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/3-3a OTCYTCTBUA BCECTOPOHHUX KAMHWUYECKMUX UCCNEA0BAHWI, MHOTO peAKuX 3aboneBaHuii y feTell 0CTaloTCA HEAO0CTAaTOYHO U3YYeHHbIMK U Npes-
CTaBNAOT CEPbE3HYIO YTPO3Y AN KMU3HWU MaJEHbKUX MALMEHTOB, KOTOPbIE MMM CTPAZAtoT. Ha NpOTAKEHUM MHOTUX NeT GUA0COdbI U MCUXONOTU UC-
Kasn NyTW ANA CHUXKEHUA NMCUXONOTMYECKOTO BO3AEWNCTBUA 3TUX HeflyroB Ha NCUXMKY AeTell. AKTUBHbIE MOUCKM MPUBENMN K pa3paboTke pasinyYHBbIX
dumnocodckmx NOAXoL0B, KOTOPbIE MPEANAraloT peLleHns Npobiem, C KOTOPbIMM CTANIKUBAOTCA TaK1e AETU U UX CEMbU.

LLIMpoKo Npu3HaHO, YTO MMMYHHbIE PACCTPOICTBA 3aHMMAIOT BaXKHOE MEeCTO B CMeKTpe 3aboneBaHuii, U NOCTOAHHbIE UCCIEA0BAHMA HaLEeNEHbl HA
YNYYLIEHWE NOHUMAHMA 3TUX COCTOAHMIA. Cpeayn ayTOMMMYyHHbIX 3a601€BaHMIA, KOTOPbIMU TaK}Ke YacTo HOEHOT AETU, MOXKHO BbIAENUTL NEPBUYHbIN
XPOHWUYECKWI OCTEOMUENTUT, PACCMaTPUBAIOLLMIACA A0 CMX NOP KaK «b60Ne3Hb, MPUYMHA KOTOPOM OCTAETCA HeACHOW». B HacTosALlee BpeMa MHorve
CTPaHbl MMPa aKTUBHO YYACTBYIOT B KOIJIEKTUBHBIX MHULMATUBAX MO CO3A4AHMI0 HALMOHANbHbIX CTPATErnid, OPUEHTUPOBAHHbIX HA OKa3aHWe MeauLMH-
CKOM MOMOLLY JETAM, UCMbITbIBAIOLMM TPYAHOCTU MU3-3a peiKUX 3aboneBaHuit.

[ns npoBeAeHUA AaHHOMO MTepaTypHoro ob3opa bbian ncnonbsosaHbl pecypcbl PubMed, Scopus, Web of Science, elibrary, Cyberleninka 3a no-
cnegHue 10 net. B npouecce noucka 6biin MCMoNb30BaHbl Cieflytolme KatoyeBble c10Ba: punocodus, peskue 3abonesaHns, UCTOPUA UMMYHHbIX
3aboneBaHuit, AETU, MEAMLMHCKAA MOMOLLb, NEPBUYHBINA XPOHUYECKUIA OcTeOMUenUT. CUcTEMa Bbiana ThiCAYM CTaTeM U INEKTPOHHbIX KHUT, coaep-
aLUWX 3TU K/IH0YEBbIE C10Ba, M3 KOTOPbIX OblNK 0TOBPaHbI CTaTbk, ONy6AMKOBaHHbIE B PELLEH3UPYEMBIX M HAAEKHDBIX XKypHanax. bbinv UCKIoYeHbI
MCTOYHWKM, SOCTYMHbIE HE MOHOCTbIO, NGO M3-3a UX NYBAKMKALMM B 3aKPbITbIX }KYPHaNax, 1M60 NOTOMY, YTO B MHTepHETe Bblna NpescTaBneHa TONbKO
HebobLUasA YacTb KHUTH.
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Due to the lack of comprehensive clinical studies, many rare diseases in children remain poorly understood and pose a serious threat to the lives
of young patients who suffer from them. For years, philosophers and psychologists have sought ways to alleviate the psychological impact of these
ilinesses on children. This active search has led to the development of various philosophical approaches that offer solutions to the challenges faced by
these children and their families.

It is widely recognized that immune disorders play a significant role in the disease spectrum, and ongoing research aims to enhance the understanding
of these conditions. Among the autoimmune diseases that commonly affect children, primary chronic osteomyelitis stands out as a disease of
unknown origin. Many countries worldwide are actively engaged in collective initiatives to create national strategies focused on providing medical
care to children facing challenges due to rare diseases.

For this literature review, several resources were utilized, including PubMed, Scopus, Web of Science, eLibrary, and Cyberleninka, covering the past
decade. The following keywords were used in the search: philosophy, rare diseases, history of immune diseases, children, medical care, and primary
chronic osteomyelitis. The search yielded thousands of articles and e-books containing these keywords, from which articles published in peer-reviewed
and reputable journals were selected. Sources that were not fully accessible were excluded, either because they were published in closed journals or
because only a small portion of the book was available online.

Keywords: Primary chronic osteomyelitis, rare diseases, autoimmune diseases, medical care for children.
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BBEAEHUE

Bnarononyuve u pasBuTMe 4ETEN UTPAIOT KKOYEBYHO PONb ANA
6yayLMX NOKONEHWNIA, MO3TOMY KpaiHe BaXkHO AN MaKCMMa/bHO-
ro pasBWUTMA LETCKOro noteHumana 3abotnTbea 06 ux dpusmyeckom
M YMCTBEHHOM pa3suTuu [1]. KoHUeHTpauma BHUMaHWA Ha Baaro-
nonyunn pebéHka npeactaBaseT cobol BasKHbIA acmeKT, KOTopbIii
cnocobcTByeT obecneyeHnto, Kak MUHUMYM, NATUAECATUNETHErO
BbICOKOrO Ka4yecTBa ¥M3HW. Kpome Toro, 3a60Ta o 6aarononyyummn u
3l0POBOM Pa3BuUTUK pebEHKa MMeeT 0cobyto 3HaYMMOCTb ANA Ae-
morpaduyeckoro pocra [2].

[lobpocoBecTHas BpayebHas NPAKTUKA MoApasymMeBaeT eé
OCYLLECTB/IEHME C YBAXKEHWEM W MPUBEPXHKEHHOCTbIO Npodeccun, a
He PYKOBOZACTBOM WCK/OUYNTENbHO SKOHOMMYECKOM Bbirogoi. Matb
Tepesa yTBepKAana, YTo MeAnLMHY HYKHO BOCNIPUHMMATb HE TO/b-
KO KaK Mpu3BaHWUe, HO U KaK KM3HEHHYI0 MuUccuto. B coBpemeHHOM
MEeAULMHCKOM 06pa30BaHMM YCUIEHHO BHEAPAIOTCA TyMaHWTap-
Hble M 06LEeCTBEHHbIE AUCLMMAMHDI, KOMMYHUKATUBHbIE HABbIKK U
MOpasibHble CyXKAeHWA [3], YTO OT/IMYAETCA OT KNaccMyeckoin meau-
LIMHCKOM MOArOTOBKM, 3a4acCTy0 UrHOPMPYIOLLEN UHAMBUAYA/bHbIE
noTpebHOCTM NeaAnaTPUYECKMX NaLueHToB [4].

3a nocnesHue CeMbAECAT feT 3aMeTHO M3MeHUMacb MeTo-
VKA pelleHus MeauLUMHCKUX Npobnem y aeTei C TAXENbIMU 3a-
60/1€BaHMNAMM U COCTOAHUAMM, CMOCOBHBIMM COKPATUTb MX KU3Hb.
M3HayasbHO COMPOBOXKAAOLLEECA NPEHEOPEKEHMEM, 3TO NPUBENO
K 0dULMAaNbHOMY NPU3HAHMIO M PA3BUTUIO NeAMaTPUYecKoin nanau-
aTMBHOM NOMOLLYM, KaK OTAENbHOM cneuunanusaumm [5].

B cBA3M C MHOMeCTBOM 3ab0/1eBaHMI, Kacalowmxca aeTen, B
TOM YMCAe U PeaKMX, TaKUX KaK ayTOMMMyHHble 601e3HM, U 13-3a
HefoCTaTKa UCCNe0BaHUIA NO 3TUM TEMaM, TaKUM AeTAM 4acTo He
XBaTaeT [OCTAaTOYHOrO0 Hay4YHOTo BHUMaHUA. MccnefoBaHUA pesKux
3a6071€BaHNIA YaCTO CUMTAIOTCA HU3KOMPUOPUTETHBIMU, YTO MONKET
6bITb CBA3AHO C HEOOXOAMMOCTBIO YYMTbIBATb HasaHC mexay cyob-
€KTMBHOCTbIO M OOBEKTMBHOCTBIO B MccnefoBaHusax [6]. Cornac-
HO ¢unocodun yTuauTapmsma (OcHoBaTeNEeM KOTOPOW cYMTaeTcs
Mepemusa beHTam), «/lloboe yenoBeyeckoe NOBEAEHUE CYMTAETCA
MOpasibHbIM, KOr4a OHO A0CTUraeT Hanbo/bLIero cHacTba ANA Hau-
60onbLIero yucna nogen» [7]. HayyHble aKcnepuMeHTbl HEU3MEHHO
UrpatoT KAOYEBYIO POJb B /IH0BLIX MCCNEA0BATENbCKUX NPOEKTaX, a
Cama KoHLENUMA TEOPUM IKCNEPUMEHTA BbI3blBAET MHTEPEC Y UCTO-
pvKoB, G1NocodoB 1 APYrNX YHEHbIX.

Takum 06pa3om, MeaULMHCKUM PaboTHMKAM U ncciepoBaTe-
NnAam B 3TOM 061aCTU HeobXoaMMOo AaTb HOBOe onpeaesieHne 0bb-
€KTMBHOCTY B OTHOLIEHMM 3TUYECKOTO M MOPaNbHOro 06A3aTenbCTea
CNpaBea/IMBO NPOABUraTb HayKy. KoHeYHas Lenb — co34aTb 3HaHWS,
3aCNyXKMBAOLLME [OBEPUA U NONE3HbIE AN AeTel U UX poauTenei.

JKCKYpC B UCTOPMUIO

Lo XX Beka okono 33% petert He AoxuBanu Ao 16-neTtHero
Bo3pacta. [lo cepeaumHbl XX BeKa ycOBepLUEHCTBOBAHUA B KAWHU-
YecKoM MoMOLLM Npoucxoamav megneHHo. MNepuog nocne BTOpoWn
MMWPOBOW BOWMHbI 03HAMEHOBANCA BBEAEHWEM MEAMLMHCKMX WH-
HOBaAUMIA, TaKMX KaK aHTUMMUKPOOHbIE CpeacTBa M BHYTPUBEHHOE
JIeYEHMe, YTO 3HAYUTENbHO MOBbLICMIO BbIKMBAEMOCTb AeTei C TA-

INTRODUCTION

The well-being and development of children are crucial
for future generations, so it is essential to care for their physical
and mental growth to maximize their potential [1]. Focusing on
a child's well-being is a crucial factor that helps ensure a high
quality of life, at least for fifty years. Additionally, caring for chil-
dren's well-being and healthy development is significant for de-
mographic growth [2].

Good medical practice is conducted with respect and com-
mitment to the profession, not just for financial gain. Mother Te-
resa believed that medicine should be seen not only as a calling
but also as a life mission. Modern medical education emphasizes
the humanities, social sciences, communication skills, and moral
judgment [3], which differs from traditional medical training that
often overlooks the individual needs of pediatric patients [4].

Over the past seventy years, approaches to solving medical
issues in children with serious illnesses and conditions that can
shorten their lives have changed drastically. Once neglected, this
evolving perspective has led to the formal recognition and devel-
opment of pediatric palliative care as a specialized field [5].

Because of the wide range of diseases affecting children,
including rare conditions such as autoimmune diseases, and the
limited research in these areas, these children often do not re-
ceive enough scientific attention. Research on rare diseases is
frequently considered a low priority, which may be due to the
challenge of balancing subjectivity and objectivity in research
[6]. According to utilitarian philosophy (founded by Jeremy Ben-
tham), "All human conduct is moral when it achieves the greatest
happiness for the greatest number" [7]. Scientific experiments
play a vital role in research, and the concept of experimental the-
ory is of interest to historians, philosophers, and scientists alike.

Therefore, health professionals and researchers in this field
need to redefine objectivity based on an ethical and moral obli-
gation to promote science fairly and transparently. The ultimate
goal is to develop knowledge that is reliable and beneficial for
children and their parents.

A journey through history

Before the 20™ century, approximately 33% of children
did not survive to age 16. Until the mid-20t" century, improve-
ments in clinical care progressed slowly. The post-World War |l
era witnessed the introduction of medical innovations, including
antimicrobials and intravenous treatments, which significantly
increased the survival rates of children with severe illnesses [8].
However, these advances also extended the dying process, po-
tentially increasing suffering. In 1970, Olmsted observed that chil-
dren were no longer dying as quickly and mercifully as they had
in the past [9]. During the 1950°, when anxiety was a significant
concern for physicians caring for terminally ill children, pain was
frequently ignored [10]. The discussion of pain in pediatric pallia-
tive care was pioneered by psychiatrist Bloom in 1958 after exam-
ining a child with extensive burns. Bloom's research uncovered
significant suffering among children with severe ilinesses.
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KEnbimmn 6onesHamu [8]. OLHAKO 3TU AOCTUKEHNA TaKKe NPOAINAN
npouecc yMMpaHua, YTO MOII0 YBENNUYUTL CTpadanuA. B 1970 roay
OnmcTeq, OTMETM/, YTO CMepTb AeTeit nepectana bbiTb GbICTPON U
MUNOCePAHON, KaKk B npownom [9]. B 1950-x rogax, Koraa Tpesora
6bl1a cepb&3Hoit npobnemoit ana Bpayen, 3aboTawmxca o besHa-
[EXHO BONbHbIX AeTAX, 6onb 3a4acTyto urHopmposanack [10]. O6-
cyXaeHue 60au B NeaMaTPUYECKOM NaNIMaTMBHON NMOMOLLM Havyan
ncvuxmatp baym. 31o npomsowno B 1958 roay nocne obcnenosaHus
UM pebéHKa ¢ 0bLIMpPHbIMUK OXoramu. MiccnegoBaHue bayma BbisiBU-
710 3HAUUTE/IbHbIE CTPAZAHMA AETEN C TAKENBIMM BONE3HAMM.

OfHaKO HEeKOTOpble MEAMKM, YXaruBaloLWme 33 KPUTUYECKU
60/1bHBIMM 1€TbMU, BbIPA3UAN pasoyapoBaHue, B CBA3W C CONPOTUB-
NeHuem peteit 6bonesHeHHbIM npouedypam. OTMeYanock, YTo 3T
peaKLyum Bbi3blBaM HELLOBONLCTBO, arPeCCUto U pa3Horiacua cpeau
MeZAMUMHCKOro nepcoHana [11], n aTo obbAcHAETCA Tem, 4To BbiN0
HefoCTaTOYHO UCCNef0BaHMI, MOMOTalOWMX MOHATb MPUYMHbI Ta-
KO Aenpeccun 1 NPOTECTOB NPOTUB MEAMLMHCKUX NpoLeayp.

B 1970-e roapl HabnoaeHue 3a TAXKENOBONbHbIMK AETbMMU
nepewwno oT HeCTaHAAPTHbIX METOAOB K YrNyBAEHHBIM MCUXONOTU-
YECKUM UCCNef0BaHMAM, Ga3MPYIOWMMCA Ha BOCMPOU3BOAMMbIX
Hay4HbIX NpuHUMnax. Lienbio aTUX uccnenosaHuii bbli1o nyyie no-
HATb NCUXO0TUYECKOE COCTOAHNE EeTei U HaWTW OTBET Ha BaXKHbli
BOMPOC, BO/HYIOLLMIA BPaYell: OCO3HAIOT M AeTH, HaxoasaLmecs Ha
TPaHU XKU3HU U CMEPTU, CBOE NnosioxkeHWe? Kak npaBuibHO 0bCyx-
[aTb C HUMKU AnarHo3? [Lo/KHbI M Mbl MCMO/b30BaTh 3aLUUTHBbIN
NOAXOA, UAN BbITb C HUMM MONHOCTBIO OTKPOBEHHbIMK? [8]. B nnTe-
paType ynomMuHaeTcs cayyal, Korga nucbmo 13-netHero pebéHka
MOKa3ano ero NosHOe OCO3HaHWe yXyAleHua 340poBbAa. Mo mepe
NpubAMKEHUA KOHLA, PeBEHOK BbIKa3blBaa CTPax M OLylleHWe
OAMHOYECTBA, XKeNas nLb, YTOObI KTO-TO AepsKan ero 3a pyKy B no-
CNnefiHne MOMEHTbI ¥KU3HW. 3TO NOAYEPKMBAET BaXKHOCTb Nepesayn
MbICNeV ¥ YyBCTB YMUPAIOLLMX Ntoaew. [ToHMMaHMe NX SMOLIMIA Kpu-
TUYHO A1 OKa3aHWA LOMKHOW NCUXONOTMYECKON noaaepKku [12].
BcnomuHatotca cnosa bputaHckoro neguatpa [xoHa 3nau o Tom,
YTO BPaAY LO/IKEH YUUTbCA YCNOKaMBaTb NaLMeHTa U OBNaAeBaTh UC-
KYCCTBOM yTelleHusA. Bpay fomkeH 0b1aaath He NpocTo TeopeTuye-
CKUMM 3HAHUAMM U3 KHUT; OH AO/IXKEH YMETb CTPOUTb OTHOLLEHMSA C
pebEHKOM U ero cembeil, OKas3biBaTb IMOLMOHA/BbHYIO MOAAEPKKY
M 0CO3HaBaTb, KaK MHOTO 3HAYaT He TO/IbKO C/10Ba, HO U TO, KaK UX
npounsHocaT [2].

B 1979 rogy CMUT 1 gpyrve y4éHble NPeanoxunam CBov Noaxos,
K KOMMIEKCHOM MOMOLLM JETAM C OHKONOTUYECKMMU 3ab0neBaHu-
AMM, NOAYEPKMBAA HEOBXOAMMOCTb MHOTONPOdUIbHOM KOMaHAbI
[/19 YO,0BNETBOPEHMA Pa3HOObpa3HbIX NOTpebHOCTEN cemeid nauy-
eHToB [8]. B TO Bpems auTepaTtypa no Ne4eHnto 6oam u CMMNTOMOB Y
KPUTUYECKM BO/IbHBIX ieTel bblna orpaHUYEHHOM, a peKOMeHaaL MK
4acTo faBanncb B ogHOM ab3aue. MogobHoe noHnmaHue u pabota
B YCNIOBMAX YCTAPEBLUMX KAMHUYECKMUX MPOTOKONOB CTUMYAMPOBANA
co34aH1e HebONbLINX MEXANCLUNANHAPHBIX FPYNT, COCPEAOTOUEH-
HbIX Ha YNYULIEHWN KaYyecTBa yXOAa 3a 3TOMN KaTeropuei nauueHToB
[10].

Y106bl BKNOUYNTD [YXOBHbIW AcCMeKT B HAWWM YCUAUA MO UCLie-
NIeHUI0, BaXKHO 06beAMHUTD HALLW KOTHUTUBHbIE CNOCOBHOCTH (pas-
yM), 3MOLMOHaNbHbIE peakuumn (cepaue) u dusmyeckue feictama
(Teno) ¢ nonHbiM ocosHaHMem (aywa). Korga Bce yeTblpe acnekTa
rapMOHWYHO PaboTaroT BMECTE, Mbl NMONYYAEM YA0BNETBOPEHUE OT
cBoel paboTbl M CTPEMUMCA K AOCTUXKEHUIO Lenel (puc. 1). 3To co-
rN1acoBaHHOE BbIPaBHWBAHWE HAMOHAET HALUW AeiCTBUA AyXOBHOW
CWNOW, BbICBOOOXAAA 3HAUUTENbHYIO LienebHYI0 SHepruto. Bsanmo-
[eNcTBMe C MauMeHTamu Yepes cocTpafaTesibHble B3INALbl U HeX-
Hbl€ MPUKOCHOBEHUA MOXXET OKa3aTbCA MOLLHbIM TepaneBTUYEeCcKUM
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However, some medical professionals caring for critically
ill children expressed frustration with the children's resistance
to painful procedures. These reactions often led to resentment,
aggression, and discord among the medical staff [11]. They were
partly attributed to a lack of research understanding the causes of
such depression and protests against medical procedures. In the
1970¢, the study of severely ill children shifted from unconven-
tional methods to comprehensive psychological research rooted
in reproducible scientific principles. The goal was to understand
the psychological state of children better and to answer import-
ant questions that concern doctors: Do children who are nearing
the end of life understand their situation? How should the diag-
nosis be discussed with them? Should medical professionals take
a defensive approach or be completely honest? [8]. There is a
documented case where a letter from a 13-year-old revealed full
awareness of his declining health. As death approached, the child
expressed fear and loneliness, simply wishing someone would
hold his hand during his final moments. This highlights the impor-
tance of understanding the thoughts and feelings of individuals as
they approach the end of their lives. Recognizing one's emotions
is essential for providing proper psychological support [12]. Brit-
ish pediatrician John Epley emphasized that a doctor must learn
to soothe patients and master the art of consolation. A physician
must possess more than theoretical knowledge from books; they
must build relationships with the child and family, offer emotion-
al support, and recognize that words alone are not enough — how
they are spoken matters extraordinarily as well [2].

In 1979, Smith and colleagues proposed a comprehensive
approach to caring for children with cancer, stressing the impor-
tance of a multidisciplinary team to address the diverse needs of
families [8]. At that time, literature data on pain and symptom
management in critically ill children were scarce, and recommen-
dations were often given in brief statements. This limited under-
standing and reliance on outdated protocols prompted the for-
mation of small, interdisciplinary teams dedicated to improving
the quality of care for this patient group [10].

To incorporate the spiritual dimension into healing, it is vital
to integrate our cognitive (mind), emotional (heart), and physical
(body) actions with full awareness (soul). When these four as-
pects harmonize, we experience satisfaction and are motivated
to pursue our goals (Fig. 1). This harmony bestows our actions
with spiritual energy, unleashing profound healing power. Engag-
ing with patients through compassionate gazes and gentle touch
can serve as a powerful therapeutic tool. Maintaining a calm,
clear perception of the external environment enables our internal
state to radiate positive energy, promoting healing [8].

Therefore, it is evident that spiritual care holds primary
importance over physical treatment, as it significantly alleviates
pain and suffering. Nonetheless, this does not imply neglecting
physical therapy. Since some rare pediatric diseases remain poor-
ly understood due to their scarcity, scientific research must inten-
sify efforts to study and resolve these complex issues.

The ability of organisms to maintain their unique identity, a
concept explored by philosophers and scientists since antiquity,
is notably observed through Aristotle's hypothesis. He proposed
that physical objects, including living beings, are composed of
both an underlying material (matter) and a defining principle or
essence (form) that gives them their specific identity, even as
their physical components change over time. R. Descartes chal-
lenged the Aristotelian view by arguing that the short-term iden-
tity of mammals and plants does not rely on the stability of an
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C6op aHamHeza

History taking

LLlaru K pelueHuto AnarHocTUYecKom
npobnembl

Diagnostic problem-solving process

34pasblii cMblCA

Common sense

Ddusnyeckuin ocmoTtp

[okasatenbcTso

Physical examination .
Evidence

3HaHne MeagmumHckoe 3HaHWe

Knowledge Medical skills

JNlabopaTtopHoe
nccnefoBaHue

Lab investigations

WUcknioueHne meHee paCI‘IpOCTpaI-éHHbIX BapUaHTOB
U CcoOXpaHeHue Ha nbonee BEPOATHOro AnarHosa

Identifying the most likely diagnosis and excluding
uncommon variants

OnbIT

Experience

Havano nevenuna

Starting treatment

|

Mcnosnb3oBaHKe Hallero mosra+cepaua+tena+aylum
(3HaHMe + amounmn+aeicTBUA+ 0CBEAOMNEHHOCTD)

Applying the mind -body-soul approach to diagnosis by integrating mental
(brain/knowledge), emotional (heart/emotion), physical (body/action), and
spiritual (soul/awareness) elements

l
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Fig. 1 An algorithm for addressing
diagnostic challenges and exploring the
spiritual dimensions of the healing process

BbicBo60KaaeTca LenebHaa sHeprua

Recuperative power liberation

MHCTPYMEHTOM. [logaepkunBasi CMOKOMHOE M siICHOe BOCMpuATME
BHELWHero M1pa, Hale BHYTPEHHee COCTOAHME W3/1y4aeT MOJIOKU-
TeNbHble BUbpaLum, cnocobeTaytoLme ucueneHuio [8].

C y4€TOM 3TOro, CTaHOBMUTCA OYEBUAHBIM, YTO LyXOBHOE /leye-
HVe UMEET NepBOCTENEHHOE 3HaYeHNe nepes GU3NYECKUM, TaK KaK
OHO CyLLECTBEHHO cnocobcTByeT obaeryeHnto 601, OAHaKo 3T0 He
rnoapasymeBaeT npeHebpexeHns ¢usmnyeckoi Tepanuei. Mockonb-
Ky HEKOTOpble peaKue 3abonesaHus y feTei 0CTaloTCca Maon3yYeH-
HbIMM B CMNly CBOEI PEAKOCTM, IKCMEePUMEHTa/IbHaA HayKa A0/MKHa
NPUHATL MEPbI 4N1A UX Bonee AeTalbHOrO U3YYEHWUA U PeLleHns no-
[06HbIX Npobnem.

CnocobHOCTb OPraHM3MOB COXPaHATb CBOID YHUKA/IbHYHO MAEH-
TUYHOCTb, KOHLENUUaA, nccneayemas puaocopamm 1 y4EHbIMU C aH-
TUYHOCTM, B YACTHOCTU, NMPOCNEKMBAETCA B runoTese ApucTtoTens.
OH NpeanonoXun, Yto Gusnyeckme obbeKTbl, BK/IOYAn KMUBble CY-
LL,eCTBa, COCTOAT KaK M3 UCXOAHOTO maTtepuana (matepum), Tak 1 u3

unchanging form or substance. Instead, he believed that their
identity is maintained through the continuity of their life process-
es and functions [13]. Hull elaborates that the continuity of an
organism's identity is preserved through spatiotemporal continu-
ity — the continuous, unbroken existence of the organism through
space and time. This concept means that an individual organism
persists as the same entity by following a constant process of de-
scent, whether that be through genetic inheritance, cellular lin-
eage, or other means that maintain its existence over time [14].
Animalists recently argue that maintaining physiological process-
es (organic animalism) or preserving a specific structural organi-
zation (somatic animalism) is critical to retaining historical iden-
tity [15].

Immunology contributes to this debate through the Burnet
hypothesis. The hypothesis states that during embryonic devel-
opment, the immune system learns to recognize a specific set of
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onpeaenatoLLero NpuHUMNa Man cyHoctv (dopmbi), KoTopas npu-
3T UM onpeaenéHHyo MAEHTUYHOCTD, faXe ecan ux dusnyeckme
KOMMOHEHTbI MEHAOTCA €O BpemeHeM. P. [lekapT Bo3pakan npoTus
3TOrO YTBEPXKAEHWA, NONaras, YTo KPaTKOBPEMEHHAA MAEHTUYHOCTb
MIEKONUTAIOWMX U PACTEHUI AOCTUrAeTCA He baarogapsa ycTonyu-
BOCTM MX GOPM, @ MOCPEACTBOM HEMPEPbLIBHOCTU WX WU3HEHHOrO
uMKkna [13]. Xann nosicHAeT, YTO HenpepbIBHOCTb WAEHTUYHOCTU
opraHu3ma coxpaHsetcs, 61arogapa NPOCTPaHCTBEHHO-BPEMEHHO
HenpepbIBHOCTY — HENPEPbIBHOMY CYLLECTBOBAHUIO OpraHu3ma B
NPOCTPaHCTBE M BPeMEeHW. 3Ta KOHLIENLMA 03HAYaeT, YTO OTAE/bHbI
OpraHU3M COXpPaHAETCA KaK eAuHoe Lenoe, caesys HenpepbiBHOMY
npoueccy nepegayv NoTomctea, 6yap TO NOCPEACTBOM reHeTuue-
CKOrO HacnefoBaHWUA, KNETOUYHON NMHUM UAN APYIUX CPEACTB, NoA-
[LEPKMBAOLLYMX ETO CyLLEeCcTBOBaHUE BO BpemeHu [14]. B nocnegHee
BPEMS 3Ty TOUKY 3PEHMA MPUHANM aHUMANUCTbI, YTBEPXKAAOLMe,
4To noaAep:KaHue QGU3MONOTMYECKMX MPOLLECCOB (OpraHMYeckuin
aHUManu3m), nnbo noaaepKaHue cneumdUYecKkor CTPYKTYpHOW
OpraHu3aLmnm (COMaTUYECKMI aHMMaNU3M) KPUTUYECKM BaKHO ANA
COXPaHEeHWA UCTOPUYECKOM MAEHTUYHOCTM [15].

MIMMyHONOI1A BHOCUT CBOM BKAAZ, B 3TOT BOMPOC Yepes rvno-
Tesy @. bépHeTa. B runotese yTBEpKAAETCA, YTO BO BPems ambpu-
OHa/NIbHOTO Pa3BMUTUA MMMYHHAA CUCTEMA Y4YMTCA Pacno3HaBaTb
onpeaenéHHbIN Habop MoNeKy/ Kak «cBOM». OH NPeanoIoXMA, YTO
ayTOPeaKTUBHbIE UMMYHHbIE KIETKM (IMMOOLNTBI) YHUUTOKAOTCA
Ha CTaAuu 3MBPUOHANLHOTO PA3BUTUA, OCTABAAA TO/MbKO Te JIUM-
douunTbl, KOTOpble He pearnpyloT Ha onpefenéHHble aHTUreHbl, €
KOTOPbIMU OHW CTA/JIKMBAOTCA Ha 3TOM paHHel cTagun. CumTanoch,
4YTO MMMYHONOTMYECKAA aKTUBHOCTb, HEFATUBHO 3aTPOHYTaA pa3py-
WeHnemM penepTyapa MMAOOLMTOB, COXPAHAETCA Yy B3POC/bIX Kak
HEN3MeHHas MOIEKYIAPHAA «CYLLHOCTb» MeTabonmama. Kak otme-
yanu Prade u Carosella, ata mogenb «a/He aA» noanepxmusana cy6-
CTaHLMANNCTCKUIA B3INAL Ha MAEHTUYHOCTb, TaK Kak Npeanonarana,
YTO UMMYHHAA CUCTEMA UrPaeT PO/ib XPaHUTENSA LLeNOCTHOCTU MeTa-
dwm3mueckoro agpa [16].

Prado nccnepoBan mybuHHOe NOHWMaHWE HENpPepbiBHbIX CO-
CTOAHMN, GOPMMPYIOLLIUX UCTOPUYECKYIO UAEHTUYHOCTb OpPraHM3ma.
3T0 BK/IIOYAET BblAeneHue cneuudrnieckmx u nocToaHHbIX Buoxumm-
YeCKMX B3avMOZENCTBUI, KOTOpble, B CBOIO o4epeab, MHAWBUAYa-
JIU3VPYIOT KUBOW OpraHM3m. B utore, UMMyHHas cucTema cnocobHa
pearnpoBaTb Ha CTPEMUTENbHbIE MONEKYNAPHbIE U3MEHEHUA 3TUX
OMOXMMMUYECKMX B3aMMOAENCTBUIA, obecneunBas WX ycToluMBoe
npotekanne [[17]. [nA noaaepwaHuA MAEHTUYHOCTM OpraHuU3ma
MMMYHHas CUCTEMA LOMKHA CnocobCTBOBaTL afanTaLlun K HOBbIM
ycnosuam. 31y naeto npeanoxun N. Meynmkos B KoHue XIX Beka,
Koraa OTMeTW/, YTo GaroLuThl UrpatoT BaXKHYHO PO/Ib B U3MEHEHMAX
¥ Pa3BUTUM OpraHM3ma.

Ty TEOPUIO NOATBEPKAAIOT AAHHbIE, YKa3blBatOLLME HA aKTUB-
HOe y4yacTMe MMMYHHOMN CUCTeMbI B MOCTOAHHOW MOAUGUKALIMK WH-
[AVBMAYaNbHOCTU OpraHu3ama. Hanpumep, akTMBHOCTb Makpodaros
(rManbHbIX KNETOK) B MO3re B MPOLLECCe Pa3BUTHA BAUAET HA COLM-
asibHOE NOBeAEHME U CeKCYalbHY0 MAEHTUYHOCTD [18].

Ha ocHoBaHMM aHHOTO aHaM3a 6blAK ONPOBEPrHYTbI UMMY-
HOIOrMYECKME TeOPUM, 3aABAABLLNE, YTO KMBOTHbIE UMEIOT NOCTO-
AHHYIO MONEKYNAPHYIO CTPYKTYPY, CNOCOBHYIO CONPOTUBAATLCA U3-
MEHEHUAM M COXPAHATb UCTOPUYECKYH MAEHTUYHOCTb OpraHu3ma
[19]. MoaTomy nozxos K NOHMMaHMIO UMMYHHOTO Npouecca Tpak-
TyeT YCTOWYMBOCTb OPraHM3Ma Kak «COrnacoBaHHbI Habop nsme-
HEHU», a He KaK GUKCMPOBAHHOE COCTOAHME WU HEeMpepbIBHYIO
CBA3b MEXAY COCTOAHUAMM. 3TO HOBOE OCMbICNIEHUE MMEET 3Ha-
Yumble nocneacTsna ana punocopmm Guonornm u ANA OHTONOTUM
B 0buiem [20].
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molecules as "self". He proposed that autoreactive immune cells
(lymphocytes) are destroyed at the embryonic stage, leaving only
those lymphocytes that do not react to the specific antigens they
encounter early on. Immunological activity, negatively impacted
by the destruction of the lymphocyte repertoire, was believed
to persist into adulthood as an unaltered molecular "essence" of
the immune system. As Prade and Carosella noted, this self/not
self-model supported a substantialist view of identity because it
assumed that the immune system played a role as the guardian of
the integrity of the metaphysical core [16].

Prado explored a deep understanding of the continuous
states that shape the organism's historical identity, including
identifying specific, consistent biochemical interactions that in-
dividualize a living organism. Ultimately, the immune system can
respond to rapid molecular changes in these biochemical inter-
actions, ensuring their stability [17]. To maintain an organism's
identity, the immune system must facilitate adaptation to new
conditions. This idea was proposed by I. Mechnikov at the end of
the 19 century, when he observed that phagocytes play a crucial
role in the organism's changes and development.

This theory is supported by data indicating the active par-
ticipation of the immune system in the constant modification of
the organism's individuality. For example, the activity of macro-
phages (glial cells) in the brain during development influences so-
cial behavior and sexual identity [18].

Based on this analysis, immunological theories claiming that
animals have a constant molecular structure capable of resisting
change and preserving the organism's historical identity have
been refuted [19]. Therefore, the approach to understanding the
immune process treats the stability of the organism as a "coordi-
nated set of changes", rather than as a fixed state or a continuous
connection between states. This new perspective has significant
consequences for the philosophy of biology and for ontology in
general [20].

Research on rare diseases

I. Bentham is regarded as the founder of modern utilitar-
ianism. According to him, an action is moral and meaningful if
its consequences achieve this goal, regardless of the original in-
tentions behind it. It reaches its highest point of purpose when
it benefits, promotes good, and brings happiness to society as
a whole (the more people who benefit, the closer the action
is to its ultimate goal). In other words, the principle of utility
makes the most sense when we analyze the balance between
pleasure and pain. Since these phenomena are present in the
lives of all living beings, we should aim for a perfect balance
that favors pleasure. Therefore, if we study rare diseases to
lessen the physical and psychological burdens for a small part of
the community, we would be contradicting I. Bentham's theory,
which aims to achieve the most significant benefit for society as
a whole [21].

I. Kant disagreed with Bentham's views and instead pro-
posed developing an ethical concept based on the idea that
actions can be good or evil, regardless of their results. In other
words, if actions are motivated by good intentions, then they are
considered moral, and we are obliged to follow and accept them
universally. Returning to our discussion, according to I. Kant's re-
search into rare diseases, aimed at solving mysteries and finding
solutions for many rare medical conditions, is a moral obligation,
regardless of the number of people who will ultimately benefit
[22].
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UccnepoBaHue peakux 3aboneBaHuii

M. BeHTam cynTaeTca OCHOBOMONOKHUKOM COBPEMEHHOTO YTH-
nutapmsma. Mo ero ybexaeHuo, AeicTBUE CTAHOBUTCA MOPabHbIM
1 3HAYMMbIM, €CIM er0 NOCNEACTBUA [OCTUTAIOT STOW LieNn BHe 3aBH-
CMMOCTU OT M3HAYANbHbIX HAMEPEHUIA U LOCTUrALOT HAaUBbICLLEN TOY-
KW CBOEN Lienu, Koraa OHO MPUMHOCUT Nonb3y, A06po 1 cyacTbe Bee-
My obLiecTBy (4em Bonblue NOAEN M3BNEKAET BbIrody, Tem bauKe
Zeicteme K cBoel uenu). UHbIMM cioBamu, NPUHLMA NONE3HOCTU
Nyylle BCEro MoHATb, KOrAa Mbl aHaausupyem banaHc Mexay yao-
BO/IbCTBMEM U CTPAZiI@aHUEM, W, MOCKO/IbKY 3TN ABNEHWA CYLLLECTBYIOT
B YKM3HM BCEX KMBbIX CO34aHUM, HAaM ClefyeT CTPEMUTbCA AOCTUYb
COBEPLUEHHOrO COOTHOLLEHWSA, CKIOHAIOLLErO Yally BECOB B NO/b3y
ynoBonbcTeuA. CnefoBaTelbHO, €CIM Mbl HAMEPEHbI U3y4aTb pej-
Kue 60Ne3HM C LeNbto COKpaLLeHnsa GU3UYECKOTO W MCUXONOMUYECKO-
ro bpemeHu ans HebONbLIOK YacTM COOOLLECTBA, Mbl MPOTUBOPEYUM
Teopun W. BeHTama, HanpaBieHHOW Ha JOCTUXKeHWe Hanbonblien
nonb3bl ANA Bcero obuiecrsa [21].

WN. KaHT He pasgenan Bo3speHuit W. beHTama W, Hanpotus,
npeanaran pa3BuBaTh STUYECKYH KOHLEMLUUIO, UCXOAA U3 TOrO, YTO
Zeinctana moryT 6biTb 60 206pbIMK, MO0 371bIMK, HE33BUCUMO OT
TOro, KaKUMM BYAYT UX pe3ynbTaTbl. UHbIMK CIOBaMU, €CNU AeiCTBUA
ZABWKUMbI 61arumMy HamepeHUAMM, TO OHW CYMUTAIOTCA MOPaJIbHbI-
MM, U Mbl 063aHbl C1Ie40BaTb UM U NPUHMMATL UX Ha Bceoblem
ypoBHe. Bo3Bpallanck K TeMe Halero obcyAeHNsA, No MHeHuto U.
KaHTa, nccnenosaHus B 06nactv pefkux 6onesHel, HanpasieHHble
Ha peLleHune 3arafilok v NOMbITKY NPeAN0XKUTb PeLleHnsa ANA MHOXe-
CTBA PEAKMUX MEAMLMHCKUX COCTOAHUIA, ABAAIOTCA MOPaIbHON Heob-
XOAMMOCTbIO, HE3aBMCMMO OT TOTO, KAKOMY KOJIMYECTBY /itofiei 310 B
KOHEYHOM UTOre NPUHECET nonb3y [22].

Takum 06pa3om, B YCIOBUAX XPOHUYECKUX pPeakmx 3abonesa-
HWI BaXKHO CO3/1aBaTb MHOMOYPOBHEBBIE CETU COTPYAHUYECTBA MEXK-
Jy YYEHbIMM, Bpauyamu 1 opraHusaumamu [23]. Takoe coTpyaHuue-
CTBO CMOCOBCTBYET yay4lleHWo npoLecca Habopa y4acTHUKOB Ans
KNMHWYECKMX WUCCNefoBaHUiA U 0OMEHY AaHHbIMM, YTO MOBbILIAET
KauyecTBO U KOJMYECTBO MccnefoBaHuii (puc. 2). MexayHapoaHoe
COTPYAHWUYECTBO TaKXKE MOXET NOMOYb B pa3paboTKe pekomeHaa-
LM 1 YCTAHOBNIEHWUM CTAaHAAPTOB ANA ANATHOCTUKM U NeYeHun pes-
Kux 3abonesaHuit [24].

Pa3BuTHE TaKMX TEXHONOTUI, KaK TEHETUYECKOE TECTUPOBAHME
1 61oMHPOPMaTHKa, OTKPLIBAET HOBbIE BO3MOXKHOCTU A/191 U3yYeHUs
penkux 3aboneBaHuin. 3T TEXHONOTMM NO3BONAKOT TOYHEE UAEHTU-
dvuMpoBaTb NALMEHTOB M U3y4aTb MeXaHU3Mbl 3aboneBaHuin. laxe
npu HebONbLIOM KONMYeCTBE YYaCTHUKOB MepesioBble METOAMKU
MoryT obecrneunsaTb Nosy4eHNe LEeHHbIX JaHHbIX. Kpome Toro, Ba-
HbIM LIArom siBAAETCA NpoCBeLleHne Bpayel U 0bLLeCTBEHHOCTU B
chepe peskux 3aboneBaHMAX, UTO MOXKET NOBbICUTb YPOBEHb AMa-
FHOCTUKM M 0bpalleHuna 3a MeaULMHCKOM nomolubto. MoBblweHne
0CBEOMIEHHOCTM O CYLLECTBOBAHUM pPeaKux 3aboneBaHuii yBenu-
UUT MHTEPEC K WX UCCNEA0BAHUI0O U MPUBAEYET [OMNONHUTE/bHbIE
MHBECTULIWN.

B Hawe Bpemsa BONpoC 0ObEKTUBHOCTU B HayKe CTAHOBUTCA
BCE bonee BaXHbIM. Takue uccnenosatenu, Kak Longino, Gokola u
Wilholt, yTBep:KaatoT, 4To AN9 NONYYEHUS LOCTOBEPHbLIX HayYHbIX
JaHHBIX HYXXHO Y4MTbIBaTb He TOJbKO SMNUPUYECKME CBUAETENb-
CTBa, HO U cOLMabHble U KyNbTypHble GaKTopbl, BAUAIOLME Ha UC-
cnefoBaTeNbCKui Npouecc. ITo NpeanonaraeT, YTo NOAXOA B Ucce-
[l0BaHUAX [O/MKEH ObITb KOMNIEKCHBIM, NPUHUMAA BO BHUMaHUe U
06bEKTUBHbIE AaHHbIE, U CYObEKTUBHbIE TONKOBAHUA, TeHepupye-
Mbl€ Ye/I0BeYECKON AeATeNbHOCTbHO.

O6bEKTUBHOCTb B HayKe TaKke TpebyeT OT uccieposateneit
KPUTUYECKOrO MbILWAEHUA U camopedneKcun. Y4YéHble [ONKHbI

Thus, in the context of chronic rare diseases, it is crucial to
establish multi-level collaborative networks among scientists,
clinicians, and organizations [23]. Such collaborations enhance
participant recruitment for clinical trials and facilitate data shar-
ing, thereby improving both the quality and quantity of studies
(Figure 2). International collaborations can also aid in developing
guidelines and setting standards for diagnosing and treating rare
diseases [24].

Advances in technologies, such as genetic testing and bioin-
formatics, are creating new opportunities to study rare diseases.
These tools enable more accurate patient identification and ex-
amination of disease mechanisms. Even with small sample sizes,
advanced techniques can generate valuable data. Additionally,
educating physicians and the public about rare diseases is a cru-
cial step that can lead to increased diagnosis and treatment rates.
Raising awareness about rare diseases will spark further interest
in research and attract additional funding.

The issue of objectivity in science is becoming more import-
ant today. Researchers such as Longino, Gokola, and Wilholt ar-
gue that to obtain reliable scientific data, it is necessary to con-
sider not only empirical evidence but also the social and cultural
factors that influence the research process. This suggests that
the research approach should be comprehensive, encompassing
both objective data and subjective interpretations derived from
human activity.

Objectivity in science also requires critical thinking and
self-reflection from researchers. Scientists must be aware of their
own biases and strive to minimize their impact on their research
results. Collective criticism and openness in discussing findings
enhance the reliability of research and contribute to creating a
more inclusive scientific environment.

Thus, the path to true objectivity in science is complex and
multi-layered. It demands that researchers not only possess
professional knowledge and skills but also be willing to engage
in self-criticism and dialogue with colleagues. Only under these
conditions can a more accurate and impartial reflection of real-
ity be achieved in scientific findings [6]. Objectivity is critical in
rare disease research because progress and the advancement of
knowledge in this area highly depend on such research. It plays
a vital role in developing scientific thinking and introducing new,
objective data that helps study rare diseases [25].

The link between ethics and objectivity is clearly expressed
in the concept of moral objectivity proposed by Amanda Roth
in 2012. A. Roth defines moral objectivity as an action that is
morally right for a person at a specific time (adopting Kant's
principle of ethics). Applying ethical objectivity to the scientif-
ic process enables ordinary people and members of the public
to evaluate the usefulness and validity of both the process and
the results, recognizing and critiquing the value elements of re-
search.

Assisting patients with rare diseases

Autoimmune diseases were once relatively rare, but recent
epidemiological studies indicate that they now affect 3-5% of the
population. There are about 100 different autoimmune diseases,
some of which target specific organs, such as primary biliary cir-
rhosis. In contrast, others are systemic and impact multiple or-
gans, like systemic lupus erythematosus and SAPHO syndrome.
Over the past decade, significant advances have been made in
diagnosing and classifying these diseases, thanks to modern mo-
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Puc. 2 PeweHue mpéx npobriem npusedém K 8CeCmopoHHeMy
passumuto uccnedosaHuli pedkux 3a60ne8aHuli

Fig. 2 Addressing three key challenges will promote research

PurHaHC npoBaHune

on rare diseases

0CO3HaBaTb CBOM COBCTBEHHbIE NpeaybeAeHUs U CTPEMUTLCA MU-
HUMM3MPOBATb WX BAMAHWE HA pPe3y/bTaTbl. KONNEKTUBHAA KPUTUKA
W OTKPLITOCTb B OOCY}KAEHUM PE3YNLTATOB YCUIUBAOT HaLEKHOCTb
MccnenoBaHUiA M CNocobCTBYHOT CO34aHUI0 Bonee NHKI3MBHOM Ha-
YYHOW cpesbl.

Takum 06pasom, NyTb K NOA/MHHON OOBEKTUBHOCTU B HayKe
HenpocT U MHorocnoeH. OH TpebyeT oT nccieaoBaTeneit He TONbKO
NPodeccMoHanbHbIX 3HAHWI U HaBbIKOB, HO M TOTOBHOCTM K CAMOKPH-
TVKE, @ TaKXKe K AManory ¢ Koaneramu. /Inib Npu TakMX YCA0BUAX,
BO3MOHO A0CTMYb HoNee TOYHOTo U BECNPUCTPACTHOTO OTPAXKEHUA
[eNCTBUTENbHOCTM B Hay4HbIX BbiBOAAX [6]. OBbEKTUBHOCTL MMeeT
KNOUEBOE 3HaYeHWe ANsA UCCNeaoBaHuit peakux 3abonesaHnii, Tak
KaK NPOrpecc 1 yay4yleHue 3HaHWii B 3TOM HanpaBAeHUM HanpAMyto
3aBUCAT OT TaKUX MUcCnegoBaHuin. OHa UrpaeT CyLlecTBEHHYIO POsb
B PA3BMTHUM HAYYHOTO MbILWIEHUA U BHECEHUM HOBbBIX OOBEKTUBHbIX
[LaHHbIX, NONE3HbIX AR U3YYEHUA pelKux 3abonesaHuii [25].

CBA3b MEXKAY 3TMKOM U OBBEKTUBHOCTBIO YETKO BbIpaXKEHa B
KOHLeNuUMM MopasibHOM 06BEKTUBHOCTU, MpeanoxeHHo Amanda
Roth B 2012 roay. A. Roth onpegenseT mopanbHyt0 06bEKTUBHOCTb
KaK OelCTBME, KOTOPOE ABAAEGTCA MOPA/IbHO MPaBU/IbHLIM ANA Ye-
/I0BEKa B AaHHbIA MOMEHT BPeMEeHU (MPUHUMAA MPUHLMUM STUKK
KaHTa). 3Tnyeckan 06beKTUBHOCTb, MPUMEHAEMan K HayyHOMY Npo-
Lieccy, No3sonneT 0bbiYHbIM NOAAM W NPEACTaBUTENAM 06LLEeCTBEH-
HOCTM OL,eHMBATb NONE3HOCTb 1 06OCHOBAHHOCTb KaK NpoLiecca, Tak
W pe3ynbTaToB, NPW3HaBas U KPUTUKYA LLEHHOCTHbIE 3/1eMEHTbI UC-
cnesfoBaHuUiM.

OKasaHMe NOMOLM NaLUeHTaM C pegKumu

3aboneBaHuamu

AYTOMMMYHHble 60/M1e3HN paHblue BCTPEYaNNCb [OBOJIbHO
peaKo, HO HOBble ANUAEMMUONOTMYECKMe UCCNef0BAHUA NMOKa3blBa-
10T, YTO OHM 3aTparmsatoT 3-5% HaceneHua. CywecTsyet okono 100
Pa3/IMYHbIX aYyTOMMMYHHbIX 3a60/1eBaHMI, HEKOTOPbIE U3 HUX NOopa-
JKatoT onpeaenéHHble OpraHbl, KaK, Hanpumep, NepBUYHbIA Buanap-
HbI LMPPO3, 3 Apyr1e ABAAIOTCA CUCTEMHbIMM, 3aTparvBaloWUmMm
MHOMECTBO OPraHOB, TaKMe KaK CMCTEMHAA KpPacHasa BONYAHKA M
cuHapom SAPHO. 3a nocnegHue aecatb eT, baaroaaps coBpemMeH-
HbIM MOIEKYNAPHO-MMMYHONOTUYECKUM METOAAM WM KANMHUYECKUM
UCCNen0BaHNAM, OCHOBAHHbIM Ha A0OKa3aTeNbHOW MeauumnHe, bbian
[OCTUTHYTbI 3HAYUTE/IbHbIE YCMEXU B AMArHOCTUKE U Knaccuduka-
LMK 3TUX 3abonesaHmin [26].

BONbWMHCTBO ayTOMMMYHHbIX 60N€3HEN MOAUrEHHO W pas-
BMBAETCA He M3-3a OAHOrO reHa, @ M3-3a MHOXKECTBA FeHeTUYeCKUX
¢dakTopoB. YT0ObI NOHATL NPEAPACNONOKEHHOCTb KOHKPETHOrO Ye-
NOBEKa K ayTOMMMYHHbIM 3a60/1€BaHMAM, HEOOXOAMMO ONpeaenunTb
cneumnduyeckme dakTopbl OKpyKatoLel cpeapl. OfHaKo BbifBAEHME
061WmMx GaKTOPOB PUCKA OCTAETCA CI0KHbIM, TaK Kak TOJIbKO OFpaHu-
YyeHHoe yncno GaKTopoB YETKO accoummpyeTcsa ¢ 3TMMKM 3abonesa-
HUAMM. K Takum daKkTopam OKpy:KatoLLen cpesbl OTHOCATCA AWETa,
MUKPOB6KOTa, MHOEKLMOHHbIE areHTbl, TabauHbli AbIM, MEAUKAMEH-
Tbl, TOPMOHbI, TAXKENbIE META/N/bl U IK30reHHble BeLLecTBa, Takne
KaK BaKUMHbI [27].

Mpepnaranncb pasnunyHble MHOEKLMOHHbIE areHTbl, Kak BO3-
MOXKHble (aKTOpbl, BAMAIOLME Ha AyTOMMMYyHHble 3abonesaHus,
BK/IOYAA TPAMMONIOXKUTE/IbHbIE U TpaMoTpuLaTeNbHble BakTepuu,
Zpyr1e MUKpOOpraHu3mbl (BUpYC NPOCTOro repreca, BUPYC MbILMHBIX
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lecular and immunological techniques, as well as evidence-based
clinical research [26].

Most autoimmune diseases are polygenic, meaning they are
caused by multiple genetic factors rather than a single gene. To
understand an individual's susceptibility, it is necessary to identify
specific environmental influences. However, pinpointing general
risk factors remains challenging because only a limited number
of factors are clearly linked to these diseases. These environmen-
tal factors include diet, microbiota, infectious agents, tobacco
smoke, medications, hormones, heavy metals, and external sub-
stances like vaccines [27].

Several infectious agents have been proposed as potential
contributors to autoimmune diseases, including both gram-positive
and gram-negative bacteria, other microorganisms (such as herpes
simplex virus, murine tumor virus, and cytomegalovirus), parasites
(like trypanosomes and Ascaridia galli), and yeasts (Saccharomyces
cerevisiae). Perhaps more significant than the presence of specific
pathogens is the idea that environmental pollution levels may in-
fluence susceptibility to autoimmunity. This concept, known as the
hygiene hypothesis, was initially introduced in 1989 by Strachan
(1989). The rise in autoimmune diseases in Western societies was
thought to partly result from a decrease in exposure to infections
and improvements in hygiene [28].

Immunologists have long explored the philosophical foun-
dations of immunology, shedding light on the nature of research
in this biomedical field. To highlight the cultural link between
immunology and philosophy, the renowned Australian physician
M. Burnett noted in 1965 that "Immunology has always seemed
to me more a problem in philosophy than in practical science"
[29].

Many notable immunologists, such as I. Metchnikov, H. Zins-
ser, P. Medawar, D. Edelman, and D. Salk, were known for their
humanistic perspectives. Besides laboratory research, they en-
gaged in philosophical discussions about fundamental questions
concerning the nature of life, the process of acquiring knowledge,
the limits of scientific research, the human condition, and related
topics. Over time, a significant exchange of ideas has occurred be-
tween philosophy and immunology [30].

Primary chronic osteomyelitis (PCO), affecting children, is
considered one of the rare non-bacterial immunological diseas-
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onyxoneW U UMTOMeraaoBupyc), napasuTbl (TprnaHocombl U Ascaridia
Galli) v ppoxxu (Saccharomyces cerevisiae). BepoatHo, 6onee Bax-
HbIM, YEM Ha/IMYMe KOHKPETHbIX BO3OYyAUTeNel, ABAAETCA KOHLENLUWS,
4TO YYBCTBUTENBHOCTb K QyTOMMMYHWUTETY MOMKET 3aBUCETb OT YPOBHA
3arpA3HEeHUsA OKPYXKatoLLEN cpeapl. ITa TeOPUA U3BECTHA KaK «rUrue-
HMYecKan runotesay, snepsble npegnoxeHHaa 1. CrpayaHom B 1989
rogly. CuMTanoch, YTO POCT YMCAA AYyTOMMMYHHbIX 3aboneBaHui B 3a-
naZiHoOM 06LLeCcTBE YaCTUYHO OOBACHAETCA YMEHbLUEHWEM MOABEP-
KEHHOCTU MHOEKLMAM U YYUYLIEHUAMM B rUrMeHe [28].

MimmyHonorn gasHo M3yyatoT GUAoCoPcKkmMe 0CHOBbI MMMYHO-
NOrMK, NPONINBAA CBET Ha CYLLLHOCTb UCCNeA0BaHNUIA B 3TOM bromean-
LIMHCKOM 061acTu. [InA aKLLEHTUPOBAHWA KYNbTYPHOM CBA3WN MEXAY
MMMYyHONOrMein n dunocodueit U3BeCTHbIN aBCTPAAUIACKKIA Bpay M.
BepHeTT nucan B 1965 roay, 4To «MMMYHONOTMA BCEraa Kasanach 60-
nee 3agauei punocodun, Yem dpakTyeckol Haykm» [29].

MHorme n3BeCTHble UMMYHOOTK, Takue, Kak U. MeuHunkos,
X. UmnHccep, M. Megasap, [. daenbmat, a Takxke . Conk 6bian us-
BECTHbI CBOMMM TYMAHUCTUYECKMMU B3IAAaMKU. Nommumo nabopa-
TOPHbIX MCCAeA0BaHWM, OHM obcyKaanu dunocodckmne BONPOCHI,
Kacalolmeca TakmMx Tem, Kak OCHOBHaA MPUPOAa XM3HW, npouecc
NONYYEHUA 3HAHWUM, OrPAHUYEHWUSA HAYYHbIX MUCCNEeA0BaHWIA, Nono-
KEHWE YesoBeKa M Apyrue CBA3aHHble C 3TUM npobiembl. Takum
06pa3oMm, Ha NPOTAXKEHUM AONTOTO BPEMEHM MeXKay punocodmeit n
MMMYHONIOFMEN CYLLECTBOBA/ 3HAYMTENbHDBIW A4BYCTOPOHHUIA 0BOMeH
naesmu [30].

MepBUYHbIN XPOHMYECKMii ocTeommennt (MXO0), nopakatowmii
[eTell, CYNTAeTCA OAHUM U3 pefKuX HebaKTepuanbHbIX UMMYHO-
NOTUYeCKMX 3ab0neBaHWi. MPUYMHBI 3TOTO COCTOAHMA OCTaOTCA
HeobObACHUMbIMM HayKoK, NnTepaTypoit n dunocoduei. B TeyeHune
MHOTUX IET €AMHCTBEHHBIM METOAOM /leYeHUs 3Toro 3aboseBaHus
6bl10 0bneryeHMe CUMMNTOMOB C UCMO/b30BAaHUEM HECTEPOUAHbIX
NPOTMBOBOCMANUTENbHbIX NpenapaTtos (HMBM) B KauyecTBe nepsoit
JNIMHUKN NeYeHns C NOoCNeaytoLeit CTEPOMAHON Tepanuen, Xupypru-
YECKMM BMeLLaTeNIbCTBOM U aHTUOMOTUKamMK. HefaBHO y4éHble 06-
HapyXWaK, 4To npenapaTbl MOHOK/NIOHA/bHbBIX aHTUTES, TaKMe Kak
ZeHocymab, mMoryT 3amMeannTb NPOrpeccupoBaHue 3aboneBaHusa u
NPOAAWUTb NEPUOAbI MEXAY peunansamm [|§1].

MXO TaKkke MOXKET bbITb CBA3AH C APYrUMMU ayTOUMMYHHbBIMU
COCTOAHUAMM, TaKUMM Kak cuHapom Magxuaa, cuHgpom SAPHO
(cMHOBMT, akHe, NycTynés, rMNepocTo3 U OCTUT), KOTOPbIN MHOrAA
CYMTalOT B3pOCA0N (GOPMOIN XPOHUYECKOTO PeLvAUBUPYIOLLETO
MyNbTUOKANBbHOTO OCTEOMMENNTA, HOBEHUNBHOTO XPOHUYECKOTOo
OCTEOMMUENINTA HUKHEW YeNOCTU, @ TaKXKe OCTEOMMUENUTa € Nposun-
depatmBHbIM nepuocTuTom (octeommenut Garre). Octeomuenut
Fappe 6b11 onucaH B 1893 rogy wseiuapckum xupyprom K. Mappe,
KOTOpbIi COOBLMA O TUME OCTEOMMENNTA, KIMHUYECKM XapaKTe-
PU3YIOLLEMCA YBEIMYEHMEM U YTO/LLEHUEM KOCTU 63 HarHoeHus,
CeKBecTpauum unmn obpasosaHua ceuwielt [32].

YunTbiBanA PesKoCTb U CepPbE3HOCTb 3TOT0 COCTOAHMA, a TaKKe
OTCYTCTBME CMeLManv3MpPOBaHHbIX UCCNef0BaHWI B 3TOW chepe, to-
601 HEBEPHBbIV AMArHO3 3TOrO HeAyra MOXKET NPUBECTU K HA3HAUYEHMIO
HeafeKBaTHbIX TepaneBTUYECKMX BMeLaTenbCTs. Mo faHHbIM HeKoTo-
pbiX aBTOPOB, CpeAHee BPeMA MOCTAHOBKM NPaBUbHOTO AMarHosa
cocTasnaeT 15 mecAues. ITo CBA3aHO C TeM, YTO AMArHO3 CTaBMTCA
NyTEM UCKNOUYeHUA Apyrux 3a60n1eBaHUA U PACCMOTPEHUA BCEX KAU-
HUYECKMX, PEHTTEHONOTMYECKMX U TaBOPaTOPHBIX AaHHbIX [33].

3AKNIOYEHUE

Ha npoTAXeHMM MHOTrMX BEKOB M3BecTHelwue puaocodbl u
YY€EHble, Takne Kak Mnnokpat, AsuueHHa, W. Masnos, P. lekapT u

es. The causes of this condition remain unexplained by science,
literature, and philosophy. For many years, treatment centered
on symptom relief with non-steroidal anti-inflammatory drugs
(NSAIDs) as the first-line treatment, followed by steroids, surgery,
and antibiotics. Recently, scientists have discovered that mono-
clonal antibody drugs, such as denosumab, can slow disease pro-
gression and prolong periods between relapses [31].

PCO may also be linked to other autoimmune conditions,
such as Majeed syndrome and SAPHO syndrome (Synovitis,
Acne, Pustulosis, Hyperostosis, and Osteitis), often considered an
adult form of chronic recurrent multifocal osteomyelitis, juvenile
chronic osteomyelitis of the mandible, and osteomyelitis with
proliferative periostitis (Garre's osteomyelitis). Garre's osteomy-
elitis was first described in 1893 by Swiss surgeon C. Garre, who
noted a type of osteomyelitis characterized by bone enlargement
and thickening without suppuration, sequestration, or fistula for-
mation [32].

Given the rarity and severity of this condition, along with
limited research, misdiagnosis can lead to inappropriate treat-
ment. Some experts estimate that it takes about 15 months, on
average, to establish an accurate diagnosis. This is because diag-
nosis relies on excluding other diseases and considering all clini-
cal, radiological, and laboratory data [33].

CONCLUSION

For centuries, renowned philosophers and scientists such
as Hippocrates, Avicenna, I.P. Pavlov, and R. Descartes have em-
phasized the relationship between the mind and the body. They
have argued that the well-being of one inevitably affects the oth-
er, believing that a person's mental state can significantly influ-
ence treatment outcomes. This connection is especially evident
in children with rare diseases, as the lack of data on these con-
ditions often leads to delays in necessary medical interventions.
Therefore, providing psychological support is crucial in the care
of these patients.

Rare diseases present significant challenges for individu-
als and society, particularly for the parents and children affect-
ed. Misdiagnosis can lead to delays in treatment, adding physi-
cal, mental, and financial burdens to patients and their families.
One example of a rare disease is PCO. Due to its rarity, there is
a persistent lack of extensive research on this disease, with only
a small number of case reports in the literature. Each report re-
quires different diagnostic and therapeutic approaches.

Clinical trials involving rare diseases must adhere to ethical
standards, ensure scientific rigor in their conclusions, and care-
fully assess the associated risks and benefits. Such trials require
prior approval from both the ethical committees and the legal
guardians of the children involved.
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Apyrve, Noa4épK1BanM B3aMMOCBA3b MEXAy CO3HAHWEM U TENOM.
OHu yTBEPXKAANM, YTO BAarononyyne ogHOro HensbeKHo BAMAET Ha
[PYroe, CYWTasn, YTo MCUXMYECKOE COCTOSIHME MOMKET CyLLEeCTBEHHO
BO3ZEMCTBOBATb Ha Pe3ynbTaTbl SIEYEHWUS. TO BAMUAHME OCOBEHHO
BbIPAKEHO Y feTel C peaKkMmu 3ab0neBaHUAMM, YUUTbIBAA CNOK-
HOCTM, CBA3aHHble C HEXBATKOM AaHHbIX 06 3TWUX COCTOAHMAX, YTO
4acTo NPUBOAMT K 3a[€PXKKe OnNpeaenéHHbIX MeaNLMHCKUX BMeLLa-
TenbcTB. M03TOMy NCUMXONOTMYEcKan NOAAEPIKKa MMeeT nepBocTe-
NeHHOe 3HaYeHMe NPK yXoAe 3a TaKUMU NaLMEHTaMK.

Peakve 3aboneBaHua CO34at0T 3HAUMTENbHbIE TPYAHOCTU KaK
[ONA OTAENbHbIX NoAeN, Tak U ana obuiectsa B LEAOM, 0COBEHHO
ANA poauTenei u aeteil, CTpPajaloLWwmx oT Takux bonesHei. OWNOKM
B AMArHOCTMKE MOTYT Bbi3BaTb 3a[EPXKKY /leUeHus, yTaxenas ou-

3U4EeCKOe, NCUXMYECKoe 1 duHaHCoBOEe bpems AnA NaLMEHTOB U UX
cemeit. Mpumepom pearoro 3abonesanus asasetca MXO. MpuHumas
BO BHUMaHUWe ero peKoCTb, HELOCTAaTOK OBLUIMPHBIX UCCNef0BaHUI
Mo 3ToMy 3a60/1€BaHMIO COXPAHAETCA, U B IMTEPATYPE ONMCAHO NLLb
Masioe YMCNO KAMHWUYECKUX CYYaEeB, KaxAabl U3 KOTOPbIX Npeamno-
naraeT pas/iMyHble AUArHOCTUYECKME U TepaneBTUYECKME NOAXOAbI.

KAnHuueckne nccnefoBaHus, CBA3aHHbIE ¢ peAKumu 3abone-
BaHWUAMM, LLO/IKHbI COOTBETCTBOBATb STUYECKMM HOPMaMm, obecneyu-
BaTb HayYHYH CTPOroCTb BbIBOLOB M TLLATENbHO OLLEHUBATb PUCKK
¥ Bbiroapl. NpoBeaeHMe Takux WUccnefoBaHuiA TpebyeT npeasapu-
TeNbHOrO 0A06pPeHUA ITUYECKUX KOMUTETOB M 3aKOHHbIX OMEKYHOB
neten.
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