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Introduction. Chronic diffuse liver diseases (CDLD), including non-alcoholic and metabolically associated
fatty liver disease (MAFLD), remain the leading cause of liver failure, cirrhosis, and hepatocellular carcinoma.
The increasing incidence of these diseases requires not only effective clinical approaches but also systematic
patient monitoring.

Aim. To study the role of medical registries in monitoring, diagnosing, and treating patients with chronic
diffuse liver diseases, and to evaluate international experience in this area.

Materials and methods. A review of domestic and international sources was conducted, including
clinical guidelines (AASLD, EASL, KASL), epidemiological studies, and descriptions of the functioning of large
registries (TARGET-LD, Global Liver Registry, DELIVER, MAFLD Registry, PBC Registry). A literature search
was conducted for the period from 2018 to 2025 in international scientific databases: PubMed/MEDLINE,
Cochrane Library, ScienceDirect, as well as in the Wiley, Springer, Elsevier, and Karger online libraries and on
the official websites of relevant organizations (EASL, AASLD, KASL, WHO).

Results and discussion. Registers provide centralized data collection on patients with chronic kidney
disease, facilitate standardized diagnostics, assess treatment effectiveness, stratify risks, and generate an
evidence base for clinical decisions. International experience demonstrates the significant importance of such
systems for developing national healthcare strategies. However, the lack of uniform standards and funding
are particularly acute in resource-limited countries, leading to data fragmentation and the impossibility of
conducting comparable studies.

Conclusion. The creation of national registries of patients with chronic diffuse liver disease in Kazakhstan
and other CIS countries will significantly improve the quality of medical care, ensure a multidisciplinary
approach, and increase the effectiveness of diagnosis and treatment at all stages.
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INTRODUCTION.

Chronic diffuse liver diseases (CDLD) are a
growing global health problem. Their pathogenesis
involves persistent inflammation, destruction, and
regeneration of the liver parenchyma, leading to
fibrosis, cirrhosis, and, ultimately, liver failure. These
diseases encompass a wide range of pathologies,
from chronic viral hepatitis, alcoholic and metabolically
associated fatty liver disease, to autoimmune and
metabolic disorders [1, 21].

The liver performs key metabolic, detoxifying,
and immune functions. Its parenchymal cells
(hepatocytes) as well as nonparenchymal elements
(stellate cells, sinusoidal endothelial cells, Kupffer
cells, etc.) interact in a complex cellular network,
ensuring the body’s homeostasis [2]. Damage to
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these systems leads to systemic consequences,
including cardiovascular, endocrine, and oncological
complications.

The epidemiological significance of CDLD is
confirmed by global mortality data: approximately
2 million people die annually from liver diseases,
including cirrhosis, liver cancer, and complicated
forms of hepatitis. For example, in 2019, cirrhosis
and other liver diseases caused 1.26 million deaths,
and liver cancer caused 830,000 cases [2, 10, 20].
The main causes of disease progression remain
alcohol abuse, chronic viral infections (HBV, HCV),
and metabolic disorders, especially metabolically
associated fatty liver disease (MAFLD) and its
advanced form, steatohepatitis [1].

Metabolically associated fatty liver disease
(MAFLD) has acquired particular significance as a

33



O030pbI JIMTEpPATYPbI

clinical and social phenomenon. Current research
shows that its prevalence reaches 25-30% among
the adult population worldwide, and in some countries
exceeds 40% [3]. This disease is closely associated
with epidemics of obesity, type 2 diabetes mellitus,
metabolic syndrome, as well as a sedentary lifestyle
and a high-calorie diet [4, 21]. Despite the scale of
the problem, patient awareness of the disease is
extremely low: less than 5% of patients are aware of
their diagnosis, which contrasts sharply with the level
of awareness for viral hepatitis [3].

In addition to epidemiological issues, diagnosis
and assessment of the severity of chronic liver
disease pose significant challenges. Although liver
biopsy remains the «gold standardy, its invasiveness,
cost, and lack of repeatability limit its practical use.

Therefore, noninvasive methods for assessing
fibrosis are being actively developed, including
elastography, serological indices (FIB-4, NFS,

ELF), and MR elastography imaging [5]. However,
even these methods have limitations in sensitivity,
particularly when differentiating fibrosis stages and
the presence of inflammatory processes.

In addition to diagnostics, maintaining registries
and systematically recording patients is becoming
an important approach to combating chronic kidney
disease. Registries are databases containing
standardized patient information, including clinical,
laboratory, imaging, and demographic parameters.
They play a key role in studying epidemiology,
prognostication, monitoring the course of the disease,
assessing treatment effectiveness, planning medical
care, and shaping health policy [2, 20].

Examples of international initiatives include
large registries such as TARGET-Liver Disease
(USA), the Global Liver Registry, the MAFLD
Registry, and the R-LIVER Registry. These systems
collect data from hundreds of thousands of patients,
enabling long-term monitoring, forecasting, and
informed adjustments to clinical guidelines [3, 4].

In Kazakhstan and other post-Soviet countries,
similar registration systems either do not exist or
operate with limited coverage and resources. This
significantly complicates the objective assessment
of disease prevalence and severity, the identification
of risk factors, and timely intervention. Furthermore,
the lack of registries hinders scientific research,
the development of national guidelines, and the
implementation of modern treatment standards. For
example, patients with chronic liver disease (CDLD)
often suffer from nutritional deficiencies, including
both underweight and latent sarcopenia associated
with obesity, which is only detected through
comprehensive anthropometric and laboratory
assessment [6].

An additional argument in favor of maintaining
registries is the fact that the effectiveness of non-
pharmacological interventions, including lifestyle
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modification, has been confirmed by numerous
international societies (AASLD, EASL, KASL, AACE).
These include weight loss of 210%, limiting sugars
and saturated fats, and increasing physical activity
to 150 — 300 minutes per week, which can reverse
steatohepatitis and even fibrosis [7].

The need for an interdisciplinary approach
should also be noted. Given the multisystem nature
of CDLD and its close association with metabolic
and cardiovascular pathologies, the participation
of general practitioners, gastroenterologists,
endocrinologists, nutritionists, and physical
rehabilitation specialists should be coordinated.
Registries allow for the development of a system of
interaction in which each case is accompanied by
comprehensive information, ensuring a personalized
and evidence-based approach to therapy [3].

Thus, chronic diffuse liver diseases are not
only a medical problem but also an organizational
and social one, requiring a systematic approach
based on data, innovative diagnostic methods, and
effective interdisciplinary coordination. The creation
and development of chronic diffuse liver diseases
registries in Kazakhstan is a strategic direction for
improving the quality and longevity of life for patients.

MATERIALS AND METHODS

A review of domestic and international
sources was conducted, including clinical guidelines
(AASLD, EASL, KASL), epidemiological studies,
and descriptions of the functioning of large registries
(TARGET-LD, Global Liver Registry, DELIVER,
MAFLD Registry, PBC Registry). A literature search
was conducted for the period from 2018 to 2025 in
international scientific databases: PubMed/MEDLINE,
Cochrane Library, ScienceDirect, as well as in the
Wiley, Springer, Elsevier, and Karger online libraries
and on the official websites of relevant organizations
(EASL, AASLD, KASL, WHO).

RESULTS

Today, patient registries are one of the key
tools for systematizing data on chronic diffuse liver
diseases (CDLD). They not only accumulate clinical
and epidemiological data but also evaluate treatment
effectiveness, predict outcomes, and develop
personalized approaches to patient care. Below are
the most significant international and local CDLD
registries, with an emphasis on their structure, scope,
objectives, and potential clinical significance.

TARGET-Liver Disease (TARGET-LD)

TARGET-LD is a prospective, multicenter,
observational registry of patients with various forms of
fatty liver disease, including metabolically associated
fatty liver disease (MAFLD), autoimmune diseases,
and viral diseases. The project collects real-world
data from outpatients and inpatients, spanning more
than 80 institutions in the United States [8]. The
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registry model allows for the analysis of long-term
outcomes, risk stratification, and the study of the
effects of medications, including new molecules and
treatment regimens.

A key feature of TARGET-LD is the integration
of biological samples and electronic medical record
data. This enables the combination of clinical and
molecular biological data, forming the basis for
precision medicine in fatty liver disease.

European MAFLD Registry

The European MAFLD Registry is a large-scale
international study involving more than 20 countries
and dozens of clinical centers, aimed at studying the
natural history of non-alcoholic fatty liver disease and
validating biomarkers [9]. Patients are enrolled as
part of LITMUS (Liver Investigation: Testing Marker
Utility in Steatohepatitis), an initiative funded by the
European Union.

ENR includes bioresources, clinical data,
laboratory and morphological parameters, and
lifestyle information. This allows for the analysis of
the transition from simple steatosis to steatohepatitis
(MASH) and further to fibrosis and cirrhosis. This
database has become the foundation for numerous
studies in the fields of biomarkers, therapy, and risk
stratification.

DELIVER (Sweden)

The DELIVER (Decoding the Epidemiology of
Liver Disease in Sweden) cohort project was created
based on national Swedish registries, combining data
from over 300,000 patients diagnosed with chronic
liver disease between 1964 and 2016 [16]. Using a
unique personal identification number (PIN), Swedish
researchers were able to link data from various
national sources: mortality registries, hospitalizations,
medication prescriptions, and laboratory tests.

DELIVER provides a unique opportunity to
evaluate outcomes, risk factors for progression,
treatment effectiveness, and study morbidity and
mortality dynamics. The inclusion of a large number
of patients with viral hepatitis, alcoholic liver disease,
and MAFLD allows for cross-disease comparative
analysis.

PBC Registry (UK)

The local registry for patients with primary biliary
cholangitis (PBC), run by the NHS (National Health
Service) at St. Mark’s Hospital in London, exemplifies
a comprehensive approach to monitoring rare forms
of CDLD [11]. The registry covers diagnosis, quality
of life (HRQoL), complications, treatment use, and
survival. Plans are underway to expand to other
clinics in the UK.

An important element is the implementation
of validated questionnaires, such as the PBC-10, to
assess patients’ symptoms and quality of life. Registry
data is used both for research purposes and to assess
the quality of medical care, thereby contributing to the
development of treatment standards for PBC.
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Registries in Central and Eastern Europe

A literature review shows that the development
of CDLD registries in Eastern European countries is
in the early stages. However, certain initiatives—for
example, the construction of a MAFLD patient registry
in Romania — aim to develop a unified approach to
collecting data on disease prevalence, phenotypes,
and treatment response [9].

There are proposals to include patients’ nutritional
status in such registries, given its significant impact on
outcomes in CDLD [6]. Furthermore, lifestyle factors,
including diet and physical activity, are considered as
key modifiers of MAFLD progression [7].

Registering patients with chronic diffuse liver
disease is a crucial tool in the healthcare system,
enabling the integration of clinical, laboratory,
behavioral, and prognostic parameters. International
examples such as TARGET-LD, ENR, and DELIVER
demonstrate the high effectiveness of such systems
for scientific, diagnostic, and management purposes.
Their adaptation and development at the national
level, including in the CIS countries, is a pressing
issue for improving the quality of care for patients
with chronic liver disease. Barriers to the creation and
development of chronic diffuse liver disease registries
include the lack of existing registries, incomplete and
heterogeneous data, insufficient funding, and a lack
of standards. Overcoming these challenges requires
coordinated efforts at the national and international
levels, the implementation of new technologies, and
consideration of sociodemographic characteristics.

DISCUSSION

Many countries lack national or regional
registries of CVD, which complicates the collection of
data on prevalence, outcomes, and risk factors [12,
16]. Even in countries with developed health systems,
establishing registries requires the integration of
disparate data sources and significant organizational
efforts [16].

Incomplete data

Even when registries exist, data are often
incomplete, with a lack of standardized clinical and
laboratory parameters, as well as differences in
diagnosis coding [14, 15, 17]. This complicates the
conduct of comparable studies and meta-analyses.

Funding and resources

Creating and maintaining registries requires
significant financial and human resources. Lack of
funding limits the scale, quality, and sustainability of
registries, particularly in resource-limited countries
[14, 16].

Data standardization

The lack of uniform standards for collecting,
classifying, and analyzing data on chronic kidney
disease hinders the exchange of information between
countries and regions and complicates the conduct of
multicenter studies [14, 15,1 7].
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Table 1 — Comparison of key studies on barriers to CDLD registries

Paper Country/Region Registry Description Key Barriers
(Hagstrom et al., Sweden DELIVER: National CDLD | Data Integration, Standardization,
2022) Registry Resources
(Kardashian et al., USA Review of Disparities in Lack of data on minorities, lack of
2022) CDLD registries
(Ba-Ssalamah et International International Role of MRI No consensus on parameters,
al., 2017) in CDLD Assessmen standardization
(Taouli & Alves, , . . Limitations of methods,
2020) International Biomarkers and Imaging standardization
(Ghadimi et al., . Current Visualization Limitations of noninvasive methods,
2020) International Methods standardization

The lack of registries, incomplete and follow-up, especially in the early stages, leading to

heterogeneous data, and a lack of funding and
standardization  significantly limit opportunities
for epidemiological research and improvement of
clinical practice in CDH [12, 14, 15, 16, 17]. Even in
countries with successful examples (e.g., DELIVER
in Sweden), the establishment of registries requires
significant efforts to integrate data and standardize
processes [16]. The lack of uniform standards and
lack of funding are particularly acute in countries with
limited resources, leading to data fragmentation and
the impossibility of conducting comparable studies
[12, 14].

At the same time, the development of new
technologies (e.g., machine learning, automation
of data collection) and international collaboration
can help overcome these barriers [13, 14]. It is also
important to consider social and ethnic aspects, as the
lack of data on certain population groups exacerbates
inequalities in health care [12].

CONCLUSIONS

Chronic diffuse liver diseases (CDLD), inclu-
ding non-alcoholic and metabolically associated fatty
liver disease (MAFLD), chronic hepatitis, fibrosis and
cirrhosis, are a significant medical and social problem
worldwide, characterized by a steady increase in
morbidity, high mortality and high healthcare costs
[1, 2].

Epidemiological trends indicate that the
prevalence of CDLD, particularly MAFLD, continues
to increase, with advanced stages of the disease,
including cirrhosis and hepatocellular carcinoma,
frequently being diagnosed. The main risk factors
remain obesity, insulin resistance, type 2 diabetes
mellitus, low physical activity, and poor nutritional
status [6, 7].

Despite the development of guidelines (EASL,
AASLD, KASL), the implementation of modern non-
invasive fibrosis diagnostic methods and a systematic
approach to treating patients with CDLD remains
limited in most countries [3, 4]. A large proportion
of patients remain outside the scope of specialized

36

missed opportunities for early intervention.

An analysis of international experience in
creating registries for chronic liver disease (CLD)
demonstrates the high clinical and scientific
effectiveness of such systems. The TARGET-
LD (USA), European MAFLD Registry (EU), and
DELIVER (Sweden), as well as local initiatives for
PBC (UK) and MAFLD (Romania), demonstrate that
centralized collection of standardized data allows
not only for monitoring disease progression but also
for optimizing treatment, predicting outcomes, and
guiding clinical decisions based on real-world data [8,
9, 10, 11].

An additional value of registries is the ability
to include parameters characterizing quality of life
(HRQolL), nutritional status, physical activity, and
behavioral factors, which is particularly important for
MAFLD and other metabolic forms of liver disease [7,
11, 19]. This approach facilitates the implementation
of personalized medicine principles.

Given the above, the implementation of
national registries for hepatitis C in the CIS countries,
including Kazakhstan, is a priority. This will allow for
the systematization of patient data, the establishment
of multidisciplinary collaboration, the standardization
oftreatmentroutes, improved treatment effectiveness,
and the informed development of national hepatology
strategies.
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BeedeHue. Xponudeckne puddysHble 3aboneBaHus nedeHn (XO3I1), Bkmnoyas HeankoronbHy
XKMPOBYHO OOMne3Hb MeyveHn M meTabonmyecku accouumpoBaHHasi upoBasi 6onesHb nedeHn (MAXKBI),
oCTalTCs Bedylleil NPUYUMHOWM MEYEHOYHOW HegoCTaTOMHOCTW, caxapHoro Avabeta M uMppo3a MedYeHw.
PacTywasa pacnpoctpaHeHHOCTb 3aboneBaHns TpebyeT He TONbKo 3APEKTUBHBIX KITMHUYECKNX MOAXOOO0B,
HO 1 CUCTEMATUYECKOrO BEAEHUS NaLNEHTOB.
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Llenb. N3yuntb ponb MEAWLIMHCKAX PETMCTPOB B MOHUTOPWHIE, ANArHOCTUKE U NIEYEHMN NauMeHTOB C
XPOHUYECKNMM 3a00MNeBaHSIMN NEYEHN, a TaKKe OLEHUTb MEXAyHaPOOHbIN ONbIT B 3TOM 06nacTu.

Mamepuanbi u MmemoOdsi. bbin npoBegeH 0030p OTEYECTBEHHbIX U 3apyOEXHbIX MCTOYHUKOB, BKIIOYast
KnuHndeckne pekomeHgaumm (AASLD, EASL, KASL), anugemuonormyeckme mMccrneqoBaHust U OaHHbIe O
paboTe kpynHbix pernctpoB (TARGET-LD, Global Liver Registry, DELIVER, MAFLD Registry, PBC Registry).
Mownck nutepaTypbl NpoBoauncs 3a nepuog ¢ 2018 no 2025 roag B MexayHapoAaHbIX Hay4YHbIX 6a3ax OaHHbIX:
PUBMED/MEDLINE, Cochrane Library, ScienceDirect, a Takke B anekTpoHHbIx 6Gubnmnotekax Wiley, Springer,
Elsevier, Karger n Ha ocumumanbHbIxX cantax npodunbHbix opraHnsaunn (EASL, AASLD, KASL, BOS3).

Pe3synbsmamel u 06cyx0eHue. Pernctpbl 06ecnevmBatoT LEHTPanM30BaHHbIN COOp AaHHbIX O NaumMeHTax
¢ X[3I1, cnocobeTBys cTaHAapTM3auun ANarHOCTUKK, oueHke 3dEKTUBHOCTU NedeHust, cTpaTtudukaumnm
pvcka 1 OpPMMPOBaHMIO fOKa3aTeNbHOM 6a3bl ANA MPUHATUSA KIMMHUYECKUX peLleHnid. MexayHapoaHbIi onbIT
nokasblBaeT 00NbLUYyI0 BaXHOCTb TAKUX CUCTEM 41151 pa3paboTKM HaLMOHaNbHbIX CTPATErnin 30paBoOXpaHEeHNs.
OpHako OTCyTCTBME €OUHbIX CTaHAApPTOB M He4OCTaTouHOe (PMHAHCMPOBaHNE 0COBEHHO OCTPO OLLYLLIaEeTCs
B CTpaHax C OrpaHW4YeHHbIMM pecypcamu, YTO MPMBOAMT K dpparMeHTauuu AaHHbIX U HEBO3MOXHOCTM
NpOBeAEHNsT aHaNoOrMYHbIX UCCreg0BaHNN.

Bbigodbl. Co3gaHne HaumoHanbHbIX pernctpoB nauneHtoB ¢ XBI1 B KazaxctaHe n gpyrnx ctpaHax
CHI no3BonuT 3HaYMTENbHO YNyYLLUTb Ka4€CTBO MEAMLIMHCKON NOoMOoLLM, obecneuntb NpodeccMoHanbHbIN
noaxon v NoBbICUTb 3EEKTUBHOCTE OUArHOCTUKM U NIEYEHMST Ha BCEX 3Tanax.

Knrouesbie crioga: xpoHudeckne auddy3Hble 3aboneBaHUs MeYeHW; XPOHUYECKUA TrenartuT;
MeTabonMyeckn accoLMMpoBaHHas X1MpoBasi 6onesHb NeYeHn; LMppo3; permcTpbl 3aboneBaHnn nevyeHn
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Koxka AxmeT Acayu aTbiHAafFbl Xanblkaparnblk kasak-Typik yHuBepcuterti (161200, KasakctaH Pecny6nukacesi,
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2Ne2 LUbIMkeHT Kananblk kerncananbl aypyxaHachl (KasakctaH Pecny6nukacsl, LUbIMkeHT K., XKaHaocos k., 52;
e-mail: shgmb17@mail.ru)

*3apuHa WUxTusipkbi3bl AHHaopasoBa — Koxa AxmeT fAcayu aTbiHAafrbl Xanblkapanblk Kasak-Typik
yHuBepcuTeTi; 161200, KasakctaH Pecnybnukacel, TypkictaH k., b. CatrapxaHoB gaHf., 29; e-mail: zarina.
annaorazova@ayu.edu

Kipicrie. BayblpabiH, co3binmanbl anddysabl aypynapbl (BACA), COHbIH iWiHAe anKoronbCi3 >XaHe
MeTabonM3MMeH accouuprieHreH Mawnbl Gayblp aypybl  Gayblp KETKIMKCi3giriHiH, LMppo3ablH, KoHe
renaToLenonsprblk KapLMHOMaHbIH XXeTeKwwi ce6ebi 6onbin kana 6epepni. AypyablH ecyi TUiMAI KNMHUKanbIK
Tocingepai faHa emec, COHbIMEH KaTap nauMeHTTepai XXyneni Typae ecenke anyabl kaxeTt eTeqi.

BepmmeydiH makcambl. BaybipgbiH, co3binmansl Anddysabl aypynapbl 6ap HaykacTapabl Oakbinay,
OvarHocTukanay eHe emaeygeri MeguumHanblK perucTprnepgid, peniH 3epTTey, coHAan-aK ocbl canagarbl
XanblKkapanblk ToxipubeHi 6aranay.

Mamepuandap xoHe odicmep. KnunHukanblk rangnanngapael  (AASLD, EASL, KASL),
anuaemMuonoruanblk 3eptreyrnepai xoHe ipi peructpnepgid (TARGET-LD, Global Liver Registry, DELIVER,
MAFLD Registry, PBC Registry) >xymbIC icTey cunattamacbiH Koca anfanga, oTaHAblK XoHe Xarnblkaparblk
Oepekkesaepre wony xyprisingi. 8aebuettepai isgey 2018-2025 xbingap apanbiFbiiga PubMed/MEDLINE,
Cochrane Library, ScienceDirect xanbikapanblk fbinbIMU OepekkoprapbiHaa, coHpan-ak Wiley, Springer,
Elsevier, Karger anekTpoHabIK KiTanxaHanapbiHaa xoHe 6eniHaik yibimgapabis (EASL, AASLD, KASL, WHO)
pecMmu caiTTapblHAa Xy3ere acbIpbinigbl.

Hemuxenep xoHe mankbinay. Peructpnep BLOCA ©6ap nauuveHTTep Typanbl OepekTepai
opTanbIKTaHAbIPbINFAH XUHAYAbl KaMTamacbl3 eTefi, AMarHoCTWKaHbl CTaHgapTTayFa, emaey TuiMmainiriH
Oaranayfa, Toyekengepai cTpatudmkauusnayFa >XeHe KIVHUKanbIK LWwewimaep ywiH goenengi 6asaHbl
KanblnTacTblpyFa biknan eteqi. Xanblkapanblk Taxipube ynTTbiK AeHCaynblK CakTay cTpaTeryanapbiH a3iprey
YWIiH OcCblHOAW >XyrenepaiH >ofapbl MaHbI3AbUIbIFbIH KepceTeni. Ananga, OGipblHFan cTaHaapTTapAbliH
bornmMaybl XeHe KapXblriaHablpyablH XeTiCneyLwiniri acipece pecypctapbl LUEKTeYIi engepae KatTbl cesineg,
Oyn oepekTepaiH OenweKTeHyiHe XaHe canbiCTbipMarbl 3epTTeynep XypridyaiH MyMKiH eMecTiriHe akenegi.
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KopbimbiHObI. KasakcTanaa xxeHe TMI-HbiH enaepiHae BOCA 6ap nauneHTTepaiH yNTTbIK Tipkenimaepin
KYypy MeauuMHanblk KeMEKTIH canacblH efdsyip XXakcapTyfa, Kencananbl Tocingi kKaMmTamMachbi3 eTyre >KoHe
DapnblK Ke3eHOepae ouarHoCTUKa MeH emaeyaiH TMiMAiniriH apTTeipyFa MyMKiHAiK 6epeai.

Kinm ce30ep: 6aybipablH co3blnmansl Anddy3abl aypynapbl; co3biiMarbl renatnutrep; MeTabonmaMmmeH
accoumprieHreH Mmannbl 6ayblp aypybl; uMppo3s; 6aybip aypynapbl 60bIHLLIA perucTprnep
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