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Introduction: Rheumatoid arthritis is a chronic inflammatory disease diagnosed in a productive stage of life. Patients with RA
experience changes in their musculoskeletal system, overall health and quality of life. It has been identified that patients with RA do
not have appropriate knowledge about their condition. Educational programs can provide new knowledge, accompaniment, and closer
follow-up to improve empowerment and quality of life in patients with RA.

Purpose: To describe rtheumatoid arthritis patients’ experiences, perceptions, and expectations when enrolling on a multicomponent
educational program in a specialized RA setting.

Patients and Methods: A qualitative study was done. Patients with RA who attended a specialized center and enrolled in an
educational program participated in two focus groups. The focus group discussions and the interviews were recorded, transcribed
verbatim, analyzed, and emerging themes were constructed.

Results: Thirty-one participants were included in the focus groups. The median age was 60 years IQR (54—67), 92% were female.
Two relevant categories emerged: first, the experience of being diagnosed with RA. Second, the program’s ability to empower
participants with knowledge and the possibility of transferring knowledge to other patients with the same condition. In addition,
patients gave a high score to the expectations regarding the educational program.

Conclusion: Understanding patients’ expectations when enrolling in an educational program allows educators and clinicians to
understand their motivations to create tailored programs that can contribute to acquiring empowerment in the educational process and
managing their disease. Stakeholders should consider patients’ expectations when implementing these interventions for patients with
RA to adapt the intervention according to the patient’s context and needs, which will directly affect the patient’s adherence and lead to
better use and allocation of resources for educational activities.
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Introduction

Rheumatoid arthritis (RA) is a chronic autoimmune, inflammatory, high-cost disease whose origin involves genetic,
environmental, ethnic, and nutritional factors; it affects mainly women in their productive life stage.' It is characterised
by a deterioration of the synovial membranes of the arthrodial joints, which causes pain and inflammation, resulting in

severe disability over time. RA results in anatomical changes, affecting the patient physically and psychologically.”
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These changes generate difficulty in daily activities, cause pain and disability, and alter the patients’ social, family, and
work relationships.®>* RA affects between 3 and 7% of the population worldwide'* while in low-middle-income countries
such as Colombia, the prevalence is 1.49 (95% CI 1.10-1.92).>° The aim of the treatment for a patient with RA is to
achieve remission or low disease activity, mainly by prescribing a treatment that helps maintain joint function.>
Currently, patients receive synthetic disease-modifying antirheumatic drugs (DMARD:s), biologic DMARDs, and tar-
geted synthetic DMARDs’ as pharmacological treatment. In addition, it is recommended that RA patients be managed by
a group of specialists such as rheumatologists, psychologists, physiotherapists, occupational therapists, nutritionists, and
social workers. It is also recommended to include an educational process to involve the patient in the management
process.®

Previous research has identified that patients’ knowledge can improve when they attend one-on-one training sessions
where health professionals inform them about their condition and the implications of RA in daily life.”'® Additionally,
implementing educational programs to improve overall patients’ health through accompaniment and empowerment has
helped reduce the effects of the disease when used as an additional intervention to conventional health care.'® A study
conducted in 2005 with Colombian patients showed how an educational intervention could improve knowledge and
physical function in patients with RA.'"" The Pan American League of Associations of Rheumatology (PANLAR)
recommends the existence of educational programs for people with RA from the initial diagnosis and on an ongoing
basis, based on a formal, regular assessment of needs.' Despite the call for educational intervention for RA patients in
countries such as Colombia, there are few programs for patients and caregivers. Regular assessment of needs includes
exploring the expectations of patients on RA. The study by Nymberg et al showed that getting to know the expectations
of older adults around e-health was relevant to understanding factors related to their adherence and how healthcare
personnel interventions should be tailored according to patients’ needs.'> Understanding patients’ expectations when
entering an educational program focused on RA can fill the knowledge gap that clinicians can have. It can be helpful to
identify their perceptions and ideas, and barriers that deteriorate the educational process. This information can be the base
for creating strategies to avoid their dropping out of educational programs.

This study aims to describe patients’ experiences with RA and their perceptions and expectations when participating
in a multicomponent educational program in a specialized center in Bogota - Colombia.

Materials and Methods

A concurrent mixed design was used with a qualitative approach for this study. RA patients attending a specialized center
in Bogota, Colombia, were invited to participate and enrolled in the “UniversitAR - University of Patients with
Rheumatoid Arthritis” education program.

UniversitAR is a multicomponent educational program that seeks to train patients with RA so that over time they
become Expert Patients in their health condition, so that they, in turn, become educators for other patients, transferring
knowledge about concepts of disease, the importance of adherence to treatment, the relationship between patient and the
medical team, and the adoption of healthy lifestyles such as incorporating physical activity or the importance of
a balanced diet. The program is based on active participation in treatment, physical activity, healthy nutrition, empower-
ment, and soft skills development. All patients enrolled had access to the educational program.

All patients who enrolled at the beginning of the educational program were invited to fill out sociodemographic
information and the scale of expectations adapted from Borkovec and Nau.'? This tool assesses the patient’s perception
of the intervention. The scale has the following five questions:

How logical is/seems the educational program seem to you?

How satisfied are you with the educational program?

How confident would you feel about recommending the educational program?
How useful do you think the educational program is?

A e

How dissatisfied are you with the educational program?
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The scores ranged from 0 (not at all) to 10 (very much). The patients’ perception was addressed with this scale, and an
open question was added for observations.

Statistical analysis was performed using STATA 14, quantitative variables were reported through measures of central
tendency, and qualitative variables were reported as absolute and relative frequencies. A content analysis was used for the
open question on program observations, and the relationships between the reported data were described.

Qualitative Component
After the first meeting, participants were invited to a focus group discuss their perceptions and expectations regarding the
program through a dynamic process in which the participants exchanged their ideas and opinions.'* A group interview script
was used to identify the patients’ experiences with their diagnosis and their expectations regarding the program. Two focus
groups were held with an average duration of one hour; the discussion was recorded on audio and transcribed verbatim.
For the analysis, a matrix was built on Microsoft Excel®, following the proposal of Janice M. Morse, where a microanalysis
of the stories of each participant was carried out, reviewing and comparing the group discourse to extract the relevant data.'* The
data were interpreted and coded into two final categories: Living with rheumatoid arthritis: an unexpected diagnosis that
originated radical changes; adherence and expectations of the program to empower patients and increase their knowledge.

Ethical Approval
This project was approved by an ethics Committee, “Comité de Etica en Investigacion en Seres Humanos-CEISH”, from
the Fundacion Universitaria de Ciencias de la Salud-FUCS. Bogota, Colombia.

Results

In the initial descriptive component, 132 participants provided information about sociodemographic characteristics and
filled out the scale of Borkovec and Nau.'? The median age of the participants was 60 years IQR (54—67); 92% were
female, 35% were married and, the majority had completed secondary education (Table 1).

When we evaluated the program expectations through the adapted scale of Borkovec and Nau,'? most participants
rated all the questions above seven, and only one rated the logic of the intervention with six points. When asked if the
program is logical, it was found that 77.7% of the participants rated it at the level “very much”, 74.4% of the participants
rated satisfaction at the “very much” level, and 78.5% would recommend the program within level 10. Likewise, 80.7%
of the participants rated the question about intervention usefulness at the highest level of the scale. (Table 2).

Additionally, in the open question field, participants expressed positive comments such as gratefulness, given that
these activities can lead them to a better state of health. The participants also mentioned feeling satisfaction since these
activities allow them to expand their knowledge and replicate their learning with their peers with rheumatoid arthritis.

Table |  Sociodemographic
Characteristics
Variable n(%)
Age
30 to 39 6 (4.3)
40 to 49 14 (10.21)
50 to 59 45 (32.8)
60 to 69 52 (37.9)
70 to 79 18 (13.1)
80 to 89 2 (1.45)
Sex
Female 126 (92)
Male 11 (8)
(Continued)
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Table | (Continued).

Variable n(%)

Civil status

Single 35 (25.5)
Married 48 (35.03)
Widowed 11 (8.02)
Separated 31 (22.62)
Civil union 12 (8.75)

Educational level

Primary 31 (22.6)
Secondary 49 (35.7)
Vocational 25 (18.2)
Technical 10 (7.2)
University 22 (l6.1)
None 0 (0)

Table 2 Scale of Expectations About the Program

Expectations n (%) Nothing 0 | | 2 6 7 8 9 Very Much 10

Logic of the intervention 3(22) 7 (5.1) 12 (8.8) 105 (77.7)
I (0.7) 7(5.1) 18 (13.2) | 101 (74.4)
I (0.7) I (0.7) 18 (13.2) | 106 (78.5)
2 (1.4) I (0.7) 13 (9.5) 109 (80.7)
0 (0) I (0.7) 3(22) 6 (44)

Satisfaction with the intervention

Intervention recommendation

o ©O o o

Usefulness of the intervention

o ©O © o —

Level of displeasure with the intervention | 109 (80) 5(1) (1.4)

Results of the Qualitative Component

In total, 31 participants attended the focus groups. After conducting the interviews, two final categories emerged through
the interviews carried out in the focus groups that speak of the participant’s experience with the disease. This experience
highlights the disease’s unexpected appearance, the doubts and uncertainties generated from the diagnosis, and the
implications that this health condition causes in their daily lives.

First Category: Living with Rheumatoid Arthritis: An Unexpected Diagnosis in

Patients’ Lives
Patients find the diagnosis of RA difficult as it is a chronic inflammatory autoimmune disease, diagnosed at the
productive age of the person and with whom they have presented difficulties related to access to care.

Healthcare Barriers

Within the process of diagnosis and treatment, the patients described different health care barriers: geographical ones,
which referred to the lack of availability, economic restrictions, and difficulties in getting to the health care center since
some of the participants do not reside in the city where they receive treatment. Participants reported administrative
barriers such as delays in authorizations for appointments with specialists (eg, rheumatologist), delays in providing
services such as supplies or deliveries of medications, lack of timely care, and lack of specialists. All of this causes
patients to receive varied inadequate treatments without effective results.

Likewise, the participants reported personal barriers where ignorance and the treatment received influenced their
emotional and psychological state. The above was evidenced in a lack of response to their needs, disablement, and
demotivation, focusing attention on the resolution of physical and clinical aspects, leaving aside the social, spiritual, and
psychological dimensions that prevent providing an appropriate diagnosis and adequate treatment (See Box 1).
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Box | Live Stories

Verbatims

"It was terrible. At first, Social Security treated me only with Acetaminophen and Ibuprofen. Years have passed, they sent me to the internist; but he

has already started to prescribe me other medications” Pl

“It was just like ‘take medicine and go home. So, | had gotten depressed and felt that it really didn’t matter to the doctors”. P2

“In my day, it was: trial-error-trial. They tried until it worked”. P4

“Why is an internist treating me and not a rheumatologist? At that time, they did not have many rheumatologists”. P5

“I realized that Treatment was very difficult for my illness since | live in Ubaté and there several people, including my mother, had the disease and

presented difficulties”. P20

Implications of the Disease

We identified that physical effects generate severe and permanent damage to the joints of the hands and feet with
significant deformities in the participants, which limited their daily activities such as sitting, tying a shoe, going
downstairs, walking, etc.

Some participants received pharmacological therapies to stabilise their condition and improve pain, which led to various
adverse effects such as depression, general malaise, and weight gain. Unfortunately, the above occurred without prior dialogue
between the patients and the health personnel, leading to discomfort, lack of adherence, and abrupt lifestyle changes.

Regarding the personal and social implications, their work activities changed; in some cases, their state of health did not allow
them to carry out the same activity, forcing them to have a job recession, retire, or change jobs due to disability. Consequently, at
the family level, some participants reported reduced income, rejection, family intolerance, and overload of their caregivers. On
apersonal level, they reported emotional instability, substantial lifestyle changes, feelings of worthlessness, incapacity, weakness,

and uncertainty facing their new condition (see Box 2).

Ignorance and Lack of Interest Regarding the Disease on the Participant’s Part

Some participants were aware of the lack of knowledge about their disease. This lack of knowledge led them to
consult information from unreliable sources, making wrong decisions such as self-medication, which prolongs and
worsens their diagnosis and decreases their adherence to any treatment. They also mentioned factors such as the
lack of time and the importance of undergoing a clinical assessment. Patients did it when the disease began to
produce physical conditions such as deformities. At that time, they showed genuine interest in consulting, thus

decreasing the disease’s risks (See Box 3).

Box 2 Disease Implications

Verbatims

“I've gotten depressions because | am a person so young and already with that disease” Pl

“I worked until last year in August. | really needed work” P5

“l am a surgical nurse. In 2018, they began to dismiss the charges since | could not enter some surgeries. My illness limits me a lot, especially in my

profession; So, | had to go looking for a retirement because, with my illness, they would not accept me. P7

“My toes were totally twisted. | remain very depressed. A whole life getting up early and not knowing that from one moment to the next | would no

longer get up to work” P9

“It was terrible the first year, | was a 100% athlete, and | limited myself. It was not easy”. P29

“It started as paralysis. | could not walk, my feet, my hands, my knees did not respond, the pain was very strong. It stressed me out too much. It

causes a lot of sadness that you really already think, why live? If the truth is, | am already useless. You feel useless”. P31
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Box 3 Attitudes Towards the Disease

Verbatims

“I was not taking my medications. | did not accept the disease” P7

“I continued working without consulting the doctor. When | arrived at night, my feet would become inflamed, and | would take two

Acetaminophen, and the next day, they would deflate. So, | kept going because | am a very active woman” P9

“I was a little scared when | saw that they prescribed so much medicine, so many pills; because | started to feel some things” P1 |

“It was very strong at the beginning; | did not accept it because | documented myself on the internet, and it drove me crazy when | saw the results of

the medications. They were all fatal” P26

Second Category: Expectations of the Program to Empower Patients and Increase
Their Knowledge

The patients who started participating in the educational program raised different expectations regarding the program to

empower themselves, improve their quality of life, and become Expert Patients.

Empowerment and Motivations in the Program

The patients stated that their expectations with this program were expanding their knowledge, improving their lifestyles,
obtaining accurate information to dispel various myths, and having greater empowerment about their health condition
and quality of life. They also spoke about the program motivating them to fight for their rights in the health system and
learn to understand and improve their disease and pharmacological treatment. The majority expressed wanting to see the
disease as their friend or a life partner. In addition, self-motivation by observing other patients’ psychological and
emotional progress with the same condition in the program also expressed the importance of maintaining a positive
attitude to improve the attitudes and emotions of the whole family (See Box 4).

Among the most pressing expectations for patients was being an Expert Patient; this means empowering
themselves regarding their disease to provide education and expanding the knowledge of other patients who suffer
from the disease and who probably have wrong information or are unaware of many things about the disease.
Some participants stated that they wanted to support those who require it, presenting information about the
disease in a general way through workshops and conferences and creating spaces where expert patients will listen
to the needs of other participants, giving them timely advice. All of this is to help patients with health difficulties
(See Box 5).

Box 4 Patients’ Expectations

Verbatims

“Empower ourselves of our disease, since many people believe in myths, and the idea is to have knowledge that will serve one about the disease” P6é

“Understand, and manage the situation and, above all, how to empower yourself from the disease”. P11

“Getting to the end of this program interests me because we are all here for that. But in itself, it is learning, taking from each partner the positive

and the negative” PI5

“Acquire all the knowledge that | can to benefit myself and that | have the ability to transmit the information to people. | want to do the full course-

The two years, and | hope the opportunities continue to be given to me”. P20

“Be trained, be an expert patient. Better quality of life and help train other people who do not have this opportunity”. P23

“This course is going to teach me to be even stronger, to be more positive, to be able to be happier with myself and with my family”. P27

“Learn and deepen our knowledge, empowering ourselves with a better quality of life to be able to fight for our rights in a health system like the

one we have” P28
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Box 5 The Role of the Expert Patient as One Relevant Expectation

Verbatims

“Being able to teach is wonderful, and this way, one can transmit the knowledge acquired”. P4

“Being able to share this with people who are also in the same situation, what | am learning here is really the only thing that can help us”. P11

“Telling them, knowing the disease well, teaching them how to lead a dignified life with the disease, taking into account all that they are teaching us

in this excellent program” P12

“I will help everyone that | see, giving them a hug and encouragement, because that for me is comforting, and that gives me life”. P13

“First, share the experiences of other people who have the same. Second, all the teachings, all the videos, all the comments from the professionals.

Third, do your part to put everything into practice”. P22

“Documenting myself and training myself to guide people. Helping many people is born to me, and | like it”. P25

The Educational Program as a Factor to Accept the Disease

Patients describe diverse factors that enhance or improve their experience with the disease, managing to accept it and
increasing their treatment adherence. Many patients reiterate that learning about the disease improves their quality of life.
It was easier for them to manage their current lifestyle after better understanding RA or having a relative or acquaintance
with the disease. In addition, some were driven by additional motivation, such as their family, health personnel, or
occupational activities, thus achieving a positive attitude. These patients’ lives have improved by acting positively, and
many even try to help others. They manage to feel useful and help prevent, guide, and educate those who are just
beginning with their disease and may make mistakes due to their inexperience. All this leads to accepting the disease and
improving the lifestyles of patients (See Box 6).

Adherence and Dropout Factors are Essential in the Development of the Multicomponent Educational
Program
It is essential to consider some factors that favour adherence to the program. Among them are: the opportunity to learn
more about the disease, carrying out didactic activities, greater confidence in the staff, and personal aspects such as
“Strength, courage, will, experience, knowledge, attitude, and vocation” that increased adherence to the program and
therefore their quality of life.

We found that some patients presented difficulties leading to dropping out of the program and decreasing adherence to
it. One of these was the patient’s economic situation since the transportation to and from the appointments means

Box 6 Factors That Enhance or Improve the Experience of Living with RA

Verbatims

“I was alone, with a child and with heart problems. Then | said to myself: “I cannot die because then how is he going to be?” And maybe, these bad
things that happen to you are like a help to get ahead” Pl

“When | met my first rheumatologist, he was very encouraging. Even though | could not walk, | came out of it”, “| started to be a teacher, and | am
motivated” P17

“As soon as | was diagnosed, | changed my attitude, | did not let myself be dominated by the disease because | saw how my mother had suffered with
this disease, and | decided to change and be different. Having additional motivation helps a lot”. P20

“It is a positive attitude, a mental attitude. It seems to me that it is more mind than body. | think that one could dominate all that with the mind
because one is distracted by a program or something” P26

“After the first year, my attitude was joy, positivism, laughter, collaboration with people and my family. If you act positively, that’s how your life will
be” P28
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Box 7 Experiences Around the Educational Program

Verbatims

“Here they have us do activities such as crafts” P3

“Here we see a person who knows. Then, one feels more secure with this information and can explain it to other people” P6

“I think that one would always like to be aware of the disease with which one is going to live the rest of his life” P10

“It takes a lot of strength and a lot of courage to manage the disease, and that in terms of knowledge, one can contribute whatever it is. That has

motivated me a lot to continue and motivate other people” P17

“Commitment, will, time, attitude, desire to learn, total awareness, judgment, responsibility, as commitment are factors of adherence to the

program”. P32

additional expenses. It makes adherence difficult since by not attending the program, the continuity of the information

received would be lost, hindering the learning process (See Box 7).

Discussion

We found that patients with RA have high expectations and satisfaction when accessing an educational program to
improve their condition. Patients described that receiving the diagnosis of RA was unexpected, and they perceived the
effects of their disease at the physical, psychological and social levels, almost always with negative consequences in their
lives. Patients reported that attending a structured educational program allowed them to acquire knowledge and avoid
consulting unreliable sources that may lead them to self-medication or not adhere to treatment due to the variety of
information about RA. Additionally, they recognised that receiving education is an opportunity to empower themselves
and it is an opportunity to become active actors in managing their condition and help their peers with RA.

Our findings are similar to those of other published studies, such as the one conducted by Kristiansen et al'> who,
through an ethnographic study, identified that patients with RA who participate in an educational program could make
a transition between having an RA diagnosis, acquiring concepts, and being a chronic patient with knowledge or a patient
who is an expert on their disease. This study also highlighted the importance of receiving education from professional
staff who can guide them through their process.

Regarding the evaluation of evidence on the subject from a quantitative perspective, a randomised clinical trial done

by Moghadam et al'®

that aimed to assess the effect of an educational program on self-confidence in women with RA
demonstrated that educational programs could be effective in developing awareness in women with RA and at the same
time allowed them to create alternatives to adapt to the changes that the disease brings. The study published by Barlow

et al'’

found that once they receive structured education about RA, patients can change their behaviour, better adhere to
treatment, and improve their quality of life. In the Latin American context, the study by Castellano and collaborators
showed that psychological stress might trigger symptoms in RA. Therefore, the more unstable the emotional state of
patients with RA, there may be pain increments and other symptoms of the disease, which can generate resistance to their
condition, worsening their quality of life, coinciding with what is manifested by the patients who participated in our
study.'®

Educational programs conducted in patients with other chronic conditions have also shown the significant potential to
improve their lives. A study conducted by Almeida et al'® found that participants who received an educational
intervention compared to the group that received only conventional care had better self-care outcomes in managing
the therapeutic regimen.”’ When patients know their perceptions of the disease, it is possible to understand how the
condition influenced their life and emotions and how misconceptions can be addressed in tailored educational
programs.”® From the decision-making perspective incorporating the patients’ voice from a qualitative approach has
shown how it is possible to call attention to the barriers and facilitators to adopting new interventions and technologies

into different populations and how tailored interventions are needed.”'
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One of the strengths of this study is that it is a pioneer in investigating from a qualitative perspective the expectations
of patients who decided to participate in an educational program from a qualitative methodology. These findings may
lead to new educational interventions directly affecting patients with chronic diseases such as RA. In addition, it provides
evidence in the rheumatology specialty as it relates to the values and preferences of patients, a vital component in
evidence-based practice.”> We also are aware of the study’s limitations. Due to the nature of the qualitative design® we
included a small and non-random sample of patients, which may lead to selection bias due to the willingness to
participate in our study; thus, it is impossible to confirm that our results represent the total population of patients with
RA. Additionally, due to the time since the RA diagnosis patients could this study could be at risk of recall bias. Finally,
since patients were already enrolled in the educational program and knew that they were being questioned about the
program, there may be response bias, resulting in a positive response to the program’s expectations and qualifications.

Conclusion

Knowing the expectations, experiences, and feelings of patients with RA regarding their condition and entering an
educational program has allowed us to understand the complexity of RA from another point of view. Additionally, it
enables us to know patients’ expectations for a program that responds to the needs of patients. Evidence obtained by
applying qualitative research methods is a starting point to highlight the patients’ voices in the policymaking process and
for health systems to formally create educational programs for patients with chronic conditions such as RA.
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