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Preface 

The World Health Organization estimates that over 1 billion people live with some form of disability. This 
corresponds to about 15% of the world population, with up to 190 million (3.8%) of people aged 15 and over. 
The number of people with disabilities is increasing, also due to the progressive aging of the population and 
the increase in chronic health conditions. Disability is extremely varied, and some associated clinical 
situations can result in pathological conditions that require extensive health care needs. However, in general, 
all people with disabilities, as well as all other citizens, have the right to access traditional health services. 
Although Article 25 of the United Nations Convention on the Rights of Persons with Disabilities (CRPD) 
reinforces the right of persons with disabilities to achieve the highest standards of health care, without 
discrimination, in the reality still few countries provide adequate and quality services. 

Furthermore, very few countries collect disaggregated data by disability in the health sector and this has 
become much more evident and burdensome during the emergency caused by COVID-19: there has been 
no consistent inclusion in the responses put in place to control the pandemic. People with disabilities do not 
always receive adequate support, on the contrary they are often exposed to risks with serious consequences 
of contracting COVID-19; develop severe COVID-19 symptoms, have a worsening of your health during and 
after the pandemic (1). 

Focusing attention on the national territory, Istat estimates that 3.1 million disabled people are in Italy, 
5.2% of the resident population. Of these, almost 1.5 million is represented by the elderly over 75 (i.e., more 
than 20% of the population in that age group). If we also add to this number the people who declare they 
have minor limitations, the total number of people with disabilities in Italy rises to 12.8 million. There is talk 
of quite different types of disabilities, ranging from the highest degree of difficulty in the essential functions 
of daily life, to much milder limitations, also including chronic diseases such as diabetes, heart disease, 
chronic bronchitis, liver cirrhosis or malignancy, senile dementias, behavioural disorders, rare diseases (2, 
3). 

It is evident that for such a large group of citizens with specific needs and fragility, technological 
resources represent an indispensable tool for the continuity of care / therapy and in the COVID-19 era they 
are transformed into a real lifebuoy. Therefore, the accessibility and use of these technologies are not only 
current issues, but even vital because they can make a difference. 
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Presentation of the study 

During the current COVID-19 pandemic, all technologies, and in particular digital ones, are experiencing 
a significant boost, especially those in communication, a fundamental need considering the social distancing 
imposed as a containment measure. 

In many cases, the digital systems available, both general and specialized, have the potential to support 
fragile people with disabilities, chronic diseases, and rare diseases in the continuity of care, guaranteeing 
them a condition of safety thanks to social distancing. 

These technologies can now be integrated through solutions based on mobile health (mHealth) and 
electronic health (eHealth) thanks to the network connection, but often accessibility and their use is 
prevented or limited by a series of factors (4, 5): 

 social; 

 economic; 

 cultural; 

 technological resources; 

 obstacles due to health conditions. 

The COVID-19 pandemic and the consequent obligation of social distancing has offered a great stimulus 
for the development of digital technologies for the continuity of treatments and cures, however, the limits to 
effective access to these digital technologies have often exacerbated the disparity (6), accentuating the 
difficulties that “frail people”, their families and caregivers face daily. In this context, the expression “frail 
people” includes, in this case, all people with disabilities, rare or chronic diseases who share concrete social 
and health needs. 

Understanding the state of the art in the availability and access to technologies, outlining and quantifying 
the related problems, allows you to plan targeted and adequate interventions. 

For this purpose, the National Center for Innovative Technologies in Public Health (Centro Nazionale 
Tecnologie Innovative in Sanità Pubblica, TIPS) together with the National Center for Rare Diseases (Centro 
Nazionale Malattie Rare, CNMR), with the collaboration of the Press Office of the Istituto Superiore di Sanità 
(ISS), and internal and external experts of the ISS, has developed an online survey entitled “Technologies 
to support frailty, disability and rare diseases: the COVID-19 experience”. 

The questionnaire, launched on 15 September 2020 and addressed to frail people and caregivers, was 
aimed at knowing which technologies were used (during the period of the first emergency phase) and their 
real usability, simultaneously highlighting the shortcomings in terms of needs and requirements that have 
not been reflected in the range of tools available to date. The results of the survey made it possible to acquire 
useful elements to rethink some paths and strategies to improve information and technological support and 
make available resources better known, useful not only in emergency moments such as the one we are 
experiencing, but also and above all for periods of “normality”, radically influenced and modified by such 
extraordinary situations (post COVID-19). 

The first objective of the survey was therefore to identify which technologies were used during home 
isolation and physical and social distancing, to carry out, where possible, daily activities (work, school, etc.) 
and health and social-health treatments, in a period in which all facilities and services have been closed or 
suspended. For this purpose, questions relating to innovative technologies were envisaged as tools for 
maintaining or improving the general health conditions, functional status and degree of autonomy of the 
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person; but also, questions relating to the use of social networks or applications (APP) aimed at socialization 
and interaction. 

The second objective was to monitor and identify the real accessibility and usability of the technologies 
currently available by “frail people”, their families and caregivers. 

The questionnaire, filled in anonymously, has two sections: 

 in the first, the direct experience of the fragile person was collected. The answers could therefore be 
provided by the person concerned, or in case of impossibility by a family member, a caregiver, or a 
representative of an Association. 

 In the second, the opinions of any family member, caregiver or representative of the Association who 
provided support in filling out the fragile person were collected. The full survey is provided in the 
Appendix. 

https://drive.google.com/file/d/1ZP0fi8s9b6DltOEWlFDMu5LcBcX_Dt_V/view?usp=sharing 

 

The survey, carried out in full compliance with current privacy legislation, was opened on September 15, 
2020 and closed on November 30, 2020. 

The dissemination took place through the web pages of the ISS site, the thematic site of the Ministry of 
Health (www.malattierare.gov.it), and Uniamo - Federation of rare diseases (www.uniamo.org); furthermore, 
news was given via the ISS Rare Diseases Toll-Free Telephone, the sites of reference associations such 
as the Interregional Working Group for the Electronic and IT aids for the disabled (GLIC) and the Scientific 
Association for Digital Health ) and social media, such as Facebook, Linkedin, Twitter and Instagram of 
various entities and institutions. 

For a correct interpretation of the data, it should be borne in mind that the method of dissemination and 
collection of the data constituted a selection bias, since only people who had access to the Internet answered 
the questionnaire (in some cases even supporting less familiar people with mobile technology), which 
therefore affected the number of respondents.  

https://drive.google.com/file/d/1ZP0fi8s9b6DltOEWlFDMu5LcBcX_Dt_V/view?usp=sharing
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Choice of electronic survey tool and its development 

Choice of method 
The survey is now an important tool for investigating numerous issues in various fields, including science. 

A crucial aspect to consider is that of the administration and collection of data which, especially in the case 
of complex surveys with a lot of information, can be difficult to manage. 

Also in this case, technology has made it possible to make great progress, overcoming numerous typical 
problems of paper tools, such as: 

 difficulty in reaching the subjects involved; 

 difficulty in remote administration; 

 difficulty, with a higher risk of error, in manually entering data into databases appropriate for analysis 
(e.g., Excel). 

Today these obstacles are overcome by electronic surveys or online surveys, which allow to reach the 
target subjects through the most common web communication tools (e-mail, social media, etc.) by simply 
sending a link that allows direct access to the survey. and provides preliminary results in real time. 

Furthermore, in the specific case of the COVID-19 emergency context, the online survey was also able 
to overcome the need for social distancing. 

Technological insights 
Today there are several electronic survey applications made available by the great IT giants, such as 

Microsoft and Google. 

In this study, Microsoft Forms was chosen, which is available in the Office 365 suite provided to the staff 
of the Istituto Superiore di Sanità and which for this reason respects the IT security aspects required by 
current regulations from a systems point of view. 

The proposed survey is accessible via: 

 Internet link representing a mirror version and identical (with all ramifications) to the submitted copy 
(now closed and no longer reachable): 

https://forms.office.com/Pages/ResponsePage.aspx?id=DQSIkWdsW0yxEjajBLZtrQAAAAAAAAAA
AAZAAOUXdFhUNjkwQ0ZVRjhVWlVQVVVNTU1SSTlNTklZOC4u 

 Quick Response Code (QR Code), if you have only the paper version of this document and you have 
a Quick Response Reader available on your smartphone (Figure 1). 

The following modules were used: 

(a) single choice question; 
(b) multiple choice question; 
(c) evaluation question (with a 6-level psychometric scale); 
(d) Likert question (https://it.surveymonkey.com/mp/likert-scale/) with a 6-level psychometric scale; 
(e) open-ended questions (in a few cases). 

https://forms.office.com/Pages/ResponsePage.aspx?id=DQSIkWdsW0yxEjajBLZtrQAAAAAAAAAAAAZAAOUXdFhUNjkwQ0ZVRjhVWlVQVVVNTU1SSTlNTklZOC4u
https://forms.office.com/Pages/ResponsePage.aspx?id=DQSIkWdsW0yxEjajBLZtrQAAAAAAAAAAAAZAAOUXdFhUNjkwQ0ZVRjhVWlVQVVVNTU1SSTlNTklZOC4u
https://it.surveymonkey.com/mp/likert-scale/
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As regards the questions with open answers, given the potential heterogeneity of the answers that can 
be obtained also in terms of relevance and punctuality, a more detailed and targeted analysis is envisaged 
subsequently also based on any feedback to this document and other planned public dissemination 
initiatives. 

As regards the questions of type (c) with 6-level evaluation and the Likert of which in (d) (e.g., Question 
23) with sub-questions at 6 levels it was possible to assign a minimum score of 1 and a maximum of 6 
therefore the value theoretical mean (MT) is 3.5. This value can be referred to by comparison in the analysis 
of the answers. An average response value below MT indicates a more negative than positive response. An 
average value above MT indicates a more positive than negative response. 

 
Figure 1. QR Code of the questionnaire 

 

 

 

  



5 

Results and analysis of the answers  
of the questionnaire 

This document illustrates the preliminary assessments of the investigation. Further assessments will be 
made in a subsequent publication. To facilitate the reader, the results are reported, question (Q) by question, 
and then, the questions (in some cases merged) that have been developed in the analysis are listed with 
the related answers and considerations. 

Q1. Agree to partecipate 
The survey was opened by 353 participants, of which 350 consented to the compilation. 313 were frail 

people or people who answered on their behalf. 

Q2. This survey is compiled with the support of 
This question offered the possibility of being supported by another person during the compilation. Table 

1 shows who completed the survey, i.e. who physically entered the data. 

Table 1. Information on who physically entered the data in the survey 

Compiler Numer of answers 

Familiar  66 
Caregiver  26 
Representative of the Association  11 
It was compiled independently 247 

Q3. First part of the questionnaire – The data that are required in this first part are those 
relating to the fragile person who declared: “I have understood” 

The question was asked for the simple purpose of reiterating that the information requested in this first 
section concerned the frail person, therefore it represents a reminder to avoid that the compilers, in the 
event that the questionnaire was not completed independently by the interested party, would reply own data. 
Everyone has read and declared that they have understood. 

Q4. Gender 
The most represented gender is the female one with 200 responses, against 112 for males. Only in one 

case was the “other” box checked.”.  

Table 2. Gender of respondents 

Gender Number of answers 

Males 112 
Females 200 
other 1 
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Q5. Age 
The average age of frail people is 32.4 years with a maximum age of 79 and a minimum age of 2 years. 

Q6. Municipality of domicile and Q7. Province and region of domicile 
Questions 6 and 7 were answered with greater participation from Lazio (63%) and Lombardy (24%), 

which represent two important regions both as regards the evolution of COVID-19 and for the presence of 
important cities and metropolitan areas. and for industrial and public administration activities. The detail is 
complex and these questions, as anticipated, are part of the group of questions subject to future 
investigation. 

Q8. Was the domicile in a red classified area? 
Only 61 participants (19.5%) declared to be domiciled in a red zone with reference to the period 15 

September-30 November. 

Q9. Do you have a disability / handicap / frailty?  
Q10. Do you have a rare disease? 

All respondents to this part of the survey reported having a disability / handicap / frailty, of which 51.1% 
(160) reported having a rare disease (Q10). Clinical conditions or pathologies of reference have been 
specified, but these data are being developed and will be discussed and illustrated in a subsequent 
publication. 

Q11. Indicate the type of frailty / disability / disease 
This question required specifying the type of frailty / disability / disease, also providing for the possibility 

of selecting multiple answers. Table 3 illustrates the main results by macro categories, but it is necessary to 
bear in mind that numerous comorbidities have been reported in the item other (i.e., the presence of multiple 
diseases or disorders), including many oncological pathologies. The more in-depth analysis with the details 
of comorbidities and further information on health conditions (question Q12 “Enter here further information 
on your disability / handicap / frailty and your disease”), will be the subject of a subsequent publication. 

Table 3. Types of fragility that emerged 

Types of frailty Numer of answers 

Physical education 170 
Cognitive 48 
Visual sensory 17 
Auditory sensory 13 
Sensory of another kind 24 
Communication disturbances 28 
Specific learning disorders 14 
Other 192 

Q13. What is your educational qualification? 

As shown in Table 4, 36.1% (113) of the respondents obtained a secondary school qualification, 27.8% 
achieved a degree and 6% (19) a doctorate or specialization degree. Only 21 people declared that they did 
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not have any qualifications, specifying in some cases in the “other” field that they had only attended 
kindergarten. 

Table 4. Respondents' educational qualifications 

Educational qualifications Number of answers 

Elementary school 25 
Middle school 48 
High school 113 
Three-year degree  26 
Master’s degree 61 
Doctorate and / or specialization 19 
Other 21 
Total 313 

Q14. Are you a student now? Q15. What school / courses do you attend? 
To these questions, 54 respondents gave a positive answer, detailing the school or courses attended in 

Table 5. 

Table 5. School / course attended by those who replied that they were a student 

School/course attended Number of answers 

Kindergarten school 1 
Elementary school 12 
Middle school 8 
High school 21 
Three-year degree  7 
Master’s degree 5 
Doctorate and / or specialization 0 
Total 54 

Q16. Do you have an IT tool (PC, tablet, smartphone)? 
Only one interviewee said he had no tools, confirming that technology is now an integral part of life and 

daily life for all of us.  

Q17. During the period of home isolation, did you hear from your friends over the 
network? 

This question, which had a rating with a score of 1 to 6, returned a predominantly positive answer. The 
analysis of the data, in fact, defined a theoretical average value (MT) of 3.8> MT, corresponding to “more 
yes than no”. In fact, an average value greater than 3.5 (MT) indicates a position oriented towards a “more 
yes than no” (a predominantly positive response), on the contrary an average response value of less than 
3.5 indicates a position oriented towards a “More no than yes”.  

Q18. Through which tools are you in contact with school mates and / or school teachers? 
Using a Likert scale, with a value from 1 to 6, several tools have been proposed. Among these, only 

WhatsApp exceeded the MT with 4.3. 
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Q19. Current employment situation 
The work situation relating to the 313 participants is detailed in Table 6, which also highlights the cases 

of non-applicability represented, for example, students and / or children not yet involved in work paths. 

Table 6. Work situation of the respondent 

Work situation Number of answers 

Unemployed 41 
Umployed 162 
In layoffs 2 
Retired 34 
Working student 5 
Not applicable 69 

Q20. What is your job? 
Of the 169 respondents with a job (including 2 on layoffs), 86.39% claim to be an employee. Table 7 

specifies the working conditions. 

Table 7. Type of work carried out by those who declared to work 

Type of work carried Number of answers 

I work for a public administration 107 
I work for a company 39 
I am a freelancer 7 
I am an entrepreneur in the trade, industry and craft sector 3 
Other 13 

Q21. Have you ever done smartworking? 
70.41% (119) of responding workers carry out their activities in an agile way. Although it is a fairly high 

percentage, it is surprising that it is comparable to the percentage found generically in the public 
administration, even if they are frail workers. 

Q22. Did you start smartworking during the isolation period for the pandemic? 
The data confirm that the emergency context has given a big boost to smart working, in fact almost 90% 

(107 out of 119) started this way of working during the pandemic. 

Q23. What kind of IT tool do you use? 
Table 8 illustrates the most used IT tools. The question allowed to indicate more than one choice. To the 

answer Other, most declared that they only have the traditional mobile phone (which does not allow the wide 
functionality of the smartphone) and in one case no instrument.  
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Table 8. Type of IT tool used (it was possible to indicate more than one) 

Type of IT tool used Number of answers 

Tablet  65 
Smartphone  95 
Personal computer  149 
Other 16 

Q24. Do you use social networks and / or messaging tools (or chat) for your contacts with 
friends, relatives or other people / bodies (e.g., Facebook, WhatsApp)? 

Over 90% of respondents stated that they use social networks and/or messaging applications as 
socialization tools (as illustrated in Table 9). This result is not surprising, especially in the emergency context, 
which severely limited interpersonal relationships “in presence”. 

Table 9. Respondents’ use of social networks 

Answers Number of answers 

Yes 282 
No 31 

Q25. If so, which ones? 
As highlighted in Table 10, WhatsApp is by far the most used tool, followed by Facebook and Messenger. 

Table 10. Social network used (it was possible to indicate more than one) 

Answer Number of answers 

Facebook  189 
WhatsApp  276 
Twitter 36 
Messenger  130 
Instagram  64 
Snapchat 3 
Other 31 

Q26. Do you use generic apps that proved useful during periods of isolation (other than 
messaging and social networking apps in the previous list and those specific to 
disability)? 

Q27. Space dedicated to generic Apps deemed useful and to IT tools (smartphones, 
tablets, PCs, etc.) used 

Only 100 out of 313 people declare that they use generic apps, and it is not surprising that among these, 
as evidenced by a preliminary analysis of the Q27 demand, those for videoconferencing stand out, also in 
consideration of the fact that the period has given a strong impulse to agile work and distance learning. 
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Q28. Do you use support Apps specific for your disability /handicap / frailty? 
Q29. If yes, indicate which App, together with the IT tools used (smartphone, tablet, PC, 

etc.)  
Only 35 out of 313 people use a support App for their frailty or disability, and in particular (D29) the use 

of a wide variety of tools emerges, ranging from the category of cognitive games (7 cases) up to the category 
of App for monitoring physical activity (3 cases) and to the category of applications supporting word 
processing (e.g., dictation) in the remaining cases. 

Q30. During the home isolation phase, were the interventions (motor and cognitive 
rehabilitation, remote rehabilitation, neurorehabilitation, etc.) carried out through 
remote assistance services? 

Table 11 shows how extraordinarily little use was made of remote assistance services, most of the 
interviewees, in fact, replied “no” or that “they were not available” (90.76%). Only 9.26% of participants were 
able to use these services, an extremely low percentage, which places this among the critical aspects to be 
addressed urgently. 

Table 11. Answers relating to the use of remote assistance services 

Answer Number of answers 

Yes 29 
No 203 
Not available 81 

Q31. The interventions took place through… 
The results are shown in Table 12: in the “other” field the video-conference mode has been indicated 

several times.  

Table 12. Details of the type of remote assistance service received 

Interventions provided Number of answers 

Motor telerehabilitation 9 
Cognitive telerehabilitation 8 
Neurological telerehabilitation 4 
Other 8 

Q32. Additional space dedicated to the description 
The results collected for this question are being processed and will be illustrated in a subsequent study.  

Q33. Have the interventions (motor and cognitive rehabilitation, remote telerehabilitation, 
neuro rehabilitation, etc.) administered in ways other than theusual ones created 
problems for you? 

As shown in Table 13, only in 9 cases (31% of the total) were there any problems in administering the 
interventions. 
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Table 13. Number of respondents who highlighted difficulties in administering the interventions 

Answer Number of answers 

Yes 9 
No 20 

Q34. If so, which ones?  
Q35. Indicate any suggestions for improving interventions /activities (motor and cognitive 

rehabilitation, remote rehabilitation, neurorehabilitation, etc.) during the period of 
home isolation 

Question Q34 was linked to the previous Q33 aimed at highlighting whether problems had arisen during 
remote assistance. In the 9 cases in which problems were encountered from the analysis of the open 
answers, the following are highlighted: 

 as problems (Q34) 
− Anxiety due to the new method of administration 
− Distraction due to non-presence administration 

 as suggestions (Q35) 
− Improvement of psychological support 
− Connection improvement 
− Improvement of the delivery method (frequency optimization and distribution over several days) 

Surely a strong decisive answer to these problems could come from an effective training, and a better 
personalization of the therapy together with a better verification in the field of the technological resources 
put in place (including those of the network band). 

Q36. Would you like to be able to do the interventions / activities or phases of them from 
home (motor and cognitive rehabilitation, remote rehabilitation, neuro rehabilitation, 
etc.), useful for improving your conditions, through remote assistance? 

Table 14 shows the position of the interviewees towards the question. Most of them want to use remote 
assistance to do the interventions from home. If we compare this data with the data found in D.30, we can 
see the discrepancy between those who benefit from this possibility (9.26%) and those who would like to be 
able to use it, that is well over half of the interviewees.  

Table 14. Position of respondents on the possible possibility of being able to do remote assistance 
interventions from home 

Answer Number of answers 

Yes 160 
No 124 

Q37. Do you think technology could be useful to you fromhere in the future? 
Most believe, as shown in Table 15, that the technology may be useful in the future. Considering what 

emerges in the previous questions, in particular that 29 were able to take advantage of remote assistance 
and only 20 without problems, the answers underline a great confidence in technologies. These results raise 
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an important question on the fact that a clear demand / expectation of technology does not correspond to a 
satisfactory and effective offer.  

Table 15. Position of respondents towards the usefulness of the technology for future interventions 

Answer Number of answers 

Yes 283 
No 30 

Q38. If yes, through the use of which App and IT tool? 
The question provided for the possibility of a multiple choice. Table 16 illustrates the preferences in 

detail. In the “other” field, there were numerous proposals, from eye tracking to video consultation. 

Table 16. Technological solutions desired by the respondents (it was possible to indicate more answers) 

Answer Number of answers 

App generica  69 
App per disabilità/handicap/fragilità 124 
Smartphone  175 
Tablet  115 
Social  68 
Strumento di messaggistica  65 
Personal computer  183 
Other 11 

Q39. Are you part of a Patient Association? 
Table 17 shows the number of members of the patient associations. 

Table 17. Situation of respondents regarding membership of associations 

Answer Number of answers 

Yes 146 
No 204 

Q40. This section is dedicated to family members, caregivers and / or members of patient 
associations 

The question introduces the section dedicated to people who have offered their support to frail people in 
completing the questionnaire. 162 people filled out this section: Table 18 details their role.  

Table 18. Participation of respondents to the second part of the survey with explicit role (caregiver, family 
member, member of an association) 

Answer Number of answers 

Yes, I continue as a caregiver 32 
Yes, I continue as a family member 89 
Yes, I continue as a member of an association 41 
I do not continue, I replied as a fragile person 188 
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Q41. Have you used any App for health and pharmacological surveillance? 
31 respondents (23.7%) out of 162 stated that they made use of the App for pharmacological surveillance 

while 131 did not.  

Q42. Have any technological tools provided at home proved to be usable and adequate for 
the remote management of the patient? 

This question, which gave the possibility to answer in a graduated way by assigning a value from 1 to 6, 
returned a predominantly negative answer. The average value found was 2.5 <MT indicating a low value 
and therefore the inadequacy of the tools supplied at home in terms of usability.  

Q43. Were there any particularly difficult situations? 
Difficult situations emerged in 53% of cases, while in the remaining cases no difficulties were 

encountered (Table 19). 

Table 19. Situation relating to the difficulties that emerged during the use of home technologies 

Answer Number of answers 

Yes 86 
No 76 

Q44. If yes, for which disabilities / handicap /frailty?  
As in other cases, the results collected for this question will be illustrated in a subsequent study.  

Q45. What kind of difficulty? 
From a preliminary analysis of the open responses, it is highlighted that the difficulties concerned all the 

disabilities / handicap / frailty in a uniform way and are all attributable to the discontinuity of assistance, and 
to the strong reduction in the provision of support therapies and rehabilitation in the presence. 

Q46. Was there an aggravation of disorders or pathologiesin this emergency period? 
As shown in Table 20, 89 people (about 55%) reported an aggravation of disorders or diseases in this 

emergency period, while in 73 cases it emerges that the health conditions remained stable. 

Table 20. Responses relating to a possible aggravation of disorders or pathologies in the emergency period 

Answer Number of answers 

Yes 89 
No 73 

Q47. Specify the pathologies and / or the type of aggravation 
A preliminary reading of the answers shows a general uniformity of the aggravation for all the pathologies 

associated with the disabilities / handicaps / frailties considered. The analysis of this section based on open 
answers is currently underway.  
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Q48. Do you think it would be useful to receive specific training on the useof technologies 
to assist the fragile person? 

Most of those who have completed this section, almost 87% (140), as highlighted in Table 21, believe 
that it would be useful to receive specific training on the use of technologies for assisting the fragile person. 

Table 21. Answers relating to the usefulness of specific training. 

Answer Number of answers 

Yes 140 
No 22 

Q49. Possible observations 
The observations highlight: 

 desire for more attention and support in the COVID-19 era by health service professionals / 
stakeholders; 

 desire for initiatives related to the use of technologies that improve the quality of life during the 
pandemic and in the future; 

 desire to customize the technological action on the specific problem; 

 appreciation for the questionnaire and curiosity for the results it can provide.  
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Conclusions 

The COVID-19 pandemic has certainly represented an important test in terms of accessibility to 
technological resources for the entire population and for frail individuals with disabilities and/or rare 
diseases. 

An electronic survey was proposed in the study with the dual purpose of: 

 verify the concrete use of technologies, currently available, to support fragile people in their daily life 
considering the pandemic situation, which has forced the entire population into home isolation and 
physical and social distancing. 

 monitor and identify the real accessibility and usability of the technologies, currently available, by 
“fragile people”, their family members and caregivers, highlighting the shortcomings, the difficulties 
of use to identify and suggest possible solutions and actions, useful to improve the quality of life in 
the post-emergency phase. 

The administration of the survey began in a period of relative tranquillity in the context of the health 
emergency (15 September 2020), far from the first lockdown and with a strong perception of a return to 
normal, and lasted until 30 November, going through moments of exacerbations of the pandemic and a 
consequent exacerbation of regulatory restrictions for containing the pandemic. 

The study produced three important results. 

The first result was a network work that on the one hand consolidated the synergy between the National 
Center for Innovative Technologies in Public Health and the National Center on Rare Diseases of the ISS, 
and on the other hand launched a fruitful collaboration between experts from multiple institutions and patient 
associations. This way of working proves to be successful and effective in various areas because it allows 
us to propose balanced initiatives and actions because they include different points of view, and effective 
because they are concretely based on the real needs of citizens, who actively participate as stakeholders. 

The second result is the snapshot of the current state that the responses received allowed to take, 
highlighting the main problems encountered by fragile citizens and their families. It emerged that in the 
pandemic period: 

 there has been an increase in the use of generic eHealth and mHealth technologies and, in particular, 
of communication and messaging tools, which in fact represented a real lifebuoy (8-9) [lifesaver]; 

 there was a general difficulty in using and / or accessing specialized technologies for treatment or 
rehabilitation with insufficient remote support for continuity of care. 

 there was a strong desire to be able to access and use technologies appropriately, also through 
specific training that allows them to exploit their full potential. 

The third result consists in the fact that the analysis of the data collected has revealed important critical 
issues, which should be acknowledged by bodies and institutions. 

For example, in light of the enormous global upheaval, with drastic and sudden closures of social and 
health facilities due to the pandemic, only 9.29% of respondents have benefited from remote rehabilitation 
and / or therapeutic support technologies, and of these, 31% encountered problems and difficulties in using 
the tool effectively. Yet 56% of those who did not have the chance expressed a strong desire to be able to 
access support tools, and over 90% of the fragile subjects who participated in the questionnaire believe that 
the technology could be useful during the pandemic and in the future. 



16 

However, in more than half of the cases, the technological tools supplied at home were not easily usable 
or adapted to the needs (graded assessment = 2.5 <MT), causing in more than half of the respondents an 
aggravation of the conditions of health (55%). Furthermore, only 23.7% of caregivers or family members 
made use of apps for health and pharmacological surveillance. 

The survey made it possible to verify that a clear demand / expectation of technology was not found a 
concrete and accessible offer, and that in consideration of this it would be important to investigate the causes 
to propose effective interventions that also consider. into consideration the tools suggested by the 
interviewees 

The data described, therefore, represent a starting point, which will need to be followed up with further 
analyses and considerations. Our National Health Service still seems to be deficient in some fields relating 
to the new possibilities offered by technology, and therefore if on the one hand the pandemic has caught 
the structures and services, as well as the citizens, unprepared, it has however given rise to a new impetus 
towards teleconsultation, telemedicine and tele-rehabilitation interventions. 

The pandemic has forced all citizens to change their habits in all areas, from daily life to work, school to 
health, forcing the most vulnerable to give up essential benefits and services because of emergency 
restrictions. It was necessary to change one's habits and reorganize activities, often to the detriment of 
continuity of care, with a consequent deterioration in the state of health. The questionnaire found, for 
example, that only 10% of frail subjects had the opportunity to resort to rehabilitation interventions, carried 
out through remote assistance services. In addition, in a context of home isolation, the already often complex 
social interaction has substantially disappeared, to the detriment of the quality of life and interpersonal skills 
of fragile people and their families. 

Hence the urgent need to implement innovative technological platforms and tools, but also to provide 
training courses for professionals, frail people and their family members / caregivers and finally support 
services that offer constant assistance and, in case of need, also psychological support for families. It would 
be advisable to combat the phenomenon of burnout that sometimes family members who continuously assist 
a person with complex frailties suffer. 

The presentation of the preliminary results of this study, carried out on the Webinar of the 17th COVID-
19 & Rare Diseases meeting organized by the ISS and UNIAMO (January 28, 2021), also gave the 
opportunity to reflect on the expectations that citizens have towards of institutions. Citizens increasingly 
express the desire to establish a dialogue with institutions, on health issues, and for this reason they actively 
participate in surveys and surveys that offer a space for expression, albeit not strictly interactive. 

This was also confirmed in the survey covered by this report, in which it emerged clearly, especially in 
the open comments, the desire to be involved and trained on new technologies, in which they identify - 
despite the current shortcomings that have clearly emerged - a great potential to improve the quality of life 
not only of the frail person, but of the whole family. On the other hand, in responding to the survey, people 
pointed out quite clearly that they expect concrete and effective responses to their needs from the National 
Health Service (NHS) and from the bodies that deal with health. 

Citizens expect a survey tool, proposed by a public health body such as the ISS, to be aimed at giving 
answers and providing solutions. Obviously, the solutions must be articulated and must address various 
aspects and must be the result of multidisciplinary collaborations that put the frail “person” and his family at 
the center, taking into consideration needs and, where possible, also desires. 

The digital divide (4), in fact, as also confirmed by some studies published in the pandemic period, has 
been identified as a basic indicator of the quality of life (5) and for this reason in our country, especially in 
light of the current emergency situation, they are promoting numerous initiatives to encourage citizens to 
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become familiar with digital technologies (e.g., IoPA App, digital identity, e-banking, digital contact tracing 
campaign) and to enhance their use, recognizing their usefulness. 

Another particularly important signal launched by citizens and captured by our study is the need for 
correct information and training on the use of innovative tools, which is still too lacking both for the person 
with frailty and for their family caregiver. This entails a series of consequences, ranging from an inadequate 
use of the tools to the total abandonment of the same due to practical difficulties, with a consequent 
deterioration in the quality of life as well as an unnecessary waste of resources. 

Based on these considerations, it is deemed necessary to promote initiatives, some of which may be 
proposed directly by TISP and the CNMR, jointly with all the other stakeholders involved on these issues. 
Among these could be, for example, awareness campaigns and training courses or the elaboration of 
recommendations and documents with good practices useful to other competent bodies at national and 
international level. 

Furthermore, it is considered essential that this survey does not remain an isolated initiative, but that it 
represents the first step for periodic monitoring of these issues during and after the pandemic period, in 
order to develop or implement the most appropriate strategies for the benefit of frail people., of their families 
but also of all the professionals and socio-health workers who take care of them. It is also important that the 
various initiatives implemented consider at least two fundamental concepts: the centrality of the fragile 
person and the need for multidisciplinary and collaborative work, which involves not only experts in 
innovative technologies and rehabilitation professionals, but also specialists and above all family doctors 
and paediatricians of free choice, who play a fundamental role in the care path of all citizens, in adult and 
paediatric age. 
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