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Abstract

Aim - to evaluate the effectiveness of the continuing professional education
program “Multidisciplinary approach to managing patients with a confirmed
diagnosis of 5q spinal muscular atrophy” (36 hours; hereinafter referred to as
the SMA5q CPE Program) as a tool for improving the level of competence
of doctors within multidisciplinary teams providing medical care to SMAS5q
patients.

Material and methods. The study used the materials completed by course
teachers and students who had completed training under the SMA5q CPE
Program. These materials included entrance control forms, final certification
forms, and certification reports, which were provided by the Institute of
Higher and Continuing Professional Education of the N.P. Bochkov Medical
Genetic Research Center.

Results. As of January 2025, 136 students from 39 administrative entities of the
Russian Federation had completed the training. During the final certification
of the training program, all students demonstrated a relatively high level of
competence in completing test tasks: 70-80% correct answers were given by
96 students, 81-90% by 36, 91-100% by 4. At least one control question was
answered by 42 students, two by 85, and all three questions, by 9 doctors.
Conclusions. The SMA5q CPE Program has proven effective in improving
the competencies of doctors who make up a multidisciplinary team. The
implementation of this SMA5q CPE Program can increase the availability
and effectiveness of high-cost pathogenetic therapy for patients with SMA5q.
Keywords: additional education program, 5q spinal muscular atrophy, SMA5q.
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Iens — onenka 3¢p¢$eKTHBHOCTH JONIOIHUTEILHON IIPOrpaMMbl 06pa30BaHUs
«MHoronpoduIbHBIN NOAXO0]] K BeJIeHUIO TALIMEHTOB C IO TBepPKIeHHbIM
JTUarHO30M CIIMHAJIbHAS MBlledHas arpodus 5q» (36 yacos) (manee — IIpo-
rpamma JIT10 mo CMAS5q) B kaueCTBe HHCTPyMeHTa MOBBIIIEHHS] YPOBHS KOM-
MeTEeHIIMH Bpavyel, BXOAIIUX B MHOTONPOGWIBHYIO OpUraay Mo OKa3aHUIO
MeJUITMHCKOM oMoy nanyenTam co CMASq.

Marepuan u MeToabl. M crionb30BaHbI MaTepyalibl, 3al0JIHEHHbIE MIPerojiaBa-
TEJIIMU Kypca ¥ 00y 4aroIUMHCSL, IPOLIEAIIMMHU IOATOTOBKY 110 [Iporpamme
JIT1I0 o CMAS5q. Yka3aHHBIE MaTepHallbl IPeCTaBISsIA COOO0¥ OIaHKK BXOJI-
HOTO KOHTPOJISI, GJTAaHKY UTOTOBOY aTTeCTAllUy U aTTeCTallIOHHbIE BeJOMOCTH,
KOTOpBIe ObLIM NpeoCTaBieHbl MHCTUTYTOM BBICIIETrO U IOTIOJHUTEILHOTO
npodeccronanbHoro obpazopanus PTBHY «Menuko-reHeTuueckuii Hayd-
HBIU eHTp uMeHH akafemuka H.I1. BoukoBay.

Pesynsbrarsl. [1o cocrosuuio Ha siHBapb 2025 rofa MOATOTOBKY MPOILIH
136 obyuaromuxcst u3 39 cyorekroB P®. B xome UTOroBo# arrecranuu mno

obydarolreii mporpamMMe Bce 06ydaromyecs MoKa3all CPABHUTEILHO BBICO-
KWH ypOBeHb KOMIIETEHIIUI TIPY BBIOTHEHUH TeCTOBLIX 3amanuii: 70-80%
TIPaBWIBHBIX OTBETOB jayiu 96 obyuarommxcs, 81-90% — 36, 91-100% — 4.
Kax MHHHMYM Ha OIWH KOHTPOJILHBIM BOIIPOC OTBETHUIX 42 00yJaromuxcs,
Ha 7iBa — 85 ¥ Ha Bce Tpu Bompoca — 9 Bpauei.

BriBopgsr. [Iporpamma JITI0O no CMASq nokasaia 3¢p¢peKTHBHOCTD B OBBI-
LIeHUH KOMIIETeHITUI BpadeH, COCTaBILIOMIX MHOTONPOQUIBbHYI0 GpHramy.
Buenpenue nannoit [Tporpammer JITI0 mo CMASQ ciocoGHO TOBBICUTB J10-
CTYITHOCTb U 3¢)$eKTHBHOCTD HCIIOIb30BaHUS BLICOKO3aTPaTHOM IaToreHe-
THYeCKOU Tepanuu naruentoB co CMASq.

KurroueBsbIe c10Ba: 10NOHUTENIbHAS IPOrpaMMa 00pa30BaHusl, CIIMHAIbHAS
MbitedHas arpodust 5q, CMAS5q.
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m INTRODUCTION The multidisciplinary team providing medical care to SMA5q
pinal muscle atrophy 5q (SMA5q) is a severe hereditary ~ patients should be headed by a neurologist!, and pediatricians,
orphan life-threatening disease the progresses mostly  physicians, orthopedic traumatologists, anesthesiologists and

in the early age [1-4]. In compliance with the Clinical reanimatologisits, nutritionists, physiotherapists, physical and

recommendations for SMA5q (2024), a multidisciplinary team  rehabilitation medicine specialists, as well as palliative care

should be involved in the management of SMAS5q patients [5-7].  specialists should be on the team [8, 9].

Neurologists, physicians,
general practitioners,
orthopedic traumatologists,
anesthesiologists and
reanimatologists, pulmonologists,
gastroenterologists, nutritionists,
physiotherapists and specialists
in sports medicine

Genetic specialists Pediatricians

Contents of academic

)
]
=
g
[%]
1]
©

GPC-5. Competence in
prescribing treatments for
diseases and/or medical
conditions, while monitoring
therapeutic efficacy and safety.

PC-5. Diagnostic activities:
competency in identifying
patients’ pathological
conditions, symptoms, disease
syndromes, and nosological

GPC-4. Competence in using medical
products stipulated by the procedures
of provision of medical care, and

entities in accordance with GPC-6. Competence in perform patient check-ups for diagnostic
the International Statistical Irrl‘wplefrfneqtmg and Tonléqurlg purposes.

Classification of Diseases and  the effectiveness of medica :

Related Health Problems. rehabilitation interventions for CIPC8 (Camppsiizee [ ssazasneli o

morpho-functional, physiological and
pathological processes in the body in
order to perform professional tasks.

diseases and/or health conditions,
including through individualized
rehabilitation or habilitation
programs for persons with

PC-6. Clinical practice:
competency in managing and
treating patients with hereditary

specifics of clinical manifestations,

etiopathogenesis, classification,
diagnostics”

“Hereditary SMA5q:

disorders. disabilities.
GPC-6. Competence in GPC-6. Competence in organizing
implementing and monitoring patient care, delivering primary
the effectiveness of medical healthcare, and coordinating professional
c - . rehabilitation interventions for decision-making during prehospital
=2 PC-6. Clinical practice: diseases and/or health conditions, emergencies, disaster situations,
@2 fr%?t'iar?tenact?elr?t?\?lir:ﬁgr:gge?iﬂg including through individualized epidemics, and mass casualty incidents.
@ %B disordé,g_ &/ rehabllltatlfon ] habllltat_lg]n GPC-7. Competence in prescribing
523 L o g_rogtr;_ei_rtr_\s @ [peiseits b treatment and monitoring its therapeutic
Sl Sommmwmege Gobe
Scec ] GPC-8. CnocobeH npoBoanTb 1 _ q .
SESE  phamacogcalandnon | oTponWpoBSTS SGKEKTURHOCTe  1he Citsicnty of mecital rohaiiiaion
§2°28  pharmacological therapy and  yeponpusTiii no npocunakTke  of oot Y luding through
E3 6o Other methods in need of Y hOPMMPOBAHMIO 300POBOTO Of patients, including throug|
O3 ow  medical rehabilitation. implementation of individual programs of
2=3d 06pasa 13HN 1 CaHUTapHo- rehabilitation and habilitation of pediatric
EZ2gz TMMMEHNIECKOMy MPOCBELUEHNIO  patients with disabilities, evaluation
: HETSEELED, of the patients’ ability to perform labor
activities.

GPC-5. Competence in

prescribing treatments for

diseases and/or medical

conditions, while monitoring GPC-9. Competence in implementation
therapeutic efficacy and safety. of principled of quality management in
professional activities.

PC-5. Diagnostic activities:
competency in identifying
patients’ pathological
conditions, symptoms, disease
syndromes, and nosological

entities in accordance with GPC-6. Competence in
the International Statistical implementing and monitoring GPC-10. Competence in solving
Classification of Diseases and  the effectiveness of medical standard professional tasks using
Related Health Problems. rehabilitation interventions for informational and bibliographic
PC-6. Clinical practice: diseases and/or health conditions, resources, biomedical terminology, and
competenc i”pmana ingand  including through individualized information-communication technologies
treat’i)n at%lents withghergedita rehabilitation or habilitation while adhering to core data security
disordgg » programs for persons with requirements.

disabilities. GPC-1. Competence in the

PC-9. Rehabilitation activities:
competence in administering
pharmacological and non-
pharmacological therapy and
other methods in need of
medical rehabilitation.

GPC-8. Competence in delivery implementation of moral and legal
and monitoring efficiency of events norms, ethical and deontological
aimed at disease prevention and  principles in professional activities.
promotion of healthy living, and

sanitary and hygienic education of

the population.

“Legal, ethical and coordination aspects of the
multidisciplinary approach provision of medical care

to SMA5q patients”

Table 1. Sections of the CPE for SMA5q and their characteristics
Ta6nuua 1. Pazoensi lNMpozpammbl M0 no CMASQ u ux xapakmepucmuku

Competences to be created

Specialists in medical
rehabilitation, specialists in
palliative care

GPC-4. Competence in
examining patients to identify
activity limitations and
impairments of body functions
and structures.

GPC-5. Competence in
prescribing procedures for

the medical rehabilitation of
patients with activity limitations
and impairments of body
functions and structures, and
monitoring therapeutic efficacy
and safety.

GPC-4. Competence in
examining patients to identify
activity limitations and
impairments of body functions
and structures.

GPC-5. Competence in
prescribing procedures for

the medical rehabilitation of
patients with activity limitations
and impairments of body
functions and structures, and
monitoring therapeutic efficacy
and safety.

GPC-6. Competence in
implementing and monitoring
the effectiveness of medical
rehabilitation interventions
for diseases and/or health
conditions, including through
individualized rehabilitation
or habilitation programs for
persons with disabilities.

GPC-8. Competence in
analyzing medical and
statistical information, keeping
medical documentation,
organization of activities of
available medical personnel.

1 Clinical guidelines of the Ministry of Health of the Russian Federation “5q Proximal Spinal Muscular Atrophy”, children, 2023, p. 67.
Clinical guidelines of the Ministry of Health of the Russian Federation “5g-associated Spinal Muscular Atrophy”, adults, 2024, p. 77.
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At the same time, some papers identified insufficient
readiness of medical specialists to provide medical care to
SMAJ5q patients based on the modern multifaceted approach
[10-13]. Besides, our analysis of the Professional Standard
“Neurologist” No.1240 (the PS)! showed that the document
contains generalized data on job functions described as
tentative working actions, required skill and knowledge.
The specific knowledge required for the management of
SMAS5q patients are described in that document by way
of mentioning the knowledge of “etiology, pathogenesis,
diagnostics, clinical manifestations, ...modern methods
of treatment of... general diseases and (or) conditions of
the nervous system” including “neuromuscular diseases”.
What diseases and conditions of the nervous system are
‘general’ and whether the SMA5q belongs to the same, is
not specified in the PS.

The analysis of the Federal State Educational Standard
31.08.42 “Neurology”? (FSES) shows the possibility of
an arbitrary approach of educational institutions towards
development and implementation of the respective programs.
According to the said FSES, “professional competences
are determined by the educational institution proper based
on the PSs compliant with the professional activities of
the graduates” (FSES, paragraph 3.4). Here the authors of
the FSES indicate that “from each of the chosen PSs, the
educational institution selects one or several generalized
job functions (GJF)”, and the “GJF may be selected fully
or partially”. At the same time, paragraph 3.6 of the FSES
determines unambiguously that the program of residency
training for the specialization “Neurology” complies with
the FSES if it provides to the graduate the competences in
one of the spheres of professional activities (administrative,
education, and healthcare, paragraph 1.12 of FSES) and in
completion of tasks of one type (medical, scientific research,
organizational and managerial, pedagogical, paragraph 1.13
of the FSES) [14].

We also studied the principal specialized educational
programs (PSEP) of higher education: residency training
programs for the specialization 31.08.42 “Neurology” of
ten higher educational institutions for the period of 2021-
2024. The analysis of PSEPs of Russian Universities for the
specialization “Neurology” revealed that a dedicated class
of four academic hours for the topic SMA5q was planned
only in one out of ten academic programs; that SMA5q
was mentioned in four out of ten academic programs in
the context of a class on neuromuscular diseases; that
neuromuscular diseases, without details, was found in
the structure of other classes in three out of ten academic
products.

Thus, the neurologists who received only the base
education have insufficient competences to provide quality
care to SMADSq patients [14]. Moreover, the advent of new
diagnostic and therapeutic tools, and regular revision of
guidelines for the management of such patients require
delivery of additional educational activities for specialists
involved in provision of medical care.

In order to improve the level of competence of doctors
on the multidisciplinary team engaged in treatment and
management of SMADSq patients, in the year 2022 the
Institute of Higher and Continuing Professional Education
of the N.P. Bochkov Medical Genetic Research Center
developed and implemented the supplementary professional
education program “Multidisciplinary approach to managing
patients with a confirmed diagnosis of 5q spinal muscular
atrophy” (36 hours; “the SMA5q CPE Program”)?3.

m AIM

To evaluate the effectiveness of the professional
education program as a tool for improving the level of
competence of doctors within multidisciplinary teams
providing medical care to SMA5q patients.

m MATERIAL AND METHODS

In the course of preparation of this article, the materials
were used filled by the course tutors and trainees who
underwent training for the SMA5q CPE Program. These
materials included entrance control forms, final certification
forms, and certification reports, which were provided by the
Institute of Higher and Continuing Professional Education
of the N.P. Bochkov Medical Genetic Research Center. The
statistic analysis of the results was performed by methods
of descriptive statistics, and diagrams were prepared in the
STSS program (Syunyakov Timur Sergeevich Statistics
analyzer).

The aim of the SMA5q CPE Program is to form the
capacity and readiness of medical professionals of various
specializations to identify pathological conditions,
symptoms, syndromes, characteristic of the hereditary
SMAD5q in patients, to management and treatment of such
patients, to use pharmacological and non-pharmacological
therapy, as well as other methods.

The form of tuition was in-person training including
remote educational technologies and electronic learning as
simultaneous learning in the classroom.

The components of the academic program formulated
as modules are presented in Table 1, and the contents of
modules is shown in Tables 2-4.

The entrance control had 12 questions with four choice
options. The qualification class included two forms of
control, an interview and a test. The final testing included
questions for each of the three modules: “Hereditary
SMAD5SQ: etiopathogenesis, classification, specifics of
clinical manifestations, diagnostics” (12 open questions
and 14 multiple-choice questions); “Implementation of a
multidisciplinary approach in provision of medical care
to SMAb5q patients” (29 control questions and 45 test
tasks); “Legal, ethical and coordination aspects of the
multidisciplinary approach provision of medical care to
SMAS5q patients” (9 control questions and 12 test tasks).
The test cards for the qualification class contained three
control questions (one for each module) and fifteen test
tasks.

1 Approved by the Order of the Ministry of Labor and Social Protection of the Russian Federation dated 29 January 2019 No.51n, as amended 25 September 2023.

2 Approved by the Order of the Ministry of Science and Higher Education of the Russian Federation dated 2 February 2022 No. 103.

3The Program is approved by the Education and methodology Commission of the IHCPE of Medical Genetic Research Center (Protocol No. 2 dated 06 May 2022); the first curriculum is
approved by the Order of the Director of Medical Genetic Research Center dated 11 May 2022 No.19-DPO.
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Topics, Elements and Sub-elements

Structure and functions of the peripheral neuromotor apparatus
Structure of peripheral motor neurons and principle of their functioning

Pathogenic mechanisms of hereditary spinal muscular atrophies and functional roles of disease-associated gene products

Classification of hereditary spinal muscular atrophies
Clinical and genetic characteristics of hereditary spinal muscular atrophies
Clinical, genetic and neurophysiological characteristics of SMA5q

Interpretation of results of neurophysiological examination in cases of suspected SMA5q
Differential diagnostics of hereditary spinal muscular atrophies with other groups of neuromuscular diseases

Medical and genetic counseling for families with a history of SMA5q

Principles of genealogy analysis in inherited disorders and genetic status determination for relatives of SMA5q probands

Approaches to prevention of recurrent cases

Methods of molecular genetic diagnostics of SMA5q
Molecular genetic foundations of SMA5q

Screening methods: requirements, limitations, possibilities
SMA5q diagnostic methods: requirements, limitations, possibilities
Methods used to diagnose SMASq carrier status

Prenatal and pre-implantation SMA5q diagnostics

Summary on molecular genetic study of SMAS5q

Table 2. Contents of the module “SMAS5q: etiopathogenesis, classification, features of clinical manifestations and diagnostics”
Tabnuua 2. CooepxxaHue modynsi «CMASq: amuonamoezeHes, knaccugukayusi, 0cobeHHOCmu KiAUHU4YeCcKUX nposiBieHull u duazHoCcmuKa»

Topics, Elements and Sub-elements

Respiratory function in SMA5q patients

Principles of modern approaches to organization and delivery of respiratory
support for SMAS5q patients

Criteria of monitoring efficiency of respiratory support

Diagnostics of acute respiratory disorders in SMA5q patients; methods of
management of life-threatening situations

General approaches to home-based non-invasive ventilation (NIV)

Emergency and urgent care for acute conditions (e.g., decannulation,
aspiration) and respiratory support in infectious diseases in SMA5q patients

Coordination of work of pulmonologists and respiratory support specialists in
the multidisciplinary team managing SMA5q patients

Digestion function in SMA5q patients

Under-nourishment and problem of weight gain, growth and muscular
development delay; causes of obesity in SMA5q

Correction of nutritive status and principles of nutritional support to provide
adequate nutrition to SMA5q patients

Pathological disorders of the intestinal tract and their correction in in SMA5q
patients

Prevention of aspiration syndrome in impaired deglutition in SMA5q patients
Prevention of acute conditions: aspiration, probe displacement and migration,
feeding tube obstruction, peristomal infections, metabolic disorders in SMA5q
patients

Musculoskeletal system in SMA5q patients

Diagnostics of pathological changes in the musculoskeletal system

Approaches to physiotherapeutic and orthopedic correction in children with
SMAD5q of various types

Orthopedic support: prevention and treatment, including surgical treatment,
of spinal deformities, subdislocations/dislocations of the hip joint,
contractures, osteoporosis-associated fractures

Orthopedic interventions in SMA5q patients

Physical and device-assisted contracture prevention, scoliosis, retention of
movement range and prevention of pain syndrome

Practical skills of orthopedic support, rehabilitation procedures and
physiotherapy

Coordination and provision of nutritive and respiratory support in patients
with orthopedic devices, basics of cooperation between members of the
multidisciplinary team

Home-based adaptation activities to ensure maximum independence of
patients

Basic principles and methods of assessment of condition and
treatment of SMAS5q patients

228

Topics, Elements and Sub-elements

Principles of assessment of SMA5q patients using motor function scales

Motor function scale in SMA5q (Hammersmith Functional Motor Scale
Expanded (HFMSE)

Revised Upper Limb Module (RULM)

Children’s Hospital of Philadelphia Infant Test of Neuromuscular
Development, CHOP-INTEND

6-minute walking test in SMA5q patients (EMWT)
Modern approaches to pathogenetic therapy of SMA5q

Possibilities of gene therapy of SMA5q and methods of agent
administration

Recommendations on choosing drugs for SMA5q gene therapy from the
list of drugs registered in the Russian Federation: Nusinersen, Ridisplam,
Onasemnogene abeparvovec

Long-term intrathecal therapy of SMA5q with Nusinersen
Regulations of oral drug use

Specifics of pathogenetic treatment of patients of AVL/NIV and feeding
through the feeding tube

Rehabilitation procedures in patients with varied clinical manifestations

Principles of symptomatic therapy in SMA5q patients on pathogenetic
therapy

Assessment of efficiency of pathogenetic therapy in compliance with
standards as per generally accepted clinical scales

Palliative care of SMA5q patients

Definition and formalization of indication for palliative medial care to
children and adults with SMA5q within the functions of the medical
advisory commission of healthcare institutions

Principles of organization of outpatient and inpatient palliative care to
patients with SMASq, patient routing and interdisciplinary cooperation of
specialists

Provision of medical devices for the support of organ and system functions
to SMASq patient

Principles of effective communication and psychosocial support of SMA5q
pediatric patients and their family members. Principles of delivering bad
news; methodology for shared decision-making between physicians and
legal guardians in the provision of palliative medical care; educational and
recreational needs of a child with SMA5q receiving palliative medical care

Table 3. Contents of the module “Implementation of a
multidisciplinary approach in providing medical care to patients with
IA5q”

Tabnuuya 3. CodepxxaHue Modyns «Peanusayus
MH020NpPOoGUIbHO20 N0OX00a B OKa3aHUU MeduyuHckol noMowu
nayueHsmam co CMAS5g»
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Topics, Elements and Sub-elements

Ethical problems of medical and genetic care
Ethical principles of medical and genetic counseling; rights of patients
Ethics of genetic testing

Communication between doctors and patients or their legal
representatives

Principles of delivering bad news

Psychological component of medical and genetic counseling
Legal aspects in provision of medical care to SMA5q patients

Fundamentals of legal regulation of procedures of medical care and provision
of medicines to patients of SMA5q patients

Rights and obligations of patients and medical personnel implemented in the
provision of medical care to SMA5q patients

Legal aspects and procedure of free medical care to SMASq patients
depending on terms and conditions of its provision within the state guarantee
program

State programs of preferential provision of medicines

Rules and regulation for the prescription of drugs and specialized products of
clinical nutrition and medical products

Special feature of medical care provided with telemedicine technologies

Procedure of communication of medical personnel with the “Krug Dobra”
Foundation, “SMA Families” Foundation

Table 4. Contents of the module “Legal, ethical and coordination
aspects of a multidisciplinary approach in providing medical care
to patients with SMA5q”

Tabnuua 4. CooepxxaHue Modyns «lOpuduyeckue, amuyeckue
U KOOPOUHAUUOHHbIe acnekmbl MHO20NPogWibHO020 N0OX00a
npu okasaHuu MeduyuHcKol noMowu nayueHmam co CMA5g»

Medical specialization Number of trainees

Neurologists 78
Medical genetics specialists 37
Gastroenterologists 4
Pediatricians 4
Pulmonologists 3
Rehabilitation specialists 2
Orthopedic traumatologists 2
Physiotherapists 1
Physical rehabilitation specialists 1
Physicians 1
Anesthesiologists 1
Nutritionists 1
Palliative care specialists 1

Table 5. Distribution of doctors trained under the SMA5q CPE by
specialization

Tabnuuya 5. PacnpedeneHue Bpadell, npowedwux obyyeHue no
Mpozpamme no cneyuansHoCMsAM

m RESULTS

As of January 2025, four groups of trainees received
training under this program (136 medical specialists from
39 administrative units of the Russian Federation). The
distribution of trainees by specializations and regions is
presented in Tables 5, 6.

In the course of entrance control, less than 50% correct
answers were given by 69 trainees; 51-70% by 42 trainees;
70-80% by 2 trainees; 23 more trainees did not participate
in the entrance control. In the qualification testing of the
training program, all trainees showed a relatively high level
of competence while performing the test tasks: 70-80%
of correct answers were given by 96 trainees; 81-90% by
36 trainees; 91-100% by 4 trainees. At least one control

www.innoscience.ru

Region of the country “ Region of Russia “

Orenburg Region Belgorod Region

Volgograd Region 8 Voronezh Region 1
Moscow 8 Republic of Dagestan 1
Irkutsk Region 7 Izhevsk Region 1
Tyumen Region 7 Kemerovo Region 1
Republic of Bashkortostan 5 Kostroma Region 1
Krasnodar Region 4 Republic of Crimea 1
Moscow Region 4 Kurgan Region 1
Saratov Region 3 Leningrad Region 1
Tomsk Region 3 Magadan Region 1
Republic of Buryatia 2 Novgorod Region 1
Krasnoyarsk Region 2 Novosibirsk Region 1
Oryol Region 2 Omsk Region 1
Rostov Region 2 Penza Region 1
St.-Petersburg 2 Samara Region 1
ﬁlea%?:lic of North Ossetia- Sverdlovsk Region 1
Stavropol Region 2 Smolensk Region 1
Republic of Yakutia 2 Tver Region 1
Yaroslavl Region 2 Republic of Chechnya 1
Amur Region 1 Total 136

Table 6. Distribution of the SMA5q CPE Program students by regions

Tabnuuya 6. PacnpedeneHue oby4yatowuxcs NpozpamMmbl no
peauoHam

question was correctly answered by 42 trainees; two
questions, by 85, and all three questions, by 9 medical
specialists. The diagram comparing the results of entrance
control and final testing is shown in Fig. 1.

The trainees found the following questions the most
difficult: module “Hereditary SMAb5q: etiopathogenesis,
classification, specifics of clinical manifestations,
diagnostics”, section “Clinical and genetic characteristics
of hereditary spinal muscular atrophies” (6 correct answers
in the entrance control and 101 correct answers in the final
test); and from the module “Legal, ethical and coordination
aspects of the multidisciplinary approach provision of
medical care to SMADSq patients”, section “Legal aspects
in provision of medical care to SMA5q patients” (11 correct
answers in the entrance control and 98 correct answers in the
final test). The easiest were the questions related to clinical
manifestations of the disease (module “Implementation of a
multidisciplinary approach in provision of medical care to
SMAS5q patients”, sections “Basic principles and methods of
assessment of condition and treatment of SMA5q patients”
and “Musculoskeletal system in SMA5q patients™).

m DISCUSSION

The first experience of delivery and the analysis of
results of SMA5q CPE Program in 2023 showed that the
specialists most interested in improving their qualification
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Figure 1. Comparison diagram of the results of incoming inspection
and final certification.

PucyHok 1. [lJuazpaMMa cpaBHeHUs pe3y/ibmamoB BXOOHO020
KOHMPOJIS U UMO20B0U ammecmayuu.

and gaining new competences in the orphan pathology in
question are specialists in neurology and genetics. The
demand for training under the SMA5q CPE Program from
other specialists is relatively low, which might be related
to the actual shortage of personnel in the regions and to the
local normative and organizational deficit with respect to
provision of medical care to SMA5q patients [15].

Mastering of the considered program provides the
specialists of multidisciplinary teams with the necessary
knowledge and skills in compliance with the federal state
educational standards, and assists in obtaining the lacking
skills that are needed to provide medical care to SMA5q
patients not specified in the professional standards.

It proved difficult to compare the results of implementation
of SMA5q CPE Program with similar programs in Russia
and abroad: Elibrary.ru and Cyberleninka databases have no
publications on the evaluation of educational programs on
SMAS5q and orphan diseases generally. PubMed lists only
one publication describing a similar initiative [16].

m CONCLUSION

The supplementary professional education program
“Multidisciplinary approach to managing patients with
a confirmed diagnosis of 5q spinal muscular atrophy”
(36 hours) proved high efficiency in the improvement of
professional competences of specialists of multidisciplinary
teams working on provision of medical care to SMA5q
patients. Improvement of quality of medical care
to this category of patients requires organization of
multidisciplinary teams in all administrative units of
the Russian Federation, which in its turn calls for active
cooperation from the federal and regional ministries and
departments of health represented by the respective Chief
Consultants thereof. »=
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Yuacmue a6mopo8. Bracos 41.B., Kynes C.H. — nepsu4Has ujiest CO31aHUs PyKOIIH-
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MBI, pa3p360TKa TeCTOBBIX X aTTeCTAllMOHHBIX MaTepHaIoB. CronsikoB T.C. — TIpUHATHE
pellleHust 0 BbIGOpe CTaTUCTUYEeCKUX MeTONOB aHaiu3a, GopMUpoBaHue rpadgukoB U
Tabm. Faiinyk A.S5l. — IOArOTOBKA NEPBUYHOTO TEKCTa PyKOIIKCH, y4acTHe B pa3paboTke
06pa3oBaTeIbHON MPOrpaMMBbl, pa3paboTKa TECTOBBLIX U aTTECTAIMOHHBIX MaTePHaJIOB.
T'axxeBa A.B., Kambinuna H.H. — pexoMeHaliuy 110 U3JIOXKEHHUIO MaTepUasioB U KOPpeK-
Typa nepBu4Horo Tekcra. Ilecuesa O.B., Byxaposa T.B., Hukutuu C.C. — y4yactue B
paspaboTke 06pa3oBaTebHOM NMPOrpaMMBl, pa3paboTKa TECTOBBIX U aTTeCTAIllMOHHBIX
MartepHasIoB, MHTePIIPeTalys OTBETOB 06y4aloMKXCs 10 6aJUIbHOM CHCTeMe.
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