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Premesse di scenario
• L’infezione da HIV è oggi, nella maggior parte dei casi, una malattia “veramente

cronica” in coloro che hanno accesso e assumono una terapia antiretrovirale
appropriata.

• L’individuazione di marcatori surrogati (carica virale plasmatica e conta di cellule
CD4) ha facilitato il disegno e la realizzazione di studi clinici efficienti, portando
così alla rapida approvazione anche di farmaci di nuova concezione. I dubbi
iniziali circa l’opportunità di ricorrere a “marcatori surrogati” anziché ai
tradizionali endpoint clinici sono stati presto fugati dal riconoscimento della loro
valenza predittiva dell’avanzamento di malattia.

• I regimi farmacologici, inizialmente complessi, con molte tossicità a breve e a
lungo termine, sono ora generalmente compatti, di semplice assunzione e molto
efficaci. Oggi, sui marcatori tradizionali di controllo viro-immunologico, c’è poco
gioco tra le più moderne proposte terapeutiche.

• Palella FJ Jr, Delaney KM, Moorman AC, et al. Declining morbidity and mortality among patients with advanced human immunodeficiency virus infection. HIV Outpatient Study Investigators. N Engl J Med 1998; 338: 853-60.

• Mellors JW, Munoz A, Giorgi JV, et al. Plasma viral load and CD4+ lymphocytes as prognostic markers of HIV-1 infection. Ann Intern Med 1997; 126: 946–54.

• Cahn P, Madero JS, Arribas JR, et al. Durable Efficacy of Dolutegravir Plus Lamivudine in Antiretroviral Treatment-Naive Adults With HIV-1 Infection: 96- Week Results From the GEMINI-1 and GEMINI-2 Randomized Clinical Trials. J Acquir

Immune Defic Syndr 2020; 83: 310-8.

• Gallant J, Lazzarin A, Mills A, et al. Bictegravir, Emtricitabine, and Tenofovir Alafenamide Versus Dolutegravir, Abacavir, and Lamivudine for Initial Treatment of HIV-1 Infection (GS-US-380-1489): A Double-Blind, Multicentre, Phase 3,

Randomised Controlled Non-Inferiority Trial. Lancet 2017; 390: 2063-72.



Premesse metodologiche

• Benché i risultati degli studi clinici prospettici randomizzati (RCTs) siano a
giusto titolo considerati i più affidabili e scientificamente validi, gli RCTs
presentano alcuni limiti di realizzabilità.

• Numerose coorti cliniche sono state istituite in molte aree del mondo e
sono spesso utilizzate per affrontare quesiti di ricerca che sarebbe, di
fatto, improponibile valutare tramite RCTs (per dimensione, probabile
impossibilità di arruolamento e costi), e si propongono - con più o meno
successo - come generatrici di evidenze nella elaborazione di Linee
Guida.

• Kitahata MM, Gange SJ, Abraham AG, et al. Effect of early versus deferred antiretroviral therapy for HIV on survival. N Engl J Med 2009; 360: 1815-26. 

• Sterne JA, May M, Costagliola D, et al. Timing of initiation of antiretroviral therapy in AIDS-free HIV-1-infected patients: a collaborative analysis of 18 HIV cohort studies. Lancet 2009; 373: 1352-63. 



→ La covenience

• In questo contesto, la convenience di un trattamento, da intendersi come
quel marcatore tanto ideale quanto composito, che tiene cioè conto sia
della sicurezza in senso lato sia dell’apprezzamento dell’utilizzatore, pare
proporsi come parametro speculativo di futuro riferimento, nel giudizio
ultimo di un trattamento.

• Comprendere come costruire questo parametro e come far si che esso
sia debitamente valorizzato è la sfida odierna e dei prossimi anni.

• Si tenta dunque di «andare oltre» l’efficacia di un intervento/trattamento,
per misurare - nel modo più scientificamente adeguato - l’effectiveness, in
una accezione patient-oriented, approdando dunque al beneficio «vero».
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Trattamento e beneficio vero
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La convenience e l’intersezione con i bisogni

• E’ dunque essenziale introdurre strumenti di misurazione adeguati, che
comprendano la realtà - le esigenze e le preferenze (bisogni correlati alla salute) -
delle persone con HIV (PLWH) oggi.

• Tra le ragioni, vi è anche quella di comprendere qual è il valore di ritorno sul
paziente - da lui/lei giudicato – che è generato dall’innovazione farmaceutica.

• Le aree da esplorare riguardano la salute dell’individuo (salute fisica e psicologica)
e la sua relazione con il sistema sanitario, nonché l’interazione dell’individuo
stesso con la società (in termini di ambiente «sano/non sano», «positivo/negativo»
riguardante la sua condizione). Un parallelismo con la qualità della vita e la qualità
della vita correlata alla salute è semplice e appropriato.

• Weatherburn P, et al. What do you need? 2007 - 2008: findings from a national survey of people diagnosed with HIV. London: Sigma Research 2009 - http://oro. open.ac.uk/44975/. 

• Gustavsson E. From Needs to Health Care Needs. Health Care Anal 2014; 22: 22-35.

• Karimi M, Brazier J. Health-Related Quality of Life, and Quality of Life: What is the Difference? Pharmacoeconomics 2016; 34: 645-9. 
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PRO, PROM e ambiti di utilizzo
• Un patient reported outcome (PRO) viene definito come una qualsiasi indicazione

di esito (di salute) riportata direttamente dal paziente, senza l’interpretazione del
dato da parte del medico o di qualsiasi altra figura professionale [1].

• La misurazione dei PRO (PROM), tramite questionari, riguarda qualsiasi aspetto
della salute del paziente intesa non soltanto come assenza di infermità, ma
soprattutto come benessere globale, cioè fisico, mentale, sociale [1].

• Gli ambiti su cui si possono utilizzare i PRO riguardano principalmente la qualità
della vita correlata alla salute (HRQoL), l’aderenza, i sintomi, la soddisfazione sul
trattamento.

• Oggi assume un ruolo strategico anche la valutazione «dell’esperienza
complessiva» rispetto al trattamento stesso: PLEM – Patients’ Lived Experience
with Medicines [2].

1. Cingolani A. Patients reported outcomes: instruction for use. JHA Settembre 2018, pag 62.

2. G Guaraldi, J Milic, S Marcotullio, C Mussini, A patient-centred approach to deprescribing antiretroviral therapy in people living with HIV, Journal of Antimicrobial Chemotherapy, ,

dkaa329, https://doi.org/10.1093/jac/dkaa329

https://doi.org/10.1093/jac/dkaa329


PRO e infezione da HIV: cenni storici

• Rispetto ai protocolli di raccolta degli eventi avversi, i PRO si sono rivelati
strumenti sensibili [1,2]: si è osservato che sintomi riportati dai pazienti, quali
fatica, febbre, appetito, disturbi del sonno e dolore muscolare e articolare erano
correlati più strettamente con misure di qualità della vita, salute fisica,
ospedalizzazione e sopravvivenza rispetto a quanto riportato del medico [3,4,5].

• Inoltre, più elevati punteggi di sintomi riportati dai pazienti, dubbi riguardo i
possibili effetti collaterali e la persistenza dei sintomi dopo l’inizio della terapia
antiretrovirale sono associati a più̀ bassi livelli di aderenza al trattamento [6,7] e
a un rischio aumentato di interruzione del rapporto di fiducia con il medico
curante [8,9].

1. Justice AC, Rabeneck L, Hays RD, et al. Sensitivity, specificity, reliability, and clinical validity of provider-reported symptoms: a comparison with self-reported symptoms. Outcomes Committee of the AIDS Clinical Trials Group. J Acquir Immune

Defic Syndr. 1999; 21: 126–33.

2. Raboud J, Lesosky M, Sterling S, et al A. An estimate of the proportion of symptoms reported in self-administered questionnaires that are captured as adverse drug events in an observational database. HIV Clin Trials. 2007; 8: 311–9.

3. Briongos Figuero LS, Bachiller Luque P, et al. Assessment of factors influencing health-related quality of life in HIV-infected patients. HIV Med. 2011; 12: 22–30.

4. Degroote S, Vogelaers D, Vandijck DM. What determines health-related quality of life among people living with HIV: an updated review of the literature. Arch Public Health. 2014; 72: 40.

5. Justice AC, Chang CH, Rabeneck L, Zackin R. Clinical importance of provider-reported HIV symptoms compared with patient-report. Med Care. 2001; 39: 397–408.

6. Preau M, Leport C, Salmon-Ceron D, et al. Health-related quality of life and patient-provider relationships in HIV-infected patients during the first three years after starting PI-containing antiretroviral treatment. AIDS Care. 2004; 16: 649–61.

7. Preau M, Leport C, Villes V, et al. Prevalence and predictors of deterioration of a trustful patient-provider relationship among HIV- infected persons treated with antiretroviral therapy. J Acquir Immune Defic Syndr. 2008; 47: 467–71.

8. Cooper V, Gellaitry G, Hankins M, et al. The influence of symptom experiences and attributions on adherence to highly active anti- retroviral therapy (HAART): a six-month prospective, follow-up study. AIDS Care. 2009; 21: 520–8.

9. Ammassari A, Murri R, Pezzotti P, et al. Self-reported symptoms and medication side effects influence adherence to highly active antiretroviral therapy in persons with HIV infection. J Acquir Immune Defic Syndr. 2001; 28: 445–9.



PRO e agenzie regolatorie
La richiesta da parte delle agenzie regolatorie di integrare maggiormente il
punto di vista del paziente nel processo di sviluppo del farmaco è stata
espressa da EMA e FDA tramite diverse position paper e linee guida
pubblicate da entrambe le agenzie nel corso degli ultimi 10-15 anni [1-4].

1. EUROPEAN MEDICINES AGENCY. Committee for Medicinal Products for Human use (CHMP): “Reflection paper on the regulatory guidance for the use of health-related quality of life (HRQL) measures in the

evaluation of medicinal products.” 27 July 2005, London - https://www.ema.europa.eu/en/documents/scientific-guideline/reflection-paper-regulatory-guidance-use-healthrelated-quality-life-hrql-measures-

evaluation_en.pdf.

2. FDA. U.S Department of Health and Human Services. Guidance for Industry: “Patient-Reported Outcome Measures. Use in Medical Product Development to Support Labelling Claims.” December 2009. -

https://www.fda.gov/regulatory-information/search-fda-guidance-documents/patient-reported-outcome-measures-use-medical-product-development-support-labeling-claims.

3. EUROPEAN MEDICINES AGENCY. Committee for Medicinal Products for Human use (CHMP): “Reflection Paper on the use of patient reported outcome (PRO) measures in oncology studies” - 17 June 2014 -

https://www.ema.europa.eu/en/documents/scientific-guideline/draft-reflection-paper-use-patient-reported-outcome-pro-measures-oncology-studies_en.pdf.

4. Storf M - The impact of PRO guidance on the drug development and approval process. https://dgra.de/media/pdf/studium/masterthesis/master_storf_m.pdf.



PRO, sistema salute e quality assessment

• I PRO stanno assumendo un ruolo sempre più importante come
strumento di valutazione della qualità del sistema salute in tutte le sue
componenti e iniziano a essere oggetto di notevole interesse anche per i
payer.

• Oltre all’utilizzo nell’ambito degli studi clinici, i PRO sono destinati ad
avere un impatto sempre maggiore sui processi di quality assessment, di
definizione dei modelli di pagamento, valutazione del prodotto e
digitalizzazione del sistema salute.



Perché, quindi, utilizzare i PRO?

• Per avere una prospettiva di valutazione dell’intervento sanitario
(trattamento) che tenga conto di molti aspetti, compreso quelli più legati
all’utilizzatore/fruitore/cliente/paziente.

• Questa prospettiva viene detta spesso «patient-centred».

• Limite «tecnico» della prospettiva «patient-centred»: mancanza di una
definizione condivisa tra ricercatori, istituzioni, pazienti.



PRO e alcune criticità

• Sono utilizzati negli studi clinici (interventistici, registrativi, osservazionali),
ma non nella pratica clinica.

• Non vi è consenso sugli strumenti: specifici per malattia o no, per
condizione, sotto-popolazione, ecc...

• «Voglio» catturare il dettaglio, con strumenti che per definizione non
possono farlo, perché li cerco «semplici», «brevi», ecc.

• Vi sono problemi tecnologici, di lingua, di tempo, di costi, culturali (di tutti),
di protezione dei dati.



Bisogni e preferenze delle PLWH

• «Meno farmaci»

• «Meno frequentemente»

• Voglia di comunicare…

• Quali nuovi bisogni in era Covid?



Effetti collaterali: una preoccupazione che non tramonta

16th European AIDS Conference; October 25-27, 2017; Milan, Italy 
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Treatment Satisfaction, Initiation, and Switching 

�  86% of participants were “very satisfied” or “quite satisfied” with their treatment (Figure 2) 

 

 

�  24% were still on their first ARV regimen 

º Newly diagnosed participants were more likely to be on their first ARV regimen compared with those diagnosed  

>10 years ago (62% vs 7%, respectively) 

�  48% of participants started treatment within 6 months of diagnosis, with rates varying from 43% 
(Italy) to 57% (Germany)  

�  Newly diagnosed participants were more likely to start treatment within 6 months compared with 
those diagnosed >10 years ago (87% vs 31%, respectively; Figure 3) 

Results 
Population Baseline Characteristics 

�  Participants were enrolled from North America, Europe, and Australia (n=1111) 

º European patients came from the UK (n=160), Germany (n=140), Spain (n=132), Italy (n=121), Austria (n=50), 

and France (n=7) 

º This poster focuses on results from the European sample group (Figure 1) 

 

 

 

 

 

 

 

 

 

 
 

 

 

Prevalence of Comorbidities 

�  71% of participants reported ≥1 comorbidity; 51% of participants had ≥3 comorbidities 

º The 3 most common comorbidities were depression (26%), anxiety (25%), and hepatitis (24%) 

Pill Burden and Dosing 

�  97% of respondents were currently taking treatment. 

�   Mean number of total pills (including non–HIV medication) taken daily by participants was 4.8 

º Mean number of pills taken daily for a given medication were: HIV treatment (2.1), other prescriptions (1.6), 

multivitamin and herbal supplements (0.9), and over-the-counter medications (0.2) 

�  46% of participants on treatment were on a single-tablet regimen (STR), ranging from 33% (Austria) to 
53% (Germany) 

0 50 100 150 200 250 300 

�  30% (n=174) of participants reported experiencing unpleasant side effects with their medication 

º 60% (n=104) usually discussed these with their HCPs 

�  43% had changed treatment in the last year (range, 36% [Italy] to 52% [Germany]), with the main 
driver being change due to side effects 

�  54% of participants reported that the decision to switch was made jointly with their HCP; 90% of 
European participants were “very” or “quite” comfortable raising issues of concern with their HCP 

(range, 86% [Spain] to 96% [UK]) (Figure 4) 

�  66% were open to changing to an ARV regimen with fewer drugs as long as their viral load remained 

suppressed (range 55% [Austrian] to 70% [Germany]) 

Introduction 
�  While treatment advances have dramatically improved the life expectancy of people living with HIV, 

several important needs remain 

�  We conducted an international survey of people living with HIV to explore 3 key themes 
º Psychosocial aspects of living with HIV infection 
º Dialogue between health care provider (HCP) and patient 
º Patients’ satisfaction with their current antiretroviral (ARV) treatment 

�  This presentation focuses on patients’ satisfaction with their current ARV treatment for the European 
respondents to the survey, namely 
º Experience with treatment and decision-making with HCP 

º Satisfaction with current treatment 
º Potential improvements to current ARV treatment 

Figure 3. Time Between Diagnosis and Treatment Initiation in European Participants 
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EU Patient Experience and Views on Antiretroviral 
Treatment: Findings From the Positive Perspectives Study 
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Conclusions 

Results from this international survey showed that the respondents: 

�  Mostly were satisfied with their current ARV regimen  

�  Were comfortable raising issues with their HCPs and with more than half 

jointly involved in last treatment switch decision 

�  Rated reducing the long-term adverse effects of ARVs and longer-lasting 

treatment as the most important potential improvements  

Participant Concerns 

�  73% of participants sometimes worried about the long-term effects of their HIV medication 

º 65% had raised these concerns with their HCPs, 29% had not, and 7% could not recall 

�  Participants endorsed specific actions for reducing the long-term adverse effects of their HIV 

medication, with the top 3 being the following: 

º Educating themselves by reading articles, testimonials, and forums  

º Speaking to their HCP for support and information 

º Changing or planning to change medication 

�  Reduction of long-term adverse effects and longer treatment intervals were viewed as more 
important potential medication improvements than reduction of side effects and pill burden (Figure 5)  

 

Methods 
�  Qualitative interviews (90 minutes) were performed with 24 people living with HIV (USA, UK, Spain, 

and Austria) to refine the hypothesis 

�  A steering committee (patient organization members and HIV clinicians) contributed to the 
development of the questionnaire and subsequent descriptive analysis 

�  The survey was conducted between November 2016 and July 2017 in 9 countries 

�  Participants were recruited via charities, patient support groups, nongovernmental organizations, 
online communities, and social media promotion 

�  All respondents were telephone-screened for eligibility (diagnosed with HIV infection and aged  
≥18 years) before being sent a URL link to the online questionnaire for self-completion and 
compensated according to local guidelines 

�  Data were processed and aggregated into computer tabulations and reported primarily using 
descriptive statistics only (ie, respondent numbers and percentages) 
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Figure 4. (A) Time Since Last Switch in HIV Treatment Regimen and (B) Decision-Maker for 
Last Switch Among European Participants 
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Figure 5. Derived Importance of Potential Improvements to HIV Medication in the  
European Sample 
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Figure 2. Treatment Satisfaction in European Participants 

Limitations 

�  The survey sample may not be representative of the population of people 

living with HIV infection within each country/region 

�  The questionnaire was only available online, possibly introducing a 

selection bias of respondents comfortable with this mode of communication 
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Treatment Satisfaction, Initiation, and Switching 

�  86% of participants were “very satisfied” or “quite satisfied” with their treatment (Figure 2) 
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º Newly diagnosed participants were more likely to be on their first ARV regimen compared with those diagnosed  
>10 years ago (62% vs 7%, respectively) 

�  48% of participants started treatment within 6 months of diagnosis, with rates varying from 43% 
(Italy) to 57% (Germany)  
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those diagnosed >10 years ago (87% vs 31%, respectively; Figure 3) 
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Prevalence of Comorbidities 

�  71% of participants reported ≥1 comorbidity; 51% of participants had ≥3 comorbidities 

º The 3 most common comorbidities were depression (26%), anxiety (25%), and hepatitis (24%) 

Pill Burden and Dosing 

�  97% of respondents were currently taking treatment. 

�   Mean number of total pills (including non–HIV medication) taken daily by participants was 4.8 

º Mean number of pills taken daily for a given medication were: HIV treatment (2.1), other prescriptions (1.6), 

multivitamin and herbal supplements (0.9), and over-the-counter medications (0.2) 

�  46% of participants on treatment were on a single-tablet regimen (STR), ranging from 33% (Austria) to 
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�  30% (n=174) of participants reported experiencing unpleasant side effects with their medication 

º 60% (n=104) usually discussed these with their HCPs 

�  43% had changed treatment in the last year (range, 36% [Italy] to 52% [Germany]), with the main 
driver being change due to side effects 

�  54% of participants reported that the decision to switch was made jointly with their HCP; 90% of 
European participants were “very” or “quite” comfortable raising issues of concern with their HCP 

(range, 86% [Spain] to 96% [UK]) (Figure 4) 

�  66% were open to changing to an ARV regimen with fewer drugs as long as their viral load remained 

suppressed (range 55% [Austrian] to 70% [Germany]) 

Introduction 
�  While treatment advances have dramatically improved the life expectancy of people living with HIV, 

several important needs remain 

�  We conducted an international survey of people living with HIV to explore 3 key themes 
º Psychosocial aspects of living with HIV infection 

º Dialogue between health care provider (HCP) and patient 
º Patients’ satisfaction with their current antiretroviral (ARV) treatment 

�  This presentation focuses on patients’ satisfaction with their current ARV treatment for the European 
respondents to the survey, namely 
º Experience with treatment and decision-making with HCP 
º Satisfaction with current treatment 
º Potential improvements to current ARV treatment 

Figure 3. Time Between Diagnosis and Treatment Initiation in European Participants 
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Results from this international survey showed that the respondents: 

�  Mostly were satisfied with their current ARV regimen  

�  Were comfortable raising issues with their HCPs and with more than half 

jointly involved in last treatment switch decision 

�  Rated reducing the long-term adverse effects of ARVs and longer-lasting 

treatment as the most important potential improvements  
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�  Reduction of long-term adverse effects and longer treatment intervals were viewed as more 
important potential medication improvements than reduction of side effects and pill burden (Figure 5)  
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Limitations 

�  The survey sample may not be representative of the population of people 

living with HIV infection within each country/region 

�  The questionnaire was only available online, possibly introducing a 

selection bias of respondents comfortable with this mode of communication 
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Treatment Satisfaction, Initiation, and Switching 

�  86% of participants were “very satisfied” or “quite satisfied” with their treatment (Figure 2) 

 

 

�  24% were still on their first ARV regimen 

º Newly diagnosed participants were more likely to be on their first ARV regimen compared with those diagnosed  
>10 years ago (62% vs 7%, respectively) 

�  48% of participants started treatment within 6 months of diagnosis, with rates varying from 43% 
(Italy) to 57% (Germany)  

�  Newly diagnosed participants were more likely to start treatment within 6 months compared with 
those diagnosed >10 years ago (87% vs 31%, respectively; Figure 3) 

Results 
Population Baseline Characteristics 

�  Participants were enrolled from North America, Europe, and Australia (n=1111) 

º European patients came from the UK (n=160), Germany (n=140), Spain (n=132), Italy (n=121), Austria (n=50), 

and France (n=7) 

º This poster focuses on results from the European sample group (Figure 1) 

 

 

 

 

 

 

 

 

 

 
 

 

 

Prevalence of Comorbidities 

�  71% of participants reported ≥1 comorbidity; 51% of participants had ≥3 comorbidities 

º The 3 most common comorbidities were depression (26%), anxiety (25%), and hepatitis (24%) 

Pill Burden and Dosing 

�  97% of respondents were currently taking treatment. 

�   Mean number of total pills (including non–HIV medication) taken daily by participants was 4.8 

º Mean number of pills taken daily for a given medication were: HIV treatment (2.1), other prescriptions (1.6), 

multivitamin and herbal supplements (0.9), and over-the-counter medications (0.2) 

�  46% of participants on treatment were on a single-tablet regimen (STR), ranging from 33% (Austria) to 
53% (Germany) 

0 50 100 150 200 250 300 

�  30% (n=174) of participants reported experiencing unpleasant side effects with their medication 

º 60% (n=104) usually discussed these with their HCPs 

�  43% had changed treatment in the last year (range, 36% [Italy] to 52% [Germany]), with the main 
driver being change due to side effects 

�  54% of participants reported that the decision to switch was made jointly with their HCP; 90% of 
European participants were “very” or “quite” comfortable raising issues of concern with their HCP 

(range, 86% [Spain] to 96% [UK]) (Figure 4) 

�  66% were open to changing to an ARV regimen with fewer drugs as long as their viral load remained 

suppressed (range 55% [Austrian] to 70% [Germany]) 

Introduction 
�  While treatment advances have dramatically improved the life expectancy of people living with HIV, 

several important needs remain 

�  We conducted an international survey of people living with HIV to explore 3 key themes 
º Psychosocial aspects of living with HIV infection 
º Dialogue between health care provider (HCP) and patient 
º Patients’ satisfaction with their current antiretroviral (ARV) treatment 

�  This presentation focuses on patients’ satisfaction with their current ARV treatment for the European 
respondents to the survey, namely 
º Experience with treatment and decision-making with HCP 

º Satisfaction with current treatment 
º Potential improvements to current ARV treatment 

Figure 3. Time Between Diagnosis and Treatment Initiation in European Participants 
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Conclusions 

Results from this international survey showed that the respondents: 

�  Mostly were satisfied with their current ARV regimen  

�  Were comfortable raising issues with their HCPs and with more than half 

jointly involved in last treatment switch decision 

�  Rated reducing the long-term adverse effects of ARVs and longer-lasting 

treatment as the most important potential improvements  

Participant Concerns 

�  73% of participants sometimes worried about the long-term effects of their HIV medication 

º 65% had raised these concerns with their HCPs, 29% had not, and 7% could not recall 

�  Participants endorsed specific actions for reducing the long-term adverse effects of their HIV 

medication, with the top 3 being the following: 

º Educating themselves by reading articles, testimonials, and forums  

º Speaking to their HCP for support and information 

º Changing or planning to change medication 

�  Reduction of long-term adverse effects and longer treatment intervals were viewed as more 
important potential medication improvements than reduction of side effects and pill burden (Figure 5)  

 

Methods 
�  Qualitative interviews (90 minutes) were performed with 24 people living with HIV (USA, UK, Spain, 

and Austria) to refine the hypothesis 

�  A steering committee (patient organization members and HIV clinicians) contributed to the 
development of the questionnaire and subsequent descriptive analysis 

�  The survey was conducted between November 2016 and July 2017 in 9 countries 

�  Participants were recruited via charities, patient support groups, nongovernmental organizations, 
online communities, and social media promotion 

�  All respondents were telephone-screened for eligibility (diagnosed with HIV infection and aged  
≥18 years) before being sent a URL link to the online questionnaire for self-completion and 
compensated according to local guidelines 

�  Data were processed and aggregated into computer tabulations and reported primarily using 
descriptive statistics only (ie, respondent numbers and percentages) 
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Limitations 

�  The survey sample may not be representative of the population of people 

living with HIV infection within each country/region 

�  The questionnaire was only available online, possibly introducing a 

selection bias of respondents comfortable with this mode of communication 

73% nel 2017

http://sigmaresearch.org.uk

77% nel 2007
> 1000 PLWH

70% MSM

• Weatherburn P et al. What do you need? 2007 - 2008: findings from a national survey of people diagnosed with HIV. London: Sigma Research 2009 - http://oro.open.ac.uk/44975/.

• POSITIVE PERSPECTIVE STUDY - http://www.livlife.com

https://urldefense.com/v3/__http:/oro.open.ac.uk/44975/__;!!AoaiBx6H!mmh_ZrlKk0CNYHfgh35ySQYgDXZA9fXphdJhTVX3eKlvz8UtC1CwZ82e3YTRIQl_PhDyyRzYdiM$
http://www.livlife.com/


Effetti collaterali e impatti

• … sulla pianificazione della vita famigliare, affettiva.

• …sulla vita lavorativa, sulle scelte e la carriera.

• …sulla scelta di stili di vita sani (per il benessere a lungo termine).

• …sulla quotidianità. This multiple-choice cross-sectional study

involved more than one thousand PLWH

in seven European countries in 2016.

LONG TERM HEALTH PERSPECTIVES OF PEOPLE LIVING WITH HIV IN EUROPE -

http://www.eatg.org/news/what-is-on-the-minds-of-plhiv-in-europe-in-terms-of-their-long-term-health/.

https://urldefense.com/v3/__http:/www.eatg.org/news/what-is-on-the-minds-of-plhiv-in-europe-in-terms-of-their-long-term-health/__;!!AoaiBx6H!mmh_ZrlKk0CNYHfgh35ySQYgDXZA9fXphdJhTVX3eKlvz8UtC1CwZ82e3YTRIQl_PhDyrhZuDaA$


→ Sviluppo di nuove terapie

http://www.tendenzenuove.it

Numero speciale 2020

http://www.tendenzenuove.it/


Oltre la terapia giornaliera…
While many expressed positive views about their
daily oral medication regimen, others perceived
inconveniences and challenges. Among
PLHIV who were aware of a possible monthly
injectable treatment, many viewed this new
route of administration as a convenient
alternative with potential to improve
adherence.

In this scenario, simplification with LAIAA may represent

a crucial strategy to achieve the best results in terms of

adherence improvement and quality of life. Simpler

regimens may increase satisfaction with therapy and

flexibility (i.e.: injection at home versus in hospital) is

hoped. Of note, no particular concerns regarding potential

contra of LAIAA (lack of adherence, need to be hospitalized,

side-effects) were reported by patients.



→Riduzione della frequenza di somministrazione 

http://www.tendenzenuove.it

Numero speciale 2020

http://www.tendenzenuove.it/


Positive Perspective Study (2017)
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Sample characteristics (n=1085) 
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Most people living with HIV are male, aged 35 above, homosexual and single 

POSITIVE PERSPECTIVE STUDY - https://www.viivhealthcare.com/en-gb/hiv-treatment-and-care/the-positive-
perspectives-survey/



Quanto ti senti a tuo agio nel sollevare questioni col tuo 
medico che ti preoccupano? 

✓ Il medico è più bravo

✓ Non voglio rubare tempo

✓ Tanto non possono farci niente

✓ Ho varie titubanze

✓ Non voglio annoiare

Non le sollevo perché…

POSITIVE PERSPECTIVE STUDY -
https://www.viivhealthcare.com/en-gb/hiv-treatment-
and-care/the-positive-perspectives-survey/



Quali modi di comunicare col medico sono da te visti 
come quelli più utili?

31 © GfK April 17, 2017 | Positive Perspectives Study | Interim Data Summary  

Which ways to communicate with their main care provider about their HIV are 

seen as most useful? 

21% 

26% 

19% 

21% 

11% 

11% 

5% 

2% 

22% 

24% 

23% 

19% 

15% 

11% 

6% 

2% 

26% 

23% 

26% 

24% 

30% 

28% 

30% 

11% 

29% 

24% 

27% 

31% 

38% 

43% 

52% 

39% 

2% 

3% 

5% 

5% 

6% 

7% 

7% 

46% 

Text messaging

Video call (eg. Skype)

In-person at a non-
medical location

Via a phone app

Out-of-hours contact

Email

Phone call

In-person at a clinic

Not at all useful Not very useful Quite useful Very useful The MOST useful

In-person communication at clinics believed to the most useful, whilst text messaging, video calls and in-person 

contact at non-medical locations least useful.  

FQ4: How useful do you find (or would you find if they were available), each of the following ways to communicate with your main care provider about your HIV? 5-pt scale 

Base: All respondents n=1085 
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USEFUL [top 3 box] 

✓ Vis a Vis

✓ Telefonata

✓ Email                

✓ Altri…

POSITIVE PERSPECTIVE STUDY -
https://www.viivhealthcare.com/en-gb/hiv-
treatment-and-care/the-positive-perspectives-
survey/

COVID-19



Quali nuovi bisogni in era Covid?

• La «televisita»: una sirena pericolosa.

• Identificare dei «marcatori digitali».

• Un contatto con il/i curanti «diverso dal passato».

• Il rapporto medico-paziente del passato è cruciale per il rapporto del 
futuro [1].

→ Interrogare i pazienti per sapere come orientarsi.

Shaw S, Wherton J, Vijayaraghavan S, et al. Advantages and limitations of virtual online consultations in a NHS acute trust: the VOCAL mixed-methods study. Southampton (UK): NIHR Journals

Library; June 2018.

Compared with face-to-face

consultations, virtual consultations

were very slightly shorter, patients

did slightly more talking and both

parties sometimes needed to make

explicit things that typically

remained implicit in a traditional

encounter. Virtual consultations

appeared to work better when the

clinician and the patient knew

and trusted each other.



Abbiamo affrontato…

• Il valore delle nuove terapie

• I PRO

• Bisogni e preferenze delle persone con HIV

Grazie


