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ABSTRACT

The move in the healthcare system toward an emphasis on chronic care may be easier to manage if the Wagner
model serves as a guide. We define the health demands of patients with chronic disease and compare them to
services that should ideally be supplied by a patient-centered health system, drawing on components of this
framework and health policies linked to patient-centered care. This article helps readers better understand
the unique problems patients face using chronic circumstances with their family carer while interacting with
the healthcare scheme and a service provider. To understand more about the challenge faced by the populace
utilizing complex diabetes, Chronic Heart Failure (CHF), or chronic obstructive pulmonary disease (COPD),
we conducted interviews with patients, carers, and healthcare professionals (HCPs). Patients indicated a
variety of demands and objectives about the caliber of their interactions with HCPs, and these needs and
wishes were conveyed as worries. There was a need for 1) better HCP communication and information
delivery; 2) more organized health services with shorter stages to see HCPs; 3) support for self-care; 4) a
better professional understanding of the requirements for holistic as well as ongoing care; and 5) patient as
well as caregiver involvement in Decision-Making Processes (DMP). Health policy is more closely linked than it
now is to accommodate the needs and preferences of persons with chronic conditions and solve their issues.

Keywords: Chronic Heart Failure (CHF); Health Care Professionals (Hcps); Chronic Disease (CD); Patient;
Chronic Obstructive Pulmonary Disease (COPD).

RESUMEN

La evolucion del sistema sanitario hacia un énfasis en la atencion crénica puede ser mas facil de gestionar
si el modelo de Wagner sirve de guia. Definimos las demandas sanitarias de los pacientes con enfermedades
cronicas y las comparamos con los servicios que idealmente deberia prestar un sistema sanitario centrado
en el paciente, basandonos en componentes de este marco y en politicas sanitarias vinculadas a la atencion
centrada en el paciente. Este articulo ayuda a los lectores a comprender mejor los problemas singulares a
los que se enfrentan los pacientes en circunstancias cronicas con su cuidador familiar mientras interacttan
con el sistema sanitario y un proveedor de servicios. Para comprender mejor el reto al que se enfrenta
la poblacion que utiliza diabetes compleja, insuficiencia cardiaca crénica (ICC) o enfermedad pulmonar
obstructiva cronica (EPOC), realizamos entrevistas con pacientes, cuidadores y profesionales sanitarios
(HCP). Los pacientes indicaron una serie de demandas y objetivos sobre el calibre de sus interacciones con
los profesionales sanitarios, y estas necesidades y deseos se transmitieron como preocupaciones. Existia la
necesidad de: 1) una mejor comunicacion e informacion por parte de los profesionales sanitarios; 2) unos
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servicios sanitarios mas organizados con etapas mas cortas para ver a los profesionales sanitarios; 3) apoyo
para el autocuidado; 4) una mejor comprension por parte de los profesionales de los requisitos para una
atencion holistica y continuada; y 5) la participacion del paciente y de los cuidadores en los Procesos de
Toma de Decisiones (PDD). La politica sanitaria esta mas estrechamente vinculada de lo que lo esta ahora
para dar cabida a las necesidades y preferencias de las personas con enfermedades cronicas y resolver sus
problemas.

Palabras Clave: Insuficiencia Cardiaca Crénica (ICC); Profesionales Sanitarios (PS); Enfermedad Cronica (EC);
Paciente; Enfermedad Pulmonar Obstructiva Crénica (EPOC).

INTRODUCTION

Smoking, eating poorly, and engaging in sedentary behavior are some examples of unhealthy lifestyle choices
that contribute to Chronic Health Disorders (CHD), which include “Cardio-Vascular Disease (CVD)” and “Chronic
Obstructive Pulmonary Disease (COPD)". Patients who suffer from these prevalent Chronic Disorders (CD) often
use medical services, have a worse quality of life regarding their health, have functional restrictions, and are
at an increased risk of passing away before their time." Most health systems now combine phone and video
visits; in particular, video communication is more effective at fostering patient comprehension and satisfaction
than telephone communication. These are particularly crucial to take into account in primary care, where
enduring relationships and open communication are necessary for the efficient management of CD as well as
among populations with poor digital literacy or little access to the internet, which reduces the likelihood that
they will use digital health tools.®

The COVID-19 coronavirus illness is presently the focus of most healthcare efforts worldwide. This resource
reallocation may obstruct CD patients’ access to ongoing treatment. Our main objective was to assess the global
impact of COVID-19 on conventional CD care.® According to recent estimates, one billion people, or 15 % of the
world's population, are now considered to be handicapped, with non-communicable diseases carrying most of
the burden, with 80 % of the global disability burden. The world's average life expectancy is expected to rise by
4,4 years by 2040, which will cause an aging population and an increase in chronic illnesses, including diabetes,
cardiovascular disease, and mental illness brought on by sedentary lifestyles.®

According to the most current studies, people with underlying CD are more prone to infection when their
immunity is down. For example, meta-analysis shows that those with diabetes have a 1,9-period superior risk
of becoming ill.®® Non-communicable chronic illnesses (NCDs) are becoming more common, putting more strain
on the healthcare system, especially primary healthcare. Over 80 % of all NCD fatalities occur worldwide, with
diabetes, respiratory illness, cardiovascular disease, and cancer being the leading causes.®

The global spread of COVID-19 has strained and hampered Healthcare Systems (HS), halting non-communicable
disease prevention and treatment initiatives. Lockdowns and social exclusion make it difficult for those with
chronic illnesses to receive regular treatment and medication management from medical professionals. A higher
risk of fatal consequences from COVID-19, including severe sickness, exists in those with certain chronic illnesses.
™ A CD diagnosis poses a serious mortality danger for those who inflict pain. Despite the limitations, access to
care for chronic diseases remained severely constrained. People with chronic conditions must undergo regular
hospital stays with specialized medical teams, follow drug titration schedules, have prompt consultations, and
be examined for any reported signs of worsening. Self-care is essential in the treatment of CD.®

Chronic Disorders Management (CDM), which manages treating disorders including cancer, diabetes, and
hypertension, has often been entirely or partially halted by this priority. Similar CDM interruptions have been
reported in primary care settings in Australia. Information of decreased time spent on CDM activities as well as
preventative treatment, especially for elements of care needing in-person examination or testing, as well as
delays in investigation, evaluation, referred appointments, and elective procedures, all of which cause patients
to experience prolonged discomfort, nervousness, and deteriorating of their condition, are all indicative of the
adverse effects that these disruptions have on the delivery of healthcare ® Figure 1 represents the schematic
diagram of chronic diseases.

13 PHC services served as the cases of attention in a mixed method case study to examine how non-
communicable disease (NCD) care is provided."® Mahmud et al.'” looked at the relationships between
characteristics associated with healthcare service choices and chronic comorbid conditions using multinomial
logistic regression. The Lombardy area of Italy’s two regional health authorities, ATS Brianza and ATS Bergamo,
have computerized health databases that we used to identify all people with chronic conditions who are less
than 65 years old."? In Lignou et al."® are summed the facts about how the UK’s health services and policies
have responded to the Covid-19 epidemic. To identify standard care components, service delivery strategies,
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Figure 1. Schematic Representation of Chronic Disease

resource requirements, and health outcomes for children and teenagers with diverse chronic diseases and NCDs
in low- and middle-income countries, we reviewed models of regular lifetime care for these populations.¥
Jiang et al."™ studied how elderly individuals and medical professionals felt about using telehealth and Internet
health services to treat chronic obstructive PD. Longhini et al."® analyzed the approaches, strategies, and
findings of the past ten years of research on the efficiency of organizational models for chronic care in primary
care settings. Lewinski et al.” performed a comprehensive analysis to evaluate the effect of synchronous
telehealth on crucial illness-specific clinical outcomes and healthcare use for the long-term treatment of adult
patients with T2DM, CHF, and chronic obstructive PD. Real-time Communication through phone, phone, and
video, or phone alone (if synchronous video care is provided) is called synchronous telehealth. Several nations
have created national primary healthcare reform initiatives in response to the growing impact of CD on the
population globally. Assessments of the use of these advances have been published by several nations with
high and extremely high human development indices.™® Cohen et al.!" found several variables affecting the
availability of evidence-based chronic illness therapy in primary care that meets guidelines.

Mattison et al.® investigated the effect of wearables on healthcare outcomes for patients with CD using a
systematic literature review. Establishment goals included gathering peer support intervention components,
compiling peer support outcome domains, combining efficacy data, and identifying the mechanisms of action
for persons with CD.?" Through a methodical meta-synthesis, this research seeks to uncover the frequent
obstacles that users of assistive technology suffering from CD have in obtaining and utilizing it.@® Ethiopian
researchers translated the "Chronic Illness Anticipated Stigma Scale (CIASS)" into Amharic as well as assessed
its psychometric properties.? Joo et al.? revealed three disadvantages and four benefits to telehealth-
assisted case management. The drawbacks were patients' negative attitudes about telemedicine, challenges
using telehealth technology, and increased case managers' workload. The benefits were quicker and more
effective treatment, accessible access to medical services, promotion of patients' enjoyment, and cost savings.
To conduct this study, 143 survey samples from doctors and nurses were collected. A principal component
analysis was used to identify the three crucial elements of the CDM service delivery system, including the
service management organization, the management information system, and the medical care service.®)

METHODS

To conduct focus groups and in-depth interviews among patients (N = 52), their caregivers (N = 14), along
with healthcare professionals (N = 63), participants for this research were selected via purposeful sampling.
Table 1 lists the distinctiveness of patients with caregivers, whereas table 2 lists the individuals of HCPs.
Participants were gathered within "Sydney West (SW), New South Wales (NSW), and the Australian Capital
Territory (ACT)" at the two different sites.

Table 1. Patients’ and caregivers' traits

Sub-categories Categories Patient (N = 52) $Carer (N = 14)
ACT Residence 26 6
SW 26 8
Male (M) Gender 28 1
Female (F) 24 13

https://doi.org/10.56294/saludcyt2023444



Salud, Ciencia y Tecnologia. 2023; 3:444 4

> 45 yrs Age 1 2
45-64 yrs 16 5
65-85 yrs 35 7
CALD background Culturally and 11 5
linguistically
diverse (CALD)
Type 2 diabetes Diagnosis 16 4

According to a beginning review of the patient, in addition to caregiver interviews, the most significant
challenges are connected to the provision of healthcare services (HCS) and problems with medical staff
members. HCPs were to participate in eight Focus Group Discussions (FGDs). Patients and caregivers utilizing
vital HCS were asked to list their most significant challenges and facilitators in these FGDs. Although the study's
focus on patient experiences, including many HCPs was essential to capture the full range of CD-related events.
FGDs were considered more suitable for interviewing HCPs since they permitted lively conversation. Individual
interviews were deemed the most beneficial for patients and caregivers since they allowed for a more honest
discussion of personal issues.

Table 2. Traits of those in the medical field

Categories Sub-categories HCP (N = 63)
Work setting Hospital 22
Time in this >5 year 18
employment 5 to10 years 18
< 10 years 27
Employment status Full-time (FT) 55
Part-time (PT) 8
Residence ACT 26
SW 37
Gender Male (M) 19
Female (F) 44
Work setting Hospital 22

Participants were provided to researchers from general practitioners, neighborhood hospitals, community
health centers, specialty clinics, healthcare consumer advocacy organizations, and Aboriginal Medical Services
in SW and the ACT. HCPs with experience treating patients with index illnesses and family carers were also
eligible. Participants must fall under one or more index conditions between 45 and 85. The age range was
chosen since chronic disease is much more common in this age group. To illustrate the range of HCPs who
treat CD, HCPs from neighborhood hospitals, community health centers, consumer advocacy organizations, and
Aboriginal medical services were selected. A sample grid was employed to guarantee that people of diverse
ages, ethnicities, races, disease intensity, and healthcare settings were represented. FGDs included general
practitioners, allied health professionals, community and hospital nurses, and employees.

The ACT Health Human Research Ethics Committee (HREC), the Sydney West Area Health Service Human
Research Ethics Committee (SWAHSHREC), the Australian National University Human Research Ethics Committee
(ANUHREC), and the University of Sydney Human Research Ethics Committee (USHREC) approved the study's
ethical practices. Everyone who consented to take part in the survey or interview did so with the understanding
that they may later alter their views. The research team conducted in-depth, semi-structured interviews.
Each interview lasted 45 to 90 minutes, after which the interviewee helped the participants complete a 10- to
15-minute survey. Demographic, medical, clinical, and pharmacological data were collected from participants.
SPSS Inc. (IWinois, USA) descriptively analyzed survey data. GPs, groups of people, hospital nurses, associated
physical condition professionals, and hospital staff, along with GDs, participated.

The data were gathered and evaluated by the same research team. They often compared data from
surveys and interviews to ensure that the transcripts were accurate and that qualitative and quantitative
data were consistent. The interviewers regularly met to verify that the consultation, data entry, coding, and
data interpretation processes were carried out similarly. Additionally, field notes and memoranda were used
to promote reflection. Analysis revealed a close relationship between the primary ideas in this essay and the
notion of patient-centered care.
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RESULTS

Most of the patients and careers were jobless and older than 65. Most patients (Table 1) said they had
standard calls using their general practitioners (GPs) and had at least one chronic illness for at least ten years.
The same research team collected and assessed the data. They often compared the information from the
questionnaires and interviews to the information from the interviews to verify the integrity of the transcripts
and the coherence of the qualitative and quantitative information. The interviewers met regularly to ensure
that the consultation, data entry, coding, and data interpretation procedures were carried out consistently.

Ineffective informational practices and Communication

The appropriateness and application of the medical advice that HCPs provided to patients and carers,
particularly as it related to their condition(s), was questioned by almost 50 % of patients and caregivers. Due
to their inability to comprehend the information and guidance provided to them, participants often failed to
follow directions. Participants offered solutions to this issue. Many people said that they preferred participatory
delivery of the information, such as shopping or culinary excursions, and that the materials be presented in
plain English. They wanted to participate actively in their care by helping to develop their care strategy. One
alternative was the ability to ask questions regarding their condition and acute episodes whenever they required
answers. Another was having access to training programs or other facilities. HCPs believed that information
delivery to patients needed to be better planned and structured than is now the case in many health facilities.

Long wait times to visit HCPs and inefficient service delivery

Multiple visits required to treat chronic conditions, rigorous eligibility requirements for medical services,
and little latitude for changing or arranging appointments often caused patient confusion and a shortage
of follow-up by HCPs. Eighteen respondents said they struggled to remember all the charges linked to their
chronic Illnessilliness. When patients required immediate attention, caregivers often called an ambulance to
take them to the hospital; alternatively, they might postpone seeking help until significant episodes occurred.
Five individuals (10 %) said that being admitted to the hospital was the most accessible and affordable option
to get treatment (see Table 3).

Table 3. Provocative queries answered during caregiver and patient interviews as well as health care
professional focus groups

Interviews
Questions Provocative queries
What were your most considerable patient or Can you describe what happened?
caregiver challenges?
How have health professionals managed your Can you think of any health professional
diabetes/COPD/CHF/caregiving? encounters that may be improved?
Key questions Probing questions
As a health practitioner treating diabetes, COPD, What's the leading cause of the issues?
and CHF, what challenges do you face?
What challenges do patients and caregivers What challenges do you believe patients and their
experience managing their condition? caregivers face in controlling their disease?

Insufficient facilitation of self-care

To appropriately manage their CD, 15 patients and caregivers reported having trouble caring for themselves.
They indicated that the health and aged care systems should provide them with more significant support than
now. On the other hand, patients with private health insurance appreciated the allied health services and
treatment programs their insurers supported. Patients understood the benefit of having their primary care
doctor periodically check on their health. HCPs agreed that their duty was to assist patients in caring for
themselves. While recognizing the significance of discharge planners in promoting self-management, others
expressed concern that they had evolved into hospital bed supervisors. According to the first account of the
"National Health and Hospitals Reform Commission (NHHRC)," HCPs were aware of the advantages of self-
management techniques that had been effectively used in Australia.

A lack of comprehensive and ongoing treatment

Lack of time for GP and specialist consultations was among the most frequent problems faced by participants.
Talks tended to focus on the present issue, leaving little opportunity to explore early indicators of difficulties
related to the CD that was beginning to emerge. In response to these restrictions, several patients and
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caregivers expressed a desire for their HCPs to be more informed about and understand their diseases and for
the consultation to be sensitive to their context and beyond the present symptoms.

Insufficient patient and caregiver participation in decision-making

Whether they felt included in making choices regarding their Illnesslllness was a question posed to patients
and their caregivers. Seven patients and family members assessed their symptoms, beliefs, and sickness signals
and concluded that HCPs did not provide timely care. Patients and caregivers were less likely to participate in
their treatment because they believed that HCPs were dismissive and did not consider their viewpoints.
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Multiple chronic illnesses were reported by women more often than by males (34,7 % vs. 28,2 % for women)
(figure 2).C0
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Figure 3. Percentage of All Australians, by Age Group, with Multiple Chronic Conditions, 2010

With age, the likelihood of developing several chronic illnesses drastically rises. 80 % of those 65 and older,
and over half of those aged 45 to 64, have numerous chronic diseases (figure 3).¢9
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Adults older than 65 have more restrictions on their daily activities and cognitive health. Diabetes, chronic
obstructive PD, Hearing Loss (HL), cataracts ©, Refractive Errors (RE), front and back neck pain, hopelessness,
and dementia are all common among the elderly. Since the populace turns older, they can also know many
diseases on one occasion.?

DISCUSSION

This research demonstrates that CD patients seeking treatment from various healthcare providers encountered
several issues and expressed significant concerns about their unmet needs and ambitions within the healthcare
system.?® Additionally, patients and caregivers are excluded from decision-making, inadequate holistic and
continuing care is provided, and poor self-care is encouraged. The NSW Severe CDM Program,? which has
accepted most of them, is closely related to the core idea of patient-centered care. The study's survey of 7505
participants, which had a response rate of 60 %, demonstrated how much consideration general practices in
Australia gave to their patients' requirements and preferences. In their study, participants reported that their
treatment was excellent or very good and that their needs and ambitions had been addressed. However, the
current qualitative analysis found that it was only sometimes simple for people with chronic conditions and
those who care for them to access the services provided by the health system.®® They voiced severe worries
that their wants and desires would also go unfulfilled. This aligns with findings from qualitative research
conducted by NSW Health.? This research solely used interviews undertaken in two particular Australian cities,
so its conclusions may need to be more generalizable to other locations. It could not link comments to specific
people or identify their organization since the transcriber could not identify particular HCPs.

CONCLUSIONS

The central tenet of the national, ACT, and NSW chronic care systems is patient-centeredness. The definition
of this idea is not offered, however. None of these countries had a subsequent business or strategic strategy that
would translate this idea into actions that could be rapidly implemented. Additionally, no specific mechanisms
are in place to promote patient-centeredness. The term "patient-centeredness” has to be defined explicitly
before it can be utilized in policies for treating chronic diseases. A detailed investigation of patient-centeredness
qualities for various patient scenarios is required to provide meaningful and beneficial activities. Finally, this
approach will help us better understand how we may overcome CD's challenges by looking at those actions in
the context of institutional and community-based clinical practice, accountability, money, and management.
Patients are involved in their care, therapies are adapted to their needs and preferences, and patients are
given the tools to control their health according to a patient-centered approach to care. Creating and using
patient-centered care models for people with chronic illnesses should be the main emphasis of future efforts.
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