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ABSTRACT

BACKGROUND: Treatment of congenital clubfoot remains controversial from both specialists and parents regarding the de-
tails of its practical application, individual effectiveness, and follow-up, rehabilitation treatment, prevention, and treatment
of relapses. The assessment of parental attitudes using an online survey optimizes doctor—patient interaction. Information
available to parents regarding the diagnosis and treatment of children with congenital clubfoot is lacking.

AIM: This study aimed to assess the usefulness and accessibility of information for parents about the treatment of children
with congenital clubfoot.

MATERIALS AND METHODS: To assess the usefulness and accessibility of information about the treatment of congenital
clubfoot, a survey of the patients’ parents was conducted using an electronic fillable form proposed for anonymous comple-
tion in a thematic group dedicated to the treatment of congenital clubfoot on the social network “VKontakte”; the study
included 5500 participants at the time of the survey (2 weeks), with 328 responses received.

RESULTS: Most parents noted a lack of information regarding clubfoot treatment before it actually began. The preferred
source of information was Internet resources (i.e., websites of medical institutions and social networks). Achilles tenotomy
and wearing braces raised the most questions, requiring additional information from both doctors and alternative sources.
The possibility of errors and complications in wearing braces caused the greatest concern among parents, as well as possible
relapses and the correctness of prescriptions during the rehabilitation treatment. Online parent communities and physician
blogs are considered significant information sources. Most parents prefer to expand information about congenital clubfoot on
the Internet, including social networks and popular resources.

CONCLUSIONS: Analysis of the results of an anonymous survey of parents of children with congenital clubfoot showed a sig-
nificant demand for high-quality, accessible information regarding the diagnosis, treatment, and rehabilitation of children with
congenital clubfoot. Significant interest in the information provided by social media and other Internet resources determines
the need for competent representatives of the professional community to participate in this process.
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AHHOTALMA

06ocHoeaHue. JleyeHne BPOXIEHHON KOCONANoCTU NMPOLOMKAET BbI3bIBaTb BOMPOCHI KaK CMELWANNCTOB, TaK U poauTeNei
OTHOCUTENBHO HIOAHCOB MPUMEHEHWSI METOAOB B KJIMHUYECKOW NpaKTUKe, MHAMBUAYaNbHOH 3G(EKTUBHOCTH, a TaKKe nocne-
LyloLLEro HabnoaeHNs, BOCCTAHOBUTENBHOMO JIeYeHNs, MPOGUNAKTUKM U NIeYeHUs peLuamnBoB. V3yueHne OTHOLLEHWS poau-
Tenen ¢ NOMOLLbI0 MHTEPHET-aHKeTMPOBaHMS NO3BOJISIET ONTUMU3MPOBATb B3aUMOAEHCTBIUE MEKAY BpayaMmu U NaLMeHTaMM.
Mbl npegnonoxwnu, Yto cywectsyeT aedmuMT SOCTYMHOW AN poauTeneid MHGOpPMaLMM N0 AWMArHOCTUKE W JIEYEHUO eTel
C BPOXJEHHON KOCONaNocThio.

Llenb — oueHKa NOMHOLEHHOCTU U JOCTYMHOCTU MHbOPMaLMK 1A POAUTENEN O NEYeHUU AeTell C BPOXAEHHOW Kocona-
MOCTbH.

Mamepuanel u Memodel. [115 OLEHKW NOMHOLEHHOCTU M LOCTYMHOCTM MHGOPMaLMM 0 NIEHEHUN BPOXAEHHON KOCONANoCTH
HaMu NpoBeLEH ONPOC POAMUTENEN NALMEHTOB C MOMOLLbH 31EKTPOHHON HOPMBI, NPEANOKEHHON AN aHOHUMHOIO 3anoJHe-
HUS B TeMaTMYeCKoii rpynne B coumanbHoii ce «BKoHTaKTe», NOCBALLEHHOI NleYeHnio BpOXAEHHO! KoconanocTu. [pynna
BK/lo4ana 5500 yyacTHMKOB Ha BpeMA aHKeTUpOBaHWA (2 Hep.), Npy 3ToM Obino nonyyeHo 328 oTBeToB, KoTopble Obinu 0bpa-
BoTaHbl C NPUMEHEHMEM CTAaTUCTUYECKUX METOAOB.

Pe3synemamesl. BonblUMHCTBO poauTeneii oTMeYanu HeLOCTaToK MHQOpPMaLMK, KacaloLlencs NeYeHUs KoconanocTu, nony-
YeHHOM [0 ero Hayana. B KayecTBe UCTOYHMKA MH(OPMALMKM NpeAnoYTEHUE OTAABANW MHTEPHET-pecypcaM (Kak caiitaM Me-
BVLMHCKMX YYPEKAEHWH, TaK U coumanbHbiM ceTaM). AXWInoToMus U HoleHue BpeiicoB Bbi3biBasu HaubosbLuee Konnye-
CTBO BOMPOCOB, TPEBYIOLLMX [ONOAHUTENBHON UH(OPMALMM KaK CO CTOPOHbI Bpayel, Tak U U3 anbTepHATUBHBIX MCTOYHUKOB.
Bo3MoXHOCTb OWMOOK M OCNOXHEHUHA B MPOLIECCe HOLUEHUS BpeicoB NopoXaanu Haubonbluylo TpeBoOry poauTenei, Haps-
LY C BO3MOXHBIMU pPeLuavBaM1 U NpaBUNBHOCTBI) HA3HAYeHWH B NpoLiecce BOCCTAHOBUTENBHOMO fiedeHus. Poautensekum
WHTEpHeT-coobLLecTBaM M broraM Bpadel AenerupyeTcs 3HauuTeNlbHas Posib B Ka4YeCTBe UCTOYHUKOB MHQopMauuu. bonb-
LUMHCTBO POAMTENEH CHMTAIOT LielecoobpasHbiM pacLumperme MHGopMaLum 0 BPOXAEHHOW KOCOANoCTW B UHTEPHETE, BKJIIO-
yasi coumarnbHble CETU W MONYNSPHBIE PECYPCHI.

3akntoyenue. poBefeHHOe HaMW MCCNIE0BaHNE, OCHOBAHHOE Ha aHanu3e pesynbTaToB aHOHUMHOMO aHKETUPOBaHWUS Poau-
Tenen AeTeil C BPOMAEHHOW KOCOMANoCTbio, MOKa3ano CyLLeCTBEHHbIA 3ampoc Ha KayecTBEHHYH [OCTYMHY WHdopMaumio
Mo [AUarHoCTUKE, JIEYEHUO M peabunuTaumm aeTelt ¢ AaHHbIM 3aboneBaHeM. 3HauMTeNbHBIN MHTEpeC K MHdopMaLmm, npeso-
CTaBNSIEMOI COLMAbHBIMU MeaMa U ApYyruMU MHTEPHET-pPecypcamu, onpeaenseT HeobxoaMMOCTb y4acTusa B 3TOM MpoLecce
KOMMETEHTHBIX MpeAcTaBuTeneil NpodeccuoHanbHoro coobiuectsa.

KnioueBble cnoBa: BPOXeHHaA KOCoNanoCTb; poanTenu; AoCTynHocCTb MHd)OpMaUMM; coumanbHble CeTu.
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CLINICAL STUDIES

BACKGROUND

Treatment of congenital clubfoot has a centuries-long
history, with numerous milestones of advancement in
the medical community that suggested imminent success
in conquering this disease [1]. However, in contrast to these
expectations, the etiology of clubfoot remains unknown,
the pathogenesis is poorly understood, and the treatment
is challenging. The Ponseti method, which is recognized
worldwide, offer a standardized approach to typical idiopathic
congenital clubfoot [2, 3]. However, there is no consensus
among the medical and parental communities regarding
the specific aspects of its practical application, individual
efficacy, follow-up, rehabilitation, prevention and treatment
of relapses [4].

Awareness is an essential aspect of modern medical
practice. Patients deliberately seek out health-related
information, use various sources, and are inclined to verify
and re-verify the opinions and recommendations of medical
professionals [5]. There may be differing perceptions of
the situation between doctors and patients. As a result,
patients are increasingly seeking information from alternative
sources, including a ‘collective wisdom’ of online communities
and social media [6].

Analyzing the attitude of parents to various health aspects
using online surveys is becoming an increasingly important
tool in medical research. These surveys, distributed via email
lists or integrated into online platforms, facilitate the critical
assessment of patient awareness and optimization of
doctor-patient communication [7].

We hypothesized that currently, there is a paucity of
accessible information for parents regarding the diagnosis
and treatment of congenital clubfoot.

The study aimed to assess the completeness and ac-
cessibility of information available to parents on the treat-
ment of congenital clubfoot.

MATERIALS AND METHODS

The completeness and accessibility of information on
the treatment of congenital clubfoot was assessed through
an online survey conducted among parents who had
experience treating children with this disease. The respondents
were offered to complete an anonymous electronic form in
a congenital clubfoot community on the social media platform
VKontakte. At the time of the survey, the community consisted
of 5,500 members. As a closed community, it was unlikely
that there were any unregistered members who were not
directly involved in the matter under discussion. To facilitate
the data collection and analysis, the survey form included
single-select multiple-choice questions, where respondents
were asked to pick only one answer. Multi-select multiple-
choice questions (more than one answer from the proposed
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list were allowed) were presented to ascertain parents’
awareness of congenital clubfoot. The survey included
a series of yes/no questions designed to elicit the feedback
from parents of children with congenital clubfoot regarding
the distribution of information about the disease. These
questions were limited to one possible answer.

The wording of the questions was discussed dur-
ing the planning stages of the study. It was intended that
the questions should make minimal reference to medi-
cal aspects and terminology, with a preference for literary
style of presentation. The basic medical terms and con-
cepts used in communication with parents (such as Achil-
les tenotomy, braces, and relapse) are commonly used in
discussions of congenital clubfoot. Therefore, we deemed
it appropriate to include these terms in the questions and
assumed that parents would have sufficient understanding
of them. The survey was conducted over a 2-week period,
after which the access was closed and the results were
analyzed. The survey was made available to all community
members via a link. Prior to initiating the survey, respon-
dents were requested to consent to the voluntary provision
of depersonalized data regarding their child’s treatment (un-
der the condition of their own anonymity). They were fur-
ther required to confirm that they were at least 18 years old
and that they were the parents of a child with congenital
clubfoot. The survey would only be initiated if a respondent
answered ‘yes’ to all of the above questions. It was neces-
sary for all fields to be completed before the form could be
submitted. Consequently, all received forms were used to
further processing. A preliminary testing of the survey form
showed that the average completion time was approximately
10 minutes, which should have provided a sufficient number
of responses. Over the 2-week survey period, 328 responses
were received.

The responses were entered into Microsoft Excel tables
for subsequent analysis. The data were analyzed using
SPSS V.24.0. Categorical variables are presented as absolute
values (number of responses) and proportions in each
category. Correlations between categorical variables were
assessed using Pearson’s ? test. P-values of <0.05 were
considered statistically significant.

RESULTS

The parents’ responses were analyzed to assess their
general awareness, subjective perception of information
sources, and opinions on how to optimize the information
support in congenital clubfoot treatment. The questions
were divided into two groups. Group 1 implied general
information that parents had been made aware of congenital
clubfoot (Table 1), while Group 2 consisted of parents’
recommendations regarding the diagnosis and treatment of
congenital clubfoot (Table 2).
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Table 1. Parents’ awareness of congenital clubfoot
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Questions

Answers

When did you first learn your child had congenital clubfoot?

Before the initiation of treatment, what level of detail was
available about clubfoot and its treatment options?

Which additional sources of information did you use to choose a
treatment method and a doctor?
(Please provide no more than 3 answers)

At what treatment stage did you feel you did not get enough
information from your doctors and other sources, including
social networks?

Which of the potential complications that you were aware
of at the beginning of treatment caused you the greatest
concern and necessitated further information or a
consultation with a doctor? (Please provide no more than
3 answers)

Which source of information do you consider the most important
for parents who have a child with congenital clubfoot? (Please
provide no more than 3 answers)

What types of information sources would you recommend, based
on your personal experience, for parents who find themselves

in a similar situation for the first time? (Please provide no more
than 3 answers)

During pregnancy, 95 (29%).

During maternity hospital stay, 182 (55.5%).

Upon discharge from the maternity hospital, 45 (13.5%).
| cannot say, 6 (2%)

| had all the information | needed, 16 (5%)

There was enough information, but some issues needed to be
discussed with the doctor, 29 (9%)

There was not enough information, so most issues were
discussed during treatment, 198 (60%)

The information available was insufficient or lacking,

74 (23%)

| cannot say, 11 (3%)

Original research articles in scientific medical journals,

54 (16.5%)

Plain language medical publications targeting non-specialist
audiences on the healthcare websites, 211 (64%)

Patient stories presented by parents on social networks

and blogs, 59 (18%)

Parent communities on social networks and other electronic
resources, 233 (71%)

Communication with other doctors, 97 (29.5%)

| cannot say, 18 (5.5%)

Plaster casting, 73 (22%)
Achilles tenotomy, 121 (37%)
Bracing, 134 (41%)

Bedsores and skin injuries associated with a plaster cast,

43 (13%)

Cast-related hygiene problems, including bathing and changing
clothes, 72 (22%)

Potential complications of Achilles tenotomy, 132 (40%)

Issues related to applying and wearing braces properly,

230 (70%)

Adequate rehabilitation treatment (in an outpatient clinic, etc.),
204 (62%)

Mastering basic motor skills, 179 (62%)

Choosing footwear, 119 (36%)

Risk of potential clubfoot relapse, 217 (66%)

Risk of potential flatfoot, 39 (12%)

I had no questions, 17 (5%)

| cannot say, 9 (3%)

Maternity hospital doctor, 83 (25%)

Outpatient pediatrician, 74 (22.5%)

Orthopedic surgeon, 237 (72%)

Healthcare websites, 266 (81%)

Parental communities on social networks, 219 (67%)
Doctors’ websites and blogs on social networks, 61 (18.5%)
Other, 28 (8.5%)

Original research articles in scientific medical journals,

77 (23%)

Plain language medical publications targeting non-specialist
audiences on the healthcare websites, 249 (76%)

Patient stories presented by parents on social networks

and blogs, 59 (18%)

Parent communities on social networks and other electronic
resources, 226 (69%)

Personal communication with doctor 44 (13%)

| cannot say, 15 (4,5%)

DQI: https://doi.org/ 10.17816/PTORS634027
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The data presented have demonstrated that most parents
became aware of their child’s congenital clubfoot diagnosis
immediately after birth. However, relatively many cases
were diagnosed upon discharge from the maternity hospital,
suggesting the need to enhance awareness of this disease
among neonatologists.

Most parents surveyed reported that before treatment
initiation, they had received limited pre-treatment information
related to the range of clubfoot treatment options.
As evidenced by the data presented in Table 1, parents of
children treated for congenital clubfoot tend to rate the quality
of the information provided throughout the treatment period
as relatively low. However, the respondents demonstrated
a notable degree of criticism of the information received
from ‘official’ healthcare channels (i.e., directly from medical
professionals responsible for the diagnosis and treatment).
Most of the parents surveyed indicated a preference for
online resources. However, no significant difference was
observed in the assessment of ‘official’ (healthcare websites)
and ‘non-official’ (social networks and doctor blogs)
sources. This finding corroborates the successful personal
commitment demonstrated by medical professionals and
parent communities. The quality of the information provided
by these resources may be regarded as satisfactory.
However, the lack of monitoring, control, and responsibility
for the information provided on these resources does
not preclude a risk of misuse (e.g., for the promotion of
commercial products, braces, etc.) or ineptitude. It is notable
that quite a considerable proportion of parents express
interest in the findings presented in original research articles
published in scientific medical journals. The accessibility of
this information via online platforms makes it an essential
resource for communication with parents.

As evidenced in Table 1, Achilles tenotomy and
wearing braces were of the greatest interest to parents.
Among the questions posed by parents, those pertaining
to bracing were identified as the most crucial in terms of

Table 2. Feedback from parents of children with congenital clubfoot

Vol 12 (3) 2024
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demand for supplementary information from both medical
professionals and alternative sources. Among the concerns
most frequently reported by parents is the potential for
errors and complications associated with wearing braces.
Other frequently mentioned concerns included those related
to adequate rehabilitation treatment and a risk of relapse.
The assessment of medical practitioners’ competence was
far from ideal, with only a small proportion of respondents
being completely satisfied with this aspect. Parents
demonstrated a comparable expectation from acquiring
the relevant information from both medical professionals
and online sources. It was deemed advantageous to obtain
the information from a range of medical professionals,
including orthopedic surgeons, maternity hospital doctors,
and outpatient pediatricians (Table 2).

Summarized feedback from parents of children with
congenital clubfoot regarding information about the disease
and its treatment reveals that online parent communities
and doctor blogs are considered a significant source of
information. Most parents considered it appropriate to make
more information related to congenital clubfoot available
online, including social networks and popular resources.
However, they acknowledged the risks associated with self-
promotion of incompetent medical professionals and clinics,
and promotion of ineffective methods and commercial
products. In response to the question of where parents of
children with congenital clubfoot could obtain information
and advice, respondents most frequently cited parental
communities and plain language medical publications
targeting non-specialist audiences on healthcare websites.
In general, most respondents highlighted that it would be
beneficial to provide more information related to available
treatment options on social networks and official healthcare
websites.

From both theoretical and practical perspectives,
the attitude of parents toward the information on prenatal
clubfoot diagnosis is interesting. Although most parents

regarding the distribution of information about the disease and its

treatment
Questions Yes No | cannot say

Should parents necessarily be informed if congenital 224 (68%)* 72 (22%) 32 (10%)
clubfoot is identified on pregnancy ultrasound?
Should more information on congenital clubfoot be made 267 (81%)* 31 (9.5%) 30 (9.5%)
available online, including social networks and popular
resources?
Should parents be additionally informed of congenital 256 (78%)* 17 (5%) 55 (17%)
clubfoot treatment options through social networks and
official healthcare websites?
Are there any potential disadvantages to sharing the 55 (17%) 239 (73%)* 34 (10%)

information on congenital clubfoot?

*P<0.05.
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believed it was important to be informed of the presence
of this abnormality during pregnancy, a rather significant
proportion of respondents considered this information
undesirable, since awareness of the fetal pathology would
not change the situation in any way. Some respondents found
it difficult to answer.

DISCUSSION

Congenital clubfoot is a well-studied pediatric orthopedic
condition, with numerous guidelines, studies, and textbooks
providing detailed information on its treatment. Despite
a plethora of information available, treatment methods and
outcomes remain the subject of vigorous debate, controver-
sial opinions and concepts. In recent decades, the worldwide
use of the Ponseti method has brought about a consensus
among professionals on the principles of congenital clubfoot
treatment [8]. However, due to numerous specific settings,
interpretations, and aspects of treatment regimens, there
is considerable variation in treatment outcomes between
countries, clinics, and medical professionals [9]. Further-
more, the feasibility of randomized clinical studies evaluating
the efficacy of various treatment methods has been argued.
As demonstrated by the Cochrane review, the available studies
are characterized by low-certainty evidence [10]. This finding
formally establishes a significant equivalence in the strength
of recommendations for the use of both the Ponseti method
or its modifications and other clubfoot treatment modalities.
The current paradigm governing the development and ap-
proval of clinical guidelines presents a significant obstacle to
establishing the standard of treatment based on the principles
of evidence-based medicine. This limitation can be attributed
to the paucity of high-level evidence studies. It is therefore
crucial that parents are provided with comprehensive infor-
mation related to the treatment process and the most effec-
tive treatment practices, as this will facilitate an informed
decision-making process for both medical professionals and
patients’ parents. It is noteworthy that the Ponseti method,
which was first developed in the 1960s, was not widely rec-
ognized as the ‘gold standard’ for congenital clubfoot treat-
ment until the turn of the 21st century. This was largely made
possible through contributions from the parent community,
with the information available to parents of children with
congenital clubfoot through online resources [11]. Aware-
ness of the primary sources of information, understanding
of the parents’ decision-making logic, and analysis of their
opinions regarding the availability and completeness of data
on the treatment of congenital clubfoot from various sources
(including official sources, such as medical professionals and
healthcare facilities, and alternative sources, such as parent
communities, etc.) facilitate the filling of informational gaps,
optimization of decision-making process, and enhancement
of treatment adherence [12, 13]. It should be borne in mind
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that the majority of parents of children with congenital club-
foot are people of the ‘digital generation,” for whom online
communication, social media, ratings, reviews, and assess-
ments represent a normal practice of daily consumer behav-
ior, which inevitably extends to medical aspects [14].

Our analysis has demonstrated that there is an unmet
need for complete and high-quality information on congenital
clubfoot treatment. The information provided by medical
professionals during the diagnosis and treatment is not
regarded as particularly valuable by responders, leading to
recurrent demands for alternative sources of information,
the quality of which is also a subject of concern for
parents. Parents have quite reasonable expectations and
are generally open to receiving plain language information
from online sources associated with competent medical
professionals and clinics. It is therefore important to enhance
communication in this regard. It is crucial for the medical
community to recognize the significant growth of social
media-based interactions. As a popular leisure activity,
social media has evolved into an effective tool to form
the public opinion, including on medicine and health. Most
of the parents surveyed reported that social media is one
of the primary sources of information on the treatment of
congenital clubfoot. It is also important to include medical
professionals as expert members of these communities to
ensure that medical information is interpreted correctly and
that only competent opinions are published.

This study is limited by the specific data collection
methodology. As the questions were closed-ended and
prepared in advance, it was not feasible to provide further
explanations or collect open-ended information or additional
comments. To maintain respondent anonymity, it was
not possible to exclude non-targeted respondents from
the survey. However, an access to the community assumed to
yield a high probability of relevant answers. The social media-
based survey may be also associated with the prevalence
of younger, socially active Internet users. As previously
noted, most parents of newborns with clubfoot a priori
belong to the generation that considers social media and
Internet communication to be an essential part of everyday
life. However, studies based on alternative data collection
and analysis methodology and evaluating variables such
as geographic region, social status, education, and family
income can facilitate the identification of additional barriers to
obtaining information on the treatment of congenital clubfoot.

CONCLUSION

The findings of our study, which analyzed the results of
the anonymous survey of parents of children with congenital
clubfoot, have demonstrated a significant demand for high-
quality, accessible information on diagnosis, treatment,
and rehabilitation of pediatric patients. The data obtained

DOl https://doi.org/ 10.17816/ PTORS634027
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indicate that parents not fully satisfied with the information
provided by medical professionals. The significant interest in
information sourced from social media and other alternative
online resources has highlighted the need for qualified
medical professionals’ community to actively engage in this
process.
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