®

Check for
updates

Patients Suffering from a Chronic,
Irreversible lliness: A Novel Study
on the Psychological Intervention
out of the Hospital

David Rudilla, Amparo Oliver, Laura Galiana,
Claudia Valenzuela, and Julio Ancochea

Introduction

Since the 1980s, health psychology has been
interested in identifying psychological aspects of
patients suffering from rare, chronic, and
advanced-stage diseases. This would be the case
with chronic obstructive pulmonary disease
(COPD), diffuse interstitial lung disease (DILD),
and idiopathic pulmonary fibrosis (IPF). When
compared with cancer patients, those suffering
with IPF expressed similar or more severe symp-
toms and care needs [1]. However, the interven-
tions in these patients were minor and limited to
few variables, ignoring many other key issues in
the perception of quality of life associated with
the disease, and are presented in the Results sec-
tion of this chapter.

The prevalence and incidence of idiopathic
pulmonary fibrosis (IPF) varies in its definition
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and geographic location, with a prevalence of
1.25-63 cases and an annual incidence of 0.22—
17.4 cases per every 100,000 inhabitants, with
more cases in North America than in Europe [2].
It is the most frequent entity within the group of
the National Institute of Immunology (NII), with
an estimated prevalence in Spain of 13 cases per
100,000 women and 20 cases per 100,000 men,
therefore affecting approximately 7000-12,000
patients, with a growing tendency [3, 4].

IPF is a chronic, irreversible, fibrosing lung
disease with an unfavorable prognosis. The clini-
cal course of patients with IPF varies from
asymptomatic patients to those who have a pro-
gressive loss of lung function and on to others
who may experience very rapid deterioration.
Some patients may present episodes of sudden
worsening, with acute respiratory failure, which
we call acute exacerbations [5]. The combination
of the poor prognosis, the uncertainty of the
course of the disease, and the severe burden of
the symptoms has a great impact on the quality of
life both for patients and their relatives [6-8].
Although in recent years, with the appearance of
two antifibrotic treatments, studies have been
conducted, most of these trials focus on the mod-
ification of the disease measured by physiologi-
cal parameters such as lung function. However,
in many patients with IPF, there is no clear cor-
relation between physiological parameters and
outcome measures reported by patients regarding
how they feel or cope with daily activities.
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Table 1 Results for the basal line (n = 56)

Min. | Max. |Mean |SD

Age 40 |81 63.55 |9.55
Anxiety 3 19 11.17 |4.31
Depression 2 17 842 417
Demoralization 2 20 11.33 |4.69
Quality of life 2 7 4.14 | 1.31
Spirituality intrapersonal |4 12 9.19 | 1.99
Spirituality interpersonal |2 12 10.42 |2.03
Spirituality 1 8 571 |1.83
transpersonal

Threaten dignity 4 27 14.39 16.29
Preserved dignity 23 |45 35.62 |5.09
Dignity 35 |72 50.01 |9.31
Resilience 4 20 10.78 |4.56
Confidential support 13 130 24.19 |5.35
Affective support 12|25 19.82 13.84
Social support 25 |55 44.01 |8.95

More recent studies have examined the psy-
chological needs of IPF patients and their fami-
lies. Table 1 shows the studies that have explored
the psychological aspects of the patient with
IPF. Simultaneously, at the international level,
IPF is becoming the leading indication for lung
transplantation [9], and this could also introduce
psychological symptoms associated with the
uncertainty of this process. Anxiety and depres-
sion are known to frequently occur in patients
with chronic respiratory diseases [8, 9]. In COPD,
the intensity of dyspnea reported by patients is
directly related to depression and the impairment
of functional status [10].

Patients with diffuse interstitial lung disease
(DILD) also report inadequate information
regarding the disease process, an imprecise diag-
nosis, unsatisfactory treatment, and/or unaccept-
able side effects associated with therapy and
poorly controlled symptoms of progressive ill-
nesses. Ryerson et al. [6], in a study of patients
suffering from DILD using the Center for
Epidemiologic ~ Studies  Depression  Scale
(CESD), found that even a moderate degree of
dyspnea experienced by patients with DILD
resulted in a high incidence of depression.
Therefore, depression and anxiety require special
attention when assessing chronic lung diseases.

Pulmonologists have frequently emphasized
their clinical impressions of the role that psycho-
logical components play in different respiratory

pathologies. Holland et al. [11] corroborated the
findings of Ryerson and his collaborators regard-
ing the prevalence of anxiety and depression in
DILD. They observed a growing presence of
anxiety and depression across the spectrum of
this disease without predilection for any particu-
lar sub-type.

Participating in a pulmonary rehabilitation
program improves both mood and functional
capacity, and enrolling in a local IPF support
group may help reduce social isolation [12]. A
palliative care program for patients and their
caregivers focused in the home environment
demonstrated significant improvements in health-
related quality of life and respiratory symptoms
[13]. However, studies that center on the relation-
ship between psychological variables and the
clinical manifestations of pulmonary diseases are
still scarce [14—17]. Literature has established the
presence of clinical symptoms of anxiety and
depression in 21-50% of patients diagnosed with
diffuse interstitial diseases, almost all with
IPF. Recently, two papers have addressed the
clinical impact of IPF on anxiety and depression.
The first was exploratory in IPF patients and their
relatives and found that a high incidence of anxi-
ety was reported, and most considered psycho-
logical support essential [16].

The second study showed that the prevalence
of anxiety and depression in patients with IPF
was 259% and 21.4%, respectively [17].
However, most studies that address psychologi-
cal variables are inconclusive, basically due to
problems with sample size [18, 19], or because
they focus solely on assessing the physical bene-
fits of respiratory rehabilitation programs [20].

In the reviewed studies, patients with IPF
were involved in almost all domains of life, but
the areas most impacted were related to physical
functioning, symptoms, and daily autonomy. The
results significantly correlated with indicators
used to assess the severity of IPF, with both
physiological measurements and subjective indi-
cators such as dyspnea. The degree of dyspnea
was also associated with a depressive mood [21—
24]. Duck et al. [25] identified three main themes
in their interviews with patients with IPF: “fight-
ing for a diagnosis,” “loss of the life that they had
previously led,” and “living with idiopathic pul-
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monary fibrosis.” Patients reported that they
struggle to cope with a disease that limits their
lives and progresses rapidly without sufficient
treatment or support structures. These findings
are in line with those reported by Sampson [26],
in which patients diagnosed with IPF had a clear
understanding of their prognosis, but little under-
standing of how their disease would progress or
be managed.

There are few investigations of palliative care
in advanced stages of IPF [18, 27-31], although
problems related to symptom control and the
deterioration of patients’ quality of life are simi-
lar to those that occur, for example, in palliative
cancer patients [32]. Thus, we have no informa-
tion on the psychological profile of patients with
IPF at the end of life: the presence of demoraliza-
tion syndrome, spiritual needs, or perception of
dignity. These three constructs, together with
emotional distress, are most characteristic of
patients at the end of life, having been the focus
of oncological research but with less attention
given to the importance of non-oncology issues.

The term “demoralization” is an alternative to
the diagnosis of depression that seems to be more
prevalent in patients with advanced chronic dis-
ease where discouragement, loss of meaning of
life, helplessness, hopelessness, and feelings of
failure characterize the mood of the patient [33].
Unlike the depressed patient, the patient with
demoralization has no anhedonia and is able to
enjoy some things. Mirjam and his collaborators
[34] have recently described the ABCDE plan,
which involves a comprehensive approach to the
patient and which considers psychological inter-
vention to be at the same level as the treatment of
physical symptoms. This approach considers the
participation of different professional profiles
(pulmonologists, nurses, psychologists, etc.) a
necessity.

Taking into account all these antecedents and
needs of patients with IPF, this study presents the
results obtained after a structured ambulatory
psychological intervention.

Participants and Methods
Procedure and Design

After obtaining the permits from La Princesa
University Hospital’s Ethical Committee and
patients’ informed consents, patients diagnosed
with IPF began psychological treatment at the
Pulmonology Unit. For ethical reasons, as stipu-
lated by the committee, a pre-test/post-test, non-
randomized trial was carried out and no control
group was set up, but everyone was offered to
participate.

Pre-evaluations were carried out at the begin-
ning of Session 1, and post-intervention evalua-
tions were carried out at the end of the last
session. The interventions took place between
November 5, 2017, and June 7, 2018, in the con-
sulting room of the psychology department of the
DILD Unit, located in the Pulmonology Unit of
the La Princesa University Hospital. The inter-
vention consisted of three sessions of brief psy-
chotherapy and focused on the essential
dimensions of the person (dignity, demoraliza-
tion, hopelessness, and spirituality), using coun-
seling as a basic therapeutic methodology. The
contents of the sessions were:

e Istsession: Who am I?
e 2nd session: Hope and demoralization
e 3rd session: Spirituality and dignity

Interventions were held every 2 weeks. A flow-
chart describing the study can be found in Fig. 1.

Invitation to Informed Pre- Post- Psychological
. » intervention intervention interventions
participate consent foll
N=62 N=56 assessment assessment ollow-up
N=56 N=56 N=38

Fig. 1 Interventions
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Sampling

The participants were patients diagnosed with
IPF and were being followed-up by the
Pulmonology Unit of La Princesa University
Hospital.

The inclusion criteria were:

(a) Patients diagnosed with IPF being followed-
up by the unit

(b) Adult patients (over 18 years old)

(¢) Informed consent

(d) Survival expectancy greater than 6 months

The exclusion criteria were:

(a) Existence of a pact of silence (not knowing
diagnosis or prognosis)

(b) Cognitive  impairment
expression problems)

(comprehension/

Instruments

In addition to registering socio-demographic and
clinical variables, the following instruments were
administered:

(a) Hospital Anxiety and Depression Scale
(HADS) [35, 36]. This instrument assesses
affective disorders in the non-psychiatric
hospital setting. It consists of 14 items with
a four-point Likert response format (ranging
from O to 3): seven for each subscale, anxi-
ety and depression. The score for each sub-
scale is 21 points, which is achieved with the
sum of the items corresponding to each
symptom. The reliability of the current
application is 0.75 for anxiety and 0.71 for
depression.

(b) Brief Demoralization Scale [37] that evalu-
ates the demoralization syndrome by means
of five brief elements with a Likert response
that varies from none to a lot. Reliability
measured by application is 0.85.

(c) Dignity Assessment Questionnaire (PPDS)
[38]. Brief instrument to measure dignity in

patients with and without palliative cancer,
with an alpha in present application of 0.72.
It consists of eight elements with a response
scale of 0 (none) to 9 (a lot). It consists of
two factors: preservation of dignity and
threat of dignity.

(d) Spirituality (GES) [39]. Spirituality is asso-
ciated with quality and meaning in life; it is a
complex construct with more than 13 com-
ponents [40] and is clearly different from
religion or faith. The measurement tool con-
sists of eight items that are answered with a
five-point Likert scale ranging from O (noth-
ing) to 4 (a lot). It includes three factors:
intrapersonal, interpersonal, and transper-
sonal dimensions. The original Cronbach’s
alpha for this scale is 0.86

(e) Brief Resilience Scale [41]. This four-item
scale was adapted and validated in Spain [42]
with an internal consistency of 0.79 and in its
current application has reached 0.92. Each
item is scored on a five-point scale from 1
(strongly agree) to 5 (strongly disagree), and
the highest scores reflect a greater
resilience.

(f) Duke-UNC [43] Functional Social Support
Questionnaire. Quantitative evaluation ques-
tionnaire of perceived social support relating
to two aspects: people with whom intimate
feelings can be communicated (confidential
support) and people who express positive
feelings of empathy (emotional or affective
support). It collects values that refer to both
confidential support and affective support.
Each aspect is evaluated with a Likert scale
with five options from 1 (much less than I
want) to 5 (as much as I want). Overall reli-
ability is 0.80.

Quality of life. Two elements of the EORTC-
QLQ-C30 [38, 44] were used, which constitute
the factor of the Global Health Scale. QLQ-C30
is currently used in several types of studies of
people with cancer and other advanced chronic
diseases. The use of the complete questionnaire
was rejected and, as physical deterioration is
inevitable in patients undergoing symptomatic
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treatment, it is recommended to use only the
aforementioned indicators in studies. These
studies also included patients with advanced
respiratory diseases, and no comparative differ-
ences from cancer patients were found.
Reliability of this measure in our patients was
0.75

Analysis

The equivalence of groups was tested according
to whether the patients were following treatment
with an antifibrotic. For the quantitative vari-
ables, ¢ tests were performed for comparison of
means of independent groups, with the appropri-
ate correction to the diagnosis of compliance
with the assumption of homogeneity of vari-
ances. Regarding categorical variables, y* tests
were used.

In order to view the clinical map of the essen-
tial dimensions, bivariate correlations were cal-
culated. To know the differences between the
results in variables of each of the types of inter-
vention, f tests of repeated measures were carried
out. In addition, the same tests were used to com-
pare differences between interventions, except
for independent samples. In all tests, the size of
the associated effect was calculated. In the case
of the effect size for the ¢ tests, Cohen’s d was
calculated to determine the standardized differ-
ence between every two means under compari-
son. Cohen’s d has values from 0 to infinity, with
interpretation of small values at around 0.20,
medium size around 0.50, and large size from
0.80 [45].

Results

The final sample consisted of 56 patients. 42%
were women and 58% were men. 46% of the
patients had been diagnosed more than 12 months
ago, and 60% were on antifibrotic treatment. The
rest of the characteristics can be consulted in
Table 1.

When dividing the sample into two groups,
depending on whether they were being treated
with an antifibrotic, no significant baseline differ-
ences were found between both groups in gender
(’(2) = 1.373; p = 0.503), marital status
(2(6) = 4.543; p = 0.604), level of studies
(F(6) = 11.205; p = 0.082), employment situa-
tion (¥*(8) = 3.126; p = 0.926), or diagnosis time
(¥%(8) = 14,494; p = 0.070). Nor did Student’s ¢
test with independent samples correcting the
error inflation find difference in age (#(53) =
1.147; p = 0.256).

Following, in Table 2, we appreciate the
amount of significant correlations between key
variables involved in the process of caring with
dignity and also the intensity of these
associations.

Regarding the changes after the interventions
(Table 3), the 7 tests for paired samples showed
statistically significant differences in all the vari-
ables (p < 0.004) except in depression (p = 0.05),
transpersonal spirituality (p = 0.075), and confi-
dential social support (p = 0.465). Bonferroni
adjustment was applied to correct error inflation
due to the simultaneous pairwise comparisons
made.

Following these lines, Fig. 2 below more intu-
itively shows, in a visual display, the changes
observed in the target variables after the
intervention.

As shown in Fig. 2, as expected a priori, in
some of the comparisons after the psychological
intervention, the results are better except in
depression, where there was an increase, although
this is not significant. They also increase spiritual-
ity, quality of life, dignity, resilience, and social
support. Regarding effect sizes, they were of great
magnitude (d > 0.8) in quality of life and pre-
served dignity and of medium size (0.8 >d > 0.5)
in intrapersonal spirituality and affective support.

Finally, several analyses of variance were car-
ried out to test for the effect of using an antifi-
brotic. The results indicate that the changes
already found are independent of the type of
treatment being followed, with or without an
antifibrotic (see Table 4).
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Table 3 Results along the intervention

Pre Post
M SD M SD ' df p d
Anxiety 11.17 4.31 9.05 2.51 3.06 55 0.003 0.40
Depression 8.42 4.17 9.82 2.62 —2.00 55 0.050 0.27
Demoralization 11.33 4.69 9.82 2.62 -3.10 55 0.003 0.41
Quality of life 4.14 1.31 7.00 2.45 7.16 55 0.000 0.96
Spirituality intra 9.19 1.99 4.81 0.99 —5.33 53 0.000 0.72
Spirituality inter 10.42 2.03 11.27 1.91 -3.64 53 0.001 0.49
Spirituality trans 5.71 1.83 11.42 0.83 —1.81 53 0.075 0.25
Threaten dignity 14.39 6.29 11.33 4.09 3.28 55 0.002 0.44
Preserved dignity 35.62 5.09 42.41 1.86 —10.75 55 0.000 1.44
Dignity 50.01 9.31 53.75 5.40 -3.04 55 0.004 0.41
Resilience 10.78 4.56 12.92 4.27 —1.15 53 0.255 0.16
Social support 44.01 8.95 46.54 3.05 -2.04 49 0.046 0.29
Conf. support 24.19 5.35 23.62 1.39 0.73 55 0.465 0.10
Affective support 19.82 3.84 22.92 2.01 -5.19 49 0.000 0.73
Fig.2 Observed change 60
in variables after the
intervention 50
40
30
20
. | |
0 I [ I I I I i I
S O f @ ¢ &S NS S
‘?S\.P@ \Q’%%\ NS ~66\\ ®\\ @\ '\\6‘(\ 6\%{\ 6\&\ Q\QQ ‘é\\é\ ro"QQ e‘)QQ 6°QQ
QQ,Q & N & L J_\,\@.‘b & & Q@ é,@ NG
P R 4 & g@
QQ; (%) %) L& Q@ O Q
B Pre-intervention Post-intervention
Tab.le 4 .Analysis of variance Outcome df F P e
testing differences by type of Anxiety 1 1320 0255 |0.024
treatment :
Depression 1 0.649 0.424 0.012
Demoralization 1 0.404 0.528 0.007
Quality of life 1 3.540 0.065 0.062
Spirituality intra 1 0.861 0.358 0.016
Spirituality inter 1 0.356 0.553 0.007
Spirituality trans 1 3.168 0.081 0.057
Dignity 1 0.179 0.674 0.003
Preserved dignity 1 0.036 0.851 0.001
Threatened dignity 1 0.175 0.678 0.003
Resilience 1 1.619 0.209 0.029
Confidential social support | 1 0.668 0.417 0.012
Affective social support 1 0.275 0.602 0.006
Social support 1 0.000 0.995 0.000
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Discussion

The objective was to evaluate the effectiveness of
a structured psychological intervention to
improve the quality of life of patients diagnosed
with IPF. In general, the results showed that a
brief psychotherapy intervention with content
focused on the essential dimensions of the indi-
vidual was beneficial for patients with IPF. As it
happens in interventions of this style, anxiety lev-
els were reduced in patients with early palliative
profile [46—49]. The results of this study, how-
ever, do not show such improvement in terms of
depression. The effects found in this work have
not been statistically significant and with small
sizes. These results are not far from those con-
sulted in the depression literature that have been
found when intervening in palliative patients [47,
48]. Possibly due to the same explanation: the
depressive mood is explained by a demoraliza-
tion and not by a depressive episode.

Along these lines, Houmann, Rydahl-Hansen,
Chochinov, Kristjanson, and Groenvold [50] and
Rudilla et al. [48] also found evidence that
depression levels did not improve after interven-
tions that address existential distress such as
Dignity Therapy, but that they were even higher.
These types of interventions in palliative patients
do not seem to improve mood, although anxiety
symptoms do.

Regarding the quality of life, psychotherapy
showed positive and large effects on this variable.
This result matches with what is proposed by
Juliao et al. [47], Rudilla [48], and Chochinov
et al. [51], among others. Finally, regarding the
emotional distress caused by the lack of dignity,
or the improvement of the spiritual dimension,
results of this study also point to an improvement
after the intervention, although only for some of
the dimensions of spirituality (intrapersonal and
interpersonal) and dignity and its dimensions.
These results coincide with those found in differ-
ent studies that use therapies of the essential
dimension such as Dignity Therapy [47, 48,
52-54].

It is important to note that the results found
that these benefits occurred both in patients
treated with an antifibrotic and symptomatic

treatment. There is a need for emotional support
in patients with IPF.

In conclusion, it could be said that a brief psy-
chotherapy session structured around the con-
tents of existential anxiety has improved patients’
quality of life, their dignity and spirituality, and
also, to some extent, their emotional well-being.
However, the fact that no previous studies aimed
at patients with IPF have been carried out does
not allow us to go in-depth in the elements for
that success as there is no previous specific litera-
ture to compare it to. We can only provide some
limited first or pilot evidence on the impact of
this therapy in the medium term. It is still neces-
sary to carry out follow-up measures to know if
these changes are consolidated, as they suppose a
personal resource in view of the progressive dete-
rioration to which the patients with IPF are sub-
jected, if maintenance is necessary, and, if so,
what type. Nor have autonomy measures been
taken that would allow us to know how psycho-
therapy impacts dependence.

For these reasons, it would be necessary for
future research to address this problem with a
larger sample size and clinical measures to study
the possible replicability of the results found in
this work. It is important to determine which
interventions cover the needs of patients with IPF
that have been neglected so far and, therefore,
should be implemented by professionals. Another
important aspect focuses on the quality of life of
the palliative patient.

The evaluation carried out in this study of
quality of life has been carried out with the global
health status factor of the EORTC-QLQ-30, of
simple application (thus avoiding the fierceness
of evaluating with long and tedious question-
naires) and which has shown to be sensitive to
studies with non-cancer palliative patients [48].
To include other questionnaires that determine
quality of life through measuring symptoms in
patients whose clinical deterioration implies a
continuous loss supposes obtaining a negative
result that may not reflect the true state of quality
of life of the patient.

The evaluation of quality of life that focuses
solely on the physical aspects neglects the possi-
bility that patients can perceive a better quality of
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life in issues of a psycho-emotional nature and,
therefore, can improve relationships with their
relatives and others close to them [55]. The
referred loss can result in worsening of mood
(greater depression). It is important to emphasize
these aspects when talking about “quality of life”
in the patient with IPF.

Patients with serious illnesses tend to have
great existential suffering, and in response to this
need, specific interventions essentially focused
on end of life (counseling, Kibo Therapeutic
Interview [56]) have been developed. These types
of interventions, in the context of the Spanish
healthcare system, are not mandatory despite the
recent commitment for increasing humanization
of care. There are pathologies as adverse as lung
cancer, such as IPF, in which protocoled treat-
ments aimed at reducing existential suffering and
emotional distress are being developed. These are
rare or minor diseases; it is assumed from the
start that they will conclude with a poor
prognosis.

Advancements in the care of patients with
serious illnesses must consider the entire person.
The improvement of a treatment that increases
survival rate implies that the set of treatments that
affect the person, such as psychological and spir-
itual, be modified. In addition, each time the
treatments are transferred to the patient’s home
environment, it is considered to be the best thera-
peutic space for the patient and his/her family.
For this reason, the approach to the patient must
have interventions that do not have the sole objec-
tive of admission or clinical worsening but should
strengthen and provide coping strategies that
allow the patient and his/her family to live day to
day. It is necessary that health professionals’
articulate mechanisms ensure that everyone (doc-
tors, nurses, psychologists, patients, and caregiv-
ers) remembers that, before being patients, they
are human beings.

By evidencing the usefulness of these inter-
ventions, we are attempting to stimulate a debate
about a redesigning of end-of-life care protocols.
Just as no one doubts the effectiveness of the case
management nurse, approaches such as the inter-
vention of the three psychotherapeutic sessions
presented here are part of generic protocols for

action. This has additional benefits such as avoid-
ing treating groups of patients separately depend-
ing on their disease. By separating, it is inevitably
labeled and sometimes even stigmatized, and
with interventions like this, we are moving
toward a more compassionate system of care,
healthcare models that can be transformed into
systems that honor the dignity of people, as was
defended at the International Conference on
Improving the Spiritual Dimension of Whole
Person Care: The Transformational Role of
Compassion, Love, and Forgiveness in Health

Care in 2013 [57].
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