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Abstract

Objective: to understand the meanings attributed to best practices in the care of people living with HIV in two
different care models in priority municipalities from southern Brazil. Method: Constructivist Grounded
Theory, with 52 in-depth interviews conducted in 2020 and 2021, involving professionals from primary and
specialized care, managers and people living with HIV. Results: the phenomenon of "Signifying best practices
as gradual and consistent across different priority municipalities" allows for an understanding that actions
related to health prevention and promotion, counseling, early diagnosis and referral are developed in the
centralized care model. In the decentralized model, the emphasis is on expanding the role of nurses and
family physicians in infection management, establishing connections, ensuring care continuity, and providing
comprehensive care. Conclusion: best practices in different care models require a succession of different
moments that respect the perspectives and input of both health professionals and individuals living with HIV.
Descriptors: HIV; Nursing; Health Care Models; Primary Health Care; Grounded Theory
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Resumo

Objetivo: compreender os significados atribuidos as melhores praticas do cuidado as pessoas que vivem com
HIV em dois diferentes modelos de cuidado em municipios prioritarios do sul do Brasil. Método: Teoria
Fundamentada nos Dados Construtivista, com 52 entrevistas em profundidade aplicadas em 2020 e 2021,
para profissionais da aten¢ao primaria, especializada, gestores e pessoas que vivem com HIV. Resultados: o
fendmeno “Significando as melhores praticas como gradativas e consistentes em diferentes municipios
prioritarios”, permite compreender que no cuidado centralizado sdo desenvolvidas a¢fes de prevencdo e
promogdo da saude, aconselhamento, diagndstico precoce e encaminhamento, e no modelo descentralizado
destaca-se a ampliagdo da clinica do enfermeiro e do médico de familia no manejo da infeccdo, vinculagao,
longitudinalidade e integralidade. Conclusdo: as melhores praticas em modelos distintos de cuidado
requerem uma sucessao de diferentes momentos, que respeitem as falas dos profissionais e das pessoas
que vivem com HIV.

Descritores: HIV; Enfermagem; Modelos de Assisténcia a Saude; Atencdo Primaria a Salde; Teoria
Fundamentada

Resumen

Objetivo: comprender los significados atribuidos a las mejores practicas de atencién a personas que viven
con VIH en dos modelos de asistencia diferentes en municipios prioritarios del sur de Brasil. Método: Teoria
Constructivista Fundamentada en los Datos, con 52 entrevistas en profundidad realizadas en 2020 y 2021,
para profesionales de Atencién Primaria y Especializada, administradores y personas que viven con VIH.
Resultados: el fendmeno de "Representar las mejores practicas como graduales y consistentes en diferentes
municipios prioritarios" permite comprender que se desarrollan acciones relacionadas con prevencién y
promocion de la salud, asesoramiento, diagndstico temprano y derivaciones en el modelo de atencion
descentralizado. En el modelo descentralizado, el énfasis radica en expandir el rol de los enfermeros y
médicos de familia en el manejo de infecciones, establecer conexiones, garantizar continuidad de la atencién
y brindar asistencia integral. Conclusién: las mejores practicas en distintos modelos de atencién requieren
cierta sucesioén de diferentes momentos que deben respetar los discursos de los profesionales y las personas
que viven con VIH.

Descriptores: VIH; Enfermeria; Modelos de Atencion de Salud; Atencién Primaria de Salud; Teoria
Fundamentada

Introduction

In mid-1980s, the care provided to people with HIV was offered in specialized services,
polyclinics and hospitals. Later on, Testing and Counseling Centers (CTAs) were established, and
only in the 2000s did HIV management gradually begin to be implemented in Primary Health Care
(PHC). Due to the territorial reach of these services, PHC has gained prominence in HIV-related
actions.™

In PHC, the care provided to people living with HIV is initiated by developing prevention and

counseling actions. In 2012, rapid tests began to be offered, contributing to early diagnosis of the
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disease.* The decentralization strategy has been gradually advancing, and clinical management
with risk stratification of people living with HIV in Primary Health Care (PHC), including those on
Antiretroviral Therapy (ART), constitutes the final stage of this process, with the participation of
nurses.”® As a result, PHC takes on the responsibility for the complete or partial monitoring of
asymptomatic stable patients, depending on the moral, technical, internal and external
organizational challenges and on the political context in each Brazilian scenario.?

Despite the inherent challenges of decentralizing HIV assistance to Primary Health Care
(PHQ), it can be considered an important strategy for improving disease control indicators. It also
contributes to organizing and structuring the care network, with efficient management,
professional qualification and an expanded range of health actions offered in PHC."” This
approach enables the development of matrix support and shared care between specialized and
primary services.®

Nurses' role stands out in Primary Health Care (PHC), as they have been considered the key
professionals for conducting rapid testing for HIV and other Sexually Transmitted Infections (STIs),
as well as for counseling, delivering the diagnosis and following up on the treatment.> In PHC,
nurse-prescribed Antiretroviral Therapy (ART) has contributed to reducing viral loads and spread of
the virus.’

In Brazil, health care is considered a universal right guaranteed by the 1988 Federal
Constitution. It is the State's duty to provide health care through free public policies with a focus on
social and economic aspects. In the world, other countries like Australia, Canada, United Kingdom,
France and Sweden also provide health care services free of charge and universally. However, they
have specific approaches to caring for people living with HIV, and there are differences in the
adoption of recommendations from the World Health Organization (WHO).2

All of these countries, including Brazil, offer free HIV testing for diagnosis. However, when it
comes to therapy, each country adopts its own approach and also takes into consideration the
local circumstances and needs of people living with HIV. The agreement to eradicate HIV has
treatment adherence and retention among its guiding principles. In fact, Brazil has adopted the
care cascade continuum, whereas Canada pioneered the U=U (Undetectable = Untransmittable)
campaign, which means that a person with an undetectable viral load cannot transmit the virus,
thereby reducing stigma. Data sources on people living with HIV are obtained through health

identifier data linkage in Brazil, whereas data are collected through laboratory systems in Canada.®
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In 2020, 37.7 million people were living with HIV worldwide.” With modernization of the
antiretroviral treatment and the increase in life expectancy of people living with HIV, the infection is
now considered a chronic health condition.'® This means that these individuals will require lifelong
care. Thus, the best practices can contribute for these care actions to be of good quality and for
people to lead long and healthy lives.

The quality of care and access to healthcare services can be compromised due to the
stigma and discrimination faced by people living with HIV."" The stigma and discrimination
associated with this chronic condition highlight the importance of studying best practices to
propose safe and supportive environments for people living with HIV/AIDS.

Furthermore, HIV/AIDS has been included in the Sustainable Development Goals as a
global concern.'” Therefore, studies involving health care delivery models for people living with
HIV/AIDS in different contexts, while also considering nurses' role in Primary Health Care, can
elucidate how professionals can implement continuous improvements in the care model.

The objective of this article was to understand the meanings attributed to best practices in
the care of people living with HIV in two different care models in priority municipalities from

southern Brazil.

Method

This is an exploratory and qualitative study conducted using the Constructivist Grounded
Theory (CGT) approach. CGT seeks to understand the meanings and actions of participants and
researchers alike, which are constructed through interactions and jointly contribute to data
creation.’*™

This presentation offers an alignment of results obtained through two research studies.
The first one is a PhD thesis titled "Best Practices in Care Management for People Living with HIV in
the Health Care Network of a Municipality in Western Santa Catarina", and the second survey
pertains to an MSc dissertation titled "Best Management Practices in the Care of People Living with
HIV at a Capital City from Southern Brazil". The data from both research studies were organized
and analyzed to meet the objective of the current article.

The research was conducted in two municipalities considered as reference points for

actions aimed at HIV/AIDS control and deemed a priority for curbing AIDS spread due to their

status as regional health centers. They shall be called “Scenario A" and “Scenario B” from now on.
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Scenario A operates from the perspective of a centralized care model. It has a population of
approximately 227,000 residents and 89.24% Family Health Strategy (FHS) coverage across 26
Health Centers, and serves as a reference for the care of people living with HIV and their sero-
different partners for 36 cities in the region. In Scenario B, the care model is decentralized. It has a
population of approximately 508,000 residents and 115.44% FHS coverage spread across
48 Health Centers.

Throughout the study, two sample groups were assembled in each of the scenarios. The
participants in Scenario A were 35 health professionals, whereas 17 took partin Scenario B. In both
scenarios, the first sample group consisted of clinical nurses and/or study participants who worked
in the Health Centers that are part of Primary Health Care (PHC). They were all selected
consecutively, meaning that data collection and analysis were carried out successively, and it was
determined whether data saturation had been reached. After that, the next professional was
invited to participate in the study. Given nurses' leading role in this performance area, in both
scenarios the first sample group was essentially comprised by nurses.

The second sample group was defined based on the analysis of interviews. In Scenario A, it
consisted of professionals working in the Specialized HIV/AIDS Care Service (Servigo de Assisténcia
Especializada, SAE), whereas in Scenario B, it included managers working at the Municipal Health
Department.

The inclusion criteria for the initial sampling in both scenarios were as follows: the
participants needed to be engaged in activities related to HIV/AIDS and had to have been working
in their current service for at least six months at the time of the research. Only one exclusion
criterion was adopted, namely: being distanced from work due to any reason at the time the
research was conducted. Among those invited to participate in the study, 11 individuals in Scenario
A and five in Scenario B refused to participate. Some of them did not engage in any HIV/AIDS-
related activities, whereas others chose not to participate without specifying their reasons.

The participants were approached through email and phone contacts by the health care
service coordinators. They were interviewed individually using remote formats on platforms such
as Microsoft Tearmns® and Google Meet®, and in-person when allowed, taking into consideration
the COVID-19 pandemic control measures. In Scenario A, in-person data collection was only
possible at the Specialized HIV/AIDS Care Service (SAE). Both in 2020 and in 2021, in-depth

interviews were conducted with the assistance of a semi-structured instrument. The first interview
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in both scenarios and for both sample groups was considered a pilot, with minimal adjustments
required only for the first sample group in Scenario A. All interviews were conducted by two
researchers, each one responsible for one scenario, and lasted approximately 45 minutes on
average. The researchers attended courses on the topics of management, chronic diseases and
the Constructivist Grounded Theory (CGT) theoretical-methodological framework. They also
participated in discussions and knowledge-sharing sessions within the research group. As part of
this training, the researchers engaged with the scenarios to establish a productive relationship and
to present the study proposals along with their rationales.

The question that initiated the discussion in both scenarios was as follows: “Talk to me
about the best care practices targeted at people living with HIV”. With this question as a starting
point, others gradually emerged in order to deepen on the topic under study. Additionally, memos
were written and diagrams were prepared during data collection and analysis.

In Scenario A, the primary hypothesis that emerged from the data and led to the second
sample group was that clinical management of people living with HIV is primarily carried out in
specialized care by a multidisciplinary team. In Scenario B, the hypothesis delineated was that care
for people living with HIV materializes through the implementation of institutional support from
municipal management, resorting to protocols, training and matrix support from specialized care.

The interviews lasted a mean of 30 minutes and were audio-recorded. They were then
transcribed into Word® text files and validated by the respective participants through email or
WhatsApp®, according to each participant's preference. The At/as.ti9® software and Google
Docs® were used to organize the data. Data analysis followed the initial and focused coding
stages."" In addition to the main researchers, the supervisor of the studies also acted as data coder.
Data saturation was verified based on the closure technique' and discussed by the other authors
at the evaluation moments in the PhD and MSc courses. Considering the objective of the current
study, in Scenario A saturation was reached in interview number 31 and, in Scenario B, in the
fourth interview.

The studies respected all the ethical principles recommended in resolutions No. 466/2012
and No. 510/2016 of the National Health Council. The interviews were only initiated after obtaining
each participant's acceptance, which was formalized through signing an Informed Consent Form
or via recorded verbal consent at the start of the interview. Codes comprised by letters and

numbers were assigned in order to ensure confidentiality of the participants' identities and their
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privacy. The interviews were coded according to the scenario and to the data collection order. The
projects were approved by the Research Ethics Committee of the Federal University of Santa
Catarina. The first project was approved under protocol number 3,956,203 and the second one,

under protocol number 4,063,338.

Results

A total of 52 health professionals took part in the study. In both study scenarios,
participants aged between 30 and 39 years old were predominant. They were mostly female,
worked as nurses, held graduate degrees, had up to nine years of experience in the service, and

fulfilled roles both in assistance and/or in coordination, either cumulatively or separately (Table 1).

Table 1 - Socioprofessional characterization of the participants in the studies carried out in the two
priority municipalities from southern Brazil, 2020-2021.

Variables Description Scenario A Scenario B
First Sample Second First Sample Second
Group Sample Group Sample
(n=24) Group (n=12) Group
(n=11) (n=5)
n (%) n (%) n (%) n (%)
Age 25-29 years old 5(20.8) - 1(8.33) -
30-39 years old 10(41.7) 5(45.5) 5(41.66) 1(20)
40-49 years old 8(33.3) 3(27.3) 6 (50) 4 (80)
50-57 years old 14.2) 3(27.3) - -
Gender Female 23(95.8) 10(90.9) 10(83.33) 3(60)
Male 14.2) 1(9.1) 2(16.66) 2 (40)
Profession Nurse 21(87.5) 3(27.3) 12 (100) -
Nursing Assistant 14.2) 2(18.2) - -
Nursing Technician - 2(18.2) - -
Physician 14.2) 1(9.1) - 5(100)
Surgeon-Dentist 14.2) - - -
Social Worker - 1(9.1) - -
Pharmacist - 1(9.1) - -
Psychologist - 1(9.1) - -
Time working in the Service 6 months-4 years 7(29.2) 5(45.5) 12 (100) 1(20)
5-9 years 7(29.2) 5(45.5) - 4(80)
10-14 years 5(20.8) 1(9.1) - -
15-19 3(12.5) - - -
20-24 years 2(8.3) - - -
Current function Care 8(33.3) 9(81.8) 8 (66.66) -
Coordination 16 (66.7) 1(9.1) 2(16.66) -
Administrative - 1(9.1) - -
Intern - - 2(16.66) -
SMS coordinator - - - 5(100)

n: Absolute number; %: Percentage; SMS: Secretaria Municipal de Satde (Municipal Health Department).
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Two categories and respective subcategories emerged in the study, as shown in Chart 1.

Chart 1 - Categories and subcategories arising from the different HIV care decentralization stages
in two priority municipalities from southern Brazil, 2020-2021.

Category 1 - Scenario A

Category 2 - Scenario B

Developing care for people with HIV in a leading way,
and seeking conditions to decentralize it in a
centralized scenario

Implementing the expanded clinic and longjtudinal
care for people with HIV in a decentralized scenario

Subcategories

Surveying benefits, challenges and conditions to
make decentralization a reality

Decentralizing the care provided to people living with
HIV to Primary Health Care services

Having a health team for the care to be provided to
people with HIV diagnoses

Caring for people who live with HIV with the
participation of nurses, family doctors and the
community

Revealing nurses' leading role by means of the
countless duties developed in the care provided to
people living with HIV

Implementing  nurses' expanded clinic in

management of the HIV infection

Emphasizing that training programs are required for
the clinical management of people with HIV

Training nurses and family doctors and the
community in clinical management of the HIV
infection

Noticing the need to wuse instruments and
technologies for the care to be provided to people
living with HIV

Using support instruments for clinical decision-
making

Expressing nurses' work overload in PHC

Fear of assuming new responsibilities

Surveying benefits, challenges and conditions to make decentralization a reality

The advancement of decentralization

is gradual and requires matrix support to

horizontalized actions across different care levels, which, according to the participants, needs to

take into account the capabilities of the services.

/ think that Basic Care had to assume that too! But we need logistics, we need
human resources, because we're not going to take on more responsibilities and
won't manage without resources. (CA-E20)

1 support decentralization, but | also think that improvements are indispensable, as
well as Basic Care qualification, improving the resources, human resources,
physical space, structure. (CA-E13)

Having a health team for the care to be provided to people with HIV diagnoses
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The teamwork perspective in Scenario A reveals shared care during the HIV infection

diagnosis through nurses' initiative to involve other professionals in the service. This allows for the

support of the team to assist individuals with positive results and distribution of responsibilities.

[..] /t is essential to identify factors or situations where it is necessary to involve
other specialties, such as the Family Health Support Center (Nucleo de Apoio a
Saude da Familia, NASF), psychologists, social workers, and other members of the
family health team. (CA-E13)

[...] when we work as a team, we don't overload each other; we share the workload
and responsibilities. For me, | believe that Nursing provides a lot of support, and it's
definitely of extreme value, without a doubt!/(CA-E21)

Revealing nurses' leading role by means of the countless duties developed in the care provided to

people living with HIV

The participants from Scenario A exemplify nurses' leadership role in Primary Health Care

(PHQ) through the countless tasks they undertake, with particular emphasis on rapid tests -

considered a milestone for nurses' work in PHC in the HIV/AIDS context.

What struck me a lot, | can’t remember how long ago it was, but at the time, we

gained access to rapid HIV/AIDS tests, which | think was a very important milestone
when nurses were given access to these tests to perform them for their users. (CA-
E12)

[...] moreover, when it comes to diagnosis, it's what nurses mainly focus on in
Primary Health Care: identifying risk factors, offering testing whenever a user visits
the Health Center, providing support and counseling on Sexually Transmitted
Infections (STIs). (CA-E13)

Emphasizing that training programs are required for the clinical management of people with HIV

In Scenario A, the participants emphasize that training programs are indispensable to

qualify the care provided, especially for the clinical treatment of HIV. In other clinical situations such

as syphilis, nurses are in charge of the clinical management following the protocol implemented in

the municipality.

So, if they [people with HIV] were to visit the Health Center through
decentralization, | think that we could have better control over our patients, closely
monitor them. However, my doubt is whether we'd be adequately trained for this,
because | believe that neither nurses nor doctors have much training to closely
monitor HIV/AIDS patients. [...] | think that it's a really cool strategy, but everyone
should be duly trained first/(CA-E19)
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Noticing the need to use instruments and technologies for the care to be provided to people living
with HIV

Using technology in the care of people with HIV/AIDS is perceived as an aspect that needs
strengthening in Scenario A. Adherence to an HIV protocol supports and partially subsidizes the
decentralization process. However, other aspects need consideration, such as organization of the
care continuum, integration of access to electronic health record data between primary and
specialized care, deficiencies in information systems that allow the generation of partial reports on
the conditions that the professionals need to monitor, and acquisition of computer equipment
that meets the demands of health care services.

! believe that if there was a really sound protocol, if everyone spoke the same
language, why not? Yes, but training and protocol for sure!/(CA-E21)

We don't have information [about people with HIV/AIDS] in the electronic records,
and among other spaces in the municipal health care network, we can
communicate a lot through electronic health records. (CA-E6)

Expressing nurses' work overload in PHC

The professionals' worries can be understood as the uncertainties and challenges that
permeate the professional practice. In Scenario A, these concerns are evident in the concern and
anxiety regarding workload, the accumulation of both clinical and managerial responsibilities in
Primary Health Care (PHC), and the fear of taking on additional responsibilities related to the
treatment.

[...] / feel quite anxious in the sense of not being able to, even more in my character
of a dlinical and coordinating [nurse]. (CA-E6)

[...] / believe that, as nurses, we're still very apprehensive about taking on a patient.
Most nurses are afraid to conduct a Nursing consultation, to perform a thorough
patient evaluation. (CA-E20)

Decentralizing the care provided to people living with HIV to Primary Health Care services
In Scenario B, decentralization is a reality and there is evidence of care continuity and
longitudinality. However, as is often the case in any change process, it is accompanied by the

challenge of educating the population to recognize this new way of managing their condition.

When the monitoring of HIV patients was decentralized, when it left the Polyclinic
and came to the basic units, that was quite a step forward [...]. /was in the unit
during the transition process [..], [| used to see] patients that never attended
consultations, that never underwent tests[...]. Today, we still face some difficulties
[...] but for me, it's almost nothing when | look back and see what these patients
were like years ggo. (CB-E04)
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Caring for people who live with HIV with the participation of nurses, family doctors and the
community

In Scenario B, shared clinical care is revealed from a perspective centered on two
professions, namely: family/community physicians and nurses. This involves task and responsibility
sharing, seeking help from support networks, the Family Health Support Center (NASF, and family
members in the follow-up care of people living with HIV, primarily in Primary Health Care (PHC).

Care management s shared with the team...] both doctors and nurses, we work a
lot together. We say that we have a shoulder-to-shoulder working relationship. We
divide tasks for active searching and monitoring of these patients and use our
team meetings, which are weekly, to discuss the more complex cases where we
face greater difficulties. We need to expand our outreach and support within the
network, whether it's within the family or with other professionals, including those
from the NASF[Nucleo de Apoio a Saude da Familia]. (CB-E04)

1 also think that we're never alone, then this support thing between doctors and
nurses helps a lot in treating the patients, they only enjoy gains with this care. (CB-
EO5)

Implementing nurses' expanded clinic in management of the HIV infection

In Scenario B, nurses provide individualized clinical care for people living with HIV during
Nursing consultations. In addition to conducting rapid tests, the progression of the care model
decentralization involves the incorporation of new actions.

Qualified listening a caring perspective, building connections, care continuity and
cultural components, among others, are classic Primary Care responsibilities that
fall on nurses. Clearly, they have clinical competence and the ability to manage life
clinical management of cases, which is essential for promoting health. | have no
doubt about it and it's not just me saying this; it's something that has been
observed in experiences worldwide. (CB-E13)

Specific HIV care in relation to test requests, treatrment, it's been more recent. /
think that I've come closer in the last three or four years. What | used to do before
was diagnosis because we already performed rapid tests in the unit, and we had
this responsibility of delivering the diagnosis and doing screening. (CB-E04)

Training nurses and family doctors and the community in clinical management of the HIV infection
In Scenario B, training on HIV infection management is conducted periodically. These
training sessions have expanded nurses' knowledge regarding clinical aspects, enhanced Nursing

consultations, and integrated the residency program and continuous education moments for the

team. The Practical Approach to Care Kit (PACK) was an instrument used for HIV clinical

Rev. Enferm. UFSM, v.13, e34, p.1-22, 2023
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management and in the training programs.

We also underwent training last year, before the pandemic. We had several
meetings with doctors and nurses from each unit across the entire network for
training on using the PACK. Some situations, clinical cases were given, and we'd
discuss the management that was given to that situation of the patient according
to the PACK. The meetings were once a week for three months, and they were very
clarifying. Several types of cases were worked on, even HIV ones, [...] for us to be
able to offer adequate managernent. (CB-E01)

Using support instruments for clinical decision-making
In Scenario B, the technologies mentioned for the care of people living with HIV include the
PACK and Nursing protocols. These technologies provide professional practice security and

empower clinical decision-making.

Here, we follow-up together with the doctor and have emmpowerment in relation to
the protocol to truly act in the treatment, provide listening support perform all
care, request some tests and monitor medication care and side effects, among
other aspects. This whole thing, the protocol, gives us plenty of support. (CB-E05)

There's also the possibility of case discussion, involving the matrixing doctor as
wel| where we can share care and build a common therapeutic plan for the
primary care team and the specialized tearn. (CB-E14)

Fear of assuming new responsibilities
In Scenario B, during the initial decentralization stages, nurses also felt insecure when they
initiated clinical management of people with HIV, especially when it came to disclosing the

diagnosis. They had low self-esteem regarding their clinical capabilities.

We still see certain amount of fear [...], much like when we began developing
protocols, when nurses started prescribing and requesting tests, and when they
expanded their clinical role. That fear was always present[...]: and now? Now it's
my duty, now it's my responsibility![...] Then we're recently getting out of that. (CB-
E03)

Therefore, it is essential to understanding best practices in different care models for people
with HIV as a gradual and consistent phenomenon developed amidst a succession of different
moments. It requires considering the teamwork perspectives, acknowledging nurses' work and
leadership in providing care to these individuals, training professionals for clinical management,
using technologies and tools to support care, and addressing the professional concerns that

permeate the entire process. Figure 1 illustrates this phenomenon.
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Perceiving the Visualizing
decentralization the teamwork
moments perspective

Recognizing nurses' work
in the care provided to
people with HIV

Signifying the
best practices as
gradual and
consistent in
different priority
municipalities

Developing the care
provided to people with
HIV in a leading way, and <:>
seeking conditions for
decentralization in a
centralized scenario

Practicing the expanded

<:> clinic and longitudinal
care for people with HIV

in a decentralized scenario

Training for HIV

Unveiling professional clinical management
concerns in PHC

Using technologies
in the care provided
to people with HIV

Figure 1 - Diagram representing the phenomenon of the best practices in different priority municipalities for
the care provided to people with HIV.

Discussion

Scenarios A and B present different care models for the people living with HIV in
PHC. In the centralized model, the best practices focus on testing, early diagnosis, care with
nurses' leadership, and efforts to create conditions for decentralization. However, people
with HIV are still referred to the Specialized Care Service. On the other hand, in the
decentralized model, the best practices are targeted at the expanded clinic, at longitudinal
care and at training programs in HIV clinical management.

It is worth mentioning that Scenario B also had a centralized care model in the past
and that, to make decentralization a reality today, it required the implementation of
gradual actions, organization of the care continuum with physical infrastructure and
logistical support, dialogue among professionals, coordinators and users, training,
adoption of technologies, and respect for the preferences of people living with HIV.
Scenario A has a centralized care model, but it develops PHC actions that reveal an initial
decentralization trend.

Thus, although the scenarios present two different care models, the best practices
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were observed from the decentralization perspective, with various implementation
moments, highlighting progress and challenges present in both scenarios. The shift in
perspective from Scenario A to Scenario B suggests that decentralization is possible but, of
course, it requires concrete and gradual actions to make it a reality. On the other hand,
looking in the opposite direction, from Scenario B towards Scenario A, allows us to see the
progress and areas that can still be further developed.

In Scenario B, decentralization is seen to strengthen the bond with individuals in
Primary Health Care (PHC), ensuring care continuity and longitudinality. In Scenario A, it is
highlighted that it is important to respect people's decisions regarding where they want to
be treated, taking into account factors such as the shame and prejudice still associated
with HIV diagnosis.

It is important to note that, while commuting long distances in search of assistance
and medication can be a barrier for individuals, the stigma associated with HIV can also
influence their decision to continue making these trips out of fear of disclosing their
serological status in their local community. Despite this limitation, decentralizing care
increases access to the Antiretroviral Therapy (ART). The process and shared care with
people living with HIV go through an assistance transition phase that should consider each
person's preferences, whether related to stigma or familiarity with the location where the
treatment was initiated.'® However, even in a centralized model, with greater involvement
of Primary Health Care (PHC) in HIV diagnosis, there is an opportunity to establish
important relationships and promote care within PHC.

A study conducted in Floriandpolis amidst the decentralization process in 2017
revealed that Primary Health Care (PHC) professionals were actively involved in the HIV
diagnosis phase. At the same time, a pilot project was being developed at some health
units in each district of the municipality to organize and align the best way to access and
manage care for people with HIV/AIDS. The study participants understood the need to
decentralize care as fundamental to expand access and improve adherence to ART."’

The quest for decentralization follows legal recommendations'® ' to ensure that the
care for people living with HIV is developed across the entire health care network,
coordinated by Primary Health Care (PHC), which is the organizer of the Unified Health
System (Sistema Unico de Saude, SUS).
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The participants from Scenario A consider the multidisciplinary teamwork
perspective, with integration of professionals from the Family Health Support
Centers (NASFs) such as psychologists or social workers, for the moment of disclosing the
diagnosis to the individual. In Scenario B, this and other clinical aspects are centered on
nurses and physicians, who are now better prepared for this function as a result of the
training programs. The importance of continuous education is highlighted because even
participants in Scenario B had fears about assuming responsibilities at the beginning of the
care decentralization process.

However, it is reasserted that the Family Health Support Center (NASF) is considered
a support for the Family Health Strategy (FHS), as it works together as a multidisciplinary
team, strengthening articulation and qualification of the Health Care Network (Rede de
Assisténcia a Saude, RAS), contributing to the organization of health, care coordination and
continuity, thus developing shared work.? The transition to decentralized care should
assume the trend that family health teams welcome and assist people living with HIV,
recognizing their needs, directing them when necessary, and leveraging other resources
and services available in the network, such as NASFs."’

Nurses' work in the care of people with HIV highlights advances in terms of care
issues in Scenario A, such as performance of rapid tests, laboratory test requests and
delivery of test results. However, treatment and monitoring are still not a reality in PHC. In
Scenario B there is clinical management integration in Nursing consultations, which turns
these professionals into a reference within the team.

In Primary Care, nurses play a fundamental role in the control of Sexually
Transmitted Infections (STIs), including HIV, as they are oftentimes involved in the initial
evaluation of the patient. Expanding nurses' roles to include diagnosing and treating HIV
and other STIs not only increases access but also provides faster care to individuals.?’

Nurses play a role in the treatment of various infectious diseases and, when
specialized in HIV care, they contribute to people's better adherence to their treatments, as
they manage the care effectively, provide guidance and support individuals in self-care.?
Strengthening of the decentralization process in the health care network involves nurses'
active participation in the execution of individual and collective actions, as well as in the

care provided to people living with HIV.%
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The experience of decentralizing the care provided to people living with HIV to
Primary Health Care in Rio de Janeiro, for example, resulted in an advancement in the
implementation of rapid tests in health units, but it also came with challenges for the
professionals in terms of providing counseling and disclosing the diagnosis. Other
observed aspects included the increase in the number of people living with HIV receiving
assistance in Primary Health Care; although heterogeneous, this population is seeking
health care centers more frequently. Among the problems are difficulties in access within
Primary Health Care, as well as assistance for people living with HIV centralized around
family physicians, which should be discussed in terms of the care scope and limitations
based on comprehensiveness. Multiprofessional teamwork can expand the ability to
understand and analyze people's problems and to organize health services.?

Nurses' role in relation to HIV/AIDS has low visibility, with certain unawareness of
their actual role in this subject matter, even though they play a role in conducting HIV
diagnosis, counseling, monitoring, promotion and adherence to the Antiretroviral Therapy
(ART).2* This highlights the need for expanding nurses' role in the care of people living with
HIV, which is still centered around the figure of physicians in many municipalities. Nurses
are oftentimes primarily involved in diagnosis but not in the patients' follow-up and
ongoing care. It is important to recognize that the achievements in the global health
response to the HIV/AIDS pandemic would not have been possible without nurses' active
participation.®

In the current study, it is highlighted that training programs and ongoing education
in HIV-related health care are considered crucial for care quality, professional development
and clinical management skills, and they need to be conducted regularly. Continuous
Health Education (CHE) is a health policy aimed at guiding the improvement of professional
practices and work organization based on local needs, developing skills and competencies,
strengthening professional work and enhancing the quality of health care services.?*?® The
development of Continuous Health Education (CHE) actions with health care workers needs
to be reflective, participatory and ongoing.?®

The technologies in the care of people with HIV were understood as the protocols
that support the professional practice, the use of instruments like the PACK in Scenario B,

the need for integration of clinical records in electronic medical records, information
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systems capable of providing reports that contribute to case monitoring, and an organized
care path. Clinical protocols are important tools in the care of people living with HIV/AIDS,
contributing to the guidance of clinical management and to establishing criteria for referral
when necessary.?

The use of technologies such as email and WhatsApp® for mentoring and case
discussions, as well as the implementation of PACK in Floriandpolis, were important for
decentralizing the care provided to people living with HIV. PACK is support tool and guide
for PHC physicians and nurses that seeks to ease the translation of scientific knowledge to
the clinical practice.”'

The uncertainties and challenges reveal the professionals' concern about their own
duties, added to the clinical management of people living with HIV/AIDS. Issues such as the
time required to provide HIV care, whether for someone seeking a rapid test, someone
living with HIV, or even a professional who has had a workplace accident, and the fear of
assuming new responsibilities, are present in the professionals' statements. A study
conducted in Thailand identified that, for the professionals, task shifting can be a challenge

for decentralization,?®

which should be managed based on resources adapted to the
capabilities of the services.

While the recommendation is to develop shared care between Primary Health Care
(PHC) and specialized services, with these latter acting as matrix support for PHC,® tensions
surrounding shared care between PHC and specialized assustance, fear of exposure and
stigma, or even management of confidentiality and diagnosis disclosure, are issues that
need to be addressed, considering that the diagnosis and follow-up of people with HIV in
PHC are still recent and poorly studied processes. The challenges are of a moral, ethical,
technical, internal/external organization and political order.?33°

The study has some limitations, such as its data collection being carried out by
different researchers in each scenario since, in the CGT, the data are co-created by
researchers and participants. Consequently, it is believed that joint data collection by the
researchers might have triggered new hypotheses. To minimize this limitation, the
researchers conducted joint data analysis, creating diagrams and memos during the data

collection process, considering that data collection and analysis are carried out

simultaneously in the CGT.
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Another limitation was that data collection took place during the COVID-19
pandemic, precluding in-person data collection due to social distancing measures and
leading to the suspension of some health care activities by the professionals. In addition,
the increased workload due to the pandemic may have influenced the data collected.

Among the study contributions, it is understood that care decentralization needs to
be organized towards building shared care among different points in the health care
network for people living with HIV. This process should take place gradually, with dialogue,
care coordination, physical infrastructure, logistical support, respect for people's dignity
and preferences and knowing that stigma and prejudice should be addressed, both among

people living with HIV and among health professionals, extending to society as a whole.

Conclusion

The study presents best practices in two priority municipalities with different care
models for people living with HIV. However, the currently decentralized scenario also once
operated from the perspective of a centralized care model and, at some point, began the
transition. This allows us to understand that implementing care decentralization for people
living with HIV involves gradual and consistent processes, which are expanded as health
professionals and citizens have their voices respected, and all the decentralization
conditions, challenges and benefits are taken into account in organizing the care
continuum.

The scenario where decentralization was implemented showed advances in
practices developed in Primary Care, with emphasis on the expansion of nurses' and family
and community physician's clinical roles in managing the HIV infection, greater
engagement of people living with HIV, care continuity and the comprehensiveness of the
practices carried out by the health care team.

In the centralized care scenario, the specialized service focuses on clinical
management of the infection, whereas the family health team carries out preventive and
health promotion actions, welcoming, diagnosis, counseling and referrals, compromising
the bond and care continuity between people living with HIV and the professionals working
in Primary Care.

The hypotheses raised can be considered partially accepted since, although there is

a care model established in each context, some professionals in the centralized context,
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even without having the conditions they consider essential for care decentralization, seek
and develop means to follow-up with people living with HIV in Primary Care. This shows
that the need for decentralization is felt and arises in the midst of the interaction between
professionals and people living with HIV, despite professional concerns.

Finally, the construction of shared care among professionals, different services and
people living with HIV/AIDS, which transcends the dichotomy between centralized and
decentralized care, is a current challenge. It requires overcoming the stigma and prejudice
associated with this chronic condition in order to reconstruct health practices for the

better.
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