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Abstract

Background: Patients with symptoms without any apparent signs suffer from a lack of understanding and
support from others, which is called 'invalidation.” In rheumatoid arthritis (RA), some of the physical problems
are often hidden, leading to a conflict, affecting the quality of life (QOL). We investigated the correlation

between ‘invalidation’ of disease from other, with the QOL and symptom severity in RA patients.

Methods: In a cross- sectional study, 80 patients just diagnosed with RA — and without fibromyalgia criteria-
entered the survey. To investigate invalidation, a questionnaire (lllness invalidation inventory) was used.
Symptom severity of RA was measured by The Disease Activity Score28 (DAS28), and for Quality of life
(QOL), the 12-item short-form (SF12) was used.

Results: The sense of being ignored by the spouse and family has the highest score (average: 35.5- 34.91,
respectively) in patients with severe disease activity was the lowest (average: 15/73- 17.4, respectively) in
patients with low disease activity, which was statistically significant (P<0.001). The QOL had a significant
negative correlation with the sense of being ignored by their spouse (r = -0.84), family (r = -0.797), and medical
staff (r = -0.414), (All P <0.001).

Conclusion: Patients with more severe RA experienced more neglect from their spouse, family, and
employment. QOL fell considerably in individuals with greater DAS28 and was adversely connected with a
sensation of being neglected by the spouse, family, and medical personnel. The overall degree of neglect in RA

patients was high and was substantially connected to the patients' SF12 scores.

Keywords: Type Rheumatoid arthritis; neglecting; Invalidation; DAS28.
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1. Introduction

Rheumatoid arthritis (RA) is a chronic, systemic, and inflammatory disorder of unknown etiology, with
symptoms such as multiple articular pain, swelling, morning stiffness, and fatigue. RA has various stages, often
characterized by periods of exacerbation and sometimes remission. This disease’s outcome varies, from silent to
severe, leading to disability and even death in some patients. Without treatment, many patients will experience
progressive joint destruction and significant disabilities[1]. The prevalence of RA is about 0.8 % of the
population; in women is three times that of men, and its incidence increases with age[2]. Many studies
contemplated a relationship between stress and RA flare and disease outcome [3-5]. Unfortunately, some
symptoms of RA, such as chronic pain, stiffness, and fatigue, are invisible to others. In cases of lack of joint
deformity, swelling, or laboratory findings, neglecting or misunderstanding the others may occur. This issue
leads to a conflict of understanding between the patient, their partner, colleagues, and medical staff. This
condition, recently recognized as ‘invalidation, could be presented by neglecting the disease, lack of support,
and perception from others of the primary illnesses[6, 7]. The sense of invalidation can be described as the
perceptual and behavioral reactions of people around them, including denial, rhetoric, over-care, lack of
emotional support, and rejection of symptoms [7]. Invalidation hurts mental health[8] and can intensify disease
activity and physical disability [9]. Several studies have found that patients with such patience and friends have
more stress, physical disease, and even higher mortality rates. Patients’ rejection was associated with more
somatic pain experiences [13, 14]. Also, these patients may hide their symptoms because of non-acceptance in

family or society, which can influence an entire load of their useful life and the disease's consequence[15, 16].

According to social contract theory, observers usually look for credible evidence, such as clinical or
pathological symptoms, because a person has to pay a fee (a real pain) to be able to receive the benefits (pity
and help) [8]. When evidence is unavailable, people suspect that the patient wants to deceive others [9] and may
underestimate the severity of the illness, so they will refuse to help the patient. This experience occurs as
invalidation in patients. According to the above theory, medical professionals tend to underestimate the severity
of the disease in the absence of obvious evidence of pain, such as swelling. They may sometimes suspect the
patient of misinterpreting their illness [8, 10, 13]. Therefore, inconsistency in disease assessment occurs when
symptoms of RA are intangible and non-perceptual, as well as inaccessible evidence such as organ dysfunction
or laboratory abnormality[17]. Based on the available evidence, this theory may not be practical for the patient's
partner and only seems reasonable to those around him, such as a community physician. The patient's partner is
constantly evaluating the severity of the disease because these people interact with the patient daily and interact
with one another in all aspects of life. The presence or absence of medical evidence will not affect the
acceptability of the severity of pain and illness on the part of the patient's partner [14]. And sometimes, the
patient's spouse may believe more than the patient's sense of pain [15, 16, 18-23]. Excessive overestimation can
be destructive, as unbelievable as despair's sense of hopelessness. Because such behavior may be considered
irrational empathy, RA patients suspect they are subjected to unpleasant situations such as being ordered,
discredited, or over-monitored[18, 24]. Invalidation can have a detrimental effect on the patient's physical
condition and psychological and social functioning. First, the induction of a sense of invalidation will not
receive a favorable response from the community, whereas social support can improve the patient's health and

relieve stress [25]. Secondly, invalidation exacerbates inappropriate community reactions and disapproval,
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which can decrease and increase the sense of pain (via neural mechanisms) [26-29]. Third, to prevent
unacceptability from the community, the patient may conceal or be isolated. These conditions may eventually
result in undesirable interactions and awareness relationships amongst physicians. [30-32]. Previously used
approaches to assessing unacceptability by the community would be impractical for intangible factors such as
pain and fatigue. Also, the questionnaires used in previous studies did not apply to RA patients [33-35], so their
susceptibility to invalidation varies. External factors, such as the patient's spouse, family, medical professionals,
social factors, and colleagues, differ in the extent to which the patient is accepted or ignored [36]. Experiencing
invalidation and reaction from family, friends, colleagues, and physicians may differ among rheumatologic

diseases [18]. Many studies Investigated invalidation in fibromyalgia, but there is limited data about RA [19].

Using a questionnaire to assess invalidation can provide more insight into the experiences of RA patients and
illustrate ways of investigating this phenomenon more closely [37]. RA affects various organs such as the joints,
heart, lungs, mucosa, and brain. Fear of a chronic illness for all life and struggling with daily pain and disability
would be highly distressing. Also, there is a close relationship between depression and rheumatoid arthritis.
Recent research suggests that depression may be due to inflammation, which is common in arthritic rheumatism.
It is unclear which is more likely effective, inflammation or the disease; however ever; both contribute to
depression in some way [38-41]. The purpose of this study was to investigate the experiences of invalidation in
RA patients. According to the current theory, invalidation has targeted mental functioning and lifestyle in the
community rather than increasing the severity of the pain. The correlation between invalidation experienced by
the spouse, family members, physicians, healthcare workers, coworkers, and social services with quality of life

and severity of symptoms in patients with RA was evaluated.

2. Method

Precipitants were patients referred to the Rheumatology clinic of Hazrat-e-Rasool Hospital from January to
December 2020. A rheumatologist diagnosed all patients using the 2010 ACR rheumatoid arthritis criteria [20].
Patients with overlap syndrome, fibromyalgia, other chronic diseases, and those under 18 years old were
excluded. All demographic information containing age, sex, marital status, educational level, medication, and
disease duration was documented. The consent form was obtained from all precipices, untenanted. The Ethical

Committee approved the study at the Iran University of Medical Sciences.

2.1. Instrument

Invalidation was measured by the illness invalidation inventory (3*1) questionnaire [21]. We had used the
Persian version of the 3*I questionnaire, which was translated to Persian and was validated by another
expert[34]. It contains five items about discounting and three things about the lack of understanding, assessing
the magnitude of invalidation patients experience by five resources (spouse, family, medical professionals, work
environment, and social services). Disease activity was measured by the Disease Activity Score calculated on 28
joints (DAS28) [42]. Persian version of the SF-12 questionnaire has been used to assess physical and mental

health status. Its validity and reliability have already been documented [40].
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2.2. Statistical Analysis

All analyses were performed with SPSS 22.0 for the Windows version. Pearson correlation coefficient was used
for correlation between quantitative variables. Spearman rank correlation was calculated for comparison
between qualitative variables. Also, the Kruskal-Wallis H test was utilized for all univariate quantitative data.

The significant level was set at p<0.05.

3. Results

Eighty patients passed the inclusion/exclusion criteria and enrolled in this study. Men cases were 11 (13,.7%)
and female subjects were 69 (86.3%). The mean patients' age range was 44.5 (19 to 76 years, SD: 6.3). 18.8 %
of precipitants had a higher education degree. The disease duration range was 1-31 years (mean:; 9.82 years -
SD: 6.83). Symptom severity based on DAS28 in 52.6% of patients was mild, 33.8 % moderate, and 13.8%

SEVEre.

The mean score of spouse neglect was highest in patients with severe RA (35.5) and was lowest in patients with
mild RA (15.73), which was statistically significant (P <0.001). (Table 1)

Table 1: Mean and standard deviation of spouse neglect based on the severity of RA disease

The  number  of % of patients

patients in  each who were Average scores of | Standard

rou who  felt neglected, feeling neglected Deviation P-value

ge Igcte q compared to all g neg

9 patients
mild 30 %71 15/73 3/503
moderate | 25 %92 28/32 4/470
<0/001

severe 8 %72 35/50 1/604
Total 63 - 23/24 8/416

The sense of family neglect was highest in severe RA (34.91) and lowest in patients with mild RA (17.4), which
was statistically significant (P <0.001). (Table 2)

Table 2: Mean and standard deviation of family neglect based on the severity of RA disease

Number Mean Standard P-value
Deviation
Mild 42 17/40 5/831 <0/001
Moderate 27 27/56 4/309
Severe 11 34/91 1/640
Total 80 23/24 8/217
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But in the following cases, the severity of RA and the sense of being ignored did not show a statistically
significant difference (P> 0.05), including Being ignored by medical staff - by colleagues - by employees of

social and governmental organizations.

As shown in table 3 and figure 1, the mean and standard deviation of quality of life in patients with high severity
of RA were significantly lower than in patients with mild severity (13.64 vs. 19.67) (P <0.001). This difference
was also observed in all subscales except for psychological problems and social functioning (P <0.05).

Table 3: Mean and standard deviation of family neglect based on the severity of RA disease

SF-12 Severity Numbers Mean Standard Deviation P-value
Mild 42 3/67 0/526
Physical Moderate 27 2148 0/509 <0/001
Performance
Severe 11 2/18 0/405
Mild 42 3/21 0/782
Physical Moderate 27 2133 0/620 <0/001
Problems
Severe 11 2/18 0/405
Mild 42 1/79 0/415
Physical Pain Moderate 27 1/37 0/492 <0/001
Severe 11 1/09 0/302
Mild 42 2/81 0/804
General Health Moderate 27 2/22 0/424 0/016
Severe 11 2/18 0/405
Mild 42 1/57 0/501
Affect Problems | Moderate 27 1/48 0/509 0/081
Severe 11 1/27 0/467
Mild 42 3/43 0/630
Mental Health Moderate 27 2/44 0/641 <0/001
Severe 11 2127 0/467
Mild 42 1/60 0/497
Joy Moderate 27 1/37 0/492 0/016
Severe 11 1/18 0/405
Mild 42 1/60 0/497
Social
Moderate 27 1/44 0/506 0/059
Performance
Severe 11 1/27 0/467
Mild 42 19/67 21344
Total Quality of 'y, o ote [ 27 1515 | 1/680 <0/001
Life Score
Severe 11 13/64 1/502
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Figure 1: Mean and standard deviation of quality of life based on SF-12 based on the severity of RA

As can be seen in the table 4, patients' quality of life was neglected by their spouse (r = -0.84, P <0.001), family
(r=0.797, P<0.001) and medical staff (r =-0.414, P<0.001). The two groups had a significant negative
correlation (P<0.001).
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Table 4: Correlation between the studied variables

Spouse

1

JA87**

Pvalue<0
.001
.334**

0.007

0.048

0.818

0.111

0.388

-.840%*

0

.886**

Family Medical

Stuff
1
406** 1
0

0.103 0.236

0.602 0.227

0.074 -0.009

0.512 0.935

797 | -alae

0 0
798** 0.204
0 0.069

** P<0.01 level (2-tailed) *. P< 0.05 level (2-tailed)

4. Discussion

Workpla
ce

.389*

0.04

-0.082

0.679

0.02

0.918

Social
organiza
tion

-0.118

0.299

0.192

0.088

Quality | Severity

of Life of
Disease

1

- 756** 1

0

RA is a chronic, systemic, and inflammatory disorder of unknown etiology that affects the joints, heart and

lungs, kidneys, mucosa, and the brain[17]. Some of these symptoms may be hidden, which leads to negligence

and invalidation of patients, which affects their quality of life [31].
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This study aimed to measure the relationship between invalidation and RA patients’ severity and quality of life.

Of the 80 patients included in the study, 42 (52.5%) had mild RA, 27 (33.8%) had moderate, and 11 (13.8%)
had severe RA. The feeling of being ignored by the spouse had the highest score (35.5) in patients with severe
RA and the lowest score in patients with mild RA (15.73), which was significantly different. Also, the sense of
being ignored by the family was the highest (34.91) in patients with severe RA and the lowest (17.4) in patients
with mild RA, which was statistically significant.

It was found that the mean and standard deviation of quality of life in patients with high severity of RA were
significantly lower than in patients with mild severity (13.64 vs. 19.67), and this difference was significant

across all subscales except for mental health and social functioning. It was also seen.

But, there was no statistically significant difference between the mean and standard deviation of the feeling of
being ignored by medical professionals, colleagues, and employees of social and governmental organizations

based on the severity of RA.

Finally, it was found that patients' quality of life was significantly negative correlation with feelings of being
ignored by their spouse (r = -0.84, P <0.001), family (r = -0.797, P <0.001) and medical staff (r = -0.414, P
<0.001).

The relationship between invalidation and the clinical situation, mental health, and personality traits of the
patients was studied by Marina Santiago and his colleagues (2017). With a sample size of 124 cases, a 10-item
I-3 Questionnaire and multiple analyzes were used. The analysis showed a correlation between the mentioned
variables and invalidation [31]. Our study also found that the severity of the disease in patients with RA was
significantly associated with a sense of being neglected. An increased feeling of being ignored led to a

decreased quality of life.

The relationship between social support and family members' performance with RA patients was investigated by
Mary Coty and Kate Wallston (2010). In 73 patients, their results showed a correlation between symptoms of
RA disease and inappropriate social support (P<0.0001) and family members' performance (P<0.001). There
was a significant relationship between patient satisfaction and lack of depressive symptoms (P<0.001)[41]. That
results align with our study findings on the severity of RA disease, inappropriate social support, and family
members’ performance. But in our study, it was found that inadequate support can reduce the sociapatients’

social and family function, quality of life, and satisfaction of patients.

In another study by Marian Kool (2012), the sense of loneliness, the lack of social support, and its association
with invalidation were investigated. In 171 RA and 341 FM patients, questionnaires of 11-point Likert score
assessing loneliness, the 1-3 questionnaires, and the Social Support Questionnaire (SSS) were used. RA patients
experienced more loneliness based to this study. It concluded that to diminish the sense of loneliness and
increase the social support of those patients, more attention should be paid to them [38]. Our study also found
that the severity of the disease in patients with RA was significantly associated with a sense of being neglected,

and an increase in the feeling of being ignored led to a decrease in the quality of life in patients, too.
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But how invalidation and social support were linked to RA patients” mental and physical health; Kool and his
colleagues (2013) surveyed this question. Totally 1455 patients participated in their online questionnaire. Based
on the results, invalidation and social support were integrated with the patient's mental health. However, for
symptoms of invalidation, only discounting was significantly associated with the patient's physical health.
Therefore, to improve the psychological and physical conditions of rheumatic patients, invalidation and social
support should be managed in an integrated manner [43]. The results of this study are in line with the findings of
our research. We found that patients' quality of life was negatively correlated with feelings of being ignored by

their spouse, family, and medical staff.

In another study conducted by Kool and his colleagues (2011), they examined how a patient's spouse evaluated
the RA disease in their partner and the relationship between the sense of invalidation and its inconsistency with
the patient's experience. The SF-20 and -3 questionnaires were used, and 95 FM and 86 RA patients
participated. Based on the results, the spouses' evaluation of the condition and symptoms of FM patients was
significantly higher than that of RA patients. The discrepancy between the patient's mate's perceptions did not

correlate substantially with invalidation.

Based on the results of that study, invalidation by the patient's partner did not correlate with the presence or
absence of medical documentary evidence of the disease [38]. However, in our study, it was found that the
feeling of being ignored by the spouse was the highest (35.5) in patients with severe RA and was the least in
patients with mild RA (15/73), and the difference was statistically significant. This may be due to differences in
sample size, demographic characteristics of patients, inclusion and exclusion criteria, confounding effects, type

of questionnaires, and differences in affective conditions, especially duration of illness.

Also, in a study by Kool and his colleagues (2010) on RA patients to validate the 1-3 questionnaire, 142 RA
patients and 167 FM patients participated. The discounting and misunderstanding of FM patients have shown a
more devastating impact. Both patients experienced a sense of invalidation from others, including family
members, medical professionals, colleagues, and spouses. Thus, discounting and misunderstanding led to a
decrease in the mental health of these patients, and there was more discounting in RA patients than in FM
patients [13]. The results of this study are compatible with the findings of our research. Our survey also found
that the severity of the disease in patients with RA was significantly associated with a sense of being neglected,

and an increase in the feeling of being ignored led to a decrease in the quality of life in patients.

5. Conclusion

Our study showed that patients with higher disease activity had a higher score of being ignored by their spouse,
family, and workplace. It was also found that the quality of life of patients with severe RA decreased
significantly. The quality of life was negatively correlated with feelings of being ignored by the spouse, family,
and medical staff. Therefore, based on the results, it can be concluded that the feeling of being overlooked in
patients with RA is high, and this issue is directly related to the quality of life of these patients. Accordingly,
proper education to the family and psychological assistance of patients to cope with the illness and restrict

control of RA reduce the feeling of being ignored and enhance patients’ quality of life.
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6. Offers

Based on the results of the present study and other studies, which indicate a high level of neglect in these

patients, as well as its association with the severity of RA disease, the following items are suggested:

1. Regularly review positive signs and symptoms, clinical examination, and paraclinical evaluations. It can

help to timely identify RA patients with a sense of being overlooked and provide faster counseling services.

2. Conducting meetings and providing information to patients' families to improve their awareness of patients’

situations.

3. Considering the importance of managing this disease and the small number of currently available studies,

further surveys with larger sample size and systematic or prospective studies are recommended.
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