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Introduction
Advances in care over the last 30 years have helped 
transform the acquisition of HIV into a chronic [1], 
manageable condition for many people, improving 
long-term outcomes for people living with HIV/AIDS 
[2]. Despite the gradual decline in AIDS-related mortal-
ity [3], HIV continues to be a major global public health 
issue; according to latest available data, 37.9 million 
people were living with HIV in 2018 and almost 2 
million people are diagnosed with HIV annually, with 
higher incidence among those aged 25–29 years [4,5].

There is growing recognition of the need for people 
with chronic diseases to take responsibility for their 
health and to be actively involved in self-care practices 
[6]. Self-care is defined as a decision-making process 
that influences actions that maintain physiologic stability 
(self-care maintenance), facilitate the perception of 
symptoms (self-care monitoring) and actively direct 
the management of those symptoms when they occur 
(self-care management) [7]. Self-care is strongly affected 
by the confidence that one has in the ability to perform 
an action and to persist in performing that action 
despite barriers (self-care confidence) [8]. Research 
findings highlight that self-care is related to better 
quality of life (QoL) and decreased mortality and 
hospitalisation rates [9,10]. Specifically, evidence shows 
that self-care behaviour in people with HIV can help 
prevent HIV transmission and adverse effects of 
antiretroviral therapy (ART), while also improving mental 
health [11,12].

Self-care maintenance practices mainly include the 
adoption of a healthy lifestyle, such as sufficient 
sleep, balanced diet, weight control, smoking ces-
sation, physical activity and adherence to treatment 
[13]. Specific behaviour for people with HIV may 
also involve practicing safer sex to reduce the risk of 

transmission. Although there is no direct method for 
people with HIV to self-monitor their physical status, 
effective early recognition and self-management of 
HIV-related symptoms is an important component of 
HIV self-care. Self-care practices are also an efficient 
strategy to manage adverse effects of ART, such as 
gastrointestinal symptoms, mood changes and sleep  
disorders [14].

In this scenario, nursing can play a vital role in enhanc-
ing education for people with HIV, increasing their 
understanding of HIV as a chronic disease in which 
self-care practices can improve quality of life, hence 
leading to better health outcomes [15]. Addressing 
complex challenges (e.g. medication adherence, 
prevention of transmission) that chronically-ill patients 
face and deal with is essential to identify potential 
barriers to self-care [16]. However, people with HIV 
experience unique psychosocial and behavioural 
conflicts (e.g. stigma, criminalisation of HIV exposure) 
connected to the condition and its negative social 
connotation that could interfere with their involvement 
in self-care [17]. Several studies found that chronically-ill 
patients show low levels of self-care ability in recognis-
ing and managing their symptoms [18–20]; however, 
no studies have been conducted on people living with 
HIV in Italy.

Materials and methods
Aim
The aim of this study was to assess self-care behaviours 
of people living with HIV.

Study design and setting
We conducted a cross-sectional study involving people 
with HIV who visited four different outpatient clinics 
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Abstract
The aim of our study was to measure self-care levels among people living with HIV. A cross-sectional 
study was conducted in Northern Italy between February and June 2019. Self-care behaviours were 
measured using the Self-Care of Chronic Illness Inventory and a sample of 108 individuals was enrolled. 
Adequate levels of self-care maintenance and monitoring (mean score ≥70) were implemented by only 
24.8% and 36.2% of the sample, respectively. Self-care management was the least implemented dimension 
of self-care (mean score = 48.13 standard deviation ±17.80). Higher self-care was observed in newly-
diagnosed individuals, whereas self-care confidence was higher in those with an older diagnosis, suggesting 
a trend of self-care through time. Our study revealed that self-care is poor in Italian people with HIV, 
and its level seems to decrease as the condition progresses. Further studies should be conducted to 
identify determinants of poor self-care, thus allowing for a better understanding of self-care in people 
with HIV.
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and associations in Northern Italy between February 
and June 2019. Selection criteria for participants were 
as follows: (a) living with HIV or AIDS diagnosis; (b) 
aged ≥18 years; (c) agreement to sign a consent form 
for participation; and (d) ability to read and respond 
in Italian.

Data collection instruments and process
After fully understanding the study purpose and the 
rights and responsibilities of participants, the staff at 
the HIV clinics and associations approached eligible 
participants and written informed consent was obtained. 
The consent information included details about the 
study aim, the confidentiality and anonymity of patient 
information, and the voluntary nature of participation.

Two instruments were used for data collection in this 
study:
■	 Socio-demographic and clinical characteristics 

questionnaire. Demographic characteristics (e.g. 
gender, age, education level, employment, marital 
status) and medical data (e.g. HIV transmission, year 
of HIV diagnosis, stage of infection, adherence to 
ART, CD4 T cell count, comorbid health conditions) 
were obtained by self-report.

■	 Self-care of Chronic Illness Inventory (SC-CII). Self-
care was assessed using the Italian version of the 
SC-CII, a self-reported generic tool developed and 
validated by Riegel et al. in 2018 to measure self-care 
in patients affected by chronic conditions [21]. The 
instrument consists of 30 items distributed in four 
subscales: self-care maintenance (8 items), self-care 
monitoring (5 items), self-care management (7 items), 
and self-care confidence (10 items). Individual items 
are rated on a 5-point Likert scale, from 1 (never/
not likely/not confident) to 5 (always/very likely/
very confident). Each of the three scales is scored 
separately and standardised 0–100. Higher scores 
reflect greater self-care and scores ≥70 points for 
each subscale indicate appropriate self- care.

Data analysis
Data were preliminarily checked for possible missing 
information, erroneous entries or outliers through the 
frequency distribution analysis. Descriptive statistics 
were used to analyse the demographical characteristics 
of the overall sample and the scores obtained in each 
subscale of the SC-CII: mean ± standard deviation (M 
±SD) for continuous variables, and frequencies and 
percentages for categorical variables. A comparison 
of self-care maintenance, monitoring, management 
and confidence was performed stratifying the sample 
by years since HIV diagnosis and independent t-tests 
and chi-squared tests were employed to analyse sample 
characteristics and self-care subdomains in the ‘ade-
quate self-care’ and ‘inadequate self-care’ groups. All 
analyses were conducted using SPSS version 22.0.

Ethical considerations
This research was conducted according to the principles 
of the Declaration of Helsinki and international ethical 
standards and guidelines were followed. Patients 

were informed about the study aim, its design and 
the confidentiality and anonymity of data collected. 
Written consent was obtained from all participants.

Results
Participant characteristics
A total of 108 individuals were enrolled in this study. 
Table 1 shows the socio-demographic and clinical char-
acteristics of the participants. Most participants were 
male (70.4%), with a mean age of 46.5 ± 11.6 years, 
ranging 25–72 years. Unprotected sexual behaviour was 
the most frequent cause of HIV transmission (76.7%) 
and 87.5% of participants were in the asymptomatic 
stage of the condition. The mean duration of the 
condition was 12.2 ± 11.4 years, and 34.6% (n = 37) 
of participants reported the presence of comorbidities, 
such as osteoporosis (n = 15), hypertension (n = 8), 
diabetes (n = 3), and hepatitis C (n = 3).

Self-care behaviour
Table 2 shows descriptive statistics of the SC-CII. 
Analyses of the SC-CII revealed that self-care monitor-
ing was the most implemented dimension of self-care, 
as it obtained the highest mean score (M = 60.14 ± 
23.19) and was adequate (mean score ≥70) in 36.2% 
(n = 38) of participants (Table 3). Self-care confidence 
had a mean score of 58.57 ± 29.09 and was adequate 
in 42.9% (n = 45) of the sample. Only 24.8% (n = 26) 
of participants implemented adequate levels of self-care 
maintenance (M = 53.43 ± 21.99). Self-care manage-
ment was studied among those who had experienced 
symptoms of HIV acquisition (n = 41) and obtained 

Table 1:  Socio-demographic characteristics of the sample 
(N = 108)

Characteristic n (%)*

Age, mean (SD) 46.5 (11.6)
Sex
  Male 76 (70.4)
  Female 32 (29.6)
HIV transmission
  Heterosexual transmission 34 (31.8)
  Men who have sex with men (MSM) 48 (44.9)
  Injection drug user (IDU) 16 (15)
  Blood/blood products 7 (6.5)
  Unknown 2 (1.9)
Stage of condition
  Clinical latency 91 (87.5)
  AIDS 13 (12.5)
Presence of comorbidities
  Yes 37 (34.6)
  No 70 (65.4)

*Unless stated otherwise. SD: standard deviation; MSM: 
men who have sex with men; IDU: injecting drug users. 
Missing and non-responses are not included in table 
subsection totals.
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Table 2:  Descriptive statistics of the Self-care of Chronic 
Illness Inventory (SC-CII)

Domain Mean score (SD) P-value

Self-care maintenance 53.43 (21.99)
Self-care monitoring 60.14 (23.19)

<0.005
Self-care management 48.13 (17.80)
Self-care confidence 58.57 (29.09)

SD: standard deviation.

Table 3:  Self-care domains stratified by adequate (≥70) or inadequate (<70) mean scores

Score Self-care 
maintenance,  

n (%)

Self-care 
monitoring, 

n (%)

Self-care 
management, 

n (%)

Self-care 
confidence, 

n (%)

P-value

Adequate (≥70) 26 (24.8) 38 (36.2) 3 (7.3) 45 (42.9)
<0.005

Inadequate (<70) 79 (75.2) 67 (63.8) 38 (92.7) 60 (57.1)

Table 4:  Descriptive statistics of the study sample stratified by years since diagnosis

Domain Group A  
(0–3 years)

Group B  
(4–20 years)

Group C  
(≥20 years)

P-value

Mean (SD) Mean (SD) Mean (SD)

Self-care maintenance 71.87 (14.78) 45.45 (17.42) 34.37 (12.36)
Self-care monitoring 72.00 (19.64) 51.15 (21.78) 53.80 (22.23)

<0.005
Self-care management 62.50 (9.39) 42.16 (15.27) 44.22 (16.45)
Self-care confidence 38.00 (20.73) 67.63 (28.63) 76.15 (20.98)

SD: standard deviation.

the lowest mean score (M = 48.13 ± 17.80). Among 
those who reported symptoms, 92.7% were not able 
to manage them appropriately. According to these 
results our study revealed inappropriate self-care 
behaviours across all dimensions of self-care as none 
of the subscales obtained an adequate mean score 
of ≥70.

Self-care behaviour stratified by years since 
diagnosis
Following the stratification of the sample by years 
since diagnosis, it was found that those with a more 
recent diagnosis (group A) had higher mean scores in 
the self-care maintenance, monitoring and management 
subscales (Table 4). However, their self-care confidence 
levels were found to be the lowest (M = 38.0 ± 20.73). 
On the contrary, those who have been living with HIV 
for a longer period of time (group C) had the highest 
level of self-care confidence (M = 76.15 ± 20.98) but 
implemented inappropriate self-care behaviours (mean 
score <70 in the maintenance, monitoring and manage-
ment subscales).

Discussion
To the best of the authors’ knowledge, this study 
provides the first quantitative description of self-care 
behaviour among people living with HIV. The results 
of this study contain innovative aspects that could 
stimulate interest in exploring this topic. In fact, the 
strategic role of self-care in treatment and cure of 
patients with chronic illnesses, such as diabetes and 
heart failure patients [22] is recognised by the entire 
scientific community. However, there is a lack of 
knowledge regarding self-care behaviour of people 
with HIV; the implications of the current research gap 
in HIV self-care care might have an impact on the 
optimal management of HIV.

According to our findings, people living with HIV in 
Italy mainly perform suboptimal self-care behaviours 
(mean score <70), with low scores especially in the 
self-care maintenance and management dimensions. 
These collected data translate into a situation where 
people with HIV are unaware of their physical status 
and the need for self-care. Furthermore, the majority 
of those who experience symptoms related to HIV are 
not able to manage them, possibly leading to worse 
health outcomes. These findings are consistent with 
other studies involving chronically-ill patients in which 
self-care was poor [18–20].

Ever since the identification of HIV and the first cases 
of AIDS, having HIV has significantly evolved, not only 
in terms of therapeutic approach, but also as a social 
and epidemiological issue, as it is now considered a 
chronic condition [1]. Considering the different attitudes 
of modern society towards HIV [17], we deemed it 
appropriate to stratify the sample into three categories 
(A, B and C) according to years since diagnosis, since 
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participants may have a different approach to self-care 
in relation to the experiences they have had during 
their lifetime. In so doing, we found that self-care 
levels seem to decrease as the condition progresses. 
In contrast, self-care confidence appears to increase 
in time, although it is not reflected in self-care practices, 
as patients with newer HIV diagnosis show adequate 
self-care behaviour despite their low self-care confi-
dence, whereas patients with an older HIV diagnosis 
have high self-care confidence but implement poor 
self-care practices. Such contradictory dynamics of 
poor self-care behaviour and higher self-care confidence 
have been observed in other studies regarding patients 
with heart failure and other chronic conditions [23,24].

These findings seem to suggest a potential relationship 
between HIV self-care and time since diagnosis, or 
more in general, an evolution of self-care in time. 
Several quantitative studies have stratified a recruited 
sample according to years since diagnosis and shown 
its association with health-related quality of life [25,26], 
in fact, lower anxiety and depression, and higher quality 
of life was found in those living with HIV for a longer 
period of time. However, the relation between health-
related quality of life, anxiety/depression and HIV 
self-care has not yet been extensively studied in HIV 
self-care.

This study has some strengths and limitations. Major 
strengths of our study include the pioneering descrip-
tion of self-care levels among people with HIV, the 
multicentric design adopted and the outpatient  
setting from which participants were recruited. The 
cross-sectional nature of our study, however, limits the 
understanding of the directionality or stability of self-
care over time; longitudinal studies are needed to 
confirm the influence of time on self-care behaviour. 
Moreover, participants were recruited from one geo-
graphic location (Northern Italy) using convenience 
sampling, so the sample may not be representative 
of the general HIV population; therefore, caution should 
be used in generalising our findings. Furthermore, the 
SC-CII is a self-reported generic tool that might not 
meet the specific needs of people living with HIV; this 
limitation may also be seen as a strength, as it allows 
a comparison between HIV self-care and other chronic 
conditions.

Conclusion
This study has shown that self-care is poor in Italian 
people with HIV. Enhancing patients’ willingness to 
adopt self-care practices should become one of the 
main goals in HIV nursing. Our study sets the founda-
tions for future research about self-care in HIV. Further 
studies are recommended to have a better understand-
ing of the relationship between self-care and modifiable 
(e.g. quality of life, health literacy, mental health) and 
non-modifiable factors (e.g. age, gender, social status). 
Stigma, low social support, quality of life, anxiety and 
depression have been described as major issues in 
HIV care [17,27,28]; however, their impact on self-care 
practices among people with HIV is still unknown. 

Addressing such issues could lead to the development 
of tailored educational interventions to improve self-
care, hence improving health outcomes. Moreover, 
research aimed at identifying sociodemographic and 
clinical determinants of self-care might be helpful to 
find those at risk of poor self-care [7]. In this context, 
gender differences in self-care is a growing area of 
interest and many studies have focused on describing 
how gender is related to self-care in populations with 
chronic conditions [18,20,29,30].
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