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Abstract: The Internet is an important source of information for individuals with rare diseases and/or 

their families. The aim of the study was to develop and validate an index to easily assess the quality 

of Spanish-language websites providing health information, the Synthetic Quality Index (SQI). The 

validation of this tool was conducted by analysing a sample of web pages containing information on 

rare childhood ocular diseases (RCOD) that lead to visual impairment. The SQI has proven to be less 

complex to use and interpret than other instruments. The results suggest that the quality of analysed 

websites is not satisfactory, which may negatively impact the health literacy of the affected individuals 

and their families. 

Keywords:  Online  Communication;  Rare  Diseases;  Health  Literacy;  Website  Quality;  Readability; 

Childhood. 

Resumen: Internet es una fuente importante de información para las personas con enfermedades 

raras y/o sus familiares. El propósito del estudio fue formular y validar un índice para valorar de forma 

sencilla la calidad de los sitios web en español con información sanitaria, el Índice Sintético de Calidad 

(ISC). La validación se llevó a cabo analizando una muestra de páginas web con información  sobre 

enfermedades raras oculares infantiles (EROI) que conllevan discapacidad visual. El ISC ha demos-

trado ser más fácil de utilizar e interpretar que otros instrumentos. Los resultados sugieren  que la 

calidad de los sitios web analizados no es buena. Ello puede repercutir en el nivel de alfabetización en 

salud de las personas afectadas y sus familiares. 

Palabras  clave:  comunicación  online;  enfermedades  raras;  alfabetización  en  salud;  calidad  web; 
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1. Introduction

The internet and the use of information and communication technology (ICT) have brought about a paradigm shift in communication in all essential areas of life, including health. The latest data from the European Union’s office of statis-tics (Eurostat) indicate that 52% of European Union citizens searched for health information online in the last three months, a figure that rose to almost 65% in Spain (Eurostat, 2023). People with chronic diseases and those who care for them search for information on health topics much more intensively than peo-ple who do not have this profile (Álvarez-Gálvez et al., 2020; Torrent-Sellens et al., 2016).  

The so-called rare diseases have a prevalence of 1 case in every 2,000 peo-

ple or less (Orphanet, 2012). As a result, the internet has become a medium used by both people who suffer from them and their families, seeking information on the diagnosis, prognosis, or treatment options (Morgan et al., 2014). Despite this, both people affected by rare diseases and their families report having unmet in-formational  needs  and  very  limited  access  to  information  (Babac et  al.,  2018; Crowe et al., 2019). Parents of children with these diseases are unaware of both the particularities of the medical condition and the consequences it may have on their children’s development, both currently and in the future. Thus, searching for information online is part of their usual routines, both through web portals and social networks (Crowe et al., 2019; Lupón et al., 2023). 

The rare nature of these diseases creates obstacles to establishing the ap-

propriate conditions for conducting clinical trials leading to evidence-based sci-entific knowledge. Obtaining a diagnosis can take years, and funding for the de-velopment  of  treatment  is  insufficient  (Benito-Lozano et  al.,  2022). Consequently, a general lack of knowledge about the topic is a common factor in these conditions and greatly affects how families manage the situation. It rep-resents a significant physical and psychological burden and negatively impacts quality of life. 

This lack of awareness is not limited to parents but to society at large. 

Parents feel alone and underserved by healthcare workers and the Health Au-thority, as well as misunderstood by teachers, family, friends, and others (At-kins & Padgett, 2024; Lupón et al., 2023). 

1.1. Health literacy 

The term ‘health literacy’ refers to the ability of individuals to access, understand, and use information in actions that promote and maintain health (WHO, 1998). In the definition by Sørensen et al. (2012), the ability to generate value judgments 
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on the retrieved information is explicitly added to this repertoire of skills, that is, the ability to assess whether the information is reliable, truthful, up-to-date, use-ful, etc. The combined use of ICT in the health sector has led to a broadening of the focus and the coining of the terms ‘eHealth’ (European Commission, 2012; Eysenbach, 2001) and ‘eHealth literacy’ (Norman & Skinner, 2006).

In all its forms, health literacy is now considered a critical determinant of 

health, as it influences the empowerment and fosters the independence of citi-zens in health-related matters (Nutbeam et al., 2018). For such empowerment to come about, however, the capabilities and motivation of the individual seek-ing  information  are  not  enough;  rather,  health  authorities,  institutions,  and stakeholders  must  take  an  active  role  in  facilitating  access  to  information, providing  and  communicating  it  in  the  most  understandable  way  possible (Nutbeam, 2015; Rudd, 2015). 

In the case of rare diseases, access to information is the first obstacle to 

overcome.  Limited  sources  of  information  (including  healthcare  personnel) hinder decision-making. This negatively impacts the empowerment of patients and caregivers through health literacy, as well as their health and quality of life (Boettcher, 2021; Bogart et al., 2022; Páramo-Rodríguez et al., 2023). 

1.2. Assessing the Quality of Online Information While the advantages of easy access to health information online are significant, there are also drawbacks stemming from the vast amount of information avail-able and the limited control over published content. The possibility that the re-trieved information may be unverified, biased, misleading, false, confusing, or difficult to understand is unquestionable (Morley et al., 2020). 

At the  end of  the 20th century, several initiatives emerged, such  as the 

HONcode, the JAMA criteria (Silberg et al., 1997), and the DISCERN question-naire (Discern, n.d.), aimed at facilitating the objective evaluation of the quality of online health information. In Spain, in the first decade of the 21st century, the validated Bermúdez questionnaire was created to evaluate the quality of web-sites  containing  health  information,  based  on  18  multidimensional  criteria (Bermúdez-Tamayo et al., 2006). The purpose of all these initiatives was to cre-ate instruments that were easy to use and interpret for both content developers and consumers. However, the multiplicity of criteria to be evaluated and the extension of the measurement scales hinder the practical use of these instru-ments, and the scientific community and the general public rate quality indica-tors differently (Gesser-Edelsburg et al., 2019; Sun et al., 2019).  
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The literature on the subject shows a general lack of unanimity regarding 

the quality criteria to be considered (Bernstam et al., 2005; Kloosterboer et al., 2019; Oloidi et al., 2020; Pauer et al., 2017; Williams et al., 2016), although in-dicators  related  to  transparency,  authorship,  and  content  updating  are  fre-quently used. Others, such as usability or readability, are taken into account less frequently  (Lara-Reyna et  al.,  2021;  Worrall et  al.,  2020).  Specifically,  in  re-search related to the readability of texts in Spanish, the free software INFLESZ (Ballesteros-Peña & Fernández-Aedo, 2013; Barrio, 2007; Barrio-Cantalejo et al., 2008; Vicente-Neira et al., 2022) has been used, which provides a standard-ised score of the Flesch-Szigriszt index (IFSZ) of readability, in a range from 0 to 100 points, and a descriptive level of readability on a Likert scale with 5 lev-els, from very easy to very difficult to understand. 

Therefore, the current research had the following objectives: 1) to formu-

late a quality index that allows for an easy assessment of the quality of health websites, 2) to validate said quality index by evaluating the quality of Spanish-language websites that host information related to rare childhood ocular dis-eases leading to visual impairment, and thus assess their suitability to foster the health literacy of patients and/or their families. 

2. Methodology 

To objectively document the quality of the websites and assess their suitability as health literacy tools, the Bermúdez questionnaire was used as the gold stand-ard (Bermúdez-Tamayo et al., 2006) and, in parallel, a new website quality in-dex was formulated based on objective and easily identifiable reliability and readability criteria. 

The  recommendation  of  Bernstam et  al.  (2005)  regarding  the  conven-

ience of using a maximum of 10 simple criteria was intentionally followed, with a double purpose: to overcome the drawbacks arising from the multiplicity of criteria to be assessed and the extension of the measurement scales discussed above, and to facilitate the assessment from the perspective of a common user. 

It is hypothesised that it is possible to develop a tool that eases an objec-

tive  evaluation  of  the  quality  of  websites  containing  health  information  and that, with this tool, the quality of the sites analysed in this study will be low.  

2.1. Quality Dimensions and Indicators 

After conducting a comprehensive review of the topic, it was deemed ap-

propriate  to  develop  a  new  index  to  rank  and  compare  healthcare  websites based on their quality scores, taking into account two dimensions: reliability 
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and readability. Reliability was assessed using seven binary indicators (pres-ence/absence), while readability was assessed using three indicators: one of them derived from the  descriptive levels of  the IFSZ (Barrio, 2007), and the other two binary. 

All the indicators are defined in Table 1. The variables were operationalised by assigning a discrete score to each indicator, thus transforming the quality di-mensions into quantitative variables. 

Table 1. Dimensions and indicators of website quality 

Dimension                      Indicator                          Score 

Ownership: details of the agents responsible for the site 

are specified. 

Authorship: the author(s) of the information are identified. Update: specifies the date the content was published or 

last updated. 

Reliability        Citing sources: sources of information and/or references      0 No are provided. 1 Yes 

Privacy Policy: explicitly stated. 

Contact person: the option of contacting (by phone, e-

mail, etc.) is offered. 

Absence of conflict of interest: no commercial relationship, advertising, etc. is explicitly stated, identified or implied. Linguistic readability: based on the Flesch-Szigriszt Index  0 Very difficult 

(IFSZ). This descriptive scale is transformed into discrete  1 Quite difficult 

scores according to difficulty level.                              2 Normal 

3 Quite easy 

Readability  4 Very easy 

Accessibility options: font size, background, etc. may be 

adjusted.                                                     0 No      Illustrative elements: contains drawings, graphics, im-        1 Yes ages, etc., that clarify or complement aspects of the text. 

Source: Own elaboration. 

2.2. Synthetic Quality Index (SQI) The parameter used to assess website quality is called the Synthetic Quality In-dex (SQI). It is an interval scale derived from the arithmetic sum of the scores for total reliability (CONF) and total readability (LET) (Table 2). Thus, possible SQI scores range from 0 to 13 (SQI=CONF+LET).    
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Table 2. Description of the SQI quality dimensions

Dimension                            Description 

Interval  scale  obtained  from  the  arithmetic  sum  of  the  scores  for 

Total reliability  each  reliability  indicator  (presence,  1  point;  absence,  0  points). 

CONF             Range: 0 to 7 points. 

Interval scale obtained from the arithmetic sum of the IFSZ reada-

Total readability  bility scores (from 0 to 4 points depending on the descriptive level) 

LET  and the presence (1 point) or absence (0 points) of the other read-

ability indicators. Range: 0 to 6 points. 

Source: Own elaboration. 

To facilitate the interpretation of the SQI, websites may be classified into 

three descriptive quality levels (DQLs): low, moderate, and high. The thresholds for distinguishing between levels were set at half of the achievable score both for the quality dimensions, and the SQI, and rounded up for non-integer num-bers (i.e., 4 points for CONF, 3 points for LET, and 7 points for SQI). Thus, the SQI cut-off score to distinguish a low DQL from the rest was set at SQI<7, with SQI 7 reserved for high and moderate DQLs. To distinguish between high and moderate  DQLs,  the  reliability  and  readability  thresholds  mentioned  above were considered: websites were classified as having a high DQL when, in addi-tion to obtaining an SQI score of 7, they simultaneously achieved CONF scores of 4 and LET scores of 3; when SQI 7 but CONF<4 or LET<3, the website was classified as having a moderate DQL. 

2.3. SQI Validation 

To validate the SQI, a cross-sectional, observational study was conducted using Spanish-language websites with information on rare childhood ocular diseases associated with visual impairment. The search was carried out in March 2019 and narrowed down to nine diseases. The keywords used were: ocular albinism, aniridia, congenital cataract, cerebral visual impairment (or cortical visual im-pairment, or cortical blindness), congenital glaucoma, optic nerve hypoplasia (or  septo-optic  dysplasia),  retinopathy  of  prematurity,  retinitis  pigmentosa, and Stargardt disease. 

The Google Spain search engine was used, configuring the search with 10 

results per page, Spanish language, and time interval from 2008 to 2018. The purpose was to emulate the typical behaviour of a lay person. Therefore, in all cases, data were collected from the first 30 records for each disease; in similarly orientated research, a maximum of 10 to 50 entries is commonly considered sufficient (Bea-Muñoz et al., 2016; Pauer et al., 2017). The sample for analysis included  freely  accessible  websites  with  information  in  Spanish  on  the  nine 
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diseases mentioned. Search results were excluded if the website required reg-istration to access it, or contained PDF documents, images, videos, PowerPoint presentations, duplicate entries, sites with exclusively commercial content or with unrelated information, as well as broken links.  

Additionally, data were collected and categorised regarding the website’s 

country of origin, target population (general public, children/adolescents, pa-tients/family members, healthcare professionals), the type of information pro-vider (personal website; patient/family member organisation; medical institu-tions; other institutions or governmental or college bodies; optical, optometry, or low vision service providers; online health encyclopaedias), the type of in-formation  provided  (description and/or symptoms,  diagnosis,  treatment,  re-search, general advice, psychosocial advice), whether the site was endorsed by a website trust seal, and whether it provided accessibility options. 

2.4. Data Analysis 

Minitab 18 Ink software (Minitab Ltd., Coventry, UK) was used for the data anal-ysis, with a significance level  = 0.05 (p<). The Pearson correlation coefficient was used to validate the SQI, comparing scores obtained with the Bermúdez questionnaire and the SQI. 

To analyse the quality of the selected web pages, frequency counting was 

performed  for  categorical  variables,  and  the  Ryan-Joiner  normality  test  and measures of central tendency and dispersion were used for the numerical qual-ity variables, CONF, LET, and SQI. A bivariate analysis was performed using the Student’s t-test and ANOVA, and Fisher’s exact test was employed to analyse the relationships between categorical variables. 

3. Results 

Considering that the search strategy targeted the first 30 results for each key-word, up to 270 records could potentially be obtained, which, considering the application of the inclusion and exclusion criteria, resulted in a final sample of 133 websites (Figure 1).  
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Figure 1. Selection process of the websites included in the analysis

 

Source: Own elaboration (ALBI, albinism; ANIR, aniridia; CC, congenital cataract; DVC, 

cerebral visual impairment; GLC, congenital glaucoma; HNO, optic nerve hypoplasia; ROP, 

retinopathy of prematurity; STARG, Stargardt disease, RP, retinitis pigmentosa). 

3.1. SQI Validation 

To assess the suitability of using the SQI, all web pages in the sample were eval-uated using the validated Bermúdez questionnaire, obtaining an average score of 36.2 5.9 (out of 54 points), which denotes moderate quality according to the questionnaire interpretation rules. 

When calculating the Pearson correlation coefficient between the SQI and 

the Bermúdez score, a positive and relatively strong relationship was found be-tween the two assessment instruments (r=0.676; p<0.001), with the SQI offer-ing the advantage of simplicity. Thus, the results support the SQI as a valid tool for easily assessing the quality of healthcare websites. 

3.2. Quality Variables in the Analysed Web Pages The distribution of data for the CONF, LET and SQI variables among the selected web pages was normal (p>0.100). Table 3 shows the measures of central ten-dency and dispersion for these variables. The average SQI score denotes a low DQL (SQI<7 points), with an average value for CONF close to the threshold (4 points), and an average value for LET under the threshold (3 points).  
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Table 3. Description of the quality variables

Variable       Mean (SD)        score Minimum      Maximum score 

SQI                6.73 (1.68)                3              11 CONF             4.30 (1.45)               0               7 LET                2.43 (0.84)                1                5 

Source: Own elaboration (SD, standard deviation) 

Figure 2 illustrates the distribution of SQI scores: almost half of the web 

pages analysed had a classification of a low DQL (47%, n=62; SQI<7), and only a third of them were classified as having a high DQL (n=45), i.e., they simulta-neously met the SQI 7, CONF 4, and LET 3 criteria. 

Figure 2. Distribution of SQI scores in the analysed sample
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Regarding overall reliability, one-third of the evaluated pages obtained a 

CONF score below 4 points, and only 20% of the sample achieved a score of 6 points or higher. The least frequently used reliability indicators were author-ship (40%), citing sources (40%), and the explicit declaration of absence of con-flicts  of  interest,  or  commercial,  advertising  or  sponsorship  relationships (38%). Regarding overall readability, more than half of the web pages in the sample did not achieve a LET score of 3 points (55%). Forty-three per cent of the analysed web pages were classified as having a quite difficult INFLESZ lin-guistic readability level (n=57), and only 29% of them provided accessibility options for people with visual impairment. 
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3.3. Categorical Variables and their Relationship with Quality 

Variables 

The majority of the websites were geared towards the general public (78.2%), with 17% specifically for patients and/or their families (n=23). Despite contain-ing information related to visual impairment in children and adolescents, none of the 133 websites in the sample were specifically targeted at this population group. 

Regarding the nature of the information provider, 30% of the websites 

were identified as belonging to medical institutions, 18% to professional asso-ciations, colleges or public entities, and 15% to patient and/or family member organisations.  Only  those  belonging  to  professional  associations,  colleges,  or public entities and those belonging to  online health  encyclopaedias could be classified as having moderate and high DQLs. 

While more than 90% of the records contained a description of the dis-

ease  and  some  information  on  symptoms,  causes,  and  diagnosis,  just  over  a third provided information related to research or psychosocial advice or guid-ance.  This  type  of  information  was  significantly  more  common  on  patient and/or family member websites than on generic websites (p<0.05). 

The country of origin of 77 of the 133 websites included in the analysis 

was Spain  (58%),  but  the  selection also  included Spanish-language  websites from  the  United  States  (30%),  Latin  American  countries  (6%),  and  Europe (6%). When comparing the mean SQI values between the set of websites from Spain and those from other countries, it was found that the former obtained a significantly  lower  SQI  score  (6.18 1.52  vs.  7.48 1.61;  p<0.001);  with  the Bermúdez questionnaire, the results were in the same direction (p=0.002). Con-sidering the DQL, the ratios from Spain vs. other countries were 2:1 for the low level (p<0.001), 1:2 for the moderate level (no statistical significance), and 3:5 for the high level (p=0.028). When analysing the possible reasons for these re-sults, significant differences in the CONF score (p<0.001) were found, given a general absence of information related to page updates, authorship, source ci-tation, and declaration of absence of conflict of interest. Paradoxically, linguistic readability scores were found to be significantly lower for the Spanish-language pages (p=0.001). However, when considering total readability (LET), the scores did not reach the 3-point threshold, nor were there significant differences, re-gardless of the country of origin. 
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4. Discussion 

Examining compliance with quality criteria using tools such as the JAMA crite-ria or DISCERN questionnaire is a complex task; even the Bermúdez question-naire is difficult to use and interpret. The presented work proposes an index to objectively assess the quality of websites, the SQI, with only two dimensions (reliability and readability). Therefore, its interpretation is simple,  as it pro-poses a qualitative scale with three descriptive quality levels.   

The piece of work was developed from the hypotheses that it would be 

possible to simplify the evaluation process of websites containing health infor-mation, and, on the other hand, that the quality of the analysed websites would be low, as documented with other health conditions. The correlation between the SQI scores and those of the validated Bermúdez questionnaire, when evalu-ating  the  web  pages  in  the  sample,  denotes  a  moderate-high  agreement  be-tween both tools. Obtaining and interpreting the SQI can be, comparatively, less complex, faster, and easier. With the SQI, it was found that, overall, the quality of the analysed web pages was low, as reported in similar pieces of research (Bea-Muñoz et al., 2016; Oloidi et al., 2020; Pauer et al., 2017; Tahir et al., 2020). The web search strategy was useful to know the type of information the general population accesses when browsing online for rare childhood ocular diseases in the Spanish language. In addition, the value of these websites as health liter-acy tools may be debatable. 

Some unexpected findings were observed: although the websites in the 

sample contained information on ocular diseases that occur in childhood and adolescence,  none  were  found  to  be  specifically  targeted  at  this  population group. It may be assumed that younger children will not search for information about their vision condition on the internet, but they may do so around the age of 10 or 12. At this age, they become fully immersed in online use and are con-solidating the cognitive skills necessary to search for health information and answers to their specific concerns, as well as to understand this information. In the analysis that Franck et al. (2008) conducted on the queries received on a UK National Health Service website containing health information aimed at chil-dren and adolescents, it was found that the majority of queries were made by adolescents (64%). Similarly, Park and Kwon (2018), in a systematic review on health-related internet use in children and adolescents, found that in 53% of the studies the participants (children and adolescents) had used the internet for health-related queries. 

Besides that, it was found that more than 70% of the websites analysed 

did not include accessibility options; if the website is accessed by children or 
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adolescents  with  visual impairments,  this may create  an additional  obstacle. The regulation on accessibility guarantees for websites and mobile applications in Spain is included in Royal Decree 1112/2018 (BOE (Boletín Oficial del Estado [Official Spanish State Gazette]), 2018), which solely applies to websites and apps of public sector organisations and private entities related to the Health Authority that provide public services or are financed with public funds. There-fore, in other areas not related to the Health Authority, internet users are un-protected from discrimination based on disability. 

Finally,  it  was  found  that  websites  from  Spain  obtained  a  significantly 

lower SQI score than those from other countries. To explain this, the CONF and LET dimensions and their indicators were explored. On websites from Spain, the presence of some reliability indicators and the linguistic readability score were  significantly  lower.  Comparing  the  average  word-to-sentence  ratios,  it was found that websites from Spain used more subordinate clauses (17.4 11.8 vs. 13.2 2.9; p=0.004). A plausible explanation is that the majority of websites from other countries were from the United States, where, due to the large Latin American population, it is common to find material written in both English and Spanish, and there is a particular sensitivity to the cultural adaptation of con-tent using plain language. In any case, the fact that almost half of the pages an-alysed were categorised as having a somewhat difficult linguistic readability level (corresponding to secondary school textbooks and specialised press) im-plies that they require an excessive level of reading competence for the general public, calling into question their potential usefulness. Publications assessing online information on health topics commonly reach the same conclusion (Ay-oub et al., 2019; Bea-Muñoz et al., 2016; Kloosterboer et al., 2019; Williams, 2016). 

The  websites  of  professional  associations,  colleges  and  public  entities 

were classified as being high or moderate in quality, but the same was not true for the sample of medical institution websites. Their weakest points in terms of reliability were the lack of explicit conflict of interest declarations (present on only 2% of the websites), the lack of citation of other information sources (pre-sent on 22% of the websites), the lack of authorship details (present on 29% of the websites), and the lack of accessibility options (present on 20% of the web-sites);  this  trend  is  in  line  with  previous  studies  of  similar  orientation (Kloosterboer et al., 2019; Oloidi et al., 2020). 

Regarding the type of information provided, only a third of the pages of-

fered psychosocial advice or guidance. As in Pauer et al. (2017), patient and/or family  member  organisation  websites  most  frequently  provide  this  type  of 
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information, reflecting the very reason for their existence. The need to access this kind of information is a recurring theme in publications exploring the needs of families with children with visual impairments (Correa-Torres & Zebehazy, 2014; Enoch et al., 2021). 

The percentage of websites in the sample with trust seals is apparently 

low (25%), but similar to that reported by Weymann et al. (2015) in their anal-ysis of the quality of websites on type II diabetes (23%), and much higher than reported by Pauer et al. (2017) on websites on rare diseases (6%). Websites with a trust seal have significantly higher SQI values than those without them (7.75 vs. 6.41, p<0.001), a fact that may be explained considering that some of the indicators included in the SQI are required to obtain a trust seal. However, a direct relationship cannot be established between the poor quality of websites and the absence of trust seals, as it must be taken into account that the request for this type of accreditation is voluntary, and it involves a financial cost. Fur-thermore, website trust accreditation processes do not evaluate the informa-tive content of the pages so, similarly, a relationship cannot be established be-tween  the  rigour  of  the  information  they  host  and  the  presence  of  a  seal (Padilla-Garrido et al., 2016). 

Finally, this study was not devoid of limitations: the use of the SQI repre-

sents an advantage over other tools for assessing the quality of healthcare web-sites, due to the ease of both verifying indicators and interpreting results. How-ever, although the choice of reliability and readability indicators is based on exhaustive research of the topic, it is not without some arbitrariness, and there is a risk that the desire for synthesis may have led to oversimplification. Never-theless, the relatively good correlation between the quality score obtained with the SQI and with the validated Bermúdez questionnaire suggests that the SQI fulfils its function. Furthermore, by limiting the evaluation of the quality of web-sites to reliability and readability, the actual quality of the information they con-tain is not assessed. While with common diseases this assessment may be per-formed by contrasting the available information with that published in medical guides or checklists, the very nature of these rare diseases precludes this ap-proach, an aspect that can also be interpreted as a limitation. Finally, consider-ing that renewal and change are constant on the internet, this type of study with the characteristics presented may not be 100% repeatable after the date of its completion. Accordingly, the procedure followed has been meticulously docu-mented, including the precautionary step of examining the first 30 results for each keyword. The resulting sample, comprising over 130 web pages, thus sug-gests that the conclusions drawn will remain valid in a not-too-distant future. 
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Moreover, should this study, or similar research, contribute to the improved evaluation of web page quality in the coming years by prompting the correction of existing shortcomings, any subsequent reduction in the validity of these con-clusions would nonetheless represent a constructive outcome. 

5. Conclusion 

The SQI has proven to be a valid index that is easy to use and interpret. Using this index to analyse the quality of Spanish-language websites containing infor-mation related to rare childhood ocular diseases revealed low quality, either in terms of reliability or readability. The limited presence of accessible websites and the absence of websites specifically targeted at children and adolescents are noted. 

For all these reasons, the potential of these websites as literacy tools for 

affected individuals and/or their families is considered limited. In light of this, it is recommended that health information providers, especially medical insti-tutions, include trust indicators such as authorship, the citation of sources, date of last update, and declaration of absence of conflicts of interest; employ sim-pler and shorter sentences and more straightforward language; and ensure ac-cessibility. 
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Abstract: The Internet is an important source of information for individuals with rare diseases and/or
their families. The aim of the study was to develop and validate an index to easily assess the quality
of Spanish-language websites providing health information, the Synthetic Quality Index (SQI). The
validation of this tool was conducted by analysing a sample of web pages containing information on
rare childhood ocular diseases (RCOD) that lead to visual impairment. The SQI has proven to be less
complex to use and interpret than other instruments. The results suggest that the quality of analysed
websites is not satisfactory, which may negatively impact the health literacy of the affected individuals
and their families.
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Resumen: Internet es una fuente importante de informacién para las personas con enfermedades
raras y/o sus familiares. El propésito del estudio fue formular y validar un indice para valorar de forma
sencilla la calidad de los sitios web en espaiiol con informacion sanitaria, el indice Sintético de Calidad
(ISC). La validacién se llevé a cabo analizando una muestra de paginas web con informacion sobre
enfermedades raras oculares infantiles (EROI) que conllevan discapacidad visual. El ISC ha demos-
trado ser mas facil de utilizar e interpretar que otros instrumentos. Los resultados sugieren que la
calidad de los sitios web analizados no es buena. Ello puede repercutir en el nivel de alfabetizacion en
salud de las personas afectadas y sus familiares.
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