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Abstract

Background: People-centered tuberculosis (TB) care promotes treatment ad-
herence and outcomes. TB patients’ and families’ health education and protec-
tion of their rights are among the core components of people-centered care.
We aimed to assess the level of people-centeredness of TB care as a proxy to
quality in the largest inpatient unit of the National Pulmonology Center (NPC)
in Armenia. Methods: We conducted a qualitative study by interviewing clini-
cal and administrative staff, TB patients, and family members to learn their
experiences about patient and family education and rights (PFE&R) protec-
tion practices focusing on two Joint Commission International (JCI) Stan-
dards for Hospital Accreditation. Mixed-conventional inductive and directed
deductive content approach guided the analysis of data. Results: The study
revealed various gaps in the provided services. According to the TB physicians
and nurses, they routinely educated patients and families and took actions to
protect their rights. However, practices reported by TB providers varied across
clinical departments and professionals and did not meet the recommendations
of the JCI standards. The document review revealed that no written policies
or procedures existed in the NPC inpatient unit to guide the implementation
of PFE&R. Lastly, patients’ inconsistent experiences were also indicative of the
lack of standardization and issues with PFE&R implementation. Conclusion:
Bridging the gap between existing and recommended practices by establish-
ing and enforcing new people-centered policies and procedures is a pledge for
improving operations and patients’ experiences with a potential nationwide im-
pact in Armenia.
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1. Introduction

Tuberculosis (TB) is a major global public health concern around the world [1].
Between 2000 and 2017, 54 million deaths have been averted due to successful
global strategies; nevertheless, in 2019, TB was still responsible for 1.4 million deaths
worldwide [1]. In 2018, the TB incidence rate in Armenia was 31 per 100,000 pop-
ulation, with a 1.3 mortality rate per 100,000 [2]. Though the overall incidence of
TB has been falling during recent years in Armenia, the emergence and progres-
sion of drug-resistant TB (DR-TB) continue to threaten the national TB control
efforts [3]. Despite freely available and accessible TB diagnostic and treatment ser-
vices throughout the country, non-adherence to TB treatment remains a major
challenge for TB control in Armenia [3].

High-quality TB care is an important step toward improving medical practice
and patient outcomes, therefore decreasing the TB burden [4] [5]. The Interna-
tional Standards for TB Care (ISTC) have set a quality benchmark for national
TB programs to facilitate provision of high-quality care to patients [5] [6]. Qual-
ity improvement within TB care is possible once diagnostic and treatment ser-
vices satisfy international standards adapted for the countries’ needs and supported
by the development of quality improvement programs [6].

An intrinsic component of quality of care is patient-centeredness, which is ef-
fective in promoting TB adherence, treatment outcomes, and care for TB, includ-
ing multi-drug resistant TB (MDR-TB), provision of psychological support, and
overcoming social stigma [7]-[13]. Indeed, the goal of the ninth ISTC standard is
provision of patient-centered TB care as a means for promoting TB treatment
adherence, improved quality of life, and relief from suffering [5]. In response to the
emerging evidence, patient-centered integrated TB care has been incorporated as a
core pillar of the End-TB strategy [8]. During recent years, the concept of patient-
centered TB care has evolved into a more holistic people-centered model of care.
Though the terms are yet used interchangeably, the people-centered model con-
siders all health, societal and economic concerns of a healthcare recipient, going
beyond the label of a “patient”. Here, the person is viewed within the trajectory
of his/her environment, ie. family and community who are immediately involved
in the prevention, progression, and treatment of TB [14] [15] [16] [17]. In gen-
eral, integrated people-centered care assumes that the core of health systems is
people and communities rather than diseases. The new model of care aims to
empower communities to take a lead of building their own health, instead of be-
ing inactive recipients [18]. Meanwhile, integrated care implies that effective heal-
thcare systems surround the communities, to support the continuity of health needs
[18].

Concordant with global targets, healthcare facilities are supposed to identify,
establish, and maintain an environment where patients’ and families’ needs are
respected [19]. Patients’ and families’ awareness-raising, especially in long-term
therapies, is essential for improving treatment adherence and ultimately achiev-

ing positive treatment outcomes [19] [20] [21]. According to the Joint Commis-
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sion International (JCI) Standards for Hospital Accreditation, actions towards
improving the health knowledge of patients and families should start from edu-
cational needs assessments. The latter should expand to a hands-on training on
treatment process, provision of complete information on the disease, and guid-
ance in the decision-making process [19].

In addition, local quality improvement strategies should necessarily incorpo-
rate promotion of patients’ and families’ rights [22]. In order to promote patients’
autonomy, adherence to treatment, and facilitation of trust in the healthcare sys-
tem, TB patients and families should have access to complete information on
rights and responsibilities and TB disease and its health impact [23]. Healthcare
systems should set policies and regulations defining patients’ rights, healthcare
providers’ and facilities’ responsibilities in maintaining them along with intro-
ducing enforcement mechanisms [24] [25]. To satisfy the JCI standards on pa-
tient and family rights, healthcare facilities and clinical staff should recognize
those rights and act accordingly to protect and promote them. Defining the scope
of patients’ and families’ involvement in care-related decisions and an informed
consent process are essential components of patients’ right protection and pro-
motion [19].

We aimed to assess the level of people-centeredness in the largest inpatient TB
facility of the National Pulmonology Center (NPC) in Armenia and evaluate how
healthcare providers value, maintain and satisfy patients” and their families’ rights
and needs for health education during inpatient treatment. Therefore, taking two
JCI quality standards as a quality benchmark, we qualitatively assessed the key in-
formants’ experiences and practices on patient and family education and rights pro-

tection.

2. Methods
2.1. Study Design and Setting

This assessment was conducted within the scope of the bigger project Quality of
Inpatient Tuberculosis Health Care that explored the needs of TB diagnostic and
treatment services in the TB inpatient unit of the NPC located in Abovian city,
Armenia [26]. The TB inpatient unit has 300 beds and serves almost 90% of all
inpatient TB and MDR-TB cases countrywide.

To explore the quality of patients’ and families’ education and their rights pro-
tection processes we qualitatively assessed TB inpatient unit’s clinical and admin-
istrative staff practices as well as patients’ experiences against the patient and fam-
ily rights and education-related JCI standards through in-depth interviews (IDI)
using semi-structured interview guides. Utilization of qualitative research methods
for assessing quality of care helped to gain a deeper picture of service quality re-
flecting the in-depth experiences and perspectives of various parties [27]. We used
two people-centered JCI functions—Patient and Family Education (PFE) and Pa-
tient and Family Rights (PFR) (PFE & R) as a framework for the assessment. Over-

all, six PFE and nine PFR standards along with their measurement criteria—
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measurable elements (MEs) (n = 48) guided the development of IDI guides and

the whole analysis.

2.2. Study Participants

TB healthcare providers (HCPs) (heads of departments, TB physicians, and nurses)
and administrative staff were purposively recruited in the study. To increase va-
riability in responses and gain a complete understanding about the level of people-
centeredness in the TB inpatient unit, we approached HCPs from all clinical de-
partments (drug-sensitive TB, drug-resistant TB, pediatric TB, extra-pulmonary
TB) of the NPC. To gain a comprehensive picture on quality of PFE&R we also
explored the recipients’ perspectives by inviting to participate in the study those
patients and family members, who received their intensive phase of treatment in
the NPC inpatient unit. The inclusion criterion for HCPs was being employed in
the clinical departments of the TB inpatient unit, and the exclusion criterion was
working as a narrow specialist (cardiologist, endocrinologist, gynecologist, etc.).
The inclusion criteria for patients were having a history of inpatient treatment in
the TB inpatient unit and receiving outpatient phase of the treatment at the time
of the study. The general inclusion criteria applied to all study participants were
having the ability to understand and speak Armenian, and giving verbal consent

to participate.

2.3. Study Instruments

Based on the JCI PFE&R standards, specific requirements to proper PFE&R prac-
tices represented by the MEs were reformulated either into open-ended ques-
tions to explore them qualitatively or into checklists to guide the document re-
view. Table 1 presents the standards used for developing the overall content of the
assessment and the study instruments. Eventually, three semi-structured inter-
view guides were developed for moderating IDIs with heads of clinical depart-
ments, TB physicians/nurses, and patients/family members. We also developed

two checklists for the review of legal/policy documents and medical records [26].

2.4. Data Collection and Analysis

The data was collected during March-May 2016. Overall, we conducted 26 IDIs
with 21 HCPs, four patients and a family member. The average duration of the
interviews was 40 minutes. All IDIs were held in the TB inpatient unit. To pre-
vent discomfort and facilitate honest responses we avoided audio-recording of
the interviews, instead, the researchers took detailed notes. All participants pro-
vided verbal consent to participate in the study. Detailed notes taken during in-
terviews were immediately transcribed. We stopped data collection when satura-
tion was achieved. We also reviewed 10 legal documents, including policies and
regulations of the TB inpatient unit, and 34 medical records to complete the
checklists. We conducted coding and grouping of repeating phrases and sen-

tences in accordance with the predefined MEs of the standards under two major
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Table 1. Six Patient and Family Education and Nine Patient and Family Rights Standards.

Patient and Family Education (PFE) Standards Patient and Family Rights (PFR) Standards

1. The organization provides education that 1. The organization is responsible for providing
supports patient and family participation in processes that support patients’ and families’
care decision and care processes rights during care

2. Each patient’s educational needs are assessed 2. Care is respectful of the patient’s need for

and recorded in his or her record. privacy
3. The patient’s and family’s ability to learn and 3. Children, disabled individuals, the elderly, and
willingness to learn are assessed other populations at risk receive appropriate
protection

4. Education methods include the patient’s and
. Patient information is confidential

'S

family’s values and preference and allow
sufficient interaction among the patient,

w

. The organization supports the patient’s right

family, and staff for learning to occur to respectful and compassionate care at the

5. Health professionals caring for the patient end of life
collaborate to provide education 6. All patients are informed about their rights

6. Patient and family education includes the and responsibilities in a manner and language
following topics, related to the patient’s care: they can understand

the safe use of medications, the safe use of

N

. Patient informed consent is obtained through a

medical equipment, potential interactions process defined by the organization and

between medications and food, nutritional carried out by trained staff in a language the

guidance, pain management, and

patient can understand
rehabilitation techniques

o]

. The organization establishes a process, within
the context of existing law and culture, for
when others can grant consent

Nel

. Informed consent is obtained before high-risk
treatments and procedures

themes: PFE and PFR. We used mixed conventional inductive and directed de-

ductive content analysis to explore the data [28] [29].

2.5. Study Rigor

Two researchers, who have been extensively trained in qualitative research me-
thods and study protocol, collected and analyzed the data. They built rapport
with HCPs and patients. While conducting the IDIs, the researchers rotated the
roles of the facilitator and note-taker to minimize variability between interview-
ers. To increase the trustworthiness of the results, we used standard qualitative
research techniques of heterogeneity and triangulation [30]. Triangulation within
several groups of respondents and through different data collection techniques

increased the reliability of the results.

2.6. Study Ethics

The Institutional Review Board (IRB) of the American University of Armenia ap-
proved the study protocol (#AUA-2016-002).

3. Results

The section presents the main findings of the interviews with study participants.

HPCs shared their experiences on how they act to improve patients” and fami-
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lies’ health literacy and knowledge about TB and protect patients’ and families’
rights, their needs for privacy, and confidentiality. We summarized the main find-

ings into two main themes.

3.1. Patient and Family Education

PFE was not uniformly organized in the TB inpatient unit, as there were missing
policies and procedures on improving patients’ and families’ TB knowledge and
the formal educational program. HCPs of the TB inpatient unit did not share a
common standpoint about how and who should organize patient and family
education during inpatient treatment. Some participants, such as heads of de-
partments and nurses were certain that patient and family education on topics
related to TB was the inpatient HCPs’ immediate function. However, others noted
that the primary HCPs were responsible for improving awareness about TB and

not the inpatient physicians.

The patients’ education starts in hospital admission. We notify what is going
to happen to them in the hospital while trying to make the patients feel pos-
itive about the treatment. (Head of department)

It is the nurses’ responsibility to lead educational sessions with patients.
(Nurse)

The educational activities with patients should not be done in the hospital.
We are not supposed to educate families. We may just talk to them if needed,
but education is not part of our responsibilities. We do not put people in a
line in the corridor to provide a lecture [on TB-related topics]. (Head of de-
partment)

In addition, some physicians complained about the scarcity of time, which,
in fact, was the most commonly cited reason for not providing formal and
uniform education to all patients. According to them, the detailed counsel-
ing sessions focusing on health education about the disease and treatment
were needless, given the limited time.

We have 10 - 15 patients and a healthcare provider does not have enough
time to educate all patients with all details. We are overloaded with paper-
work...Some patients ask for very detailed questions. We cannot explain
the whole treatment to them. There is no need to talk about too detailed
things; it is time-consuming. (Physician)

During the interviews, physicians blamed patients’ educational level as one
of the reasons for having poor awareness of TB.

People are different. If one is adequate and smart enough, we explain to
him/her and the family that before sputum conversion they should try to
avoid kissing each other. Much depends on the educational level of pa-
tients... (Physician)

The IDIs and medical record reviews revealed that during inpatient treat-
ment, HCPs neither assessed TB patients” educational needs and willingness

to learn nor documented any relevant information. Furthermore, they men-

DOI: 10.4236/jtr.2021.93017

189 Journal of Tuberculosis Research


https://doi.org/10.4236/jtr.2021.93017

Z. Grigoryan et al.

tioned that topics to be discussed during the counseling sessions depended
on patients’ needs. Both patients and physicians were consistent that when-
ever patients and family members asked questions, they exhaustively ans-
wered them. Former TB patients described some topics that were discussed.
There is no specific list of topics to educate patients. It depends on the pa-
tients’ needs. (Physician)

Whenever the patient asks questions, we answer. (Physician)

I was told, that TB is curable and I should not be afraid of it... If something
was not clear, I was asking and clarifying with the physicians. I was told that
if I took the medications, did not interrupt the treatment, eat good enough,
the disease would leave... They also told me that 80% of treatment success
depended on me. I was also told that if I did not take medication as pre-
scribed and if I stopped taking them when feeling better, the disease could
become untreatable. (Patient/Family member)

They [HCPs] told me that I had drug-sensitive TB and that it was curable.
They [HCPs] also told me what I should expect after the treatment. I did
not have unanswered questions. (Patient/Family member)

Physicians mentioned that the information provided to patients was not
supported with informational materials, though they considered those ma-
terials useful.

Sometimes, educational materials need to be provided to patients [the TB
inpatient unit does not have educational materials for patients]. (Physician)
According to the majority of HCPs, they did not specifically encourage pa-
tients to be active and ask questions and did not verify if patients unders-
tood the provided information. Instead, physicians assessed patients’ aware-
ness on topics related to their disease and treatment indirectly, during their
random conversations.

If they [patients and families] ask [questions], we respond to them, but not
the opposite. (Physician)

Our patients stay here for a long period. We inform them [about the dis-
ease] and later during the conversations it becomes clear whether they have
understood us or not. (Physician)

Despite the absence of uniform practices to improve patients’ and families’
awareness of TB, the majority of patients valued HCPs’ professional com-
petencies mentioning that those who educated patients and families were
characterized as knowledgeable individuals with good communication skills.
Patients further elaborated that physicians and nurses worked collabora-
tively to meet their need for information.

I am satisfied with their competencies and attitude. (Patient/Family mem-
ber)

The professionals [healthcare providers] were very good. (Patient/Family
member)

Nurses and physicians informed us [about TB] so that we know everything

and are informed. (Patient/Family member)
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3.2. Patient and Family Rights

The study team found that there were no policies or procedures guiding PFR in
the TB inpatient unit. In fact, no specific actions were implemented by the lea-
dership to convey the vision of PFR protection to the clinical staff. The staff
failed to identify the roles of HCPs and healthcare leaders in protecting TB pa-
tients’ rights. Despite the absence of formal paperwork, nearly all HCPs highlighted
their respect towards patient rights and towards patients’ prerogative to choose
what information should be provided to families and others. However, during
the counseling, physicians reportedly did not assess patients’ expectations and
needs for privacy. Yet, the majority of them appeared to be respecting patients’
needs for privacy by communicating with them privately. In contrast to this, a
few patients reported that their counseling was organized in the presence of oth-

er patients.

The counseling was done in my room, in the presence of another patient.
The psychologist came for that patient and also offered services to me, but I
did not feel comfortable during the whole process, thus, I was not satisfied.
(Patient/Family member)

The majority of physicians did not know any hospital-specific definition of
vulnerable patient groups and did not even know if such groups existed.
Most of the time, health providers mistakenly mentioned co-morbidities
known to influence TB treatment outcomes as indicators of vulnerability.
The vulnerable groups include patients with diabetes, AIDS, ulcer disease,
professional conditions [occupational diseases] .... Children and those who
have a TB contact in their household are also vulnerable groups. (Physician)
Patients reported that they were told that their personal and health infor-
mation would be kept confidential and would not be communicated to other
people. Some of the clinical staff members identified the notion of confiden-
tiality assurance only as confidentiality protection for HIV/AIDs patients.
However, some of the physicians appeared to be not fully practicing confi-
dentiality protection in terms of informing patients about how their per-
sonal and health-related information would be protected.

I was told, that everything [health-related and personal information] is con-
fidential and if I want to keep my disease in secret, no one will know about
it. (Patient/Family member)

We are especially cautious when working with HIV/AIDS patients. We try
to maintain 100% confidentiality, knowing that we should not speak about
that disease [HIV/AIDS]. (Healthcare provider)

I did not have issues with confidentiality. But no one has told me that the
information related to me and my health will be kept confidential. (Patient/
Family member)

Physicians expressed strong empathy towards the patients receiving end-of-
life care and mentioned that they worked to protect patients from physical

or emotional pain.
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This [the end of life care] is a painful topic. We [the clinical staff] surely no-
tify the family members about the severity of the patient’s condition and
inform them about the possible outcomes. We can never tell that the patient
is going to die, and we should not talk to patients about such issues. Per-
haps from the psychological perspective, it is wrong, but we try to cheer the

patient up by all means we have. (Physician)

We found that only in the DR-TB department patients sign a contract for
treatment that includes information on their rights and responsibilities. The
process has been established by the MSF France that took the responsibility of
coordinating the DR-TB care in the inpatient unit. TB patients from other de-
partments did not formally receive such information. Besides this informal process,
the document review did not identify any policy guiding the content and the process
of informed consent, and no specific staff members were assigned to implement
the informed consent in the TB inpatient unit. In addition, no formal processes
were established to obtain an informed consent from people other than patients

in case if they needed emergency high-risk procedures.

4. Discussion

This is the first study that assessed the level of people-centeredness of inpatient
TB care in Armenia by applying JCI Hospital Accreditation Standards focused
on the best recommended practices related to patient and family education and
their rights protection.

The TB inpatient unit did not introduce and enforce policies and procedures
guiding the processes of protecting PFR and providing PFE. According to Eps-
tein et al, improvement of communication between HCPs, patients, and families
can be possible through the development of written policies that guide the health-
care processes [31].

TB HCPs expressed controversial attitudes towards TB patients’ awareness-
raising, as some of them agreed that patients should be educated on TB and TB
care, yet some physicians disputed whether this was the responsibility of inpa-
tient TB physicians.

Though patients were not receiving a structured and formal education, TB phy-
sicians gave some information to patients. We learned that the process of im-
proving patients’ knowledge about TB was patient-driven as physicians were in-
clined to wait for patients to ask questions instead of initiating educational dis-
cussions. Nevertheless, patients seemed to be satisfied with whatever informa-
tion they received. Harutyunyan et al explained the impact of low expectations
from HCPs on high level of satisfaction from low quality services among the Ar-
menian population [32]. In fact, the absence of educational sessions and the pa-
tient-driven education are more indicative of the poor quality of services as the
content of the information provided to patients was not standardized and varied
across HCPs and patients. The literature suggests that adequate knowledge about

TB has a protective effect against possible non-adherence [33]. Furthermore, Mo-
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risky et al suggested that a structured education program could improve the con-
tinuity of care and improve adherence to TB treatment [34].

Our findings were controversial on privacy protection as HCPs claimed that
patients’ privacy was respected, whereas some patients shared their negative ex-
periences when personal information was communicated to them in the pres-
ence of a third party. Though HCPs acknowledged that confidentiality protec-
tion was an intrinsic part of medical ethics, overall the TB inpatient unit did not
perform well on this matter. Patients did not share any bad experiences regard-
ing their confidentiality protection since the majority of them were not informed
about how and what information would be kept confidential and what laws and
regulations underpinned confidentiality of patient information. Patients and fami-
lies would not be able to recognize any violation, since they did not know what
to expect from the process of care. The HCPs’ practices on confidentiality assur-
ance were based on their own perceptions and understanding, therefore seemed
to vary between professionals. Patient rights promotion is known to be essential
from the perspective of quality [22]. Furthermore, the WHO states that main-
tenance of privacy and confidentiality of TB patients’” health information is es-
sential for tackling TB associated stigma and establishing trust between the pa-
tient and the communities [23].

The comparison of participants’ reflections with the JCI-recommended prac-
tices revealed a poor degree of people-centeredness of inpatient TB services im-
plying about the compromised quality of care. Given that the patient-centered
care has been widely acknowledged as a pledge for improved TB care, adherence
and outcomes and that the concept has further evolved to encompass also the
societal aspects of disease development and progression, it was of utmost im-
portance to promote establishment and provision of people-centered TB care in
the largest inpatient TB unit in Armenia with a potential of nationwide impact
on the disease burden.

In fact, the study findings contributed to the policy change in the country as
starting 2019, to address the identified issues regarding the quality of care, Ar-
menia introduced the people-centered model of care supported by the updated
National TB Treatment Guideline [16] [35]. Currently, at the beginning of the
intensive phase of treatment, patients receive educational and psychological coun-
seling, and supportive family members assist patients throughout the continua-
tion phase of the treatment to facilitate better treatment adherence and outcomes
[16].

Though assessment of staff performance might lead to providers’ exaggeration
of their actual practices regarding PFE & R, resulting in demonstration of slightly
better practices than the reality, the findings of this study might be of significant
relevance to other low- and middle-income countries experiencing similar TB
burden with a similar model of patient-provider interaction. The quality assess-
ment tools can also be used for similar assessments in outpatient TB units. Our

study methodology and findings might be of high interest for healthcare systems
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aiming to establish people-centered TB treatment services.

5. Conclusion

Bridging the gap between the existing and recommended evidence-based prac-

tices was a pledge for promoting people-centered TB care approaches in the NPC

inpatient unit in Armenia. The study findings can be used for designing inter-

ventions targeted at assessing and improving quality of care in TB inpatient and

outpatient units elsewhere specifically focusing on the protection of PFE&R. In

addition, the described methodology of assessing people-centeredness of care can

be successfully extrapolated to other health contexts.
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