriptions it was found that data gained was not 

sufficient to answer the aim of the study. Additional questions were therefore developed 

(Appendix 1) and follow-up interviews were conducted with three of the participants (the fourth 

participant was not available for a second interview). Two of the follow-up interviews were 

performed in the hospital and one in the home of the participants. These interviews were 

conducted with two of the authors present, one taking notes and handling the recording device, 

whilst the other acted as the interviewer (XX & YY). Later on the interviews were transcribed by 

the same two authors.   

 

Data analysis 

The analysis process inspired by Graneheim and Lundman (20) involved the steps “meaning 

units”, “condensed meaning units”, “abstracted meaning units”, “sub-themes” and a “theme”.  

Qualitative content analysis was considered appropriate, allowing different levels of abstraction 

based on the available text (20).  

During the analysis process the interviews were read through several times, first separately by the 



authors (XX & YY) and then together. Meaning units composed of words with a common 

content were extracted from the text (20), at first individually by two different authors (XX 

&YY) and then jointly in order to share an understanding of how to divide the text into relevant 

meaning units. As a next step ‘condensed meaning units’ were formulated, as a reduction of the 

original meaning units without changing the content of the text. The condensed meaning units 

were then abstracted into ‘abstracted meaning units’ and then related to each other into sub-

themes and a theme, as a way of linking the core of the interpreted meaning of the text together 

(20). See Table I for an example of analysis procedure. The participants are referred to as 

‘nurses’.              

                                                                                                                             

 Table I (insert here) Example of the analysis procedure 

                                                                                               

 

  

 

Ethical considerations 

The Research Ethics Committee at the Department of Health Care Sciences at Ersta University 

College, Stockholm, Sweden approved the study (1404/A) and the study was performed in line 

with the Council's scientific code of ethics (21), e.g. in relation to how to treat personal data. To 

protect the individuals and to guarantee anonymity, participants’ names were decoded. The data 

was saved on an USB memory and stored in a safety deposit box. 

 Participants in the study received both verbal and written information about the study stating that 

their participation was voluntary and that they could withdraw from the study at any time up until 

analysis of the data had been conducted. It was found out that one of the participants had not read 

the information letter prior to the interview, only received oral information by the head nurse. 

The participant therefore received oral information directly from the interviewer on the day of the 

first interview and after that gave her informed consent to participate. The participants were 

compensated for the time it took to perform the interviews with pay corresponding to their hourly 



salary. 

  

 

FINDINGS 

The analysis resulted in one theme; ‘Increased knowledge and holistic intervention are important 

in the care of patients with leprosy’ and three sub-themes; ‘knowledge and beliefs are intimately 

interlaced with leprosy related stigma’, ‘information is important but not enough to change 

behaviors and attitudes’ and ‘long term intervention in a social context’. 

The findings reveal the impact stigma has on daily life and health for patients with leprosy, 

together with the complexity of needs nurses have to consider for this group of patients.   

 

Increased knowledge and holistic intervention  are important in the care of patients with leprosy  

 

According to the nurses in the study leprosy related stigma had a major negative impact on the 

patient’s wellbeing, and the care for those affected by the disease had to be different due to 

specific needs. The nurses stressed that knowledge and education were essential for reducing 

stigma. They described how a lack of knowledge among nursing colleagues and in society as a 

whole had negative consequences for patients and their relatives. To serve as educators and to 

provide holistic care with long-term goals, were described as essential for the nurses.  

 

 

Knowledge and beliefs are intimately interlaced with leprosy related stigma 

Negative attitudes due to the lack of knowledge were considered the main reason for 

stigmatization. Experience was expressed of a community where people believed leprosy to be 



highly contagious, creating fear and discrimination. Patients with leprosy were excluded from 

social interaction by being denied physical contact and closeness. “For some of those people who 

are not educated they think it’s like a curse. They think that these people have done something for 

which they should be cursed”. The nurses explained that in Ghana leprosy is still commonly seen 

as a curse from God and incurs fear, which are reasons why patients do not want to be associated 

with the disease by being called lepers.   

 

”If common people in the marketplace see that your hands are deformed due to leprosy no one 

will greet you, or touch you, or come near you, or even give you a bowl to share a meal with 

you…. So that is why they built the camp there for them”. 

 

The camp referred to was a small community established especially for patients affected by 

leprosy. If nurses worked at a hospital known for treating patients with leprosy they were subject 

to negative remarks from their peers, due to the stigma surrounding the disease. At the same time 

the nurses also expressed a need to work in accordance with their own beliefs. 

 

”I thought that if I ate well and exercised and all those things I wouldn’t get the disease, even 

though I have read that it is not eating well that will help prevent you getting it ... because it is a 

droplet infection”. 

 

The nurses thought that the public notion of leprosy was for the most part negative and based on 

faulty information. However, they thought that there had been some improvement in the last few 

years. “Now it's better than it used to be. I used to go there, to the camp, when I was young, and 



there was a lot of discrimination, the stigma was very marked, but now it’s better, the patients are 

being accepted.”  They described the diagnosis of leprosy as previously being seen as a death 

sentence and the process of dealing with the disease being met with aversion. In the past the 

leprosy ward was often described as the last stop in the journey of life.  

 

“There is a church and a cemetery right next door, because before when you 

came here as a patient you would probably also die here”. 

 

Information is important but not enough to change behaviors and attitudes 

Stigmatization affects the health and care for  those suffering. The nurses experienced an 

unwillingness to seek care, both among men and women, which they directly attributed to the 

stigma of a leprosy diagnosis. However, according to the nurses, women tend to seek care more 

often and at an earlier stage compared with men, resulting in women barely having any 

deformities, while deformities were common among the men. Patient education was considered 

important and to be one of their main duties as nurses. “Because they know me as a health 

professional and know that I am talking from experience and will accept it”.  Patients were taught 

about the signs of leprosy and encouraged to seek care at an early stage if symptoms appeared. 

They were also taught about measures to prevent disability and injury. According to the nurses 

the staff tried to invite the relatives to the hospital so that they also could learn how leprosy is 

transmitted and treated.  

 



“So we educate them on the condition, how to prevent it from getting worse, for instance what 

shoes to wear and the importance of not waiting to seek care”.                          

 

 

But education was not easy as both healthcare staff and relatives were unwilling to participate. 

Nurses described themselves as role models, showing how it is possible to  interact with patients 

with leprosy without being infected. Nurses raised how important it was for patient to be touched 

in order for them to feel human.  

 

“We touch them. We greet them. We are different, we are health personnel, we've been informed, 

but the information hasn't really got through to ordinary people”. 

 

Information for patients as well as people in society was considered important by the nurses. 

However, as leprosy related stigma has a long tradition information alone was not considered 

enough to change attitudes. Relatives did not per se change their attitude or behavior towards the 

patient even if they attended education sessions. Even with information patients were regarded as 

lacking possibilities to follow recommendations. 

 

“There is nothing there for them to do unless they beg, so some of them when they leave us don't 

take good care of themselves. Then they come back again. And when you want to discharge 

them, it's a problem”. 

 



The nurses stated that despite being given information the patients did not care for themselves to 

prevent ulcers and other ailments. Being ashamed of their disease also interfered with patient’s 

ability to take care of themselves. The problem with re-hospitalization was raised by the nurses. 

 

“Some of them, after we have discharged them, can be here for as long as two months before they 

go, and when they go it won’t be more than six months before they come back with even worse 

ulcers, and ulcers take time to heal, so they are here for a long period of time. They are in and out 

the whole time”. 

 

Stigma was also manifested in patients asking the hospital staff to lie about the name of the 

hospital, and to exclude the fact that they had been admitted to a leprosy hospital when talking to 

their relatives. The nurses preferred to call the patients Hansen's disease patients instead of 

‘lepers’ as people were not familiar with the term, as a way to protect the patient from 

stigmatization. 

 

Long-term intervention in a social context   

The nurses stressed the importance of not letting the general negative view of leprosy in society 

affect the care of their patients. Instead they looked to their Christian beliefs to guide the care. 

Even though more prestigious working positions were available the nurses talked about caring 

for patients with leprosy as a moral choice.  One nurse said that she would not want to change 

her workplace because in the end she thought she would be rewarded for the work she was 

doing with the patients with leprosy in her current position. 

 



“We Ghanaians, what we believe is that the clouds are the eyes of God. So God sees all that 

we do. And I have told them [the other nurses] that if you care for these people you will be 

rewarded”. 

 

The importance of making all patients feel like human beings, regardless of diagnosis, was 

stressed by the nurses. However, patients with leprosy were thought to need extra care, as they 

usually had socio-economic problems due to disease-related stigma and often had no one, apart 

from hospital personnel, to take care of them. Examples of extra care included providing patients 

with more of the items such as soap and milk that the hospital received. Not discharging patients 

with leprosy too early from hospital was considered important. They would also be transferred to 

rehabilitation centers in the hope of helping them fit back into society after they were discharged.  

Some of them, because of the stigma, are not able to get work. Some keep making complaints so 

that we keep them here for as long as possible. Some of them keep coming back. They develop 

ulcers that they don't keep clean so that they can be admitted again, so that someone will care for 

them. 

The financial situation for patients with leprosy was considered a major problem, having 

devastating consequences on their health and being a reason for them continuously being 

readmitted to hospital. According to the nurses many of the patients used to be farmers, but due 

to the nature of their disease they could no longer do any strenuous activity.  

 

”I think if we can get something for them to do when they are discharged it would solve most of 

our problems. We wouldn't get the beggars, we wouldn't get those who are dependent on other 



people (...) if there is something that could be done that could generate income, I think it would 

help”. 

 

Nurses started workshops with the aim of helping the patients to learn a skill that would be useful 

when they were discharged. The nurses had to cater for the various needs of their patients in 

order to give them holistic care, address social, emotional and financial needs, and create long-

term goals. Long term intervention focused on ensuring that the patient would be able to earn an 

income, as this would reduce the number of re-admissions to hospital. Continuous information 

and education for different groups in society were other examples of long-term intervention, with 

nurses hoping for changes in attitudes and beliefs in society as a whole.  

 

DISCUSSION 

In the present study caring for patients with leprosy meant facing and dealing with the general 

lack of knowledge of the disease, which affected the care and overall health of patients, as well as 

the role of nurses. Caring for this patient group involved supporting them to continue to 

contribute to society, giving them a meaningful existence in their community and improving their 

financial situation. Watson (22) describes the holistic approach encompassing establishing faith 

and hope in the caring process together and strengthening and humanizing patients. Holistic care 

with long-term intervention was a way of minimizing the risk of the patient returning to hospital 

just to get food and shelter. This is further described by Stevelink et al. (23), who found that 

unemployment and difficulty when seeking work were two of the major issues for patients with 

leprosy. 

Physical impairment caused by the disease could hamper being able to continue with one’s 



previous work. However, it was mainly due to stigma that patients were devalued by society. 

Similar findings related to mental illness in Ghana were described.  Barke, Nyarko and Kleecha 

(24) found that being treated at a psychiatric clinic in Ghana was associated with being 

abandoned by one's family. Avoidance of healthcare and delayed treatment were seen by nurses 

as obstacles to successful treatment and a consequence of stigma, which is all in line with other 

studies focusing on leprosy (25, 26, 27).  

Ghana is making considerable advances with regard to health outcomes and services even if 

health-related Millennium Development Goals (MDGs) set for 2015 have not yet been met (28). 

Additionally, it is important to remember that health-related stigma is not only a problem in 

developing countries, it also exists in industrial societies, in regards to for example Alzheimers’s 

disease (29), alcohol disorders (30)  psychiatric illnesses (31) and HIV/AIDS (32,33,34,35) . The 

existence of leprosy camps, as a sign of the alienation of patients with leprosy in present study 

can be compared with alienation due to other disease and care settings e.g. mental institutions 

(27, 36,37,38). At the same time Premkumar (39) found that leprosy sanatorium, with time, 

significant contributed to new knowledge and treatments of the disease as research could be 

better coordinated. The lack of information and education for patients, relatives, and the 

community and healthcare providers was understood in this study to be the main reason for 

stigmatization. These results are consistent with Sobrinho et al. (37) and White's (38) claim that 

education and information are important if stigmatization is to be reduced. Further confirmed in a 

systematic review (16) described as information, education and communication programs, 

together with socio-economic rehabilitation as important for reducing stigma. Nurses in this study 

viewed education as one of their main duties, and through education nurses tried to improve the 

patients’ understanding of their health as well as their overall life situation. In line with Watson 

(22) increasing teaching and learning in order to help patient to get a sense of self-control was 



seen as a core element of care.  Knifton (40) found that religious or supernatural explanations 

decreased stigma. In this study religious motivation and hopes of religious reward were 

incentives for nurses to care for this patient group, but were not described as acting to decrease 

stigma. 

Even if stigma in this study is specific to leprosy the consequences show similarities to health-

related stigma as a whole. Stevelink et al. (23) found that health-related stigma had the same 

negative consequences for the one affected, regardless of the type of disease. In this study 

providing education for society as a whole and at the same time being sensitive to patients’ 

wishes and needs presented a dilemma for nurses. Others have shown that changing name of the 

disease and counselling have been successful strategies to reduce stigma (16).  Being compliant 

to the wishes of the patient not to use the hospital’s full name involving the word ‘leprosy’, was a 

way of showing sensitivity to patients, but can on the other hand be counterproductive to their 

efforts to educate the public and the patients’ relatives in a process of demystify the diagnosis. 

This illuminates the complexity of caring for patients with a diagnosis associated with stigma.    

 

Method discussion  

 

The number of participants is not what is essential in a quality research, rather the variation of 

experience. However, more participants could have provided a broader foundation for findings 

(41,42). In order to illuminate the participants’ experiences follow-up interviews were conducted 

with the aim of providing more extensive data. According to Bengtsson (43) cumulative data 

collections increase the possibility to deeper the understanding of the phenomena of interest. 

Even if it is considered a disadvantage that the participants were selected by the Deputy Head 

Nurse and not by the authors of the study, this was found to be the only possible way to proceed 

due to the hospital organization and expectations of staff. However, the selection of nurses was 



based on the inclusion criteria and the nurses had various work assignments, which probably  

increased the likelihood of achieving a variation of experience of the studied phenomena (44). At 

the same time it has to be taken into account that there is a risk that the Deputy Head Nurse also 

has other criteria for selecting actually nurses. However, it has not been seen in the result of the 

study that there is a risk that of  It would have been beneficial to organize the interviews outside 

of working hours without interference on their regular salary, or as a part of their ordinary 

workday. However, as this was not manageable it was considered the best way to compensate the 

participants with the salary they lose when participating in the interviews during regular working 

hours. As the amount payed was more or less equal to the regular salary it was considered as not 

to any greater extent affects their decision to participate in the study. Strategies to increase 

transferability as well as the validity of the study has been to describe the selection process for 

participants with examples of the analytical steps (c.f. 45,46) Furthermore, the analytical steps 

and findings were shared at seminars as a form of ‘peer debriefing’ (20), thus increasing the 

likelihood of being open to the phenomena of interest and for discussion of different analytical 

pathways (46, 47). It was considered to enhance the validity of the analysis process that two of 

the three different authors transcribed the interviews as the authors became familiar with data 

both in oral form and later on as text and then in a later phase shared their understanding of the 

text with each other. The present study was conducted in a limited geographical area and 

concerned a stigma related to a specific and rare disease. However, several similarities were 

found between the findings of this study with research concerning health-related stigma for other 

diseases. One way of understanding more about a certain phenomenon is to step away from one’s 

ordinary or ‘taken for granted’ life, to go behind what one takes for granted in everyday life and 

to question everyday practice (45). Findings from this present study may therefore also be 

considered valuable in other contexts for other patient groups. The possibility of transferability is 

further raised by Hofstraat and van Brakel (18) finding in their systematic review that lessons 

from leprosy can be used in order to understand more of health related stigma in relation to other 

diseases.    

 



   

CONCLUSIONS 

 

Stigma has a negative impact on the physical as well as the psychological and financial wellbeing 

of the patient, with consequences for the care and the role of nurses.  Education for patients, 

relatives in the community and for colleagues was a central nursing intervention. Caring for 

patients with leprosy involved addressing a range of different needs as well as focusing on long-

term intervention and goals. The need for holistic care and massive educational support was 

thought necessary to enable the patient with leprosy to stay out of hospital and to live a more 

independent life. Nurses in present study raised the importance of nurses being role models for 

reducing stigma and showing a different way to treat this group of patients.  

 

 

REFERENCES 

 

1. Krishnatray P, Melkote SR and Krishnatray S. Providing Care to Persons with Stigmatized 

Illnesses Implications for Participatory Communication. Journal of Health Management 2006; 

8: 51-63. 

 

2. Scott J. The psychosocial needs of leprosy patients. Leprosy review 2000; 71(4), 486-491. 

 

3. Rafferty J. Curing the stigma of leprosy. Leprosy review 2005; 76: 119-126. 

 

4. Goffman E. Stigma-Notes on the management of spoiled identity. New York, USA: Simon 

& Schuster Inc. Publisher, 1963, p. 147 

 

5. Goffman E. Stigma, Role, and Normalization in the Outreach Encounter. (vol.3.). 2011 

Stockholm: Norstedt. 

 

6. Thornicroft G. Shunned: discrimination against people with mental illness. Oxford, UK: 

Oxford Unviversity press, 2006, p. 301. 

 

7. World Health Organization [WHO], Leprosy. Retrieved from http://www.who.int/lep/en/ on 

12th December 2013. 

 

8. Guimarães H C, Barros A L and Bassoli S R. et al. Helping a Man with Leprosy: A Case 

Study. International Journal of Nursing Terminologies and Classifications 2009; 20: 141-144. 

 



9. American Leprosy Mission. Leprosy Frequently Asked Questions. Retrieved from 

http://www.leprosy.org/leprosy-faqs/ on 5th June 2014. 

 

 

10. Weiss M G, Ramakrishna  J and Somma D. Health-related stigma: Rethinking concepts 

and interventions 1. Psychology, Health & Medicine 2006;11: 277-287. 

 

11. Meima A, Saunderson P R and Gebre S. et al. Factors associated with impairments in new 

leprosy patients: the AMFES cohort. Leprosy Review 1999;70:189-203. 

 

12. Rensen C, Bandyopadhyay S and Gopal P K. Measuring leprosy-related stigma-a pilot 

study to validate a toolkit of instruments. Disability and Rehabilitation 2011; 33:711-719. 

 

13. Zodpey S P, Tiwari R R and Salodkar A D. Gender differentials in the social and family 

life of leprosy patients. Leprosy Review 2000;71: 505-510. 

 

14. Sermrittirong S and Van Brakel WH. Stigma in leprosy: concepts, causes and 

determinants. Leprosy Review 2004; 85. 36-47. 

 

15. Van Brakel W H. Measuring health-related stigma—A literature review. Psychology, 

Health & Medicine 2006;11:307-334. 

 

 

16.Sermrittiring S. van Brakel WH and Bunbers-Aelen JF. How to reduce stigma in leprosy – 

a systematic literature review. Lepr Rev 2014,85:149-57. 

 

17. van Brakel WH. Measruing health-related stigma – a literature review. Psychology Health 

Medicine 2006;11:307-34. 

 

  18. Hofstraat K and van Brakel WH. Social stigma towards neglected tropical diseases: a 

systematic review. Int Health 2016;8:53-70. 

 

 

19. Dodor EA and Kelly SJ.  Manifestations of tuberculosis stigma within the healthcare 

system: The case of Sekondi-Takoradi Metropolitan district in Ghana. Health Policy 2010; 98: 

195-202. 

 

20. Graneheim  H and  Lundman B. Qualitative content analysis in nursing research: concepts, 

procedures and measures to achieve trustworthiness. Nurse Education Today 2004; 24:105-

112. 

 

 

21. CODEX. Personuppgifter. Retrieved from  HYPERLINK 

"http://www.codex.vr.se/agande4.shtml on 5th June 2014" 

http://www.codex.vr.se/agande4.shtml on 5th June 2014. 

 

 



22. Watson J. Carative factors, Caritas processes guide to professional nursing. Danish 

Clinical Nursing Journal, 2007;20: 21-7. 

 

 

23. Stevelink S A M, Van Brakel W H and Augustine V. Stigma and social participation in 

Southern India: Differences and commonalities among persons affected by leprosy and 

persons living with HIV/AIDS. Psychology, Health & Medicine 2011;16: 695-707. 

 

 

24. Barke A, Nyarko S and  Klecha D. The stigma of mental illness in Southern Ghana: 

attitudes of the urban population and patients’ views. Social Psychiatry and Psychiatric 

Epidemiology 2010;46:1191-1202. 

 

25. Kazeem, O and Adegun T. Leprosy stigma: ironing out the creases. Leprosy Review 

2011;82: 103-108. 

 

26.Rodrigues F, Calou P and Leandro T A.et al. Knowledge and practice of the nurse about 

leprosy: actions of control and elimination. Revista Brasiliera de Enfermagen 2015;68:271-

277. 

 

27. Pinheiro MGC, Sipmson CA and Tourinho F. Contextual analysis of care for leprosy 

patients in primary health care. Journal of Research Fundamental Care Online 2014;6:187-95, 

doi: 10.9789/2175-5361.2014.v6i5. 

 

 

28. Alhassan R K, Spieker N and van Ostenberg P. et al. Association between health worker 

motivation and healthcare quality efforts in Ghana. Human Resources for Health 2013;11: 21. 

 

 

29. Piver L, Nubukpo P and Faure A. et al. Describing perceived stigma against Alzheimer's 

disease in a general population in France: the STIG‐MA survey. International journal of 

Geriatric Psychiatry 2013:28: 933-938. 

 

 

30. Rao T. The role of community nursing in providing integrated care for older people with 

alcohol misuse. British Journal of Community Nursing 2014;19: 80-84. 

 

31. Björkman T, Angelman T and Jönsson M. Attitudes towards people with mental illness: a 

cross‐sectional study among nursing staff in psychiatric and somatic care. Scandinavian 

Journal of Caring Sciences 2008;22:170-177. 

 

32. Duffy L. Suffering, shame, and silence: The stigma of HIV/AIDS. Journal of the 

Association of Nurses in AIDS Care 2005;16:13-20. doi: 10.1016/jana.2004.11.002. 

 

33. Famoroti T, Fernandes L and Chima S. Stigmatization of people living with HIV/AIDS by 

healthcare workers at a tertiary hospital in KwaZulu-Natal, South Africa: a cross-sectional 

descriptive study. BioMed Central Medical Ethics 2013;14:1-10. doi: 10.1186/1472-6939-14-



S1-S6 

 

34. Makoae L, Greeff M and Phetlhu R. et al. Coping with HIV/AIDS in five African 

countries. Journal of Association of Nurses in AIDS care 2008; 19:137-146. doi: 

10.1016/j.jana.2007.11.004. 

 

35. Greeff M and Phetlhu R. The meaning and effect of HIV/AIDS stigma for people living 

with AIDS and nurses involved in their care in the North West Province,South Africa. 

Curationis 2007; 30:12-23. 

 

36. Bello A I, Dengzee SA and Iyor FT. Health-related quality of life amongst people affected 

by leprosy in South Ghana: A needs assessment. Leprosy Review 2013;84: 76-84. 

 

37. Sobrinho R, Mathias T and Gomes E. et al. Evaluation of incapacity level in leprosy: a 

strategy to sensitize and train the nursing team. Revista Latino-Americana de Enfermagem 

2007;15:1125-1130. 

 

38. White C. Iatrogenic stigma in outpatient treatment for Hansen's disease (leprosy) in Brazil. 

Health Education Research 2008;23: 25-39. 

 

39. Premkumar R. The history of a leprosy sanatorium in India. A literature review. Lepr Rev 

2010;81:150-9. 

 

40. Knifton, L. Understanding and addressing the stigma of mental illness with ethnic minority 

communities. Health Sociology Review 2012;21: 287-298. 

 

41. Sandelowski M. Sample size in qualitative research. Research in Nursing & Health 

1995;18:179-183. doi:10.1002/nur.4770180211 

 

42. Sandelowski M. Time and qualitative research. Research in Nursing and Health 1999; 22: 

79-88.  

 

 

43. Bengtsson, J. (Ed.) (2005). Med livsvärlden som grund: Bidrag till utvecklandet av en 

livsvärldsfenomenologisk ansats i pedagogisk forskning [With the lifeworld as ground : 

Contributions to the development of a phenomenological lifeworld approach in empirical 

educational research] (2nd rev. ed.). Lund: Studentlitteratur. 

 

44. Patton MQ. Qualitative research & evaluation methods, 3rd ed. 2002 London:SAGE. 

 

45. Fleming V, Gaidys U and Robb Y. Hermeneutic research in nursing: developing a 

Gadamerian-based research method. Nursing Inquiry 2003;10:113-120. 

 

 

46. Koch T. Establishing rigour in qualitative research: The decision trail. Journal of 

Advanced Nursing 1994; 24: 174-184.    



 

47. Drew N. Meaningfulness as an epistemologic concept for explicating the researcher´s 

constitutive part in phenomenologic research. Advances in Nursing Science 2001; 23:16-31.  

24.  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Appendix 1 

 

INTERVIEW GUIDE 

 
Questions asked in the first interview section 

 

Main question: Could you tell me about your experience in caring for patients suffering from 

leprosy? 

 

Follow-up questions: Has working with leprosy patients affected you e.g. personally, socially or 

professionally and, if so, how? 

 



Is caring for patients with leprosy different to caring for patients with other diseases and, if so, 

how? 

 

In your view, how have leprosy patients traditionally been treated in Ghana? Have you noticed 

any changes over time? 

 

What are the challenges in caring for leprosy patients? 

 

Has your role as a nurse been affected by working with leprosy patients? 

 

If you could change anything about leprosy patient care, what would you change? 

 

Questions asked in the follow- up interviews 

 

Could you please define the word stigmatization? 

How would you define discrimination? 

How do you associate to the word leper? 

How has treating leprosy patients affected you? 

  

 

 

 

 

 

 

 



 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Leprosy related stigma 
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