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RESUMO
Introdução: Em Portugal, os doentes adultos e os cuidadores de crianças com dermatite atópica encontram-se sobrecarregados com elevadas respon-
sabilidades a nível físico, mental e financeiro. Neste artigo, descreve-se a experiência da gestão da dermatite atópica e o impacto que o atual modelo de 
cuidados médicos representa a nível dos encargos financeiros, da qualidade de vida do doente, do peso da doença e da satisfação com o tratamento.
Métodos: Realizou-se um inquérito a 419 adultos portugueses e a cuidadores de crianças para conhecer a experiência de gestão da dermatite atópica 
em Portugal. 
Resultados: Os inquiridos referiram uma satisfação média com o tratamento, com um índice de satisfação médio de 3,15/5,00 (DP = 0,77). Os adultos 
referiram um controlo ligeiramente melhor dos sintomas da dermatite atópica (média = 56,6) do que os doentes pediátricos (média = 55,9, relatado pelo 
prestador de cuidados). Cerca de 34% dos adultos e de 39% dos prestadores de cuidados de crianças e adolescentes com dermatite atópica indicaram 
terem sido questionados sobre as suas prioridades na última consulta médica. Além disso, apenas 40% dos doentes adultos e 32% dos prestadores de 
cuidados referiram que foi oferecida formação aos doentes. Os inquiridos que consultaram dermatologistas relataram maior satisfação do que os que 
consultaram outros prestadores de cuidados de saúde (p = 0,01), mas não houve diferenças no controlo a longo prazo dos sintomas por tipo de pres-
tador (p = 0,85) ao controlar a gravidade. Os doentes adultos portugueses obtiveram uma pontuação de 0,86/1,00 no EQ-5D (em que 0 = morte e 1 = 
saúde perfeita). A preocupação financeira foi elevada, uma vez que quase 80% dos doentes e prestadores de cuidados referiram recorrer a poupanças, 
pedir dinheiro emprestado e/ou reduzir as despesas para cobrir os custos relacionados com a dermatite atópica.
Conclusão: Os doentes portugueses com dermatite atópica e os seus cuidadores identificam encargos financeiros, menor qualidade de vida relacio-
nada com a saúde, mais despesas com a doença e problemas de satisfação com o tratamento e com os seus cuidados médicos atuais. Estes fatores 
tornam-se com frequência mais significativos à medida que a gravidade da dermatite atópica aumenta. Os prestadores de cuidados de saúde, os in-
vestigadores e os decisores políticos devem concentrar-se em abordar melhor as preocupações centradas no doente para os indivíduos que sofrem de 
dermatite atópica, a fim de melhorar os cuidados e os resultados em termos de saúde.
Palavras-chave: Custo da Doença; Dermatite Atópica/epidemiologia; Dermatite Atópica/terapia; Educação do Doente; Portugal; Qualidade de Vida; 
Tomada de Decisão Partilhada

ABSTRACT
Introduction: Adult patients and caregivers of children with atopic dermatitis experience high physical, mental, and financial burden in Portugal. We 
outline the experience of atopic dermatitis management and how the current medical care model impacts patient-centered concerns such as financial 
burden, quality of life, disease burden, and treatment satisfaction.  
Methods: We conducted a survey of 419 Portuguese adults and caregivers of children to capture the experience of managing atopic dermatitis in Por-
tugal. 
Results: Respondents reported average satisfaction with treatment, with a mean satisfaction rating of 3.15/5.00 (SD = 0.77). Adults reported slightly 
better control of atopic dermatitis symptoms (mean = 56.6) than pediatric patients (mean = 55.9, caregiver reported). Nearly 34% of adults and 39% of 
caregivers of children and adolescents indicated that their healthcare providers asked about their priorities at the last medical visit. Additionally, only 40% 
of adult patients and 32% of caregivers reported that patient training was offered to them. Respondents seeing dermatologists reported higher satisfaction 
than those seeing other healthcare providers (p = 0.01) but there were no differences in long-term control of symptoms by provider type (p = 0.85) when 
controlling for severity. Portuguese adult patients scored 0.86/1.00 on the EQ-5D (where 0 = death and 1 = perfect health). Financial concern was high 
as nearly 80% of patients and caregivers reported using savings, borrowing money, and/or reducing spending to cover atopic dermatitis-related costs.
Conclusion: Portuguese patients with atopic dermatitis and caregivers experience financial burden, lower health-related quality of life, higher disease 
burden, and treatment satisfaction issues with their current medical care. These factors often deteriorate as the disease’s severity increases. Providers, 
researchers and policymakers should focus on better addressing patient-centered concerns for individuals suffering from atopic dermatitis to improve 
care and health outcomes.
Keywords: Cost of Illness; Decision Making, Shared; Dermatitis, Atopic/epidemiology; Dermatitis, Atopic/therapy; Patient Education; Portugal; Quality 
of Life
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INTRODUCTION
 Atopic dermatitis (AD) is a chronic inflammatory skin 
disease1 that is associated with a high physical and men-
tal health burden in patients and caregivers.2,3 Globally, 

patients with AD and their caregivers report substantial 
negative financial impact, lower satisfaction with treatment 
(especially for those with more severe disease), and lack of 
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adequate symptom control.4 Moreover, individuals with AD 
may have difficulty accessing specialized care that incorpo-
rates their values, preferences, and perspectives.
 In Portugal, the estimated prevalence of AD is approxi-
mately 0.6% to 3.5%.3,5,6 Current research suggests that 
nearly 30% of all individuals with AD in Portugal do not have 
frequent medical visits and 37% report that their AD causes 
them to have some degree of disability whereas those who 
have more severe AD suffer from a greater impact on qual-
ity of life.3 Furthermore, health, psychosocial, and financial 
outcomes worsen with disease severity.6 There is a lack of 
data on the patient and caregiver experience in Portugal on 
a larger set of patient-centered care factors such as shared 
decision-making, patient education, treatment satisfaction, 
access to specialists, and financial impact.
 The primary aim of this study is to examine patient-cen-
tered experiences among patients and caregivers in Portu-
gal, specifically those linked to health-related quality of life, 
long-term control of symptoms, shared decision-making, 
and patient education, satisfaction with treatments, financial 
impact and psychosocial burden. The results reveal oppor-
tunities for innovative approaches to improving the experi-
ence of patients and their families.

METHODS
 We developed and conducted an anonymous electronic 
survey with up to 53-items for AD patients and caregivers 
between March 2023 and July 2023. This study was part of 
a larger global survey of adults and caregivers of children in 
eight countries that examined health-related quality of life, 
long-term control of symptoms, satisfaction with treatments, 
the financial burden, and the prevalence of patient-centered 
care.7 A committee of eleven AD advocacy organizations 
representing eight countries selected the survey questions 
covering seven domains of AD management:
 1. Treatment satisfaction; 
 2. Access to medical specialists;
 3. Shared decision-making and patient education; 
 4. Long-term control; 
 5. Burden of disease;
 6. Quality of life;
 7. Financial impact.

 The survey used the AD Control Tool8 which is a validat-
ed six-question self-assessment tool to measure long-term 
control of AD symptoms and the EQ-5D9 to measure quality 
of life and burden of disease. We adapted treatment satis-
faction questions from instruments validated for other dis-
eases (i.e., PsoSat Patient Questionnaire). Where no rea-
sonable instrument was available (i.e., access to medical 
specialists, shared decision-making and patient education, 
and financial impact), we developed questions de novo. 

This research was reviewed and approved by Advarra Insti-
tutional Review Board (Pro00055632). Respondents were 
initially asked demographic questions about their age, the 
child’s age (if a caregiver), sex, country of residence and AD 
severity.
 The survey was offered in five languages and distrib-
uted by social media, newsletters, and publications of the 
participating patient organizations. All respondents provid-
ed informed consent. Statistical analyses were conducted 
using R 4.2 (R Core Team, Vienna, Austria). At the end of 
the survey, participants had the option of entering a drawing 
for a gift card worth US $100. This paper reports the data 
provided by Portuguese participants.

RESULTS
Participants
 A total of 419 Portuguese respondents completed the 
survey. Of those, 45% (n = 189) were caregivers to pediatric 
patients and 55% (n = 230) were adult patients. Respon-
dents were predominantly female: 96% of patients (n = 182) 
and 85% of caregivers (n = 195). The mean age was 36 
years for adult patients and eight years for children (care-
giver reported) (Table 1). 

Treatment Satisfaction
 Overall, respondents reported average satisfaction with 
treatment, with a mean satisfaction rating of 3.1/5.0 (SD 
= 0.77) (1 = least satisfied to 5 = most satisfied) as mea-
sured by the PsoSat Patient Questionnaire adapted for AD. 
However, satisfaction was highly dependent upon symptom 
severity and respondents with the highest AD severity re-
ported the lowest treatment satisfaction at 2.08/5.00 (SD = 
1.30) (p < 0.001) compared to all less severe groups com-
bined (Fig. 1). Satisfaction was significantly higher when the 
provider was a specialist (p = 0.01), which is driven largely 
by lower satisfaction with family physicians/ than dermatolo-
gists (p = 0.04).

Shared decision-making and patient education 
 Patient-centered medical care was evaluated with two 
measures: the presence of shared decision-making during 
the medical appointment and patient training for AD man-
agement after the visit that was offered by the provider. 
Nearly 34% of adults and 39% of caregivers indicated that 
their providers asked about their priorities at the last medi-
cal visit. Additionally, 40% of adult patients and 32% of care-
givers reported that patient training was offered to them. By 
contrast, a minority of respondents (adults: 6%, caregivers: 
2%) said their healthcare provider suggested they attend a 
formal AD training program.

Tu M, et al. Assessing the burden of atopic dermatitis in Portugal through patient-centered experiences, Acta Med Port 2024 Oct;37(10):706-712
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Long-term control of symptoms
 Long-term control was measured using the AD Control 
Tool where a score greater than 70.8 indicates adequate 
control. Respondents with moderate to severe AD scored 
far below adequate control. Overall, adults reported slightly 
better control of AD symptoms (mean = 56.6) than pediat-

ric patients (mean = 55.9, caregiver reported). Additionally, 
and even though long-term control of AD symptoms was 
negatively associated with severity (Fig. 2), there was no 
significant association between long-term control of AD 
symptoms and provider type. 

Table 1 – Respondent demographics and survey responses 
Caregiver  
(n = 189)

Adult 
(n = 230)

All patients  
(n = 419) p-value

Respondent age < 0.001
  n-Missing 6 5 11
  Mean (SD) 40 (6.7) 36 (10.4) 38 (9.2) 
  Range 20 - 63 18 - 69 18 - 69
Respondent sex n (%) n (%) n (%) < 0.001
  Male 7 (3.7%) 35 (15.2%) 42 (10.0%)
  Female 182 (96.3%) 195 (84.8%) 377 (90.0%)
Patient age n/a
  n-Missing 42 47
  Mean (SD) 8.4 (5.5) 25.1 (16.2)
  Range 1 - 25 1 - 69
Patient sex n (%) n (%) n/a
  Male 93 (49.2%) 128 (30.5%) 
  Female 96 (50.8%) 291 (69.5%) 
Mean treatment satisfaction 0 - 5 (SD) 3.1 (0.50) 3.2 (0.96) 3.2 (0.77) 0.026
Primary provider n (%) n (%) n (%) < 0.001
  Dermatologist 102 (54.5%) 168 (74.0%) 270 (65.2%)
  Pediatrician 51 (27.3%) 0 (0.0%) 51 (12.3%)
  Primary care physician / Family physician 28 (15.0%) 54 (23.8%) 82 (19.8%)
  Allergist 0 (0.0%) 1 (0.4%) 1 (0.2%)
  Dermatology nurse 0 (0.0%) 0 (0.0%) 0 (0.0%)
  Nurse practitioner 0 (0.0%) 0 (0.0%) 0 (0.0%)
  Other 6 (3.2%) 4 (1.8%) 10 (2.4%)
Shared decision-making n (%) n (%) n (%)
  Asked about priorities 74 (38.9%) 78 (34.1%) 152 (36.3%) 0.43
  If asked, priorities included in treatment plan 90 (47.8%) 96 (41.6%) 186 (44.4%) 0.66
  Offered training/education 53 (31.7%) 85 (40.1%) 138 (36.4%) 0.093
  Recommended > 6 hours training 2 (1.2%) 6 (2.8%) 8 (2.1%) 0.272
  Recommended external training 3 (1.8%) 12 (5.7%) 15 (4.0%) 0.055
Mean long-term control 
  0 - 100 (SD) ADCT (Adequate control > 70.8) 57.3 (27.6) 56.6 (24.5) 56.9 (25.8) 0.82
Mean burden of disease 
  EQ-5D Utility 
  0 (worst possible) - 1 (best possible) (SD) n/a 0.86 (0.15) n/a n/a

Mean quality of life 
  EQ-VAS
  0 (worst possible) -100 (best possible) (SD) n/a 72.6 (17.8) n/a

Mean financial worry
  1 = none, 5 = extremely (SD) 2.8 (1.0) 2.6 (0.93) 2.7 (0.99) < 0.001
Funding AD related costs n (%) n (%) n (%)
  Used savings 49 (26%) 61 (27%) 110 (26%) 0.89
  Borrowed money 7 (4%) 17 (7%) 24 (6%) 0.11
  Spent less on essentials 31 (16%) 33 (14%) 64 (15%) 0.56
  Spent less on nonessentials 84 (44%) 108 (47%) 192 (46%) 0.61
  No impact 32 (17%) 54 (24%) 86 (21%) 0.10

Tu M, et al. Assessing the burden of atopic dermatitis in Portugal through patient-centered experiences, Acta Med Port 2024 Oct;37(10):706-712
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Financial impact
 Patients and caregivers in Portugal reported significant 
financial impact due to AD. Nearly 80% of patients and 
caregivers reported using savings, borrowing money, and/
or reducing spending to cover AD-related costs. In particu-
lar, almost 46% of Portuguese respondents report spend-
ing less on non-essentials to pay for AD-related expenses 
(Table 1). Financial worry in Portugal was strongly positive-
ly correlated with AD severity (Spearman’s ρ = 0.26, p < 
0.001). 

DISCUSSION
 Challenges associated with AD management in Portu-
gal are common especially for patient-centered experienc-
es such as treatment satisfaction, shared decision-making, 
financial impact, and long-term symptom control. Overall, 
while Portuguese patients are moderately satisfied with 
their AD treatment, those with severe AD (10.3%) had the 
lowest treatment satisfaction. Moreover, higher satisfaction 
was associated with care provided by dermatologists. Even 
though there are only 4.3 dermatologists per 100 000 in-
dividuals in Portugal, the majority of patients in this study 
had medical appointments with dermatologists (65.2%). In-
creasing access to dermatologists, more education efforts, 
and access to innovative treatments for those with more 

Type of specialist care
 Respondents were most likely to consult with a derma-
tologist for AD care (74% of adults, 55% of caregivers) or a 
family physician (24% of adults, 15% of caregivers). Less 
than 0.5% of Portuguese AD patients consulted with an 
allergist.  Respondents seeing dermatologists reported 
higher satisfaction than those seeing other providers (p = 
0.01) but no difference in long-term control of symptoms (p 
= 0.85) when controlling for severity.

Burden of disease and quality of life
 Portuguese adult patients scored 0.86/1.00 on the EQ-
5D which measures burden of disease where 0 = death to 
1 = perfect health. This was higher compared to normal val-
ues for Portuguese adults (0.76/1.00).10 By translation, this 
score indicates that Portuguese adult patients are willing to 
trade off 14% of their remaining lifespan to be restored to 
perfect health. This indicates that AD still poses a burden to 
those affected with the disease. Data are not reported for 
this subpopulation since the EQ-5D does not have a version 
available for caregivers. The average health-related quality 
of life score identified by the EQ-VAS in adult Portuguese 
patients was 73/100. 

Figure 1 – Predicted mean satisfaction with AD treatments (1 = least satisfied to 5 = most satisfied) stratified by respondent type, provider 
type, and severity, adjusted for patient age as reported by patients and caregivers in Portugal. Treatment satisfaction score is shown 
separately for caregiver reported (circles) and patient reported (triangles). Whiskers represent 95% confidence intervals.
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severe AD may help improve treatment satisfaction rates 
and improve overall AD management. Solutions to address 
the lack of access to providers could include increasing 
education and training efforts (e.g., using evidence-based 
clinical practice guidelines on AD11) for family physicians in 
order to add them into the pool of providers that may suc-
cessfully treat AD. 
 Shared decision-making is not a common practice in 
Portugal (66% of adults and 61% of caregivers not being 
asked about their priorities during the most recent medi-
cal visit). Increased efforts to train providers to engage 
in shared decision-making with patients and caregivers 
should incorporate patient-centered care practices that en-
courage participation. This may help increase the number 
of patients engaging in their own care, increase adherence 
to treatment, and improve health outcomes. Similarly, most 
patients and caregivers indicated that they had not been 
offered any training to address AD. A minority of respon-
dents (6% of adults and 2% of caregivers) said their pro-
vider suggested that they attend an AD training program. 
However, current practice often recommends educational 
programs for more challenging cases of AD. New initiatives 
to increase the number of training programs such as ec-
zema schools and similar educational programs that are 
already being organized, will allow patients and caregivers 

the opportunity to be more educated on their condition and 
manage symptoms more effectively. 
 Considerable financial impact was seen in adult patients 
and caregivers resulting from AD. An overwhelming major-
ity of adult patients and caregivers (80%) reported that they 
used savings, borrowed money, or reduced their spending 
to cover AD-related costs. Increasing financial concern was 
significantly associated with the severity of AD. As a result, 
this financial burden may significantly affect the overall fi-
nancial health of patients or caregivers. This underscores 
the importance of quickly and effectively providing access 
to effective and safe treatments, and optimally managing 
symptoms early in order to prevent disease progression 
and significant unnecessary long-term spending by patients 
or caregivers. 
 In Portugal, access to medical professionals and phar-
maceuticals occurs predominantly through the national 
health service (SNS) which provides universal coverage 
for its citizens. Patients can access healthcare services, 
including consultations with dermatologists or other special-
ists through public hospitals, health centers, or clinics af-
filiated with the SNS. Pharmaceutical access is facilitated 
through pharmacies where prescribed medications are of-
ten subsidized or partially covered by the SNS depending 
on the patient’s eligibility and the specific medication. While 

Figure 2 – Predicted mean long-term control (0 - 100) using the rescaled AD Control Tool stratified by respondent type, provider type, 
and severity, adjusted for patient age. Scores below 70.8 indicate poor control. Long-term control score is shown separately for caregiver 
reported (circles) and patient reported (triangles) results. Whiskers represent 95% confidence intervals.
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private healthcare options also exist in Portugal, the major-
ity of the population relies on the national health service 
for their healthcare needs. Health policy decisions that help 
lower AD-related costs which may not be covered by health-
care systems or identifying novel payment mechanisms for 
individuals with moderate to severe AD could help alter the 
financial burden patients and caregivers face. Larger policy 
decisions that reduce healthcare costs to the patient should 
be considered within the healthcare system.
 Portuguese respondents with moderate or severe AD 
(53%) did not have adequate control of symptoms com-
pared to those with clear or mild AD (47%). This under-
scores the need to focus on and address the root cause 
of uncontrolled symptoms for those with more severe AD. 
Health-related quality of life for adults with AD (73/100) was 
lower compared to average adult scores for the whole coun-
try (75/100) which suggests an area of opportunity for im-
provement. Additional research into lifespan trade-off data 
may help identify best practices or how to better manage 
AD in the population.
 The limitations of this study include recruitment only via 
online messaging through AD communities. As a result, par-
ticipants were potentially more likely to be active in these 
communities and experiencing more impact from AD than 
others. Patients who take initiative to join these organiza-
tions may also be more informed about AD care in general. 
As this was a cross-sectional study, cause and effect rela-
tionships could not be evaluated. Lastly, de novo questions 
did not go through formal validity testing but were framed 
in simplistic language or yes/no answer choices. Future re-
search should identify what treatments patients are taking 
and their association with patient-centered attributes such 
as symptom control and treatment satisfaction. 

CONCLUSION
 Our results demonstrate that Portuguese patients with 
AD and caregivers experience financial burden, lower 
health-related quality of life, higher disease burden, and 
treatment satisfaction issues. These factors often dete-
riorate as AD severity increases. Providers, researchers, 
and policies should focus on addressing patient-centered 
concerns for individuals suffering from AD in order to im-
prove care and health outcomes. This includes more efforts 

to train clinicians and incorporate evidence-based clinical 
guidelines into practice, increasing awareness of eczema 
schools or educational programs for patients, approving 
safe and effective treatments, and developing policy deci-
sions to reduce the cost of care. Future research should 
examine how adequate treatment or psychodermatological 
approaches could improve health outcomes12 and how psy-
chosocial factors impact AD.
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