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Abstract

Background: There is a high degree of misinformation given to the relatives of patients treated in the
Ambulatory Pediatrics Unit at the Hospital Infantil de México Federico Gomez. The factors that contrib-
ute to this problem are diverse. Therefore, the practice implications as inadequacies in physician/pa-
tient communication lead to poor knowledge about a patient’s illness and treatment. Attempts to im-
prove the delivery of information may improve patient satisfaction and treatment compliance. The aim of
this study was to quantify the percentage of patients’ relatives who know the diagnosis, prognosis, and
treatment of the patient’s principal illness.

Methods: Using a face-validated questionnaire designed by the investigators, we inquired into the extent
of information about the illness and treatment given to the relatives of patients attending the Ambulatory
Pediatrics Unit at the Hospital Infantil de México Federico Gomez.

Results: Only 81, 75, and 68% of the participants were able to name the patient’s iliness, the affected
organ, and the prognosis, respectively. The therapeutic drugs were correctly named by 85% of the partic-
ipants. Only 72% of the relatives of patients who previously underwent surgery knew the name of the
surgical procedure and 66% were able to briefly describe the procedure.

Conclusions: This study shows that communication between parents and pediatricians is limited. The
implementation of new measures adapted to the individual case of each institution can contribute to
improve the situation.
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Evaluation of information provided to patients’ relatives in an ambulatory pediatrics unit of a tertiary-care hospital.

Introduction

Most factors included in the complex phenomena
of patient medical care depend on good communi-
cation between physicians and patients. Good com-
munication generally leads to an optimal relation-
ship between physician and patient, improves their
level of satisfaction' and even impacts on their clin-
ical outcome.* By improving communication, a low-
er index of errors with increased compliance with
treatment is possible. It is possible to make deci-
sions more freely by providing the patient with com-
plete information regarding the clinical condition.

Communication can be affected by different fac-
tors. A complex situation for the physician is present
when many different physicians are involved in a pa-
tient’s care and each of them provides individual in-
formation. Such is the case with respect to patients
who require care by different specialists. At the Hos-
pital Infantil de México Federico Gémez, we have
confronted this situation because the complexity of
the patients’ illnesses requires medical attention by a
multidisciplinary team of specialists. Although receiv-
ing information from different sources could comple-
ment the process, this phenomenon frequently has
the opposite effect when the same information is giv-
en using different words. This may lead to confusion
on the part of the patients’ relatives, particularly if we
treat a lower socioeconomic population.

The information assimilated by patients’ relatives
has seldom been evaluated in our environment.
Moguel has undertaken this evaluation as part of
an investigation about patient’s relatives’ medical
satisfaction.® The investigators found that one-third
of the users did not understand their illness and that
there was little correlation between the diagnosis
registered in the medical chart and the one men-
tioned by the patients.

A fundamental aspect is the possibility that the
patients’ relatives receive information from some-
one other than the treating physician. Patients’ rel-
atives frequently confound or misinterpret the infor-
mation obtained from the Internet, magazines, or
television.® This can be difficult to overcome.
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It is very important to know the level of the rela-
tive's assimilated information, which allows us to
define the present situation in order to plan strate-
gies to improve the quality of communication.

We believe that there is a high percentage of
misinformation among the patient’s relatives with
respect to the illness, medications, and general treat-
ment, although the actual situation is not known.
The objective of this study was to quantify the per-
centage of patients who know the diagnosis, prog-
nosis, and treatment of their principal illness. As far
we know, there is no previous report regarding this
in the medical literature.

Patients and methods

An observational, descriptive study was performed
by means of an inquiry into the knowledge of the
relatives of patients who attended the Ambulatory
Pediatrics Unit at the Hospital Infantil de México
Federico Gémez. The purpose was to explore the
degree of knowledge about the patient’s illness and
treatment. The evaluation instrument was a ques-
tionnaire designed by the investigators.

Face validation of the information

recollection instrument

No similar instrument exists in the published litera-
ture, which had been previously validated or tested
to be universally accepted as a gold standard in this
subject. It was decided to manage a procedure to
validate the instrument, as described in the litera-
ture.””"! The face validation process was managed
in the following ways:

1. A preliminary questionnaire was elaborated
based on the researchers’ experiences, which
should be answered strictly according to the
operative definitions previously agreed upon.

2. The researchers evaluated the instrument and
made corrections and suggestions to modify the
document based on their collective experiences.
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3. Pretest was developed in which the instrument
was applied to a group of patients’ relatives in the
study population. The answers were carefully eval-
uated, as well as the difficulties in answering ques-
tions, and the instrument’s practical applicability
was determined. Corrections were made and a
new version of the questionnaire was created.

4. The instrument was provided to a group of ex-
perts in the validation of instruments (two from
the institution and one external) who evaluated
each of the components of the questionnaire sep-
arately. They qualified the following: a) compre-
hension, b) clarity, c) concrete answers, d) ease
in answering the components, e) compatibility with
the objective, and f) possible consistency.

The experts were asked to suggest possible
changes and to make comments. Based on this
information, modifications to the questionnaire
were made and a third version was obtained.

5. A second pretest was carried out with the third
version of the instrument, which permitted
some final modifications to be incorporated into
the fourth and final version (the version utilized
herein) (Fig. 1).

Once the instrument was face validated, the ques-
tionnaire was applied personally by one of the in-
vestigators who read the questions directly to the
patient’s relatives and recorded the answers in the
described format.

A total of 100 surveys were included. The sam-
ple size was calculated using a previously published
formula.'? For an expected proportion of 60%, which

is the most approximated in a similar study previ-
ously published by our institution, it was decided to
accept a maximum discrepancy of 10% according
to the formula.

We included girls and boys from O months to 11
years 11 months of age who attended the Ambula-
tory Pediatrics Unit and had a clinical file with at least
six consultations in some of the subspecialties or in
the Ambulatory Pediatrics Unit and/or one hospital-
ization, assuring that the mother, father, or the pri-
mary caregiver was present. Patients from the On-
cology and Nephrology Units were excluded because
these patients have specific and personalized infor-
mation that would create a skew with respect to the
remainder of the patients. Patients without complete
clinical files were excluded. None of the subspecial-
ists was directly interviewed. The answers were com-
pared with the information from the medical chart in
order to evaluate their veracity. The prognoses of the
patients were not measured or called in question.

Only descriptive analysis was carried out by calcu-
lating averages, percentages, and standard deviations.

Information was treated confidentiality and no
informed consent was required.

Results

One hundred patients’ relatives from the general
population attending the Ambulatory Pediatrics Unit
during January 2008 to June 2008 were sequential-
ly polled. The ages were expressed in months, the
youngest patient being 2 months old and the oldest
patient being 11 years and 3 months old (mean: 4

Table 1. General characteristics of the polled population

n Minimum Maximum Mean SD
Age of the patient (months) 100 2 135 56.23 37.193
Age of the informant (years) 100 6 77 33.29 8.975
Antiquity (months) 100 1 129 34.11 28.831
Schooling (years) 100 0 17 9.37 2.863
No. of treating specialties 100 1 14 4.48 2.556

SD. Standard deviation
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Date:
Patient name:

Register number:
Age of patient: months.
Date of first consultation at the hospital: __/__/__

Length of stay in the hospital: months
Name of Informant:

Relationship to patient:
Years of education:
Principal diagnosis:
Principal specialty:

Occupation:

Age: years

Number of specialists who have previously attended the patient:___
Has the patient received treatment in another hospital for the principal illness?

Yes () No ()

PART A

Question

Answer

Coincides w/clinical file

Do you know the name of the child’s illness?

What is the name of the child’s illness?

What organ or body part is affected by that iliness?
Do you know what is going to happen to your child
because of that illness?

The illness could result in death

Yes () No () Don’t know( )

a) Patient recovers ()

b) lliness controlled ()

c) lliness neither cured nor controlled ()
d) Don't know ()
a) Yes ()
b) No ()

c) Don’t know ()

Yes () No ()
Yes () No (
Yes () No ()

~

Yes () No ()

PART B TREATMENT

With regard to the treatment received or that will be rendered in the future, answer the following:

Does not apply because no medical treatment was provided ()

Do you know the name of the procedure?

Name of the procedure according to the informant?

Mention the names of medications that the child receives

a) Yes ()

b) No ()

c) Don’t know ()

Name of the procedure
according to the clinical file

Name according to the clinical file

Coincides with clinical file
Yes () No ()

Figure 1. Information recollection instrument.
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years and 7 months) (Table 1). All patients had been
previously seen in our Department. The time of at-
tendance at the Hospital varied from 1 monthto 10
years 9 months (mean: 2 years 9 months).

The age of the polled participants varied from 16-
77 years (mean: 33.2 years). In 97% of the pa-
tients, the patient’s mother was polled and only in
three cases was the grandmother questioned. The
education of the polled relatives was on average 9
years of schooling. Regarding occupation, 81% of
the patient’s relatives were housewives. The rest of
the relatives reported other occupations from house-
keepers to commercial activities (Table 2).

The specialties that managed the patients includ-
ed in the study were divided into the following: ado-
lescents, cardiology, immunodeficiency clinic, der-
matology, endocrinology, gastroenterology,
genetics, hematology, Infectious Diseases Clinic,
pneumology, surgical specialties (general surgery,
cardiovascular surgery, plastic surgery, tumor sur-
gery, neurosurgery, ophthalmology, orthopedics,
and urology), and general pediatrics (Table 3). Thirty
eight percent of the patients were referred by the
genetics service, which is the service that sends most
of the patients to the Ambulatory Pediatrics Unit.

The number of specialists who treated the pa-
tients, in addition to the Ambulatory Pediatrics Unit,
was from 1-14 (mean: 4.4). This included special-
ists who treated patients at any time while being
monitored in the hospital as well as the specialists
actively treating the patient. The mode was five spe-
cialties, which occurred in 18% of the population.
Forty-nine percent of the patients previously were
treated at another hospital.

A large percentage of the participants (89%) knew
the name of the patient’s illness and in most of cas-
es (81%) they were able to refer to it correctly ac-
cording to the diagnosis that was written down in
the medical chart (Fig. 2). When asked what organ
was affected by the illness, only 75% of the partici-
pants could properly identify the organ. Only 58%
of the informants knew with certainty the prognosis
of the illness; similarly, only 53% knew the risk of
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death associated with the illness.

Surgery was performed on 36% of the patients.
Of these patients, 72% of the participants knew the
name of the procedure. When asked about the pro-
cedure that was actually carried out, the percent-
age of the polled relatives who gave the correct an-
swer was reduced to 66% (Fig. 3).

Forty-seven percent of the patients used different
medications. From this group, 85% of the partici-
pants named all of the medications that were ad-
ministered to the patient, 6.3% of the participants
could partially name the medications, and 8.5% of
the participants could not remember any of the
medications (Fig. 4).

Discussion

A fundamental aspect in medical practice is the quality
and certainty in the assimilation of information that
the physician communicates to the patients and/or
the patient’s relatives. It is expected that the informa-
tion is clear and appropriate, so much among the
physicians as between them and their patients. It is
expected that the information includes the patient’s
clinical condition, the possible evolution of the condi-
tion, and the treatment options. Good communica-
tion can influence better adherence to treatment,
greater patient satisfaction, and a reduction of anxi-
ety in the patient and patient’s relatives.

Table 2. Distribution of occupation of

polled
Occupation Number Percentage
Housewives 81 81.0
Retailer 4 4.0
Seamstress 1 1.0
Maid 5 5.0
Store employee 3 3.0
Hairdresser 1 1.0
Photographer 1 1.0
Worker 1 1.0
Secretary 3 3.0
Total 100 100.0
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The survey distributed as part of the current study
yielded similar results to that of a preliminary study
and reflects the unfavorable situation that is experi-
enced by patients and their relatives.> Recently, two
studies showed similar disinformation when patients
and patient’s relatives were asked about their illness
(“stroke”' and chronic kidney disease') even if they
attended the medical facility for long periods. This is
particularly significant in today’s environment be-
cause patients actively participate in making deci-
sions with regard to treatment.

The ethical aspects of medical practice do not
omit the importance of patient participation in deci-
sion-making. This could not be possible without
good and complete information because informed
consent has assumed greater importance in the eth-
ical and legal aspects of medical practice.'

Table 3. Specialties

Specialty Number Percentage
Medical 79.0
Surgical 13 13.0
General pediatrics consultation 8 8.0
Total 100 100.0

Name of the Name of Pronostic
iliness the affected
organ

Figure 2. Percentage of correct answers in each of the questions
about diagnosis and prognosis.

Vol. 67, Marzo-Abril 2010

Patient medication education in the hospital is a
challenging task. Especially worrisome in our results
is the patient knowledge regarding medications. A
recent study proved that patient education supported
by written educational materials for persons taking
multiple medications for chronic diseases was bene-
ficial in improving patient understanding of medica-
tions.'¢ Educating patients during their hospital stay
on a daily basis has shown to be very helpful.'”

In order to avoid errors in the interpretation of
prescriptions, it would be helpful if the physician con-
sidered in advance the suppositions and beliefs of
the patient and the patient’s relatives. The conse-
quences can be fatal if there are errors in prescrip-
tion interpretation.'®

90 —
80 - 77

70~ 68
60 -
50 -
40 -
30 -
20 -
10+
0.

In what consists
the surgery?

Name of
the surgery

Figure 3. Percentage of corrected questions about surgery.

6.3% knew only

some of the 8.5% could not
received mention any
medicaments

85% mentioned correctly
all of the medicaments

Figure 4. Percentage of patients that could name their prescribed
medications.
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Early education to chronically ill patients and rel-
atives offers them diverse benefits including greater
participation in their treatment, a positive effect in
the evolution of the illness, and better therapeutic
adherence.'* Patients cared for in a tertiary-care
hospital and treated by high-level academic physi-
cians expect to receive substantial information; nev-
ertheless, our results are discouraging. We hypoth-
esize that information received by the patient’s
relatives proceeded from different subspecialists,
which may confuse them.

An alternate aspect not analyzed in the current
study is the gap between patient expectations and
the need for information and that which is actually
received. The literature shows how important this
problem is.'”?! Although patients in this hospital are
almost exclusively representative of a lower socio-
economic status, we see more patients from other
social spheres, thus creating heterogeneity in infor-
mation need and assimilation method. This prelim-
inary study may be the basis for new studies that
explore this problem.

Physician-patient communication:

A complex process

The information disseminated to the patients’ rela-
tives is a very important component in the physician/
patient relationship and is frequently one of the most
difficult problems to undertake. Affective and emo-
tional factors have been considered to be important
in the development of the complex communication
process between physicians and patients.??23 As was
the case in this study, the greatest challenge occurs
in large and complex medical centers where multi-
disciplinary teams of physicians are involved in pa-
tient care.

It is important not only to know the patient’s in-
formation needs with regard to their health, but
also to offer treatment options for each case. Along
the information process, the degree of comprehen-
sion by the patient and the judgment capability
should be taken into account, as well as the way
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the physician communicates with the patients.
Some investigators have remarked about the im-
portance of including the patient in the informa-
tion process and avoiding the excessive use of tech-
nical medical terminology in order to preserve the
essential message.?*

This aspect could explain, but not justify, the high
percentage of misinformation shown in this study.
The health professional responsible needs adequate
training to detect the patient’s problems and neces-
sities to assist the patient in understanding the ill-
ness and the treatment to follow. One of the as-
pects that may influence successful communication
process between the physician and the patient is the
level of the parent’s education. Our results reflect
this condition. Other studies found similar conclu-
sions.?> The survey revealed the low educational level
of our population. This result was not unexpected
because this is an institution dedicated to the care
of patients who generally have a low socioeconom-
ic status. Under these circumstances, transmitting
the information correctly is a great challenge.

The institution in which this study was carried out
is overcrowded and it is often difficult to provide a
suitable amount of time for each patient. The time
devoted to provide appropriate information is a fun-
damental factor to transmit a complete message
and to permit patients to express their complaints
and doubts. In the institutional and private environ-
ment, this factor may be one of the most difficult to
surpass. The necessary time of attention for each
individual patient depends on a great number of
factors.?

Another essential aspect is outside sources of in-
formation to which the patient has access. The pop-
ular beliefs and the information communicated by
relatives or acquaintances is an undeniable reality.
Some investigators concur that patients frequently
become confused or misinterpret information con-
tained in mass communication media.?

Access to a large quantity of medical information
via the Internet has complicated the process even
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more. The veracity of the information to which the
patients have access is not always the best. In addi-
tion, there may be errors in the interpretation of what
is read, or information may have been obtained af-
ter some manipulations with various goals.®%®

On the other hand, the presence of more than
one relative during the interview could be consid-
ered disturbing in some cases. It may also be taken
as an advantage to positively influence the physi-
cian/patient relationship and aid in the correct trans-
mission of information.?

Diverse approaches to the problem

With concerns about the communication problem
between physicians and patients and the conflict
generated by the lack of information to patients, di-
verse approaches by medical groups and health sys-
tems have been proposed. It is important that health
care personnel receive optimal training to provide
adequate information to patients with regard to ill-
nesses and treatments.

In Australia, the National Patient Safety Educa-
tion Framework (NPSF) has been developed from
the Australian Council for Safety and Quality in
Health Care.*° This program has been designed
to help medical schools and health organizations,
as well as physicians in private practice, to develop
aptitudes to work in a safe manner. Some of the
topics that this program covers include effective
communication, seeking to combine the patient’s
care among parents (or attendants) and physicians,
communicating risks and adverse effects during the
administered treatments, obtaining consents and
being respectful of cultures and habits. Once initi-
ated, this program has been successfully applied
to medical students and postgraduate students in
Australia.

A cross-sectional survey performed in four med-
ical schools concluded that training and extensive
supervised patient contact, especially if this teach-
ing takes place in the initial years of the curriculum,
improves communication skills.*'
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Another example would be the Forum for Ap-
plied Cancer Education and Training, directed by
oncologists in the UK, which emphasizes the physi-
cian’s communication skills.>?

Features and models of training have been pro-
posed for different kinds of clinical situations such
as oncology patients,3233 critically ill patients,®* or
those with diverse cultural barriers.®

Training models of simulated physicians and pa-
tients have demonstrated their usefulness as a train-
ing method for personnel with very little experi-
ence.3%%

The use of information in printed format has also
been verified,*® demonstrating its efficiency in cases
where the patient has to make a decision with re-
gard to treatment. Under these and other circum-
stances, the decisions may be influenced by ade-
quate information received in pamphlet form. On
the other hand, this measure can reduce the time
used in the medical consultation to provide certain
information about illnesses or specific topics of gen-
eral importance.

This preliminary study should prompt new stud-
ies that will allow better definition of the information
problem so as to be able to take advantage of the
intent carried out in other countries as well as to
implement new measures adapted to the individual
case of each institution.

This study shows that communication between
parents and pediatricians is limited. Poor under-
standing of the parents about the diagnosis, prog-
nosis or treatment is worthy of further investigation
including educational and patient-centered interven-
tions aimed at improving the ability of pediatricians
to communicate with both patients and parents.
There is a high degree of misinformation among
patients’ relatives whose children are cared for at
the Ambulatory Pediatrics Unit at the Hospital In-
fantil de México Federico Gémez. Contributing fac-
tors may be diverse, with the same consequences.
Further research is necessary to explore in our envi-
ronment the necessities of the population for med-
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ical communication. Implementation of new mea-
sures adapted to the individual case of each institu-
tion can contribute to improve the situation. This
exploratory study may be the basis for new investi-
gations that allow this process to be completed and
to make decisions that contribute to improve the
problem.

Practice implications

There are deficiencies in the physician/patient com-
munication process that could be improved by reg-
ulating the information content. This could be use-
ful, mainly in tertiary-care hospitals where many
different physicians treat the same patients. Conse-
quences of misinformation are diverse. Many at-

tempts have been made to improve the complex
process of physician/patient communication. This
situation could also favor the creation of new edu-
cational programs at the university level to train res-
idents, nurses, and students in this process.

Confidentiality statement

| confirm all patient/personal identifiers have been
removed or disguised in order that patient/person(s)
described are not identifiable and cannot be identi-
fied through details of this report.

Autor de correspondencia: Dr. Edgar Bustos-Cérdova
Correo electrénico: edgarbus@yahoo.com.mx
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