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Abst rac t
Introduction: The focus in dermatology has shifted from solely treating skin conditions to considering the quality 
of life (QoL) of patients and their family members.
Aim: To identify and categorise instruments that assess the impact of chronic skin diseases on the QoL of family 
members and caregivers.
Methods: A narrative review was conducted using the Scopus and Medline databases, with search terms related 
to QoL, dermatology, and family/caregivers. Articles published up to January 2024 were reviewed, and relevant 
instruments were categorised.
Results: The search yielded 2799 papers, of which 153 were reviewed in detail. Twenty instruments were identified 
and categorised into generic, dermatology-specific, and disease-specific tools.
Conclusions: The review highlights the importance of assessing family QoL in dermatology. Integrating these tools 
into clinical practice can enhance support for family members, improving overall patient care. Further development 
and refinement of these tools are necessary to capture the full impact on family QoL.

Key words: burden, quality of life, chronic dermatoses, questionnaires.

Introduction

With the advancement of dermatology, the condi-
tion of the skin ceased to be the only criterion for the 
severity of the disease, and its improvement ceased to 
be the sole indicator of the effectiveness of treatment. 
Increasing significance of patients’ quality of life (QoL) 
as an outcome measure across medicine resulted in 
the creation of various tools to determine the impact of 
the disease on different aspects of the patients’ life and 
general functioning. Over the years, the QoL in derma-
tology has gained importance as an aspect significantly 
effecting therapeutic decisions and the assessment of its 
satisfactoriness [1].

For a long time, attention was focused almost ex-
clusively on the influence of diseases on patients’ lives, 
but finally, due to changes in the health care system and 
the increased contribution of outpatient care in the der-
matological therapeutic process, the consideration was 
made on the impact of diseases on caregivers and other 
members of the patients’ close social group [2]. It has 
been noticed that the QoL of patients and the QoL of 
people around them largely depend on each other, and 
thus the evaluation of the emotional, physical, or even 

financial burden resulting from having a child, partner, or 
other family member with chronic skin disorder should 
be taken into account when guiding management deci-
sions [3]. However, the different symptoms and difficul-
ties associated with them, the type and condition of the 
relationship, and the multitude of factors affecting one’s 
life situation and well-being, imply confusion in recog-
nising the problems and needs of patients’ relatives [4].

Objective

The aim of this study was to reveal, present, and 
summarise the instruments that can be used to evalu-
ate the impact of a chronic skin diseases on the QoL of 
those living with the patients. To facilitate the selection 
of the appropriate instrument for a specific clinical situ-
ation, the identified tools were briefly characterised and 
categorised as either for the use across all medicine, 
dermatology-specific, or disease-specific questionnaires. 

Methods

A comprehensive narrative review of existing instru-
ments for assessing the quality of life (QoL) of caregiv-
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To evaluate and compare the QoL of relatives and part-
ners of patients with chronic skin conditions and other 
diseases, it is essential to use universal, generic assess-
ment tools. They are presented in Table 1.

Family Reported Outcome Measure (FROM-16) 

FROM-16, developed by Beasara et al. [5], is the 
most versatile measurement tool currently available. 
It is designed to estimate the impact of any disease 
on the QoL of any adult member within the patient’s 
immediate social group. It was created based on ex-
tensive interviews conducted with family members of 
patients across 26 medical specialties. The question-
naire is structured into 2 distinct sections: emotional 
life, and personal and social life. Responses are evalu-
ated on a scale ranging from 0 to 3 points, reflecting 
the current moment in time. A higher score indicates 
a greater impact on the respondent’s QoL. Transpar-
ency and short implementation time stand out as un-
deniable strengths of this instrument [6]. A Polish lan-
guage version of this questionnaire was created and 
validated [7].

 The Family Quality of Life Survey – General Version 
2006 

This instrument was created within the frame-
work of the Family Quality of Life Project, with the 
goal of defining the concept of “family quality of life” 
and formulating a tool for its evaluation. Initially, the 
FQoLS-2000 was derived for family members of people 
with intellectual or developmental disabilities [8]. In 
2006, a general version of the FQoLS questionnaire 
was created by Brown et al. [9] for families without in-
tellectual disabilities. The questionnaire was designed 

ers, family members, or partners of patients in derma-
tology was conducted through a literature search in the 
Scopus and Medline databases. Articles published up to  
31 January 2024 were examined by combining search 
terms such as ‘quality of life’ or ‘life quality’ and ‘Derma-
tol*’, or ‘skin’ with terms like ‘family’, ‘partner’, ‘proxy’, 
‘parent’, ‘caregiver’, ‘carer’, and ‘sibling’.

The search results were filtered based on relevance, 
considering the titles and abstracts. Articles that did 
not address the specified topics were excluded. English 
language articles discussing the development or appli-
cation of any tool with the potential for QoL assess-
ment in dermatology were then thoroughly reviewed 
in full text.

Results

The database search revealed 2799 papers. After 
screening the titles and abstracts of the articles, 153 pa-
pers were selected for further examination, from which 
20 instruments were identified as useful tools for assess-
ing QoL in family members, partners, or caregivers of 
patients with chronic dermatoses. All tools were catego-
rised as universal, specific for dermatology, and specific 
for skin diseases. The presented categorisation does not 
encompass other features of the questionnaires. Some of 
them focus solely on a selected aspect of quality of life, 
while others are intended for family members of patients 
within a certain age range or can only be completed by 
individuals holding a particular role.

Questionnaires for use across all medicine

Each disease presents distinct challenges and compli-
cations, but certain issues are commonly experienced by 
family members of patients throughout the medical field. 

Table 1. The summary of family and caregiver quality of life assessment tools

Generic questionnaires Dermatology-specific questionnaires Disease-specific questionnaires

• Family Reported Outcome Measure  
(FROM-16)

• The Family Quality of Life Survey – 
General Version 2006

• Family Strain Questionnaire – Short 
Form (FSQ-SF)

• Revised Impact on Family Scale (IOF)
• Paediatric Quality of Life Inventory™ 

Family Impact Module (PedsQL™ Family 
Impact Module)

• The Beach Center Family Quality of Life 
Scale

• The CarerQol

• Family Dermatology Life Quality Index 
(FDLQI)

• Dermatitis Family Impact (DFI)
• Parents’ Index of Quality of Life in 

Atopic Dermatitis (PIQoL-AD)
• Measure of quality of life in primary 

caregivers of children with atopic 
dermatitis (QPCAD)

• Childhood Atopic Dermatitis Impact 
Scale (CADIS)

• Atopic dermatitis Burden Scale – Family 
(ABS-F)

• Psoriasis Family Index (PFI)
• FamilyPso
• Epidermolysis Bullosa Burden of Disease 

(EB-BoD)
• Family Burden Ichthyosis (FBI)
• Haemangioma Family Burden (HFB)
• Family vitiligo impact scale
• Erlanger Quality of Life questionnaire 

for Woundcare-Attached family 
members (ELWA)
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to assess the degree to which family life is fulfilling and 
significant, along with the level of support from essen-
tial resources. Additionally, it explores the challenges 
families encounter. The survey consists of open and 
closed questions divided into 3 parts: an introduction 
of family members, an assessment of 9 different as-
pects of family life (family relationships, health, leisure 
and recreation, finances, careers, support from other 
people, support from institutions, influence of values, 
and community interaction), and an overall impres-
sion of family quality of life. While the questionnaire 
is time-consuming – it typically requires about an hour 
for completion – it offers a substantially more compre-
hensive understanding of the emotions, obstacles, and 
requisites experienced by family members compared 
to other tools available.

Family Strain Questionnaire – Short Form (FSQ-SF)

The Family Strain Questionnaire (FSQ) was intro-
duced in 2004 by Rossi Ferrario et al. [10] as a valuable 
tool for comprehensive assessment of caregiver QoL, ir-
respective of the specific medical condition afflicting the 
adult patient. This instrument comprised a semi-struc-
tured clinical interview and 44 dichotomous questions 
organised into 5 distinct domains: emotional burden, 
problems in social involvement, need for knowledge 
about the disease, satisfaction with family relationships, 
and thoughts about death, alongside experiences of 
embarrassment or discomfort. Limitations of the FSQ in-
cluded the requirement for a healthcare professional to 
conduct the interview and the considerable time needed 
for completion. Consequently, in 2010, Vidotto et al. [11] 
proposed a condensed version of the questionnaire, re-
ducing the number of questions to 30 and eliminating 
the need for an interview. This modification resulted 
in the development of the Family Strain Questionnaire 
– Short Form (FSQ-SF), enabling caregivers to indepen-
dently complete the assessment within 5 min. Despite 
its brevity, the FSQ-SF remains an effective and easily in-
terpretable tool for monitoring caregivers’ psychological 
well-being over time.

Revised Impact on Family Scale (IOF)

The Family Impact Scale was devised in 1978 by Stein 
and Riessman [12] as an instrument for evaluating the 
consequences of diverse chronic illnesses in children on 
their families. During the questionnaire development 
process, an extensive analysis of the literature and inter-
views with mothers and caregivers was conducted. This 
endeavour led to the identification of 4 impact dimen-
sions: financial burden, family/social impact, personal 
strain, and mastery, all of which were linked to coping 
strategies. The original 24-item version remained in 
use until 2003, when Stein and Jessop [13] conducted 
a comprehensive analysis of its psychometric properties. 
This scrutiny led to a reduction in the number of ques-

tions to 15 and adjustments in scoring, enhancing the 
questionnaire’s ease of use and reliability. Notably, ques-
tions regarding financial impact and impact on siblings 
were removed from the core version and organised into  
2 supplementary sets for optional use. Importantly, sub-
sequent revision of the tool demonstrated consistent 
characteristics across respondents’ socioeconomic sta-
tuses and backgrounds, underscoring its universal appli-
cability and broad utility [14].

 Paediatric Quality of Life Inventory™ Family Impact 
Module (PedsQL™ Family Impact Module)

The PedsQL™ Family Impact Module serves as a valu-
able tool for evaluating the influence of chronic child-
hood diseases on parental quality of life and family dy-
namics. Developed by Varni et al. [15] through cognitive 
review sessions with parents and focus group discus-
sions, the questionnaire comprises 36 items. Of these, 
20 items concern Parents’ Health-Related Quality of 
Life (HRQOL), evaluating the disease’s impact on social, 
emotional, physical, and cognitive functioning. Addition-
ally, 8 items assess family functioning within the context 
of daily activities and intra-family relationships, while 
the remaining items address communication and fears. 
Higher scores indicate enhanced family functioning. The 
module can be utilised independently or in conjunction 
with other PedsQL™ Measurement Model instruments to 
provide a comprehensive understanding of the patient’s 
overall condition [16].

The Beach Center Family Quality of Life Scale

The Beach Center Family Quality of Life Scale, intro-
duced by Hoffman et al. in 2005 [17], was developed to 
evaluate the immediate impact of family support and 
services on overall quality of life. Developed through 
qualitative investigations involving interviews and focus 
groups to understand families’ perspectives on raising 
children and youths with disabilities, the scale was sub-
sequently constructed within a statistical framework [18–
20]. Analysis identified five key factors, resulting in the 
creation of a 25-item scale covering various dimensions 
of family quality of life: physical and material wellbeing, 
emotional wellbeing, family interaction, parenting, and 
disability-related support. This widely used question-
naire, particularly prevalent in research among parents 
of children with intellectual and neurological disorders, 
is applicable to any family member of a child with any 
health impairment. It functions as a reliable, genuine, 
and effective instrument for evaluating the influence of 
services on families [21].

 The Care-related Quality of Life instrument 
(CarerQol)

The objective behind developing CarerQol was to 
provide a tool for estimating the impact of caring for 
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a chronically ill person in economic evaluations. To gain 
insight into the challenges faced by informal caregivers 
and their effect on happiness, Brouwer et al. [22] pro-
posed a questionnaire comprising 2 parts: the CarerQol-
7D and the CarerQol-VAS. Dimensions of care-related 
quality of life were determined following a review of 
existing caregiver burden measures. Each identified 
aspect of caregiver burden was integrated into one of  
7 statements covering social, relational, mental health, 
financial, and physical dimensions, as well as received 
support and sense of fulfilment. Respondents evaluate 
these aspects relative to their life situation on one of  
3 levels. Moreover, a visual analogue scale was included 
for caregivers to indicate their happiness level, ranging 
from 0 (‘completely unhappy’) to 10 points (‘completely 
happy’). The resulting tool combines the simplicity of 
use with the informational density of a burden measure, 
making it a comprehensive assessment tool.

Dermatology-specific questionnaires 

In recent years, various QoL questionnaires have 
been developed for carers, partners, and relatives of pa-
tients suffering from different dermatoses. Nevertheless, 
there remain numerous dermatoses for which dedicated 
assessment instruments have not yet been developed 
[18, 23, 24]. Moreover, numerous research endeavours 
aimed at comparing the QoL among family members of 
patients with various dermatoses necessitate a universal 
tool that transcends specific dermatological conditions. 
To the best of our knowledge, the Family Dermatology 
Life Quality Index (FDLQI) is the only available instrument 
in this group (Table 1).

Family Dermatology Life Quality Index (FDLQI)

The FDLQI, introduced by Basra et al. [23] in 2006, 
serves as an outcome measure for adult family mem-
bers or partners of individuals with any dermatological 
condition. During its development, key aspects of quality 
of life were discerned through detailed semi-structured 

interviews with relatives and partners of patients. Sub-
sequently, the most representative aspects were selected 
based on analysis of results obtained from the prelimi-
nary version of the instrument. Ultimately, a succinct and 
user-friendly 10-item questionnaire was devised, typically 
requiring about 3 minutes for completion. Respondents 
recall their experiences over a one-month period when 
answering the questions, enabling the observation and 
exploration of changes over time. Responses are scored 
from 0 to 3 points for each question, with higher scores 
indicating greater impairment of the respondent’s qual-
ity of life [25]. This questionnaire was prepared and vali-
dated for Polish patients by our group [26].

Disease-specific questionnaires 

Dermatological diseases often entail specific chal-
lenges, such as intensive care requirements, lifestyle 
adjustments, or frequent medical consultations. Be-
yond directly affecting the patient’s quality of life, these 
drawbacks also extend to their caregivers and family 
members. Recognising the distinct quality of life aspects 
tied to caring for individuals with specific dermatoses, 
disease-specific questionnaires have been devised to ad-
dress these unique concerns. They are grouped in Tables 
1 and 2.

Dermatitis Family Impact (DFI) 

Lawson et al. [24] presented the DFI questionnaire 
in 1995 as the first tool designed to evaluate the impact 
of skin disease on family QoL. Tailored specifically to 
measure the influence of atopic dermatitis in children 
on the QoL of adult family members, the questionnaire 
underwent meticulous development. Using open inter-
views with minimal formal questioning, researchers 
engaged 61 participants from 34 families with children 
diagnosed with atopic dermatitis, enabling the identifica-
tion of 11 pivotal problem areas. The final version of the 
questionnaire comprises 10 items, addressing lifestyle, 
expenditures, relationships, and both physical and men-
tal well-being, with a one-week recall period. Responses 

Table 2. Summary of disease-specific questionnaires among different skin diseases

Disease Disease-specific questionnaires

Atopic dermatitis Dermatitis Family Impact (DFI)
Parents’ Index of Quality of Life in Atopic Dermatitis (PIQoL-AD)
Measure of quality of life in primary caregivers of children with atopic dermatitis (QPCAD) 
Childhood Atopic Dermatitis Impact Scale (CADIS) 
Atopic Dermatitis Burden Scale – Family (ABS-F)

Psoriasis Psoriasis Family Index (PFI), FamilyPso

Epidermolysis bullosa Epidermolysis Bullosa Burden of Disease (EB-BoD)

Ichthyosis Family Burden Ichthyosis (FBI)

Haemangiomas Haemangioma Family Burden (HFB)

Vitiligo Family vitiligo impact scale

Chronic wounds Erlanger Quality of Life questionnaire for Woundcare-Attached family members (ELWA)
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are scored from 0 to 3 for each item, with higher scores 
indicating a greater impact of the disease on family life. 
Subsequent investigations into the psychometric prop-
erties of the tool revealed its responsiveness to change, 
rendering it valuable for assessing the efficacy of diverse 
interventions [27].

 Parents’ Index of Quality of Life in Atopic Dermatitis 
(PIQoL-AD) 

The PIQoL-AD is a tool designed to evaluate the 
secondary impact of childhood atopic dermatitis on 
caregivers of affected children up to 8 years old. It origi-
nated from in-depth interviews with parents of children 
diagnosed with atopic dermatitis, and its development 
spanned multiple countries to minimise the influence 
of cultural differences on its content. Initially compris-
ing 45 questions, some were excluded after thorough 
analysis. The final version, with 28 dichotomous items, 
was introduced by McKenna et al. in 2005 [28]. Clinical 
trials utilising the PIQoL-AD demonstrated its high level 
of measurement precision and its ability to differentiate 
between severity groups, indicating its potential useful-
ness in detecting improvements in quality of life associ-
ated with effective treatment [29, 30].

 Measure of quality of life in primary caregivers  
of children with atopic dermatitis (QPCAD) 

The QPCAD is a questionnaire developed in Japan by 
Kondo-Endo et al. [31] specifically to assess the impact of 
atopic dermatitis in children on the quality of life (QoL) 
of their primary caregivers. Derived from semi-structured 
interviews, the preliminary version consisted of 67 items 
covering various QoL issues over the past week across 
7 categories. Following pilot testing and validation,  
19 items were selected for the final version, categorised 
into domains such as ‘exhaustion’, ‘worry about atopic 
dermatitis’, ‘family cooperation’, and ‘achievement’. Re-
sponses are provided on a 5-point scale, and the ques-
tionnaire can typically be completed in 1–2 min. Notably, 
6 items out of the 19 address positive influences of atopic 
dermatitis on caregiver QoL, distinguishing it from other 
AD-specific questionnaires like the DFI and PIQoL-AD, 
which focus solely on the negative impact of the chil-
dren’s disease on family life. Responsiveness analysis in-
dicated that the QPCAD is sensitive to improvements in 
disease severity to a sufficient extent. Additionally, an ab-
breviated version of the QPCAD, known as QP9, has been 
devised to lessen the load on respondents and promote 
the assessment of QoL in clinical settings [32].

Childhood Atopic Dermatitis Impact Scale (CADIS) 

The CADIS was designed to assess the impact of atop-
ic dermatitis on children aged 6 years or younger, as well 
as on their parents’ QoL. Developed through an extensive 
review of published literature and direct interviews with 

families, along with consultations with medical experts 
[33], the questionnaire initially comprised 62 questions 
across 5 domains: child dimensions (symptoms and activ-
ity limitation/behaviour), and parent dimensions (family/
social function, sleep, and emotions). In its final version 
introduced in 2005 by Chamlin et al. [34], the number of 
items was reduced to 45, with responses categorised into 
5 frequency-based options reflecting parents’ perceptions 
over the last 4 weeks. Notably, 17 items of the question-
naire were dedicated to assessing parents’ emotions, 
highlighting the significance of this aspect. Additionally, 
subsequent assessments of the instrument have shown 
that the CADIS effectively captures changes in patients 
whose condition improves [35].

Atopic Dermatitis Burden Scale – Family (ABS-F)

The ABS-F is a self-administered questionnaire de-
signed to assess the burden experienced by parents of 
children with atopic dermatitis. Developed by a working 
group under the leadership of Meni [36], the initial items 
of the instrument were formulated through a process 
involving literature review, feedback from parents of 
children with atopic dermatitis, and input from health-
care professionals. A total of 29 items were initially 
generated, with 14 deemed most relevant and retained 
in the final version. These items were categorised into 
4 dimensions: family life, budget and work, daily life, 
and treatment. Responses to each item were scored on 
a scale from 0 to 3. The original version of the ABS was 
in French, with additional versions in English (US) and  
6 other European languages simultaneously proposed by 
the author.

Psoriasis Family Index (PFI)

The PFI is a pioneering disease-specific tool designed 
by Eghlileb et al. [37] in 2006 to measure the quality of 
life (QoL) of family members of psoriasis patients. Origi-
nating from postal surveys and exhaustive qualitative in-
terviews with family members and partners of patients, 
the conceptual framework of the questionnaire was built, 
elucidating significant secondary QoL concerns. A pre-
liminary 20-item version of the tool was then developed 
through further analysis of the obtained results. Follow-
ing initial psychometric evaluation, a final 15-question 
version was established, focusing on the respondent’s 
perception of current life impairment. Each question was 
assessed using a 4-point scale ranging from 0 to 3, with 
higher overall PFI-15 scores reflecting a more significant 
influence on the quality of life of the respondent. The 
questionnaire exhibited notable correlations between 
its score, the severity of the disease quantified by the 
PASI, and the patients’ QoL estimated by the DLQI. Sub-
sequent evaluation indicated the questionnaire’s ability 
to distinguish between clinical groups and its specificity 
to the effects of psoriasis. After further validation, one 
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question was eliminated, culminating in the publication 
and endorsement of the 14-item version of the question-
naire [38].

FamilyPso 

Mrowietz et al. [39] introduced the FamilyPso in 
2017, adopting a family-centric approach to assess the 
disease-specific burden on family members residing with 
psoriasis patients. The questionnaire’s content was de-
rived from interviews conducted with family members 
of patients and thorough research of existing literature. 
Following this, a panel of experts convened to deliberate 
on the identified concerns and developed the 29 items 
for the FamilyPso questionnaire. These items underwent 
preliminary psychometric assessment, resulting in the 
removal of certain questions based on low statistical 
agreement. Additionally, therapy-related questions were 
excluded due to their emphasis on treatment logistics 
rather than the impact of psoriasis. The ultimate version 
of FamilyPso consists of 15 items, each rated on a 5-point 
Likert scale, categorised into 3 domains: emotional, so-
cial, and leisure. FamilyPso also provides a total score, 
serving as a comprehensive measure of overall strain. 
Significantly, the instrument stands out for its particular 
emphasis on the emotional dimensions of coping with 
family members affected by psoriasis, addressing as-
pects such as the impact of psoriasis on sexual life and 
the necessity of explaining the disease to others. Fami-
lyPso was originally developed in German and has been 
translated and validated into English.

Epidermolysis Bullosa Burden of Disease (EB-BoD) 

Dufresne et al. [40] introduced the EB-BoD question-
naire in 2015 with the aim of providing a specific and 
informative measure of the disease’s impact on families 
of patients. During the conceptual phase, alongside a lit-
erature review, discussions were held with 23 parents 
of children suffering from various epidermolysis bullosa 
variants to elucidate their challenges and dysfunctions 
associated with the disease. Major concerns identified 
by parents encompassed daily life, family dynamics, 
the child’s well-being, the disease itself, treatment mo-
dalities, economic consequences, and social impact. At 
the outset, a total of 54 items were identified, of which  
20 were selected and organised into 4 distinct domains: 
family dynamics, the child’s well-being, the disease and 
its treatment, and economic and social impact. Each 
question was associated with responses indicating the 
degree to which a specific issue affects a particular fam-
ily, measured on a 6-point Likert scale. The score acquired 
represents the burden of the disease, with a higher score 
indicating a more significant disruption to the family’s 
quality of life. It was revealed that the questionnaire ef-
fectively captures distinctions arising from various clini-
cal subtypes of EB. The original version of the tool was 

generated in French and subsequently translated, under-
going linguistic and cultural adaptation into US English.

Family Burden Ichthyosis (FBI)

The introduction of the FBI by a team led by Dufresne 
[41] in 2013 followed a systematic data collection process 
from July 2005 to December 2010, focusing on the experi-
ences of patients with autosomal recessive congenital 
ichthyosis and the concerns expressed by them and their 
parents. From this data, 96 relevant issues were identi-
fied and condensed into 40 questions across 5 dimen-
sions of QoL: family and personal relationships, psycho-
logical impact, pain, daily life, and work impact. Scores 
ranging from 0 to 3 were assigned to each response. 
During the validation phase, it was demonstrated that 
the total score exhibits a strong correlation with disease 
severity. Additionally, it encompasses aspects such as 
QoL, life organisation, integration within the community, 
and medical resource utilisation, thereby facilitating the 
assessment of various management strategies and their 
impact on mitigating the burden. Originally developed in 
French, the FBI questionnaire underwent adaptation for 
English usage following good practice standards.

Haemangioma Family Burden (HFB)

Throughout the development of the HFB, a thor-
ough exploration of the literature and interviews with 
healthcare practitioners and parents of affected chil-
dren uncovered significant issues. This led to the cre-
ation of the initial questionnaire, which comprised  
36 questions grouped into 3 modules. The first module 
focused on assessing the daily burden experienced by 
the family (scored on a scale of 0–3 points), while the 
second module aimed to evaluate the severity of the dis-
ease’s impact on the quality of life (scored as –1, 0, 1, 0),  
and the third module concerned the affected child’s daily 
life (scored from 0 to 3 points). Following a pilot study, 
it was observed that questions in the third module pre-
dominantly reflected the patient’s attitude rather than 
the impact on the family QoL. Consequently, these ques-
tions were removed entirely, while items in other mod-
ules were adjusted or reduced as necessary. The final 
version of the HFB comprised 20 questions organised 
into 5 categories: ‘family life’, ‘relationships and work’, 
‘emotions/feelings’, ‘psychological’, and ‘disease man-
agement’. Originally developed in French by Boccara et 
al. [42] in 2015, the questionnaire underwent translation 
and validation into Spanish, American English, and Brit-
ish English.

Family vitiligo impact scale

The Family Vitiligo Impact Scale was developed in 
India by a team led by Agrawal et al. [43], in 2020. The 
basis for generating questionnaire items was 23 detailed 
semi-structured interviews with 8 family members of vit-



Advances in Dermatology and Allergology

Chronic dermatoses affect not only sick individuals: a review of family and caregiver burden assessment tools

7

iligo patients. Based on this, 116 items were generated, 
from which experts created 32 questions for the initial 
version of the questionnaire after numerous analyses. 
The establishment of the final version of the tool was 
preceded by pilot testing involving a group of 30 relatives 
and partners of patients. The scale, consisting of 16 ques-
tions related to 12 domains of quality of life, was simul-
taneously published in Hindi and English, demonstrating 
excellent psychometric properties.

 Erlanger Quality of Life questionnaire for 
Woundcare-Attached family members (ELWA)

Erfurt-Berge et al. [44] developed the ELWA question-
naire in 2019 as part of a project focusing on evaluat-
ing the QoL among caregivers of patients with chronic 
wounds. Recognising the relevance of chronic wounds 
across various professional fields beyond dermatology, 
the necessity for a disease-specific questionnaire was 
acknowledged. Guided by an interprofessional team, 
existing instruments were reviewed, and relevant ques-
tions were adapted to address wound-specific topics. 
The original questionnaire included 5 sections: gather-
ing epidemiological data, self-evaluation regarding fa-
miliarity with the disease and its treatment, exploration 
of wound-related factors contributing to personal stress, 
evaluating provided statements regarding QoL, and ad-
ditional space to include written comments. In total, 
the questionnaire comprised 48 items and underwent 
testing on a sample of 30 family members of patients 
in a pilot study. While further validation should be per-
formed to evaluate its psychometric properties fully, the 
results obtained showed that the questionnaire could be 
a practical instrument for assessing the current status 
and tracking changes in the QoL of caregivers of patients 
with chronic wounds.

Discussion

According to the World Health Organisation defini-
tion, ‘Health is a state of complete physical, mental, and 
social well-being and not merely the absence of disease 
or infirmity.’ [45]. Nevertheless, for decades, the goal of 
treatment across medicine was to achieve remission 
of the illness or the greatest possible reduction of ac-
companying symptoms. However, the second half of the 
20th century brought many changes to the health care 
system. The holistic model of medicine was gaining in 
popularity and began to gradually replace the approach 
focused exclusively on the results of instrumental or 
laboratory findings.

In 1966, Elkington [46] first considered the issue of 
quality of life (QoL) in medicine. In the following years, 
interest in this topic increased, especially among der-
matologists, oncologists, and psychiatrists, which was 
reflected in the dynamically growing number of reports 
concerning the QoL in various diseases [47, 48].

With the development of medicine and the social sci-
ences at the end of the 20th century, a new QoL problem 
was recognized. The aging of society and the extension 
of life expectancy resulted in the need to provide care 
for the elderly and chronically ill. It was then that the 
first studies on the burden of caregivers appeared. In 
their landmark publication Zarit et al. [49], based on the 
clinical experience and previous scientific reports, pro-
posed the Zarit Burden Interview, which addressed the 
problems of the physical and psychological condition of 
caregivers, as well as financial issues, their social life, and 
relationships. 

The first dermatology-specific measure designed to 
determine the impact of the disease on the family mem-
bers of patients with atopic dermatitis was the Derma-
titis Family Impact questionnaire [27]. Further explora-
tion in this field in the following years resulted in the 
presentation of the “Greater Patient” concept by Basra 
and Finlay [2] in 2006 and subsequent creation of the 
Family Dermatology Life Quality Index [22]. To date, sev-
eral tools have been developed that are used in various 
clinical situations and are intended for different respon-
dents [50]. Over the years, existing questionnaires have 
been modified, translated, and validated, but they have 
not been widely used in clinical practice.

The presented review was intended to provide infor-
mation on the usefulness of available tools for assessing 
the QoL of family members of patients with skin diseas-
es. Since the psychosocial needs of this group are still 
inadequately understood and often ignored, this con-
cern requires further exploration. Based on the “greater 
patient” concept, it should be noted that the patients 
and people around them mutually influence the qual-
ity of their lives [2]. Thus, following the holistic model of 
medicine, more attention should be paid not only to the 
QoL of patients but also to their family or partner. This 
implies an urgent need for clinicians to investigate how 
to use measures for assessing the QoL of family mem-
bers to better recognise their needs and help in making 
informed decisions.

This review identified QoL assessment instruments 
suitable for various members of the close social group 
of dermatological patients. The presented measures are 
categorised into 3 sections: questionnaires for general 
use across medicine, questionnaires specific to dermatol-
ogy, and questionnaires specific to particular diseases.

The selection of an appropriate measure depends 
on the intended purpose of evaluation, emphasising the 
importance of establishing the rationale for assessment 
initially. Other considerations include the psychometric 
properties of the questionnaire, potential methods of ad-
ministration, and characteristics of the respondent group 
[51, 52]. Disease-specific questionnaires provide insights 
into issues, impairments, and difficulties particularly rel-
evant to family members of specific patients. However, 
unlike generic measures, the results obtained from these 
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instruments are not conducive to comparing groups affect-
ed by different diseases [53]. Research evidence suggest 
that individuals providing care to family members with 
various health conditions experience comparable effects, 
thereby supporting the use of universal assessment tools 
[4]. Nonetheless, the detailed information garnered from 
disease-specific questionnaires appears to better reflect 
nuanced changes in QoL aspects over time and is less sus-
ceptible to confounding factors unrelated to the disease 
[54]. It is noteworthy that in validation processes, disease-
specific questionnaires’ results often exhibit strong cor-
relations with generic questionnaire outcomes; therefore, 
these tools can be considered equally reliable. In many 
instances, integrating dermatology-specific and disease-
specific instruments would represent the optimal strategy 
for obtaining a thorough understanding of the effects of 
a dermatological condition on family members [55].

The number of tools presented, as well as reports of on-
going projects to create new ones, underscores the grow-
ing awareness of the problem of the influence of a patient’s 
disease on family QoL. The significance of this issue is con-
firmed by findings from various studies conducted among 
relatives of individuals with diverse dermatoses. A study 
in Spain revealed that merely a minor fraction (10.6%) of 
those cohabiting with acne patients reported no decline in 
their QoL, whereas more than half (51.5%) declared a signif-
icant QoL decrease [56]. Similarly, a study from Saudi Ara-
bia disclosed that 91.5% of family members experienced 
QoL deterioration due to a relative or partner’s vitiligo [57]. 
A comparable proportion of cohabitants in the United King-
dom acknowledged the impact of a family member’s pso-
riasis on their QoL [55]. Furthermore, in a study conducted 
in Greece, over 96% of family members of patients with leg 
ulcers reported a large QoL impairment due to the illness 
of their loved one [58].

Undoubtedly, there is a correlation between the ef-
fects of chronic disease on the quality of life (QoL) of in-
dividuals within the patient’s close social group and the 
nature of their relationships with one another. Studies 
conducted across various medical fields, involving part-
ners of chronically ill individuals, demonstrate that the 
burden of caregiving significantly diminishes the qual-
ity of life, exacerbates anxiety and depression, disrupts 
social life, and adversely affects health [60]. Surprisingly, 
research involving partners of cancer patients revealed 
that their QoL was even lower than that of the affected 
spouses [58, 60]. These challenges stemmed from feel-
ings of isolation, difficulties in fulfilling familial and 
household responsibilities, financial repercussions of the 
disease, and fears regarding the treatment process and 
the suffering of the partner [61].

A distinct aspect of quality of life for partners and 
spouses, which can be significantly compromised by the 
onset of skin conditions, is sexual satisfaction. Research 
has shown that in various diseases like hidradenitis sup-
purativa, chronic urticaria, or alopecia areata, partners 

often experience a decline in sexual satisfaction, leading 
to strain in the relationship [62–66].

It is also worth noting that there are often significant 
differences in the QoL between female and male part-
ners, which stem from the social roles attributed to them. 
For example, women in relationships tend to experience 
greater stress related to household cleaning duties com-
pared to men. This observation reflects traditional gen-
der norms where women are predominantly tasked with 
domestic chores [40].

However, the positive impact of illness on a partner 
or spouse should not be overlooked. Research conducted 
among caregivers of dementia patients has shown that 
they perceive benefits such as personal growth, experi-
encing a sense of personal fulfilment and satisfaction, 
and improved relationship with their partner [67]. These 
positive experiences can enhance their well-being and 
can be associated with a decreased sense of burden [68, 
69]. Understanding factors related to positive caregiv-
ing experiences is crucial for optimising interventions 
for caregivers. However, dermatologic questionnaires 
largely neglect positive aspects, thereby limiting insights 
into these issues.

Meanwhile, research on siblings of sick children has 
shown that growing up in a family burdened by another 
child’s chronic illness can be a source of long-term de-
velopmental effects [70, 71]. Sometimes, the illness of 
a sibling contributes to a reduction in the time parents 
spend with the healthy child, and in particular cases, 
even their complete separation, for example, during the 
hospitalisation of the sick child [72]. Additionally, the 
family member’s focus on fulfilling the specific needs of 
one child may lead to neglect or disregard for the needs 
of their healthy offspring. [73]. As a result, the patient’s 
brother or sister may experience jealousy, envy, or lone-
liness [74, 75]. Research indicates that there is also an 
increased risk of declining academic performance, dif-
ficulties in peer relationships, feelings of stress or anxi-
ety, as well as introversion and problems internalisation 
among healthy siblings [71, 72]. It has been noted that 
a sibling’s illness, as a source of parental stress, limita-
tions, and changes in family functioning, can significant-
ly lower the QoL of brothers and sisters [76]. Importantly, 
it has been shown that the impact of illness on the life 
of a patient’s sibling is greatest shortly after diagnosis, 
but the quality of life of siblings stabilises over time [77]. 
The gender and age of siblings are significant factors, as 
it has been found that older sisters are more vulnerable 
to the negative impact of illness on their quality of life 
[78]. Research findings also suggest that diseases requir-
ing repetitive treatment regimens implies less burden on 
the quality of life of siblings, probably due to a greater 
sense of control and stability arising from establishing 
medical routines [79]. 

As shown, chronic illness impacts the entire family 
unit, but when a child is ill, the greatest burden typically 
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falls on the parents. They must deal not only with emo-
tional aspects but also provide care, make decisions, and 
manage the whole family. They are responsible for the 
often time-consuming care of the child, administering 
medications, providing transportation, attending medi-
cal appointments, and adjusting diet and environment 
to meet the patient’s needs. Such responsibilities result 
in many parents experiencing stress and anxiety, depres-
sion, feelings of being overwhelmed or helpless, fatigue, 
and difficulty concentrating [80–85]. For example, an 
Australian study conducted among 157 paediatric pa-
tients with psoriasis and their families found that only 
one reported no impact of the child’s disease on the 
FDLQI. Meanwhile, in a study among families of adult 
patients with psoriasis, as many as 10% of respondents 
reported no impact of the family member’s disease on 
their QoL [86]. Studies conducted among parents of chil-
dren with atopic dermatitis revealed that parents face 
challenges in finding competent and willing caregivers 
for their children [87–89]. Consequently, they are more 
frequently absent from work or require adjustments to 
their work hours and professional duties to fulfil parental 
responsibilities, and their productivity at work may be 
reduced [83, 90, 91]. This can negatively impact the fam-
ily’s economic situation, while maintaining a sick child 
already involves significant costs associated with disease 
management [81, 83, 92].

Furthermore, caregivers of chronically ill children ex-
perience more limitations than other parents in spending 
leisure time away from their children, which adversely af-
fects their social lives, friendships, and intimate relation-
ships with partners [80, 88, 89]. It has been reported that 
parents of children with various skin diseases withdraw 
from social life, not only due to time constraints but also 
because of feelings of isolation, lack of understanding, 
and being unfairly criticised by relatives and society, or 
the need to avoid unwanted attention [81, 83, 87–90, 93]. 

Lack of time and fatigue also sometimes contribute 
to the deterioration of relationships between parents 
[80, 89, 92, 94]. This phenomenon is often described 
among parents of children with atopic dermatitis, who, 
during disease flare-ups, often sleep with the child to 
prevent scratching during sleep, resulting in chronic sleep 
deprivation and lack of intimacy [80, 90, 91, 95–97]. Ad-
ditionally, the need to make difficult decisions regard-
ing treatment or parenting methods increases the risk 
of conflicts and differences of opinion between parents 
[96, 98]. In a study conducted among parents of children 
with various subtypes of epidermolysis bullosa, a sig-
nificant proportion of parents reported that having a sick 
child negatively impacted their sexual life, with their re-
lationship primarily revolving around caring for the child 
and managing disease-related concerns. In this group, 
frequent occurrences of divorce were noted, and many 
parents stated that the disease significantly contributed 
to the breakdown of their marriage [99]. Similarly, about 

one-third of divorced parents of children with atopic der-
matitis acknowledged that the child’s disease influenced 
their decision to separate, and one-third of single parents 
declared that due to the child’s illness, they decided not 
to start romantic relationships [100].

In the case of genetically inherited diseases, a par-
ent may also blame their partner or themselves for the 
child’s disability [80, 88]. In such a situation, previous 
plans of having another child may change, fearing that 
the next child could also be affected by the disease [80, 
88, 94, 100]. 

Blaming oneself for the child’s suffering and the de-
sire to compensate for the child’s difficulties and stress 
affect the parenting style. Parents of chronically ill chil-
dren often become overprotective, lenient, and unable to 
maintain discipline [90, 101]. 

Analyses conducted among families of children with 
atopic dermatitis and psoriasis have shown that the 
degree of impairment in parents’ QoL depends on the 
severity of the disease, and a good response to treat-
ment results in an improvement in the family’s QoL 
[86, 93, 102–107]. At the same time, it is suspected that 
stress among parents causes an increase in inflamma-
tory markers in both children with asthma and healthy 
children. Therefore, low QoL of parents may negatively 
impact the treatment process of patients [108, 109].

The family is a complex and delicate network of con-
nections, with its members complementing and influ-
encing each other. Difficulties experienced by the family 
affect all its members to varying degrees, and a problem 
faced by one member impacts the stability of the entire 
unit. Different individuals engage in the issues related to 
a relative’s illness in various ways, but caregiving respon-
sibilities are often largely delegated to one person. This 
additional burden, anxiety, and responsibility can lead 
to a significant reduction in QoL and even the develop-
ment of somatic symptoms. Maintaining a high QoL life 
is crucial for providing good home care for the patient 
and contributes to better adherence to medical recom-
mendations. Therefore, it is essential to incorporate the 
assessment of family QoL into standard practice.

Physicians providing care for a patient cannot re-
solve all family problems during brief office visits, but 
they should recognise these issues and offer appropri-
ate support to the patient’s relatives. This may include 
referring them for therapy to learn stress reduction 
techniques or coping strategies for anxiety, educational 
programs to gain knowledge to help manage the illness 
[18, 80, 110], or identifying social problems and direct-
ing them to government institutions or foundations 
that can provide financial support. Simply acknowl-
edging the problem and showing concern for the fam-
ily’s situation can enhance the physician-patient and 
physician-caregiver relationships, positively affecting 
the patient’s compliance and attitude towards treat-
ment. Moreover, understanding the family’s situation 
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can help the physician choose the most appropriate 
therapy by accurately assessing the likelihood of fol-
lowing recommendations, considering the family’s life-
style and resources [111].

QoL questionnaires can be valuable tools for physi-
cians, improving communication and providing deeper 
insights into issues that might not spontaneously be 
disclosed by the patient’s relatives. This attention in-
creases satisfaction with healthcare and the feeling 
of being acknowledged and considered in the disease 
management process [43]. The advantage of stan-
dardised questionnaires is that, within the short time 
available during consultations, they allow for the re-
view of various aspects of family members’ lives while 
significantly reducing the discomfort respondents 
might feel regarding sensitive or intimate issues. The 
scoring system of these questionnaires also enables 
the assessment of changes over time between visits 
and the potential impact of interventions, thereby in-
forming the physician about the effectiveness of differ-
ent support strategies. However, the fixed structure of 
these tools carries the risk of overlooking or neglecting 
issues that are important to the individual. Therefore, 
physicians should always show empathy and encour-
age patients and their family members to share their 
thoughts about the disease and the challenges they 
face in everyday life. It is also important to remember 
that questionnaires undergo validation and cultural 
adaptation, and they may sometimes fail to address 
issues relevant to cultural minorities.

Previous studies have demonstrated that educational 
programs contribute to an improved QoL for families. In-
creasing knowledge about the disease and available cop-
ing strategies enhances the sense of empowerment and 
self-confidence, thereby reducing anxiety and feelings of 
helplessness. This improvement positively affects both 
the QoL of the patient’s relatives and the quality of care 
provided. The beneficial effects of such educational pro-
grams for parents have been shown in studies involving 
families of patients with atopic dermatitis and epider-
molysis bullosa [112].

Conclusions

Currently, dermatology is evolving to reduce hos-
pitalisation rates and enhance the role of outpatient 
care in treating skin conditions. Consequently, more 
patients now rely on family members for support and 
care. However, these relatives often lack the neces-
sary knowledge and skills, and having a loved one with 
a skin condition significantly disrupts their lives, pre-
senting challenges across various aspects of their daily 
routines.

Therefore, it is essential for clinicians to enhance 
their understanding of the psychosocial implications of 
skin diseases, enabling them to recognise the challenges 

and needs of caregivers and family members, and to be 
familiar with available support resources and programs. 
There is an urgent need to acquaint physicians with ex-
isting QoL assessment tools and to promote their use in 
daily practice.

The presented summary reveals the absence of a per-
fect questionnaire to date, indicating the need for further 
updates of existing instruments and the development of 
new, more effective tools providing comprehensive in-
sights into all aspects of patients’ family members’ QoL, 
while ensuring the best possible psychometric proper-
ties. Importantly, the creation of new tools should priori-
tise practicality and accessibility for both clinicians and 
respondents. This would promote broader utilisation in 
daily clinical practice, thereby expanding understanding 
of the secondary impacts of skin diseases and, ideally, fa-
cilitating the implementation of this knowledge into the 
development of support programs for family members of 
patients with chronic dermatoses.
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