REV BRAS HEMATOL HEMOTER. 2015;37(4):247-251

Revista Brasileira de Hematologia e Hemoterapia
Brazilian Journal of Hematology and Hemotherapy

REVISTA BRASILEIRA

www.rbhh.org

Original article

Perception of primary care doctors and nurses @CMk
about care provided to sickle cell disease patients

Ludmila Mourdo Xavier Gomes®*, Thiago Luis de Andrade Barbosa®,
Elen Débora Souza Vieira®?, Anténio Prates Caldeira®, Heloisa de Carvalho Torres®,

Marcos Borato Viana **

& Universidade Federal de Minas Gerais (UFMG), Belo Horizonte, MG, Brazil
b Universidade Estadual de Montes Claros (Unimontes), Montes Claros, MG, Brazil
¢ Universidade Federal da Integragdo Latino-Americana (Unila), Foz do Iguagu, PR, Brazil

ARTICLE INTFO

Article history:

Received 17 January 2015
Accepted 9 March 2015
Available online 28 May 2015

Keywords:

Sickle cell anemia
Quality of health care
Primary health care
Family health program

ABSTRACT

Objective: To analyze the perception of primary care physicians and nurses about access to
services and routine health care provided to sickle cell disease patients.

Methods: This descriptive exploratory study took a qualitative approach by surveying thir-
teen primary care health professionals who participated in a focus group to discuss access
to services and assistance provided to sickle cell disease patients. The data were submitted
to thematic content analysis.

Results: Access to primary care services and routine care for sickle cell disease patients were
the categories that emerged from the analysis. Interaction between people with sickle cell
disease and primary care health clinics was found to be minimal and limited mainly to
scheduling appointments. Patients sought care from the primary care health clinics only in
some situations, such as for pain episodes and vaccinations. The professionals noted that
patients do not recognize primary care as the gateway to the system, and reported that they
feel unprepared to assist sickle cell disease patients.

Conclusion: In the perception of these professionals, there are restrictions to accessing pri-
mary care health clinics and the primary care assistance for sickle cell disease patients is

affected.
© 2015 Associagao Brasileira de Hematologia, Hemoterapia e Terapia Celular. Published

by Elsevier Editora Ltda. All rights reserved.

Introduction

monitoring by the healthcare team permits the provision of
quality care.! In Brazil, the implementation of Family Health
Strategy (FHS) teams has been specifically undertaken by mul-

Longitudinality is an essential attribute of primary health care. tidisciplinary Family Health Strategy teams (FHS) that monitor
This attribute is relevant in health care for people with chronic and provide health care for registered beneficiaries, with an
diseases such as sickle cell disease (SCD) because regular emphasis on preventive and health promotion activities. PHC
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professionals are considered to be essential in assisting SCD
patients.?

The PHC teams have an important role in providing guid-
ance to the family on various aspects. However, their training
provides little preparation for assisting and monitoring SCD
patients.’

Itis a great challenge to train professionals to be competent
providers of quality health care® in order to decrease morbidity
and mortality, and to work to prevent risk situations.

To the best of our knowledge, there are no studies that
focus primarily on analyzing access to services and assistance
for people with SCD from the perspective of the doctors and
nurses in PHC. This is the aim of the present study.

Methods

This qualitative descriptive and exploratory study was con-
ducted in eight primary care health clinics (PCHC) in the city
of Montes Claros, in northern Minas Gerais, Brazil. This region
stands out because it contains the second largest number of
SCD patients in the state. At the time of this study, the city had
44 PCHC with FHS teams. Of these, 12 PCHC had SCD patients
in their vicinities. In order to identify which PCHC had SCD
patients in their vicinity, it was necessary to map the people
with this disease in the municipality according to the PCHC
closest to their homes using the Neonatal Screening Program
Database.

Physicians and nurses met the following criteria and were
eligible for the study if they: (1) had SCD patients in their health
care team’s vicinity; (2) were active at work during the study
period; and (3) agreed to participate in the study. Eight nurses
and five physicians participated in the study.

The data were collected using the focus group technique
that allowed information to be extracted through dialog, inter-
action, and group discussion® on specific topics proposed by
the researcher. A group meeting, lasting 1h and 40 min, was
held to better understand access to PCHC services and assis-
tance for SCD patients.

The focus group discussion was based on the following top-
ics: assistance to SCD patients and access to PCHC services for
SCD patients. The discussions were tape-recorded.

The focus group was implemented by a modera-
tor/coordinator with a Master’s degree in the field, as well
as two observers who recorded observations and behavioral
reactions of the focus group participants in writing.

After the session, the material produced was carefully read,
to confirm data saturation, ensuring that no new or relevant
data were missing when data collection ended.

The data were submitted to thematic content analysis.”
To ensure the anonymity of the 13 participants, they are
referred to as interviewee I-1 to I-13. The recorded material
was transcribed and recorded in a database that permitted
the categorization of relevant themes and the creation of sub-
categories.

All study participants signed informed consent forms. The
study was conducted in accordance with the Helsinki Dec-
laration as revised in 2008 and was approved by the Ethics
Committee of Universidade Federal de Minas Gerais, regis-
tered under No. CAAE-0683.0.203.000-11.

Results

Two categories emerged from the analysis of the interviews:
“Access to PCHC services for people with SCD” and “SCD in
the PHC routine: a challenge.”

Access to primary care health clinic services for people
with sickle cell disease

It was observed in the professionals’ statements that close-
ness/contact between the person with SCD and the PCHC is
almost nonexistent: “The patient always went directly to the hos-
pital for help and made appointments at the blood center, and the
PCHC was not involved. Another thing is that the PCHC did not con-
duct its own follow up” (I-11). The professionals emphasized that
the patients do not perceive the PCHC as a place where they
can receive care, and directly seek care from the blood cen-
ter and hospital. This lack of relationship is explained by the
fact that the healthcare team does not conduct follow-ups on
PCHC patients with SCD.

It was observed that some families did not seek assistance
from the PCHC, even after the healthcare team scheduled
appointments for them. The families’ lack of involvement with
the PCHC was evident in the statements that highlighted the
efforts of some teams to follow-up. The professionals reported
that some patients sought help from the PCHC when they had
pain episodes, but this was not the case for all the profession-
als. Most of the time, the healthcare team felt excluded from
care, with the patients only seeking help from the blood center
and hospital. Here are some statements that exemplify this:
“The mother only considers follow up from the blood center to be
important (I-7). The mother completely excludes us [PHC profes-
sionals] from this child’s care” (I-9).

It was observed that the role of the healthcare team in coor-
dinating care was to schedule specialist consultations. This
function provided minimum contact between the family of the
person with SCD and the PCHC. There are even cases where
the healthcare team does not know the patient, as they only
receive the dates for specialist appointments and pass them
on to the patient, as is observed in the statement: “I do not
know the patient, I just know that he went for the appointment, I
just scheduled the appointments for him.” (I-12).

The discussions included a description of the mother of
a child with SCD who contacted the PCHC to inquire about
vaccines. However, the healthcare team was not prepared to
provide her with assistance due to their lack of knowledge
about specific vaccine components for SCD.

Although families did not normally seek out the PCHC,
some cases stand out where the family sought out the PCHC
more frequently. This happened when there was follow-up
from the healthcare team for a certain period: “The patient is
monitored not only for appointments, but whenever monitoring is
considered necessary. The community healthcare agent is always
educating, but follow up is only done when the patient visits us,
spontaneously” (I-2). In this case, it can be said that the fam-
ily recognized the PCHC as a place where they could receive
care. However, it is stressed that care was only a response
to spontaneous demand, when the family sought assistance
from the PCHC. Another case occurred when the mother of
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