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The effectiveness of antiretroviral treatment has transformed HIV infection into a chronic
transmissible condition, requiring health systems to adapt in order to care for people living
with HIV. The Chronic Care Model (CCM) is the gold standard for this type of care in many
countries. Among its tools, the Patient Assessment of Chronic liness Care (PACIC)
questionnaire gives the patient’s perspective of the care provided. The aim of the
present study was to adapt and apply, for the first time, the questionnaire to people
living with HIV to determine their perception of the quality of care provided at a reference
hospital in the Federal District of Brazil. This is a case study conducted in 2019 at a
teaching hospital, with a convenience sample of 30 individuals treated for at least 1 year at
the facility. The median PACIC score (3.5 with a range of 1.0-5.0) seems to suggest that
the users perceive the outpatient care provided by the hospital as being basic. The
“delivery system design/decision support” component was deemed the best (5.0, with a
range of 1.0-5.0) and “follow-up/coordination” the worst (1.0, with arange of 1.0-5.0). The
results suggest the need to improve the organization of care and make adequate use of
community resources, in line with the CCM. The questionnaire makes it possible to
determine the strengths and weaknesses of the care provided to people living with HIV and
can be used as a planning and monitoring tool to improve management of the condition,
with the contribution of the patient, in particular, thereby strengthening self-care.

Keywords: HIV, outpatient care, healthcare models, assessment of caregiver quality, patient assessment of chronic
iliness care

INTRODUCTION

Since the onset of the epidemic, HIV has caused around 32 million deaths worldwide (World
Health Organization, 2019). Estimates of the prevalence of people living with HIV (PLHIV)
worldwide and in Brazil were 0.49 and 0.41%, respectively at the end of 2018 (World Health
Organization, 2019).

Due to the effectiveness of preventive measures, diagnoses and health care in PLHIV, the
condition is now considered chronic, that is, involving continuous management for several years
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(Schaurich et al., 2006; Yehia et al., 2008; Swendeman et al., 2009;
Rabkin and Nishtar, 2011; Deeks et al., 2014).

One of the tools of the Chronic Care Model (CCM), used
internationally to organize chronic care, is the Patient Assessment
of Chronic Illness Care (PACIC) (Wagner, 1998; Wagner et al., 2001;
Bodenheimer et al., 2002). The PACIC has previously been applied
for a number of chronic nontransmissible conditions (Aragones et al.,
2008; Schmittdiel et al., 2008; Steurer-Stey et al., 2012; Abbott et al.,
2018; Desmedt et al., 2018; Pilipovic-Broceta et al.,, 2018). In Brazil,
PACIC has been applied mainly to the diseases diabetes and
hypertension (Moysés et al., 2012; Castro et al., 2018; Silva et al,
2018). The questionnaire evaluates the quality of care from the
patient’s perspective, assessing the components of the CCM and
the performance of teams in promoting self-care (Wagner et al., 2001;
Glasgow et al., 2005).

However, to date, no studies have applied the PACIC to PLHIV.
Using the PACIC in this condition could determine patient
perception and help health facilities monitor the quality of care
and support self-care. The involvement of PLHIV in self-care,
respecting and encouraging their autonomy as co-responsible in
the treatment, is important in ensuring they obtain better clinical
outcomes (Wagner et al., 1996; Glasgow et al., 2006).

In 2000, the Ministry of Health, in partnership with research
groups from public Brazilian universities, developed Qualiaids, a
questionnaire to assess the quality of outpatient care for PLHIV.
However, this instrument does not take the patient’s perspective
into account (Qualiaids, 2019). Thus, the PACIC could be
considered a complement to Qualiaids in assessing HIV
outpatient services. In addition to evaluating care quality, the
PACIC can guide interventions into the interpersonal aspects that
influence adequate management of the condition (Wagner et al.,
1996; Wagner, 1998; Glasgow et al., 2005; Tu et al, 2013;
Abdulrahman et al,, 2019). These aspects are not addressed in
the Brazilian Qualiaids questionnaire.

The following criteria were considered to compare the present
study with others in the literature: having applied the PACIC to any
chronic illness and being a Brazilian study. According to the results of
a systematic review with meta-analysis, the PACIC was not created
for comparisons between countries, since how cultural and idiomatic
factors affect the overall score remains unknown (Arditi et al., 2018).
A comprehensive review on PACIC application showed that the
questionnaire is little used in the world. Between 2005 and 2018, a
mere 85 studies were found, only two of which were Brazilian
(Arantes et al., 2019; Schwab et al., 2014; Silva et al., 2018). None
of the studies were conducted in PLHIV.

Thus, the aim of the present study was to adapt and apply the
PACIC to PLHIV, for the first time, in order to determine their
perception of the quality of outpatient care provided at a
reference hospital in the Federal District.

MATERIALS AND METHODS

Study Design, Location and Population

This is a descriptive case study, conducted between April and
May 2019, at University of Brasilia Hospital (UBH), a reference
hospital for the care of people living with HIV in the Federal

PACIC and PLHIV

79 PLHIYV invited

49 excluded

7 refused

35 with <1 year being treated at the
outpatient facility

1 aged <18 years

6 for other reasons (PrEP, discontinued
ART, follow-up in another hospital)

30 PLHIV included

FIGURE 1 | Sample composition of people living with HIV who
completed the Patient Assessment of Chronic lliness Care (PACIC), Brazil,
2019. Legend: PLHIV—people living with HIV; PrEP—pre-exposure
prophylaxis; ART —antiretroviral therapy.

District and managed by the Brazilian Company for Hospital
Services (Ebserh/MEC) since 2013, employs over 3,000
professionals with different affiliations (Ebserh, University of
Brasilia, Ministry of Health and outsourced companies), in
addition to professors, residents and interns, providing
outpatient treatment and hospitalization for medium and high
complexity conditions across a wide range of specialties (Brasil,
2020). Outpatient treatment is provided at the institution,
involving three healthcare locations: the infectology outpatient
clinic, antiretroviral (ART) dispensing unit (Pharmacy) and
psychosocial treatment center.

A total of 79 people were recruited on 10 non-consecutive days
over a 2-months period, according to the medical schedule or
dispensing routine. Of these, 30 PLHIV met the inclusion criteria
and participated as a convenience sample for this study
(Figure 1). As such, the sample was only representative of the
reality of this particular hospital. There was no set saturation
point and the field approaches were not established solely in
terms of numbers. The PACIC is a qualitative tool that has been
coded to aid in interpretation and comparison with other studies.

The following inclusion criteria were established by the
researchers: being diagnosed with HIV, aged 18 years or older,
enrolled at the infectology outpatient clinic for at least 1 year
before data collection and having had at least one visit with an
infectologist during this period. Pregnant women and PLHIV
who abandoned treatment were excluded.

It was assumed that the infectologists’ recommendations
(every 6 months) and ART dispensing (every 2 months) may
promote sufficient contacts with the outpatient facility, that is,
bond and regular follow-up, so that PLHIV can express their
perception (Brasil, 2018). On the other hand, abandonment was
considered when the PLHIV did not visit the facility for 3 months
after interrupting their medication or stayed away for more than
6 months (Brasil, 2009).

Sample Recruitment and Selection
The volunteers were recruited at the infectology outpatient clinic
and the Pharmacy. At the outpatient facility, collection occurred
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by examining the list of scheduled doctors’ appointments,
determining whether patients met the inclusion criteria, to be
subsequently invited to participate in the study and undergo the
PACIC. At the Pharmacy, collection occurred with the support of
the health team, which indicated likely candidates to the
researchers. These candidates were approached directly and
asked the following questions - “Are you treated at the
infectology outpatient clinic?.” If so, “since when?.” If eligible,
those who agreed to participate completed the PACIC. Next, the
medical charts of the participants were examined to determine if
they met the inclusion criteria.

Information Sources

The University Hospital Management App (AGHU) was used
to obtain sociodemographic (sex, age, skin color, place of
residence) and clinical variables (mental health, viral load,
regular follow-up, comorbidities, adverse reactions to
medication, antiretroviral scheme, time since diagnosis)
from the online medical charts.

For other pertinent information, the researchers created a set
of questions to determine any access to other specialties and
examinations, length of time being treated at the hospital, number
of psychosocial visits, number of visits to the Pharmacy and
number of laboratory examinations in the previous year. These
questions were asked before the PACIC was applied. For more
information about the survey, see Supplementary Material S1.

Patient Assessment of Chronic lliness Care
The PACIC aims at determining the patients’ perception of the
quality of care provided by the health team and their involvement
in supporting self-care. It is one of the assessment tools devised
for the Chronic Care Model (CCM) developed by the research
team from the MacColl Center for Health Care Innovation
(Glasgow et al, 2005). In regard to reliability, the original
PACIC instrument showed internal consistency of 0.93 based
on Cronbach’s alpha and 0.84 for the tool translated into
Brazilian Portuguese for people with diabetes (Glasgow et al.,
2005; Castro et al, 2018). The Portuguese version of the
questionnaire was translated, adapted and validated for use
with patients enrolled in the Brazilian national health system
(SUS) (Moysés et al., 2012). The Brazilian version of the PACIC
was deemed adequate for application in PLHIV, since it followed
WHO translation guidelines and considered the profile of the
population vulnerable to chronic conditions who use the health
services in the country (Moysés et al., 2012).

In the present study, the Portuguese version of the
questionnaire was adapted and tested for people living with
HIV (Supplementary Appendix S1). Adaptations consisted of
replacing a few words, such as the term “chronic illness” with
“HIV”, and “health problems” with “my health”; and a list of
support groups for the self-care of HIV was also compiled, to
facilitate understanding and interpreting the questions.

After the adaptations, we conducted a comprehension test of
the PACIC questionnaire in two rounds of seven and nine
participants, respectively, using the same inclusion criteria
applied in the study. The participants were recruited during
antiretroviral dispensing at the Pharmacy.

PACIC and PLHIV

In the first round, each question was read and the volunteers
were asked if they understood and knew how to answer. If not,
they were asked what they did not understand. The questions
were well understood by most participants. Five PLHIV in the
first round did not understand one question each (1, 6, 7, 12, and
13), out of a total of 20 questions.

Thus, minor changes were made to the questionnaire for the
second round, for example: from “my ideas” to “my opinion” in
item one, adding “for HIV” to some phrases to characterize the
condition and changing “my condition” to “my health”. Since no
misunderstandings were pointed out in the second round, the
questionnaire was considered suitable for application.

The questionnaire contains five analysis categories/
components and 20 questions, according to the theoretical
framework of the Chronic Care Model (CCM) (Glasgow et al.,
2005), as follows: 1) patient activation (assesses how much
motivation and professional support the individual received to
initiate changes), with three questions; 2) delivery system design/
decision support (assesses the support the individual received for
their care, such as educational materials, invitation to the
roundtable discussion, and how satisfied they were with the
organization of the care provided), with three questions; 3)
goal setting (assesses the extent to which general instructions,
clinical protocols and suggestions were adapted to the patient’s
situation), with five questions; 4) problem solving/contextual
counseling (assesses how the health team deals with the
problems that compromise achieving the established goals),
with four questions; and 5) follow-up/coordination (assesses
the frequency and consistency of the care), with five questions.
For each question, the answers vary from 1 to 5 (Likert scale: none
of the time, a little of the time, some of the time, most of the time,
always) (Glasgow et al., 2005).

Before the PACIC was applied, it was made clear to the
respondents that they could ask the researcher if they were
unsure about a question. Next, each question was read aloud
and the respondent selected the answer that best described their
experience with the outpatient care among one to 5. The PACIC
took an average of 15 min to complete.

Data Analysis

The PACIC questionnaire data and those collected from the
medical charts and set of questions were tabulated and analyzed
using the Statistical Package for the Social Sciences® (SPSS),
version 22.0 (IBM Corp, NY, United States) applying descriptive
statistics. For the sociodemographic, clinical and access-to-
services variables, the median and range of variation
(minimum and maximum value or quartiles) and percentages
were used. The following was obtained for the PACIC: 1) for each
question, the percentage of answers for each Likert category; 2)
for each of the components, the median, minimum and
maximum scores; and 3) for each questionnaire, the median,
minimum and maximum scores. According to the authors, the
highest scores indicate better patient perception of team
involvement in the self-care and support for their condition
(Glasgow et al., 2005). Care quality was classified according to
the median score obtained, as follows: limited quality = 1.0-2.9;
basic quality = 3.0-3.9 and good/excellent quality = 4.0-5.0.
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TABLE 1 | Sociodemographic and clinical characteristics and access to outpatient care of people living with HIV (n = 30), Brazil, 2019.

Age - median (g1-g3)

Sex

Schooling
Race/color

Place of residence®

Regular follow-up®

Viral load

Antiretroviral therapy®
Adverse reaction to ART
Mental health®

Comorbidity

Access to other specialties’

Time since diagnosis in years

Time under treatment at the hospital in years
Number of infectologist visits’

Number of psychosocial visits'

Number of visits to the Pharmacy’

Number of laboratory visits’

PACIC and PLHIV

42.5 (29.5-48.3)
Frequency (%)
Male 25 (83.9)
Unknown 22 (73.9)
Non-white 20 (66.7)
Southeast 6 (20.0)
East 5 (16.6)
Center 5 (16.6)
Yes 23 (76.7)
Undetectable 23 (76.7)
Preferential® 11 (36.7)
Yes 3 (10.0)
Unchanged 28 (93.9)
Yes 19 (63.3)
Obtained 16 (53.3)
Median (q1-q3)
4.0 (2.3-13.3)
4.5 (2.0-10.0)
3.0 (2.0.-3.0)
0.0 (0.0-2.0)
12.0 (7.0-12.0)
2.0 (1.0-3.0)

Health Regions: Southeast (Taguatinga, Aguas Claras, Vicente Pires and Samambaia), West (Ceilandia and Brazléndia), East (Paranod, Itapod, Séo Sebastido, Lago Sul and Jardim
Botanico), South (Gama and Santa Maria), North (Planaltinha, Sobradinho and Fercal), Center-South (Candangoléndia, Estrutural, Guard, Park Way, Nucleo Bandeirante, Riacho Fundo |
and ll, Setor de Industria and Abastecimento (SIA) and Setor Complementar de Industria and Abastecimento (SCIA) and Center (Northwest, Asa Sul and Asa Norte) (Brasil, 2019a; Brasil,

2019b).

PRegular follow-up: patients under reguilar treatment at the Pharmacy and undetectable viral load.

CART, Antiretroviral therapy.

9Preferential: tenofovir + lamivudine and dolutegravir.

°For mental health, CID 10: F41-other anxious disorders were considered.
'Data collected from the last year of follow-up.

RESULTS

During the study, 79 PLHIV were invited to take part, but only 30
were included, as shown in Figure 1.

Based on the results presented in Table 1, the median age of
the subjects was 42.5 years (ql-q3, 29.5-48.3), with greater
frequency of men and schooling level not contained on the
medical charts, non-white skin color, and residents in the
Southwest region. The medians for time since diagnosis and
time enrolled at the outpatient clinic were 4.0 (2.3-13.3) and
4.5 years (2.0-10.0), respectively. Only three people reported an
adverse reaction to ART. According to the medical charts, more
than 76% exhibited undetectable viral load, even though around
35% used the preferential scheme in line with the Brazilian
protocol (Brasil, 2018). Around 75% of the PLHIV had regular
follow-up to ART and several exhibited comorbidities (63.3%).

With respect to access, slightly more than half reported having
access to other specialties or examinations in the hospital. There
were a median of three infectologist visits per year, monthly
dispensing of medication, but few or no psychosocial visits. It is
important to underscore that more than 90% of the sample had
no registered mental problems.

The median PACIC score (3.5; min-max: 1.0-5.0) showed that
the patient perceived the quality of outpatient care provided by
the hospital as basic (Figure 2). The median of each component
was lowest for “follow-up/coordination” and highest for “delivery
system design/decision support” (Figure 3).

Global PACIC
5
4
Follow-up/ 3 Patient activation
coordination 2
Problem solving/ Dell_vely system
. design/decision
contextual counseling
support
Goal setting Median
e Minimum
Maximum
FIGURE 2 | Overall PACIC score™?® per component (n = 30) Brazil,
2019. Legend: ' PACIC - Patient Assessment of Chronic lliness Care. 2 PACIC
response categories: 1-none of the time, 2-a little of the time, 3-some of the
time, 4-most of the time, 5-always. ¢ Answer categories created by the
authors: 1.0-2.9 limited quality, 3.0-3.9 basic quality, 4.0-5.0 excellent
quality.

Considering each of the component questions, with respect to
“patient activation”, more than 75% of PLHIV reported that they
were asked by the health team about any problems in the use of
medication or their effects “most of the time” or “always”. On the
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PACIC and PLHIV

(%)

T

Patient activation

3. Asked to talk about any problems with my

Delivery system
design/ decision
support

Goal setting

conversation wheels, support groups) to help me cope with HIV.

= None of the time = Alittle of the time

(%)

when they recommended my treatment.

Problem solving/ contextual
counseling

associations that could help me.

18. I was advised individually or in a group by a dietician, psychologist,

care for my health.

Follow-up/ coordination

can help my treatment.

= None of the time = Alittle of the time

1. Asked for my opinion when we made a treatment plan for HIV.
2. Given choices about treatment to think about.

or their effects.
4. Given a written list of things I should do to improve my health.
5. Satisfied that my care was well organized.

6. Shown how what I did to take care of myself influenced my health.

7. Asked to talk about my goals in caring for my health.

8. Helped to set specific goals to improve my eating or exercise, stress control, quit
smoking (if you have smoking habits) and avoid abusive use of alcohol and drugs.

9. Given a copy of my treatment plan.

10. Encouraged to go to a specific group or class ( psychosocial support center,
11. Asked questions about my health habits.

= Some of the time

12. The health team considered what I thought, what I believed, and my lifestyle

13. Helped to make a treatment plan that I could carry out in my daily life.
14. Helped to plan ahead so I could take care of my condition in hard times.
15. Asked how HIV affects my life.
16. The health team contacted me after a visit to see how my treatment was going.

17. Encouraged to attend programs in the community, at schools, churches or

pharmacist, social assistant, oral health team and/or other professional about the

19. Told how my visits with other specialists, like infectologists and psychiatrists,

20. Asked how my visits with other specialists were going.

= Some of the time

FIGURE 3 | Descriptive distribution of PACIG"? per question according to the five components (n = 30), Brazil, 2019." PACIC: Patient Assessment of Chronic
liness Care. 2 PACIC response categories: 1-none of the time, 2-a little of the time, 3-some of the time, 4-most of the time, 5-always (continue).

= Most of the time = Always

= Most of the time

= Always

other hand, nearly 50% of patients answered that they had the
right to information on the therapeutic plan “none of the time” or
“a little of the time” (questions 1 and 2) (Figure 3). This
component obtained a median of 3.0 (min-max: 1.0-5.0) and
was therefore assessed as exhibiting basic quality (Figure 2).
The “delivery system design/decision support” component
(5.0; min-max: 1.0-5.0) obtained one of the highest scores.
More than 75% of respondents were satisfied with the

organization of treatment and received information on how
self-care could influence HIV management. However, this
information was not usually provided in written form (Figure 3).
The non-availability of written information was also observed in
the “goal setting” component, where 87% of PLHIV reported not
receiving the treatment plan. It was also noted that the health team
discussed health habits with the patients (Figure 3). This component
obtained a median of 3.0 (min-max: 1.0-5.0) (Figure 2).
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Nearly 50% of patients reported that they “always” felt
supported by the health team in solving problems related to
HIV management, except during what they considered “hard
times” (43%) (Figure 3). The “problem solving/contextual
counseling” component obtained a median of 4.0 (min-max:
1.0-5.0) and lowest variability in the group (Figure 2).

The worst assessed component, with limited quality, was
“follow-up/coordination” which obtained a median of 1.0
(min-max: 1.0-5.0) (Figure 2). Although most of the
PLHIV received multiprofessional care, many were not
contacted by the team to assess treatment evolution after a
visit (73%) and did not feel encouraged to attend community
programs (67%) (Figure 3).

DISCUSSION

The PACIC results showed that the people living with HIV
treated at this reference hospital considered that the quality of
the outpatient care provided was basic. The “delivery system
design/decision support” component received the best
assessment, and “follow-up/coordination” the worst.

Based on the PACIC results, patients considered the quality of
the outpatient care provided to PLHIV to be basic (3.5; min-max:
1.0-5.0) that is, there is still room to improve the healthcare
measures implemented, particularly those not identified by users
of the service. A number of Brazilian studies that applied the
PACIC to National Health System (SUS) patients under
treatment for chronic conditions, primarily people with
diabetes and hypertension, obtained results that ranged from
limited to basic quality, similar to our findings (Moysés et al.,
2012; Castro et al., 2018; Silva et al,, 2018). In terms of public
health, the quality of the services provided by the hospital, as
perceived by PLHIV, is comparable to that offered by the SUS for
other chronic illnesses.

Analysis of each component of the questionnaire shows that
in “patient activation”, most PLHIV reported that they were
asked by the health team about their problems in using drugs
or their side effects “most of the time” or “always”. This is
confirmed by the clinical findings for regular follow-up,
undetectable viral load and alternative treatment in most of
the participants. Most of the patients under alternative ART
indicated the need to change medication because of adverse
reactions or therapeutic failure (salvage therapy) (Brasil,
2018). In a study conducted with diabetic patients, most of
the participants indicated that the professionals “always” asked
them about possible problems with the medication (Castro
et al., 2018). However, in another study carried out with
diabetic and hypertensive patients, most reported that this
question is never a priority during treatment (Silva et al,
2018). Adverse reactions are one of the causes of non-
adherence to HIV treatment (Silva et al., 2015); as such, it
is assumed that guaranteeing regular follow-up should be one
of the priorities of the multidisciplinary team. When changing
medication, the new therapeutic plan should be reinforced
with the participation of the entire multiprofessional team,
especially pharmacists, in order to help overcome insecurities

PACIC and PLHIV

about initiating a new therapy (fear of new adverse reactions)
and uncertainties regarding the new scheme, in addition to
reinforcing the importance of treatment adherence (Brasil,
2007).

On the other hand, nearly half of the patients reported that
they were only able asked their opinion about their treatment or
therapeutic options to establish their therapeutic plan “a little” or
“none of the time” (questions 1 and 2). This finding corroborates
studies where patient autonomy was assessed as being limited
(Moysés et al., 2012; Castro et al.,, 2018; Silva et al,, 2018). It is
important to underscore that patients are generally unaware of
their rights, especially regarding information and their
participation in managing their condition (Ribeiro, 2006;
Brasil, 2015). The findings demonstrate the need to respect the
right of PLHIV to be informed of the existing protocol and why
the ART selected is the best for them.

In the “delivery system design/decision support” component,
most of the patients were satisfied with the organization of the
treatment and the information received on self-care. Other
studies showed that these measures are the best assessed in
this component of the questionnaire, having received the
highest number of “always” answers (Moysés et al, 2012;
Castro et al., 2018; Silva et al., 2018). Patient satisfaction is a
complex assessment element. This was confirmed in the present
study with the findings of median access to other specialties and
examinations and high satisfaction with treatment organization.
Effective interactions between the health team and patients,
where support for self-care is encouraged, characterize
adequate quality for the care of chronic illnesses, reaching
better patient satisfaction results and their adherence to the
service (Wagner et al., 1996).

On the other hand, in the “goal setting” component, when
patients were asked if they received the treatment plan in written
form, more than 80% answered “none of the time”. These
findings are similar to those of other studies that used the
PACIC for different chronic illnesses (Melchior et al., 2006;
Castro et al,, 2018; Silva et al., 2018). The high demand for
treatment and the little time available for consultations may force
professionals to prioritize only verbal instructions.

In the results of the “problem solving/contextual counseling”
component, patients do not feel supported by the health team in the
management of HIV during “hard times.” In the present study, there
was low demand for psychosocial support to cope with HIV, given
that anxiety and depression are frequent emotional changes among
PLHIV (Remor, 1999). The similar proportion in the answer
categories of this item, primarily when the “none of the time”
and “most of the time/always” groups were compared suggests
that 1) help in planning self-care during “hard times” occurs only
when requested by the patient; or 2) the health team does not
recognize when the PLHIV is in a crisis situation and/or do not feel
comfortable intervening. Despite the difficulty defining them in the
practice of caregiving, support measures for patients are important
throughout life, especially during hard times (Caetano and Pagliuca,
2006; Desmedt et al., 2018).

The “follow-up/coordination” component was the worst
assessed, with limited quality (score of less than 3). Although
patients reported receiving multiprofessional care, the team does
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not follow up after the visit. In addition, patients do not feel
encouraged to seek the resources available in the community. In a
study conducted in 2014 at the same hospital, the institution had
limited capacity to forge partnerships with community resources
to care for PLHIV (Silva et al., 2019). Similar results were found
for other chronic conditions (Moysés et al., 2012; Castro et al.,
2018; Silva et al., 2018). These findings may indicate the existence
of barriers to continuity of care, lack of partnerships with
community resources such as patient associations, churches
and non-governmental organizations, and the importance of
integration with primary care and health promotion initiatives.

It is believed that the PACIC may help monitor quality of care
in terms of organizing health and supporting self-care, since it
enriches the overall care provided to PLHIV. In addition, it is
proposed that it be used as an assessment tool of the quality of
outpatient care to complement evaluation by Qualiaids, which
does not address the patient perspective and the interpersonal
aspect of quality (Wagner et al., 1996; Wagner, 1998; Glasgow
et al., 2005; Tu et al., 2013; Abdulrahman et al., 2019).

Despite the small convenience sample, the researchers found
that the sample reached the saturation level corresponding to the
perception of PLHIV treated at an outpatient facility of a single
health service. However, we cannot state that it is representative
of Brazilian people living with HIV. In addition, there was a
logistic limitation of human and financial resources to apply the
questionnaire that precludes a broader study; however, we
underscore the unprecedented use of the tool in HIV,
previously applied for other chronic illnesses in Brazil and
worldwide. Moreover, there were no discrepancies between the
data collected in the interviews, on the medical charts and from
the PACIC questions. Although the sample was not
representative of the Federal District or Brazil, the data can
clarify the perception of care in a group and may result in
improvements that benefit the entire study population.

Based on the findings of this study, it is recommended that the
PACIC be applied to a representative sample of the population
from the hospital or the Federal District. It could also be used in
multicenter studies in Brazil in order to assess perception of the
quality of outpatient care provided to PLHIV in health systems
and different patients, such as those at the onset of treatment,
with therapeutic or virologic failure, or comorbidities, among
others, and compare the results among them. Additionally,
studies should be conducted to determine the association
between sociodemographic and clinical variables and access to
services, and their influence on the perception of PLHIV
regarding the quality of the care received.

CONCLUSION

Based on the PACIC results, the people living with HIV treated at
this reference hospital considered that the quality of the
outpatient care provided was basic. The “delivery system
design/decision support” component received the best
assessment, and follow-up/coordination the worst. It is
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believed that the questionnaire may complement Qualiaids in
assessing the quality of outpatient care, reinforcing the
importance of patient participation at all stages of care.

These findings may help understand the strengths and
weaknesses of outpatient care provided to PLHIV, where
the aim is to plan and establish strategies and measures to
manage this condition, supporting the self-care of patients.
Since this is the first time PACIC has been applied to PLHIV,
further research is needed to confirm the findings, using a
larger number of patients and adequate validation of the
questionnaire.

DATA AVAILABILITY STATEMENT

The original contributions presented in the study are included in
the article/Supplementary Material, further inquiries can be
directed to the corresponding author.

ETHICS STATEMENT

The studies involving human participants were reviewed and
approved by Ethics Committee of the Faculty of Medicine of UnB
(n® 2 523 202). The patients/participants provided their written
informed consent to participate in this study. All the participants
gave written informed consent before the interview, were
guaranteed anonymity and the confidentiality of the
information provided. The project was approved by the
University of Brasilia (UnB) School of Medicine Ethics
Committee, under protocol no. 2.523.202 and adhered to
National Health Council Resolution 466/12.

AUTHOR CONTRIBUTIONS

AS and MM planned and executed the stages of this study. AS,
MM, LG, AO and UA wrote and revised the manuscript. EN
revised the project and the manuscript. All the authors approved
the manuscript for publication and agreed to assume
responsibility for all aspects of the work.

FUNDING

The present study was supported by the Coordination for the
Improvement of Higher Education Personnel (CAPES) under
funding code 001.

SUPPLEMENTARY MATERIAL

The Supplementary Material for this article can be found online at:
https://www.frontiersin.org/articles/10.3389/fphar.2021.740383/
full#supplementary-material

Frontiers in Pharmacology | www.frontiersin.org

September 2021 | Volume 12 | Article 740383


https://www.frontiersin.org/articles/10.3389/fphar.2021.740383/full#supplementary-material
https://www.frontiersin.org/articles/10.3389/fphar.2021.740383/full#supplementary-material
https://www.frontiersin.org/journals/pharmacology
www.frontiersin.org
https://www.frontiersin.org/journals/pharmacology#articles

Silva et al.

REFERENCES

Abbott, P., Banerjee, T., Yujra, A. C. A,, Xie, B., and Piette, J. (2018). Exploring
Chronic Disease in Bolivia: A Cross-Sectional Study in La Paz. PLoS One 13,
€0189218. doi:10.1371/journal.pone.0189218

Abdulrahman, S. A., Ganasegeran, K., Rampal, L., and Martins, O. F. (2019). HIV
Treatment Adherence - A Shared Burden for Patients, Health-Care Providers,
and Other Stakeholders. AIDS Rev. 21, 28-39. doi:10.24875/AIDSRev.19000037

Aragones, A., Schaefer, E. W., Stevens, D., Gourevitch, M. N., Glasgow, R. E., and
Shah, N. R. (2008). Validation of the Spanish Translation of the Patient
Assessment of Chronic Illness Care (PACIC) Survey. Prev. Chronic Dis. 5,
Al113.

Arantes, A. A, Mendonga, A. E., Meurer, L. R, and Braga, M. (2019). Revisdo da
utilizagao Do patient assessment of chronic ilness care. Braz. ] Heal Pharm 1.
doi:10.29327/226760.1.4-6

Arditi, C,, Iglesias, K., and Peytremann-Bridevaux, I. (2018). The Use of the Patient
Assessment of Chronic Illness Care (PACIC) Instrument in Diabetes Care: a
Systematic Review and Meta-Analysis. Int. ]. Qual. Health Care 30, 743-750.
doi:10.1093/intghc/mzy091

Bodenheimer, T., Wagner, E. H., and Grumbach, K. (2002). Improving Primary
Care for Patients with Chronic Illness. J. Am. Med. Assoc. 288, 1909.
doi:10.1001/jama.288.15.1909

Brasil (2007). Secretaria de Vigilancia em Saiide - Programa Nacional de DTS e
AIDS. Diretrizes para o fortalecimento das a¢des de adesio ao tratamento para
pessoas que vivem com VIH e AIDS. Brasilia: Ministério da Saude.

Brasil (2009). Secretaria de Vigilancia em Satide. Departamento de DST e AIDS.
Nota Técnica n” 208/09. Brasilia: Ministério da Saude.

BrasilSecretaria de Estado de Satde do Distrito Federal (2019a). Lago Sul ¢
incorporado na Regido Leste de Saude. https://www.agenciabrasilia.df.gov.br/

2019/09/03/lago-sul-e-incorporado-a-regiao-de-saude-leste/ (Accessed
December 4, 2019).
BrasilSecretaria de Estado de Sadde do Distrito Federal (2019b).

Superintendéncias.  http://www.saude.df.gov.br/category/superintendencias/
(Accessed December 4, 2019).

DataSUS Brasil (2020). Cadastro Nacional de Estabelecimentos de Saudde.
Ministério Da Satde. Available at: http://cnes.datasus.gov.br/pages/
estabelecimentos/ficha/infGerais/5300100010510 (accessed January 24, 2020).

Caetano, J. A., and Pagliuca, L. M. F. (2006). Autocuidado e o portador do HIV/
AIDS: Sistematizagdo da assisténcia de enfermagem. Rev. Latino-am.
Enfermagem 14, 336-345. doi:10.1590/50104-11692006000300006

Castro, F. A,, Castro, F. A. X. de, Teixeira, C. R. D. S,, Istilli, P. T., Zanetti, A. C. G,,
Becker, T. A. C,, et al. (2018). Validagdo Do Patient Assessment of Chronic
Illness Care (PACIC) Em Diabéticos Brasileiros. Tempus Actas de Satide
Coletiva 11 (Pag), 89-102. doi:10.18569/tempus.v11i2.2400

da Silva, A. W. M., Meiners, M. M. M. A., Noronha, E. F., and de Toledo, M. L.
(2019). The Use of Assessment of Chronic Illness Care Technology to Evaluate
the Institutional Capacity for HIV/AIDS Management. Front. Pharmacol. 10,
165. doi:10.3389/fphar.2019.00165

Deeks, S. G., Lewin, S. R., and Havlir, D. V. (2014). The End of AIDS: HIV Infection
as a Chronic Disease. Lancet 382, 1525-1533. doi:10.1016/S0140-6736(13)
61809-7

Desmedt, M., Vertriest, S., Petrovic, M., Bergs, J., Vrijhoef, H., Dessers, E., et al.
(2018). Seen through the Patients’ Eyes: Quality of Chronic Illness Care. Fam.
Pract. 35, 446-451. doi:10.1093/fampra/cmx123

Glasgow, R. E., Wagner, E. H., Schaefer, J., Mahoney, L. D., Reid, R. J., and Greene,
S. M. (2005). Development and Validation of the Patient Assessment of
Chronic Illness Care (PACIC). Med. Care 43, 436-444. doi:10.1097/
01.mlr.0000160375.47920.8¢

Glasgow, R. E., Emont, S., and Miller, D. C. (2006). Assessing Delivery of the Five
“As” for Patient-Centered Counseling. Health Promot. Int. 21, 245-255.
doi:10.1093/heapro/dal017

Melchior, R., Nemes, M. 1. B., Basso, C. R., Castanheira, E. R. L., Britto e Alves, M.
T. S. D., Buchalla, C. M., et al. (2006). Avaliagio da estrutura organizacional da
assisténcia ambulatorial em HIV/Aids no Brasil. Rev. Saiide Publica 40,
143-151. doi:10.1590/S0034-89102006000100022

Ministério da Satde Brasil (2015). “Secretaria de Vigilincia em Satde.
Departamento de DST, Aids e Hepatites Virais,” in O Manejo da Infecgio

PACIC and PLHIV

pelo HIV na Atengdo Bdsica - Manual para Profissionais Médicos (Brasilia:
Ministério da Saude).

Ministério da Satide Brasil (2018). “Secretaria de Vigilancia em Satide. Departamento
de Vigilancia, Prevengao e Controle das Infec¢des Sexualmente Transmissiveis, do
HIV/Aids e das Hepatites Virais,” in Protocolo Clinico e Diretrizes Terapéuticas
para Manejo da Infecgio pelo. 1st ed. (Brasilia: Ministério da Saude).

Moysés, S. T., Filho Silveira, A. D., and Moysés, S. J. (2012). Laboratério de
Inovagoes no Cuidado das Condigées Cronicas na APS: A implantagdo do
Modelo de Ateng¢do as Condigbes Cronicas na UBS Alvorada em Curitiba,
Parand. 1st ed. Brasilia: Organizagio Pan-Americana da Saude/Conselho
Nacional de Secretérios de Saude.

Pilipovic-Broceta, N., Vasiljevic, N., Marinkovic, J., Todorovic, N., Jankovic, J.,
Ostric, I, et al. (2018). Validation of the Patient Assessment of Chronic Illness
Care (PACIC) Instrument in the Republic of Srpska, Bosnia and Herzegovina.
Eur. J. Pers Centered Healthc. 6, 12-19. doi:10.5750/ejpch.v6i1.1368

Qualiaids (2019). QualiAids. Univ Sao Paulo - USP. Available at: http://www.
qualiaids.fm.usp.br/index.html (Accessed July 22, 2017)

Rabkin, M., and Nishtar, S. (2011). Scaling up Chronic Care Systems: Leveraging
HIV Programs to Support Noncommunicable Disease Services. J. Acquir
Immune Defic Syndr. 57, S87-590. doi:10.1097/QAI.0b013e31821db92a

Remor, E. A. (1999). Abordagem Psicolégica da AIDS Através Do Enfoque
Cognitivo-Comportamental. Psicol. Reflex. Crit. 12, 89-106. doi:10.1590/
$0102-79721999000100006

Ribeiro, D. C. (2006). Autonomia: Viver a Prépria Vida e Morrer a Propria Morte.
Cad. Satide Publica 22, 1749-1754. doi:10.1590/S0102-311X2006000800024

Schaurich, D., Fernandes Coelho, D., Da, M., and Corso Da Motta, G. (2006). A
Cronicidade no Processo Satide-Doenga: Repensando a Epidemia da AIDS
Apos os Anti-Retrovirais. R. Enferm UER] 14, 455-462.

Schwab, G. L., Moysés, S. T., Kuzma, S. Z., Ignacio, S. A., Moysés, S. J., Schwab, G.
L., et al. (2014). Percep¢io de inovagdes na atengdo as doengas/condigdes
crOnicas: uma pesquisa avaliativa em Curitiba. Saiide Em Debate 38, 307-318.
doi:10.5935/0103-1104.2014S023

Schmittdiel, J., Mosen, D. M., Glasgow, R. E., Hibbard, J., Remmers, C., and
Bellows, J. (2008). Patient Assessment of Chronic Illness Care (PACIC) and
Improved Patient-Centered Outcomes for Chronic Conditions. J. Gen. Intern.
Med. 23, 77-80. doi:10.1007/s11606-007-0452-5

Silva, J. A., Dourado, L., Brito, A. M., and Silva, C. A. (2015). Factors Associated
with Non-adherence to Antiretroviral Therapy in Adults with AIDS in the First
Six Months of Treatment in Salvador, Bahia State, Brazil. Cad Saude Publica 31,
1188-1198. doi:10.1590/0102-311X00106914

Silva, L. B., Soares, S. M., Silva, P. A. B., Santos, J. F. G., Miranda, L. C. V., and
Santos, R. M. (2018). Avaliagio do cuidado primario a pessoa idosa segundo o
Chronic Care Model. Rev. Latino-am. Enfermagem 26, €2987. doi:10.1590/
1518-8345.2331.2987

Silva, A. W. M. D., Meiners, M. M. M. A,, Noronha, E. F.,, and de Toledo, M. 1.
(2019). The Use of Assessment of Chronic Illness Care Technology to Evaluate
the Institutional Capacity for HIV/AIDS Management. Front. Pharmacol. 10,
165. doi:10.3389/fphar.2019.00165

Steurer-Stey, C., Frei, A., Schmid-Mohler, G., Malcolm-Kohler, S., Zoller, M., and
Rosemann, T. (2012). The German Version of the Assessment of Chronic
Illness Care: Instrument Translation and Cultural Adaptation. J. Eval. Clin.
Pract. 18, 1-4. doi:10.1111/j.1365-2753.2010.01511.x

Swendeman, D., Ingram, B. L., and Rotheram-Borus, M. J. (2009). Common Elements in
Self-Management of HIV and Other Chronic Illnesses: An Integrative Framework.
AIDS Care 21, 1321-1334. doi:10.1080/09540120902803158

Tu, D., Belda, P., Littlejohn, D., Pedersen, J. S., Valle-Rivera, J., Tyndall, M., et al.
(2013). Adoption of the Chronic Care Model to Improve HIV Care: in a
Marginalized, Largely Aboriginal Population. Can. Fam. Physician 59, 650-657.

Wagner, E. H., Austin, B. T, and Von Korff, M. (1996). Improving Outcomes in
Chronic Illness. Manag. Care Q. 4, 12-25.

Wagner, E. H., Austin, B. T., Davis, C., Hindmarsh, M., Schaefer, J., and Bonomi, A.
(2001). Improving Chronic Illness Care: Translating Evidence into Action.
Health Aff. (Millwood) 20, 64-78. doi:10.1377/hlthaff.20.6.64

Wagner, E. H. (1998). Chronic Disease Management: What Will it Take to
Improve Care for Chronic Illness? Eff. Clin. Pract. 1, 2-4.

World Health Organization (2019). Data and Statistics. HIV/AIDS, Heal Top.
Available at: https://www.who.int/en/news-room/fact-sheets/detail/hiv-aids
(Accessed November 15, 2019).

Frontiers in Pharmacology | www.frontiersin.org

September 2021 | Volume 12 | Article 740383


https://doi.org/10.1371/journal.pone.0189218
https://doi.org/10.24875/AIDSRev.19000037
https://doi.org/10.29327/226760.1.4-6
https://doi.org/10.1093/intqhc/mzy091
https://doi.org/10.1001/jama.288.15.1909
https://www.agenciabrasilia.df.gov.br/2019/09/03/lago-sul-e-incorporado-a-regiao-de-saude-leste/
https://www.agenciabrasilia.df.gov.br/2019/09/03/lago-sul-e-incorporado-a-regiao-de-saude-leste/
http://www.saude.df.gov.br/category/superintendencias/
http://cnes.datasus.gov.br/pages/estabelecimentos/ficha/infGerais/5300100010510
http://cnes.datasus.gov.br/pages/estabelecimentos/ficha/infGerais/5300100010510
https://doi.org/10.1590/S0104-11692006000300006
https://doi.org/10.18569/tempus.v11i2.2400
https://doi.org/10.3389/fphar.2019.00165
https://doi.org/10.1016/S0140-6736(13)61809-7
https://doi.org/10.1016/S0140-6736(13)61809-7
https://doi.org/10.1093/fampra/cmx123
https://doi.org/10.1097/01.mlr.0000160375.47920.8c
https://doi.org/10.1097/01.mlr.0000160375.47920.8c
https://doi.org/10.1093/heapro/dal017
https://doi.org/10.1590/S0034-89102006000100022
https://doi.org/10.5750/ejpch.v6i1.1368
http://www.qualiaids.fm.usp.br/index.html
http://www.qualiaids.fm.usp.br/index.html
https://doi.org/10.1097/QAI.0b013e31821db92a
https://doi.org/10.1590/s0102-79721999000100006
https://doi.org/10.1590/s0102-79721999000100006
https://doi.org/10.1590/S0102-311X2006000800024
https://doi.org/10.5935/0103-1104.2014S023
https://doi.org/10.1007/s11606-007-0452-5
https://doi.org/10.1590/0102-311X00106914
https://doi.org/10.1590/1518-8345.2331.2987
https://doi.org/10.1590/1518-8345.2331.2987
https://doi.org/10.3389/fphar.2019.00165
https://doi.org/10.1111/j.1365-2753.2010.01511.x
https://doi.org/10.1080/09540120902803158
https://doi.org/10.1377/hlthaff.20.6.64
https://www.who.int/en/news-room/fact-sheets/detail/hiv-aids
https://www.frontiersin.org/journals/pharmacology
www.frontiersin.org
https://www.frontiersin.org/journals/pharmacology#articles

Silva et al.

Yehia, B. R., Gebo, K. A., Hicks, P. B., Korthuis, P. T., Moore, R. D., Ridore,
M., et al. (2008). Structures of Care in the Clinics of the HIV Research
Network. AIDS Patient Care and STDs 22, 1007-1013. doi:10.1089/
apc.2008.0093

Conflict of Interest: The authors declare that the research was conducted in the
absence of any commercial or financial relationships that could be construed as a
potential conflict of interest.

Publisher’s Note: All claims expressed in this article are solely those of the authors
and do not necessarily represent those of their affiliated organizations, or those of

PACIC and PLHIV

the publisher, the editors and the reviewers. Any product that may be evaluated in
this article, or claim that may be made by its manufacturer, is not guaranteed or
endorsed by the publisher.

Copyright © 2021 Silva, Meiners, Gallo, Oliveira, Aridja and Noronha. This is an
open-access article distributed under the terms of the Creative Commons Attribution
License (CC BY). The use, distribution or reproduction in other forums is permitted,
provided the original author(s) and the copyright owner(s) are credited and that the
original publication in this journal is cited, in accordance with accepted academic
practice. No use, distribution or reproduction is permitted which does not comply
with these terms.

Frontiers in Pharmacology | www.frontiersin.org

September 2021 | Volume 12 | Article 740383


https://doi.org/10.1089/apc.2008.0093
https://doi.org/10.1089/apc.2008.0093
https://creativecommons.org/licenses/by/4.0/
https://creativecommons.org/licenses/by/4.0/
https://www.frontiersin.org/journals/pharmacology
www.frontiersin.org
https://www.frontiersin.org/journals/pharmacology#articles

	Assessment of the Perception of People Living With HIV Regarding the Quality of Outpatient Care at a Reference Facility in  ...
	Introduction
	Materials and Methods
	Study Design, Location and Population
	Sample Recruitment and Selection
	Information Sources
	Patient Assessment of Chronic Illness Care
	Data Analysis

	Results
	Discussion
	Conclusion
	Data Availability Statement
	Ethics Statement
	Author Contributions
	Funding
	Supplementary Material
	References


