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What’s already known about this topic? 

- HRQoL is impaired in both adult and pediatric psoriasis patients. 

- Studies using generic or dermatology-specific instruments have found a moderate 

impact of psoriasis on HRQoL in pediatric patients, but no studies have used. 

psoriasis-specific instruments and qualitative research is very limited. 

- A qualitative study revealed substantial, negative HRQoL-impact on parents of 

children with psoriasis, but comparable in depth-data on HRQoL in adolescent 

patients themselves has only briefly been described in the literature 

What does this study add? 

- The present study is the first to provide in-depth knowledge about factors influencing 

adolescent psoriasis patients’ HRQoL from a qualitative perspective.  

- The results provide a conceptual framework to understanding HRQoL in adolescents 

with psoriasis. 

What are the clinical implications of this work? 

- The results contribute to increased awareness among dermatologists about the specific 

HRQoL issues experienced by adolescents with psoriasis. 

- The conceptual model presented support a patient-centered approach by inspiring 

dermatologists and other health professionals with regard to relevant questions and 

topics to address in the clinical interview. 



3 
 

Abstract 

Background: Psoriasis is a common skin disease affecting the physical, psychological and 

social well-being of patients and their families. Most research so far has been limited to 

adults, and little is known about the qualitative experiences of young people with psoriasis. 

Objectives: To provide an in-depth understanding of the impact of psoriasis on adolescents’ 

Health-related Quality of Life (HRQoL). 

Methods: Patients and their parents were recruited from a dermatology outpatient clinic, the 

Danish National Birth Cohort, and the Danish Psoriasis Association. A total of 36 semi-

structured interviews were conducted with adolescents with psoriasis 12-17 years old (n=18), 

their parents (n=14) and health professionals working with psoriasis (n=4). Interviews were 

digitally recorded, transcribed verbatim, and analyzed using inductive thematic analysis. 

Results: The participants reported psoriasis-related HRQoL challenges within six main 

themes: physical symptoms, feeling different, psoriasis-related worry about the future, 

increased attention, attempts to conceal, and treatment-related frustrations and worry. Taken 

together, a broad range of the reported difficulties appeared to arise from appearance-related 

concerns. There was considerable variance regarding how much psoriasis and its treatment 

affected the adolescents’ daily lives. 

Conclusions: This first in-depth, qualitative study of HRQoL in adolescents with psoriasis 

provides a conceptual framework for understanding the impact of psoriasis and its treatment 

on physical, psychological and social aspects of their daily life. 
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Introduction 

About one-third of psoriasis patients are diagnosed by the age of 20 1–3, and most young 

people diagnosed with psoriasis will live with the condition throughout their adult lives 2. The 

main objective of psoriasis treatment is therefore to minimize the extent and severity of the 

disease and to reduce its impact on patients’ Health-Related Quality of Life (HRQoL) 4, a 

multidimensional construct reflecting patients’ physical, psychological and social function 

and well-being 5. The subjective construct of HRQoL has been viewed by the World Health 

Organization (WHO) as a major determinator of health6, and has received increased attention 

during the last decades, especially within chronic diseases,. 

 

Although most psoriasis-related HRQoL research has been focused on adult patients, there is 

increased interest in HRQoL in pediatric patients 7. Two recent meta-analyses indicate 

moderate HRQoL-impairment in pediatric psoriasis patients, with greater impairment than 

found in most pediatric skin diseases and comparable to that found for pediatric eczema 

patients 7,8. As no psoriasis-specific instrument currently exists for this population, studies 

have relied on generic or dermatology-specific instruments. For the most commonly used 

HRQoL instrument in pediatric psoriasis, the Children’s Dermatology Life Quality Index 

(CDLQI) 7, only 5 % of the patients contributing with information to item development had 

psoriasis. It is therefore unknown whether dermatology-specific measures of HRQoL 

accurately capture all relevant aspects of HRQoL in pediatric psoriasis. Qualitative data, 

based on direct input from an adequate sample of patients from the targeted population, are 

essential for establishing the content validity of HRQoL instruments 9,10. 

  

Currently, qualitative research on how psoriasis affects adolescents in their daily life is very 

limited. Psoriasis in children is characterized by well-defined erythematous papules and 

plaques of varying size with silvery scales, most common in visible areas such as the scalp 

and face, and on elbows and knees 2,11. While research in adult populations confirm that 

appearance-related issues are important for understanding HRQoL in psoriasis in general 12,13, 

such difficulties may be particularly salient in adolescents, where peer pressure and the desire 

to “fit in” often play a highly significant role in their everyday life and psychosocial 

development 14–16. The results of an online focus group study of 11-18 year olds with 

psoriasis confirmed that appearance-related issues were experienced as central for their well-

being 15. This study, however, focused specifically on young people’s appearance-related 

concerns, rather than the broader HRQoL concept. HRQoL has been the topic of two 
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previous qualitative studies of pediatric patients with psoriasis; one pilot study of 15 children 

with psoriasis, with results only briefly presented in a published conference abstract 17, and 

another investigating the general impact of skin disease in adolescents 18. Although only two 

psoriasis patients were included in this study, they appeared to be affected by the largest 

number of HRQoL issues compared to the other skin diseases covered, e.g., acne and eczema. 

Finally, a qualitative study investigating parents of children with psoriasis revealed a 

substantial, negative impact on parents’ health and self-care, emotional well-being, family 

and social function, personal well-being and life pursuits 19. 

  

Taken together, our knowledge about these and other HRQoL-related issues in adolescents 

with psoriasis is limited. Therefore, as part of a larger study aimed at developing a psoriasis-

specific measure of HRQoL in adolescents, the present study collected in-depth qualitative 

data to identify HRQoL issues of importance to adolescents with psoriasis. 

Patients and methods 

The present interview study explored the daily life and HRQoL of adolescents living with 

psoriasis using grounded theory data collection methods 10,20 and inductive thematic analysis 
21. 

Sample and recruitment 

Study participants were adolescents with psoriasis (age 12-17 years), their parents, and health 

professionals within the field. To ensure maximum variation in age, sex, and disease severity, 

we recruited adolescents and parents from three sources: a specialized dermatology hospital 

clinic, the Danish National Birth Cohort 22, and a Summer School, sponsored by the Danish 

Psoriasis Association. Adolescents and parents were approached either by the first author and 

interviewer (HR) or asked to participate by their dermatologist during scheduled 

consultations. Psoriasis severity was evaluated by a dermatologist with the Psoriasis Area and 

Severity Index (PASI) 23 upon recruitment. Health professionals were recruited either from 

the hospital clinic or the psoriasis association. 

Data collection  

Separate interview guides were developed for adolescents, parents, and health professionals. 

Participants were informed that we did not search for correct answers, but were interested in 

their personal experiences and thoughts. They were encouraged to bring up new topics 

whenever they felt like. To build rapport, adolescent and parent interviews included a warm-
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up question urging them to tell a little bit about themselves, such as their family and hobbies, 

and professionals were asked to describe their experiences from working with pediatric 

psoriasis patients. The interview guide for health professionals included a list of discussion 

points, while adolescents and parents were asked to describe their/their child’s daily routine 

by describing a typical day. We hoped this would allow them to explore in more detail how 

psoriasis influenced their daily lives,  

As our design was based on grounded theory and inductive reasoning – as opposed to pre-

formulated hypotheses or theory 10 -, our interview guide included additional broad, open-

ended questions asking about different life domains (i.e. physical, emotional and social), 

rather than specific issues previously addressed in existing research (i.e. questionnaires). 

However, when participants spontaneously raised issues previously described or addressed in 

existing questionnaires, we prompted them to provide more information on these issues, to 

allow for closer scrutinization of their face validity in this specific population. Additional 

probing techniques were used to invite participants to reflect upon issues in broader context 

or detail. 

 

Data analysis 

All interviews were transcribed verbatim and analyzed based on inductive thematic analysis 
21 facilitated by the NVivo version 11 software. The adolescent interviews were the main 

focus of the analysis. Parent and health professionals data were used to contrast, highlight or 

elaborate on adolescent perspectives. When applying inductive thematic analysis, interview 

transcripts were read multiple times by the primary coder (HR) to maximize familiarity with 

the data, and an initial list of themes and codes was developed based on the transcripts 

themselves. In the next step, data transcripts were systematically coded based on the initially 

identified issues or new codes were constructed. When relevant, individual data extracts were 

given several codes. Then, the focus shifted to the broader level of themes, including 

interpretation of initial codes and considering how different codes might combine to form 

overarching themes. From this stage and onwards, an iterative and interpretive process of 

continuous comparison supported the development of the conceptual model. Data extracts 

were compared and contrasted in several ways, e.g., across i) earlier and later interviews and 

concepts/themes/subthemes, ii) subgroups of patients with different disease characteristics, 

and iii) informant groups (adolescents; parents; and health professionals). As recommended 9, 

interviews were conducted and analyzed in smaller chunks of 5-7 interviews, allowing for 
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continuous evaluation of the interview guide and possible data saturation. Saturation of data 

occurs when no new information is obtained or uncovered in the ongoing analysis 20. To 

ensure reliability, the first chunk of adolescent interviews (n=5) and the initial coding scheme 

were reviewed in full length by an independent researcher (JJL), discussed, and finally agreed 

upon by the full research team (HR; JJL; RZ) before moving to the next step. When all 

interviews had been analyzed and the thematic map had been developed, all transcripts were 

reviewed again in full length. This was done to code any additional data within themes that 

had been missed in earlier coding stages, and to evaluate whether the conceptual model 

required revisions to accurately reflect the dataset as a whole 21.  

 

Ethics 

Following the Danish Data Protection Agency guidelines, all personal identifiers in the data 

were removed, and no subject code identifiers were linked back to specific individuals. Under 

the rules of the Danish National Committees on Biomedical Research Ethics, the study was 

approved under exempt status.  

Results  

Adolescents (n=18; see Table 1) and parents (n=14, of which 12 were mothers) were 

interviewed between June 2015 and November 2016. All adolescents agreed to be 

interviewed alone by the first author (HR), a psychologist whom they had not met before. 

Patient and parent interviews were conducted in a quiet meeting room at the hospital or 

summer camp. Interviews with health professionals (2 dermatology nurses; 1 clinical 

dermatologist; 1 hotline counsellor) were conducted face to face (n=3) or by telephone (n=1). 

 

The analysis identified six overarching themes and subthemes reflecting physical, 

psychological and social aspects (see Table 2 and 3). In general, social support, especially 

from family and close friends, being able to speak openly about psoriasis, and mechanisms of 

normalization, e.g., meeting others with psoriasis, appeared to be protective mechanisms. The 

localization of plaques appeared especially important, with adolescents with psoriasis on 

visible parts of the body generally reporting more impairment. Older patients (15-17 years) 

generally described more impairment of their daily lives than younger (12-14 years).  

 

[Insert Tables 1-3 around here]. 
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Theme 1: Physical symptoms 

The negative impact of physical symptoms varied considerably and was complicated by their 

unpredictable nature (see Table 4). The most commonly reported physical symptoms were 

itch and flaking, influencing a broad range of daily activities. According to both adolescents 

and parents, adolescents’ thoughts often focused on itch, leading to scratching of the skin, 

bleeding, discomfort, and avoidance of certain activities. Some adolescents explained how 

they had to be extra careful during play or sports to protect their skin. Although many 

adolescents described itch as the most disabling aspect of having psoriasis, some of the health 

professionals generally did not regard itch as a particularly important symptom in pediatric 

psoriasis. 

 

When describing their physical symptoms, the adolescents more often used words such as 

“irritating” or “annoying” than “painful”, viewing them either as distractors or reminders of 

their different or distorted looks. Psoriasis on the scalp was associated with negative thoughts 

and feelings and having to take precautions to prevent flakes on clothing or furniture. The 

peeling of skin and, sometimes, bleeding increased the need to clean the home. This was 

mostly reported by parents, but also by some adolescents. The adolescents described how 

fluctuations in their symptoms affected their daily life. Not knowing when their psoriasis 

would flare up challenged their desire and ability to plan activities ahead of time. Some, for 

example, described that when experiencing flares, they preferred to stay at home to avoid 

exposing their psoriasis or to prevent worsening of their symptoms by reducing exposure to 

stressors. 

 

Theme 2: Feeling different 

Adolescents described a broad range of psychological concerns related to feeling different 

due to psoriasis (see Table 5). The majority described having psoriasis as a lonely experience. 

They felt great relief by seeing other people with psoriasis, assuring them that they were not 

the only ones to be “different”. Talking to psoriatic peers was highly valued, as other people 

– even their best friends – could not truly understand what living with psoriasis felt like. 

Adolescents also reported spending considerable energy considering when and how to tell 

others about their disease. Some feared that if they waited too long, people would reject them 

or treat them differently once they found out, and some felt too insecure to tell new 
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acquaintances at all. However, those who spoke openly about their psoriasis, generally 

experienced understanding from others and felt relief when telling others about their disease. 

 

The majority of adolescents held negative views about their own appearance, using words 

such as “different”, “dirty” or “unattractive”, and worried about what others might think 

when seeing their psoriasis. While the prevalence of these thoughts varied, body image 

concerns were raised spontaneously by most adolescents during the interviews. For some, the 

negative thoughts could become almost obsessive, leading to social interactions becoming 

emotionally draining and therefore avoided. Some, especially boys, expressed anger towards 

their psoriasis, often stemming from feelings of hopelessness and the unfairness of the 

diagnosis, and could be directed towards themselves, their parents and others, e.g., people 

commenting on their looks. 

 

Theme 3: Psoriasis-related worry about the future 

Several adolescents reported periods with emotional difficulties, struggling to accept that 

psoriasis would compromise their looks, require life-long treatment, and probably make them 

dependent on others applying treatments for the rest of their lives (see Table 6). Adolescents 

with older family members with psoriasis often worried that they might end up looking like 

them or worse. Others worried that the effectiveness of their treatments would diminish over 

time, and that they would run out of treatment options, forcing them to live with more severe 

disease or develop comorbid diseases. The fear of developing comorbidities was primarily 

raised by parents.  

 

Several adolescents mentioned dating experiences that had been challenging due to their 

psoriasis, or had worries regarding future romantic experiences. Most concerns were 

appearance-related, and several worried that potential dates would find them unattractive or 

judge them as “filthy”. Some adolescents worried they might never be able to find a life 

partner, while others felt confident that they one day would find a partner who focused on 

inner values and not their looks. A concern mentioned only by few adolescents, but prevalent 

in the interviews with parents and health professionals, was that the adolescents would be too 

“avoidant”, “shy” or “low in self-confidence” to seek out romantic and/or intimate 

experiences at all. Several adolescent also were unsure whether they would risk having 

children, knowing that their offspring would be at risk of developing psoriasis. 
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Thoughts about the impact of psoriasis on education and career prospects were also reported. 

All three informant groups reported that some adolescents, because of time-consuming 

treatments or appearance-related/psychological concerns, were challenged by high school 

absenteeism threatening their educational goals. Adolescents primarily mentioned challenges 

related to apperarance, ranging from not being able to become models or movie stars, to more 

general consequences, such as whether they would be able to cope with adult work life with 

psoriasis, fearful that job-related challenges and stress could lead to lower self-esteem and 

more psychological problems. Parents and health professionals also endorsed these concerns. 

  

Theme 4: Increased attention 

Negative experiences of getting increased attention because of how they looked was reported 

by most adolescents (see Table 7). Several described how being stared at or even pointed at 

made them feel like being constantly “on display”, and reported a wide range of negative 

thoughts when being looked at. While comments and questions regarding their looks were 

common, adolescents differed in how they reacted to the increased attention. Some felt 

different and sad; some felt annoyed or even angry by always having to explain; while others 

were appreciative, as neutral comments and questions were regarded as opportunities for 

them to explain that psoriasis is a hereditary, non-contagious, chronic disease that “makes 

your skin look nasty”. While most adolescents reported that the majority of comments 

stemmed from ignorance about psoriasis, some reported being teased, or even bullied, 

because of their appearance. 

 

Theme 5: Attempts to conceal 

The adolescents used a wide range of strategies to conceal their psoriasis-affected skin 

affecting their daily lives (see Table 7). Several explained that their attempts at concealing 

not only was to keep people from staring, commenting, or withdrawing from them due to fear 

of contagion, but also a self-protective strategy keeping them from worrying too much about 

what others might think. Several adolescents admitted “it was all in their heads”, but that they 

“just couldn’t let it show”. Developmental aspects appeared to play a role, as some 

adolescents explained how they as children had been less concerned or even unaware of their 

different appearance. Others described that being able to display their psoriasis had required 

several years of adaption, while a third group found it much more difficult when entering the 

teenage years. Strategies ranged from concealment actions, e.g., selecting certain clothes or 

hairstyles, even if it was inconvenient, to more pronounced avoidance behaviors, e.g., 
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avoiding going to the beach or swimming pool. To some, showing their skin to people who 

knew about their psoriasis did not pose problems, while putting oneself at display at a public 

beach filled with strangers was avoided. Furthermore, although only expressed by a few 

adolecents, parents and health professionals shared the general concern that psoriasis made 

some adolescents shyer and more avoidant. 

 

Theme 6: Treatment-related frustrations and worry 

In addition to commonly reported side-effects of treatments, e.g., nausea, pigmental changes, 

burning/stinging sensations when applying treatments, itch, dry lips and disrupted sleep, more 

subtle negative effects and frustrations were also prevalent (see Table 9), including greasy 

skin, hair, clothing and bedsheets, being unable to drink alcohol at parties, and continuous 

arguments with parents related to psoriasis care. For example, several mothers explained how 

their child could not stand the greasiness of topical treatments, leading to repeated arguments 

with their child. Furthermore, treatments were often time-consuming, resulting in increased 

school absence, failure to follow prescribed procedures, and frustrations over the effort 

recuired by treatments. Several explained how time consuming treatments, combined with 

delayed treatment response, was especially challenging. 

 

Some older adolescents and their parents worried about possible harmful side effects of 

treatments, e.g., immunosuppressive effects, liver damage, hormonal disturbances, and 

weakening of the skin. However, most adolescents raising these issues acknowledged that 

their wish to make their psoriasis go away outweighed the potential harmful effects; a 

prioritization that was less clear cut among parents. The health professionals expressed 

concerns that parent’s worries about treatments might result in patients not receiving optimal 

care. Several adolescents had experienced having to change medication, either due to 

excessive side effects or because the effectiveness had diminished, and worried that they one 

day would end up with flares all over their body and no available treatments left. 

 

Discussion 

To our knowledge, ours is the first in-depth, qualitative study to explore adolescents’ 

experiences of living with psoriasis (HRQoL), based on interviews with the adolescents, their 

parents, and health professionals with different backgrounds. Among the aspects reported to 

affect adolescents’ daily life, we identified six main themes; physical symptoms, feeling 

different, psoriasis-related worry about the future, increased attention, attempts to conceal, 
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and treatment-related frustrations and worry. Combined, the themes represent a conceptual 

model for understanding HRQoL in 12-17 year-old adolescents with psoriasis, reflecting a 

range of physical, psychological and social concerns. While previous qualitative studies have 

touched upon several of the identified issues in adult 12,24–28 and pediatric 15,17,18 psoriasis, our 

study goes further by providing an integrated conceptual model of HRQoL, which is both 

psoriasis- and adolescent-specific. Some issues are worth highlighting. 

 

Although there has been an increased research interest on itch in psoriasis, some health 

professionals in our study appeared to compare their pediatric psoriasis patients with eczema 

patients or psoriasis in adults, reaching the conclusion that itch is less relevant in childhood 

psoriasis. In contrast, several adolescents reported, that their itch caused considerable 

impairment. This apparent paradox has also been identified in a previous qualitative study 24. 

Unfortunately, no information on age and other demographic characteristics has been 

published for this study. While previous quantitative and qualitative studies support the 

prevalence of itch in pediatric psoriasis 2,17,18, our data provide a richer understanding of 

adolescents’ experiences with itch and the many ways it may impact the daily lives. 

Dermatologists are recommended to pay attention to itch-related concerns when treating 

pediatric psoriasis patients, regardless of how it compares with other patient groups. 

 

We found that the adolescents’ social life was influenced by increased attention, i.e., being 

stared at and asked questions about their apperarance. While previous qualitative studies have 

highlighted the importance of teasing and bullying in psoriasis 18,29, most adolescents in our 

study attributed comments made by others to ignorance rather than intentional hurtful 

comments. Still, such comments often resulted in feelings of “being on display” causing them 

to feel different, self-conscious or sad about their looks. We do not wish to underestimate the 

importance of teasing and bullying in adolescent psoriasis, but rather emphasize that 

comments perceived as neutral could also be experienced as negative. Although only briefly 

reported in previous studies 30, neutral comments were very common, and seemed important 

for our understanding of the more subtle psychological and social consequences of living 

with psoriasis. 

 

The experiences related to treatments for skin diseases in children have previously been 

studied, especially with regard to topical treatments with poor treatment adherence 31. Our 

data provide a more thorough understanding of the underlying mechanisms of nonadherence, 
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not only in topical treatments, but also phototherapy and oral/injected medications, which are 

less well described in this population. Furthermore, treatment-related concerns, along with 

more general worries about the future with psoriasis, appear to significantly affect 

adolescents’ psychological well-being. 

 

While our study has several strengths, some limitations should be mentioned. It is, for 

example, difficult to disentangle the more general developmental struggles experienced by 

adolescents from the psoriasis-related difficulties reported in our study. Several parents had 

difficulties ascertaining whether psoriasis itself or typical adolescent struggles were the main 

cause of their children’s difficulties. The adolescents themselves, however, mainly attributed 

their difficulties to psoriasis. A hypothesis could be that psoriasis may amplify developmental 

difficulties, making them even more challenging. Futhermore, most themes and subthemes in 

our conceptual model were drawn mainly from interviews with the older adolescents (≥15 

years) in our sample. Whether this reflects that adolescents in this age group experience more 

struggles than their younger counterparts, or whether it is related to higher abstraction levels 

due to age-related maturation, is uncertain.  

 

Moreover, as HRQoL per definition 32 is a subjective construct, i.e. based on patient self-

report, we prioritized adolescent participants and data. Hence, the generalizability of our 

parent and health professionals data is limited by the fact that only 2 of 14 parents were 

fathers (as most adolescents were accompanied by their mothers when approached), and that 

we only included a small number of health professionals. Furthermore, although all 

approached health professionals and parents agreed to participate in our study, a few 

adolescents declined to do so. For example, one patient declined as he described simply being 

too burdened by his psoriasis. Unfortunately, we did not collect systematic data on reasons 

for not wanting to participate, and our results could be biased i.e. by our sample consisting 

mostly of patients willing or able to share – as opposed to adolescents more troubled and/or 

shy about their psoriasis. This may imply, that the true burden across all psoriasis patients is 

actually higher than perceived from the interviews, and that even mild psoriasis affect the 

HRQoL of adolescents substantially, as reflected in our conceptual model. This assumption 

could be further supported by the fact that although patients in our study were recruited 

broadly from the general population as well as from specialized dermatology hospitals, the 

mean severity of psoriasis in our sample fell within the mild-to-moderate range. However, as 

participants were asked to elaborate not only on current, but also earlier experiences of living 
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with psoriasis, the true range in disease severity covered during the interviews was broader, 

as several patients reported currently being in remission thanks to effective medications.  

 

Despite such limitations, by using qualitative methods, the present study provides additional 

insights to questionnaire-based studies, enabling a richer understanding of HRQoL in 

adolescent psoriasis. In contrast to most previous research 7,15,18, we, in addition to patients 

recruited from dermatology clinics and patient organisations 7,15,18, also included participants 

from a general population birth cohort. We believe this data, being more representative of the 

general population of adolescent psoriasis patients, offer a more nuanced view. The 

conceptual model, as well as additional data from these interviews, will be used to develop 

the first age-appropriate, psoriasis-specific instrument to measure HRQoL in adolescents, and 

thus will be further evaluated and possibly extended during later stages of the instrument 

development process. 

 

To provide optimal care for adolescent psoriasis patients, dermatologists should focus not 

only on physical symptoms, but also pay attention to the psychosocial aspects of living with 

psoriasis 4,33. The degree to which dermatologists succeed in this is debated 25,27 and 

challenged by the scarcety of research on the specific content and importance of such 

impairments in daily life. We hope that the conceptual model presented in our study will 

support dermatologists in providing optimal care for adolescents with psoriasis, by inviting 

them to stay alert regarding the many specific HRQoL-aspects identified in the present study. 

Based on our study, it is our impression that dermatologists during consultations could 

alleviate this burden significantly not only by including patient’s HRQoL-concerns in 

treatment planning, but also by simply asking about, and showing interest in and 

acknowledging, potential multifaceted influences – as the ones described in our conceptual 

model -  psoriasis might have on the patient sitting in front of them. For more complicated 

cases, referral to psychologists or counselling might be necessary.   

 

Acknowledgements 
The authors would like to thank all individuals who took part in our study, as well as Tilde 

Elkjær Nielsen (MSc), Christoffer Blegvad (MD), dermatologist Hans-Henrik Horsten, and 

the Danish Psoriasis Association for help with recruitment and data collection. 



15 
 

 

  



16 
 

References 
1.  Gelfand JM, Weinstein R, Porter SB, et al. Prevalence and treatment of psoriasis in the 

United Kingdom: a population-based study. Arch Dermatol. 2005;141(12):1537–41.  

2.  Raychaudhuri SP, Gross J. A Comparative Study of Pediatric Onset Psoriasis with 
Adult Onset Psoriasis. Pediatr Dermatol. 2000;17(3):174–8.  

3.  Parisi R, Symmons DPM, Griffiths CEM, et al. Global epidemiology of psoriasis: a 
systematic review of incidence and prevalence. J Invest Dermatol. 2013;133(2):377–
85.  

4.  Mrowietz U, Kragballe K, Reich K, et al. Definition of treatment goals for moderate to 
severe psoriasis: a European consensus. Arch Dermatol Res. 2011;303(1):1–10.  

5.  Solans M, Pane S, Estrada M-D, et al. Health-related quality of life measurement in 
children and adolescents: a systematic review of generic and disease-specific 
instruments. Value Health. 2008;11(4):742–64.  

6.  Ravens-Sieberer U, Gosch A, Abel T, et al. Quality of life in children and adolescents: 
A European public health perspective. Soz Praventivmed. 2001;46(5).  

7.  Randa H, Todberg T, Skov L, et al. Health-related Quality of Life in Children and 
Adolescents with Psoriasis: A Systematic Review and Meta-analysis. Acta Derm 
Venereol. 2017;97(5):555–63.  

8.  Olsen JR, Gallacher J, Finlay AY, et al. Quality of life impact of childhood skin 
conditions measured using the Children’s Dermatology Life Quality Index (CDLQI): a 
meta-analysis. Br J Dermatol. 2016;174(4):853–61.  

9.  Patrick DL, Burke LB, Gwaltney CJ, et al. Content validity--establishing and reporting 
the evidence in newly developed patient-reported outcomes (PRO) instruments for 
medical product evaluation: ISPOR PRO good research practices task force report: 
part 1--eliciting concepts for a new PRO instrume. Value Health. 2011;14(8):978–88.  

10.  Lasch KE, Marquis P, Vigneux M, et al. PRO development: rigorous qualitative 
research as the crucial foundation. Qual Life Res. 2010;19(8):1087–96.  

11.  Bronckers IMGJ, Paller AS, van Geel MJ, et al. Psoriasis in Children and Adolescents: 
Diagnosis, Management and Comorbidities. Paediatr Drugs. 2015;17(5):373–84.  

12.  Khoury LR, Danielsen PL, Skiveren J. Body image altered by psoriasis. A study based 
on individual interviews and a model for body image. J Dermatolog Treat. 
2014;25(1):2–7.  

13.  Uttjek M, Nygren L, Stenberg B, et al. Marked by Visibility of Psoriasis in Everyday 
Life. Qual Health Res. 2007;17(3):364–72.  

14.  Griffiths C, Williamson H, Rumsey N. The romantic experiences of adolescents with a 
visible difference: exploring concerns, protective factors and support needs. J Health 
Psychol. 2012;17(7):1053–64.  

15.  Fox FE, Rumsey N, Morris M. “Ur skin is the thing that everyone sees and you cant 
change it!”: Exploring the appearance-related concerns of young people with psoriasis. 
Dev Neurorehabil. 2007;10(2):133–41.  

16.  Frisén A. Measuring health-related quality of life in adolescence. Acta Paediatr. 



17 
 

2007;96(7):963–8.  

17.  de Jager MEA, De Jong EMGJ, Evers AWM, et al. The burden of childhood psoriasis. 
Pediatr Dermatol. 2011;28(6):736–7.  

18.  Golics CJ, Basra MKA, Finlay AY, et al. Adolescents with skin disease have specific 
quality of life issues. Dermatology. 2009;218(4):357–66.  

19.  Tollefson MM, Finnie DM, Schoch JJ, et al. Impact of childhood psoriasis on parents 
of affected children. J Am Acad Dermatol. 2017;76(2):286–289.e5.  

20.  Glaser BG, Strauss A. The discovery of grounded theory: Strategies for qualitative 
research. Chicago: Aldine; 1967.  

21.  Braun V, Clarke V. Using thematic analysis in psychology. Qual Res Psychol. 
2006;3(2):77–101.  

22.  Olsen J, Melbye M, Olsen SF, et al. The Danish National Birth Cohort - Its 
background, structure and aim. Scand J Public Health. 2001;29(4):300–7.  

23.  Fredriksson T, Pettersson U. Severe psoriasis--oral therapy with a new retinoid. 
Dermatologica. 1978;157(4):238–44.  

24.  Bundy C, Borthwick M, McAteer H, et al. Psoriasis: snapshots of the unspoken: using 
novel methods to explore patients’ personal models of psoriasis and the impact on 
well-being. Br J Dermatol. 2014;171(4):825–31.  

25.  Thorneloe RJ, Bundy C, Griffiths CEM, et al. Nonadherence to psoriasis medication as 
an outcome of limited coping resources and conflicting goals: findings from a 
qualitative interview study with people with psoriasis. Br J Dermatol. 
2017;176(3):667–76.  

26.  Khoury LR, Skov L, Møller T. Facing the dilemma of patient-centred psoriasis care: a 
qualitative study identifying patient needs in dermatological outpatient clinics. Br J 
Dermatol. 2016;  

27.  Nelson PA, Chew-Graham CA, Griffiths CEM, et al. Recognition of need in health 
care consultations: A qualitative study of people with psoriasis. Br J Dermatol. 
2013;168(2):354–61.  

28.  Nelson PA, Barker Z, Griffiths CE, et al. “On the surface”: a qualitative study of GPs’ 
and patients’ perspectives on psoriasis. BMC Fam Pract. 2013;14(1):158.  

29.  Magin P, Adams J, Heading G, et al. Experiences of appearance-related teasing and 
bullying in skin diseases and their psychological sequelae: results of a qualitative 
study. Scand J Caring Sci. 2008;22(3):430–6.  

30.  Magin P. Appearance-related bullying and skin disorders. Clin Dermatol. 
2013;31(1):66–71.  

31.  Krejci-Manwaring J, Tusa MG, Carroll C, et al. Stealth monitoring of adherence to 
topical medication: Adherence is very poor in children with atopic dermatitis. J Am 
Acad Dermatol. 2007;56(2):211–6.  

32.  Matza LS, Swensen AR, Flood EM, et al. Assessment of health-related quality of life 
in children: a review of conceptual, methodological, and regulatory issues. Value 
Health. 2004;7(1):79–92.  



18 
 

33.  Psoriasis: assessment and management | Guidance and guidelines | NICE.  

Supporting information 
For more detailed data extracts representing each theme and subtheme, see Appendix Tables 
4-9. 

  



19 
 

Table 1. Characteristics of adolescent sample  

Demographic characteristics  12 to 14 years 15 to 17 years Total sample 
Number of participants 7 11 18 
Gender 

   
 

Female 3 7 10  
Male 4 4 8 

Living arrangements 
   

 
Living with both parents 5 9 14  
Living with one of the parents1 1 1 2  
Shared between two families (50/50%)1 1 0 1  
Moved away from home1 0 1 1      

Disease characteristics       
Mean age at onset (range in years) 7 (1-10) 9 (3-14) 

 

Mean duration of psoriasis (range in 
years) 

6 (3-8) 7 (1-14) 
 

Mean disease severity; PASI (range) 3.1 (0-7.4) 3.3 (0-9.8) 
 

Current treatment 
   

 
Topical 6 7 13  
Systemic 0 2 2  
Biological 1 2 3      

Recruitment setting 
   

 
Outpatient clinic 2 6 8  
Summer School/Danish Psoriasis 
Association 

2 2 4 
 

National Birth Cohort 3 3 6 
     

Abbreviations: PASI; Psoriasis Area Severity Index. 

1Separated or divorced parents. 

  



20 
 

Table 2. Themes and subthemes 

Theme Subtheme 

1: Physical symtoms 1.1 Itch 

1.2 Flaking 

1.3 Fluctuations in symptoms 

2: Feeling different 2.1 Feeling alone 

2.2 Telling others about one's disease 

2.3 Body image issues 

2.4 Why me? 

3: Psoriasis-related worry 
about the future 

3.1 Worsening of psoriasis or comorbidities 

3.2 Living with chronic disease 

3.3 Starting a family 

3.4 Education and work 

 4: Increased attention 4.1 Comments and questions 

4.2 Others staring or pointing 

4.3 Teasing and bullying 

 5: Attempts to conceal 5.1 Avoidance behavior 

5.2 Concealment issues  

6: Treatment-related 
frustrations and worry 

6.1 Worry and limitations 

6.2 Time consuming and frustrating 

6.3 Inconvenient and unpleasant 
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Table 3 Themes and data extracts1 

Themes Data extracts2 

1: Physical symptoms ‘It itches and can be intense [Interviewer: Intense - how?] Well, when I can't do anything else than just stand there 
and scratch, scratch, scratch, and...' (P13; m, 14 yrs) 
‘It keeps flaking just by the look of it. If I touch it just slightly, it simply pours down. In fact, the state of my scalp 
actually determinates how good or bad a day is for me.' (P11; m, 16 yrs) 
‘Once I get it, like now, when I've got a lot on my hands, it makes me even more stressed, like "argh, now I'll get it 
on visible places again" and stuff (...) So, it affects everything when my psoriasis is behaving like crazy. Because 
then I don't want to do anything'. (P2; f, 16 yrs) 
 

2: Feeling different ‘To start a new school [was tough due to psoriasis], because everybody asked questions about it, and everybody 
wanted to know who I was, and what made me look like that, so I had to tell everyone, and...' (P10, m, 12 yrs) 
‘I shouldn't really care when it's other people and my friends, they know that I have it, but it's  psychological, I just 
can't (...) It affects that, I can't... I can't be myself, when I'm out with others. I can't... I always need to think about, 
whether people can see my psoriasis and what they would think if they notice it. Stuff like that. So it affects me a 
lot; I can't be myself, I can't wear a t-shirt, I can't show who I really am.' (P2; f, 16 yrs) 
‘You can do anything, but it's just, if you're to walk around not wearing a t-shirt, by the swimming pool, for 
example, then... You can do anything, but it all boils down to your own thoughts about what people think about 
you.' (P13; m, 14 yrs) 
‘I've just, several times I've just been like why me? Why?! Because… it makes my body look so nasty!' (P10; m, 
12 yrs) 
 

3: Psoriasis-related 
worry about the future 

‘I'm also afraid of… See, my mum was diagnosed with psoriasis on 80% of her body, and my dad had it as well, 
like, it covered his full body; it was almost as bad as my mums'. And I'm very afraid, because I'm their child, so 
I'm terrified I might get as much as them when I get older.' (P8; f, 15 yrs) 
‘It bothered me a lot when the two medications I was on all of a sudden stopped working, because then you feel 
kind of "Argh, are there even anything else for me to try, or was this the last option?", right. And then, luckily, 
there was something I could try, but... you know, like I said previously, there is only a limited number of 
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medicines out there, that are tested and stuff (...) And I might end up having to live with severe psoriasis. Because 
that's what I used to have, you know.' (P3; f, 17 yrs) 
‘The hardest thing about having psoriasis is that you need to settle with the fact that you're actually going to live 
with it for the rest of your life.' (P7; f, 16 yrs) 
‘I know that it's a relative big risk, for example if I decide to have my own children, that I will pass it on to them, 
and that would make me feel really sorry for them. Because I've been through it myself, and my mum has as well.' 
(P3; f, 17 yrs) 
‘[Whether] I'll manage to get a decent job, if I end up getting low self-worth again, and don't take my schoolwork 
seriously and stuff. I'm really, truly fearful of that. I hope it won't happen.' (P12; m, 15) 
 

4: Increased attention ‘People ask "Why are you always wearing long sleeves?" and such (...) And whether it's contagious and stuff. 
That's a question I get a lot.' (P2; f, 16 yrs) 
‘They just come and they're like "What's thaaaat?!' (P10; m, 12 yrs) 
‘I don't like it when people stare but don't ask about it. Maybe they think it's something contagious, and I just want 
to let them know, that it isn't, but... (...) A good day is when I can walk around wearing a t-shirt, and all the others 
they're just, like... they don't look and point at me.' (P8; f, 15 yrs) 
‘I had a lot of problems at my first, no, my second school. And then, because I was teased about my disease, my 
self-worth got really low, and I ended up in a lot of fights and stuff like that (...) I had a really tough time at that 
school (...) I stayed home from school for three months, before moving to another school' (P12; m, 15 yrs) 
 

5: Attempts to conceal ‘I don't want to go swimming or to the beach or stuff like that. And that's all because of my psoriasis. I don't mind 
showing it to people I know, but when it's like on public beaches, I'm not too happy about it,' (P11; m, 16 yrs) 
‘When we're hanging out they [my friends] always wear t-shirts and skirts or stuff like that when we're going out 
and stuff, but I always cover myself up and stuff. People probably think I'm weird or something.' (P8; f, 15 yrs) 
 

6: Treatment-related 
frustrations and worry 

‘It was very uncomfortable… I had to take 8 pills once a week, and I just couldn't swallow them. I got anxious 
about taking them. They're not particularly big or anything, it's just really uncomfortable, and I get thoughts about 
"What will it do to my body?", and "Will I die of this?" or stuff like that.' (P2; f, 16 yrs) 
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‘It wasn't until very late the effects [of the treatment] started showing. In addition, it took a lot of my time. I had to 
go there twice a week, so it took quite some [time] (...) about 25 minutes by bus, but normally my mother would 
drive me.' (P11; m, 16 yrs) 
‘At least once a month I have to grab a hold of him, and he simply hates it, because he finds it annoying when I 
put olis in his hair [takes a deep breath], and he gets totally hysterical if it starts running down his neck and stuff. 
He simply can't take it.' (Mother of P15) 
 

Abbreviations: f, female; m, male; yrs, years. 
1For more detailed data extracts representing each theme and subtheme, see Appendix Tables 4-9. 
2 All data extracts have been translated from Danish to English for illustrative purposes.

 


	Health-related quality of life in adolescents with psoriasis_Cover
	A03.12.17 update HRQQoL in adolescents with psoriasis. Changes highlighted (002)
	Health-Related Quality of Life in adolescents with psoriasis: an interview-based study
	Abstract
	Introduction
	Patients and methods
	Sample and recruitment
	Data collection
	Data analysis
	Ethics

	Results
	Theme 1: Physical symptoms

	Discussion
	Acknowledgements
	References
	Supporting information


