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avtorTa sayuradRebod!

redaqciaSi statiis warmodgenisas saWiroa davicvaT Semdegi wesebi:

 1. statia unda warmoadginoT 2 calad,  rusul an inglisur enebze, dabeWdili 
standartuli furclis 1 gverdze,  3 sm siganis marcxena velisa da striqonebs 
Soris 1,5 intervalis dacviT. gamoyenebuli kompiuteruli Srifti rusul da ing-
lisurenovan teqstebSi - Times New Roman (Кириллица), xolo qarTulenovan teqstSi 
saWiroa gamoviyenoT AcadNusx. Sriftis zoma – 12. statias Tan unda axldes CD 
statiiT. 
 2. statiis moculoba ar unda Seadgendes 10 gverdze naklebs da 20 gverdze mets 
literaturis siis da reziumeebis (inglisur, rusul da qarTul enebze) CaTvliT.
 3. statiaSi saWiroa gaSuqdes: sakiTxis aqtualoba; kvlevis mizani; sakvlevi 
masala da gamoyenebuli meTodebi; miRebuli Sedegebi da maTi gansja. eqsperimen-
tuli xasiaTis statiebis warmodgenisas avtorebma unda miuTiTon saeqsperimento 
cxovelebis saxeoba da raodenoba; gautkivarebisa da daZinebis meTodebi (mwvave 
cdebis pirobebSi).
 4. statias Tan unda axldes reziume inglisur, rusul da qarTul enebze 
aranakleb naxevari gverdis moculobisa (saTauris, avtorebis, dawesebulebis 
miTiTebiT da unda Seicavdes Semdeg ganyofilebebs: mizani, masala da meTodebi, 
Sedegebi da daskvnebi; teqstualuri nawili ar unda iyos 15 striqonze naklebi) 
da sakvanZo sityvebis CamonaTvali (key words).
 5. cxrilebi saWiroa warmoadginoT nabeWdi saxiT. yvela cifruli, Sema-
jamebeli da procentuli monacemebi unda Seesabamebodes teqstSi moyvanils. 
 6. fotosuraTebi unda iyos kontrastuli; suraTebi, naxazebi, diagramebi 
- dasaTaurebuli, danomrili da saTanado adgilas Casmuli. rentgenogramebis 
fotoaslebi warmoadgineT pozitiuri gamosaxulebiT tiff formatSi. mikrofoto-
suraTebis warwerebSi saWiroa miuTiToT okularis an obieqtivis saSualebiT 
gadidebis xarisxi, anaTalebis SeRebvis an impregnaciis meTodi da aRniSnoT su-
raTis zeda da qveda nawilebi.
 7. samamulo avtorebis gvarebi statiaSi aRiniSneba inicialebis TandarTviT, 
ucxourisa – ucxouri transkripciiT.
 8. statias Tan unda axldes avtoris mier gamoyenebuli samamulo da ucxo-
uri Sromebis bibliografiuli sia (bolo 5-8 wlis siRrmiT). anbanuri wyobiT 
warmodgenil bibliografiul siaSi miuTiTeT jer samamulo, Semdeg ucxoeli 
avtorebi (gvari, inicialebi, statiis saTauri, Jurnalis dasaxeleba, gamocemis 
adgili, weli, Jurnalis #, pirveli da bolo gverdebi). monografiis SemTxvevaSi 
miuTiTeT gamocemis weli, adgili da gverdebis saerTo raodenoba. teqstSi 
kvadratul fCxilebSi unda miuTiToT avtoris Sesabamisi N literaturis siis 
mixedviT. mizanSewonilia, rom citirebuli wyaroebis umetesi nawili iyos 5-6 
wlis siRrmis.
 9. statias Tan unda axldes: a) dawesebulebis an samecniero xelmZRvane-
lis wardgineba, damowmebuli xelmoweriTa da beWdiT; b) dargis specialistis 
damowmebuli recenzia, romelSic miTiTebuli iqneba sakiTxis aqtualoba, masalis 
sakmaoba, meTodis sandooba, Sedegebis samecniero-praqtikuli mniSvneloba.
 10. statiis bolos saWiroa yvela avtoris xelmowera, romelTa raodenoba 
ar unda aRematebodes 5-s.
 11. redaqcia itovebs uflebas Seasworos statia. teqstze muSaoba da Se-
jereba xdeba saavtoro originalis mixedviT.
 12. dauSvebelia redaqciaSi iseTi statiis wardgena, romelic dasabeWdad 
wardgenili iyo sxva redaqciaSi an gamoqveynebuli iyo sxva gamocemebSi.

aRniSnuli wesebis darRvevis SemTxvevaSi statiebi ar ganixileba.
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Abstract.
Background: Parents of children with autism spectrum 

disorder (ASD) face unique and ongoing caregiving demands 
that can reduce their quality of life (QoL) across physical, 
social, and psychological spheres.

Objectives: This narrative review consolidates existing 
findings concerning how caring for a child with ASD affects 
parental QoL and identifies actionable strategies to mitigate the 
burden.

Methods: We searched PubMed and Scopus for English-
language studies published from January 2010 to May 2024 
using terms such as “autism”, “caregiver”, and “quality of life”. 
Empirical studies and systematic reviews involving parents 
of children (≤18 years) with ASD were included; abstract 
conferences were excluded.

Results: Twenty-four empirical studies met the inclusion 
criteria; eight additional sources are cited for context. Publications 
consistently reported lower overall and domain‑specific QoL 
scores for parents of children with ASD versus parents of 
typically developing children. Increased caregiver stress, 
reduced social interaction, higher out‑of‑pocket costs, and 
uncoordinated support program services emerged as persistent 
drivers. Interventions that combined psycho‑education, 
behavioural coaching, and sensory‑adapted dental or medical 
environments showed moderate improvements in parental 
mental health and QoL metrics.

Conclusions: Multidisciplinary, family‑centred programmes 
and policies that remove financial and accessibility barriers 
are critical to improving parents’ QoL. Future longitudinal 
and culturally diverse studies must clarify which intervention 
components provide the most significant sustained benefit.

Key words. Autism spectrum disorder, quality of life, 
caregivers, psychoeducation, family-centered care.
Introduction.

Autism Spectrum Disorder (ASD) is a neurodevelopmental 
condition characterized by long-term challenges in social 
engagement, as well as restricted, repetitive patterns of behavior, 
interests, or activities. Prevalence of ASD has been increasing, 
recent data showing that approximately one in 36 children is 
diagnosed with the disorder, emphasizing its significant impact 

on families and society [1].
Caring for a child on the autism spectrum commonly brings 

its own set of challenges for parents. These include managing 
unpredictable behaviours, coping with emotional and 
behavioural difficulties, and addressing the complex needs that 
often accompany ASD, such as comorbid mental or medical 
conditions. The cumulative effect of these demands can result 
in elevated stress levels, caregiver burden, and a reduction in 
overall quality of life (QoL) for parents [2].

Global studies have consistently reported that parents of 
children with ASD experience lower QoL compared to parents 
of typically developing children or those caring for children with 
other disabilities. A child’s unstable state, the need for constant 
supervision, and the emotional burdens linked to navigating 
social and educational systems contribute to chronic stress and 
caregiver burnout [3]. Impact of ASD on family functioning is 
multifaceted; maintaining social relationships is a particular 
challenge, and self-harming or aggressive behaviours in 
children with ASD can further aggravate parental stress, adding 
additional challenges to caregiving [4-5].

Research has highlighted the importance of targeted 
interventions and support systems to mitigate the adverse effects 
of caregiving on parental QoL. Programmes such as TEACCH 
have demonstrated efficacy in enhancing parental self-efficacy, 
reducing stress, and increasing knowledge about ASD and 
effective support strategies [6]. Family-centred interventions 
have also been shown to improve family functioning and coping 
styles. At the same time, the quality of social relationships rather 
than their quantity emerges as a key predictor of QoL for both 
children with ASD and their parents [3,7]. Given these findings, 
holistic, context-sensitive strategies and further research are 
required to understand and support caregiver well-being across 
diverse socio-cultural settings [8-15].

Therefore, this narrative review aims to synthesise the current 
evidence on how caring for a child with ASD influences 
parental quality of life, to identify research gaps, and to outline 
evidence-based support strategies [16-23]. A narrative approach 
was selected because the available studies are methodologically 
heterogeneous, with diverse designs, outcome measures, cultural 
contexts, and intervention types precluding the pooling required 
for a systematic review or meta-analysis. The article first 
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details the search strategy and inclusion criteria, then presents 
results organised by QoL domains, followed by a discussion of 
implications and recommendations for future research [24-33].
Methods.

This article presents a narrative review. We aimed to gather, 
describe, and interpret the available evidence on caregiver 
quality of life rather than to catalogue every study exhaustively 
or to pool effect sizes statistically. We therefore focus on a 
transparent search strategy and thematic synthesis.

Searches were executed on 5 May 2024 in PubMed and Scopus 
for English-language literature published between January 2010 
and May 2024. The identical Boolean expression was used in 
both sources:

("autism" OR "ASD") AND (caregiver OR parent) AND 
("quality of life" OR QoL).

The search returned 256 PubMed records and 308 Scopus 
records. All references were imported into Zotero 6 and 
automatically de-duplicated, with manual verification, which 
removed 86 duplicates. Two reviewers independently screened 
the remaining 478 titles and abstracts; 72 potentially relevant 
articles were retrieved in full text and assessed against the 
inclusion criteria, with disagreements resolved by discussion. 
The study-selection process is summarised in Figure 1.

Twenty-four studies met the criteria and were included in 
the narrative synthesis; eight additional publications are cited 
for contextual background (e.g., prevalence statistics and 
instrument development).

Figure 1. PRISMA-style flow of study selection.

Eligibility criteria:
·	 Population: parents or primary caregivers of children ≤ 

18 years with a clinical diagnosis of Autism Spectrum Disorder.
·	 Study designs: quantitative, qualitative, or mixed-

methods empirical studies and systematic reviews.
·	 Outcome: any caregiver-reported quality-of-life 

measure (generic or ASD-specific).
·	 Exclusions: commentaries, editorials, conference 

abstracts without full text, theses, and papers reporting QoL 
solely from the child’s perspective.
Data extraction and synthesis:

Key characteristics (author, year, country, design, sample 
size, child age, QoL instrument, and main caregiver-focused 

findings) were charted in a structured spreadsheet. Findings 
were grouped under the four World Health Organization QoL 
domains (physical, psychological, social, environmental) and 
woven into an interpretive thematic narrative highlighting 
convergent evidence, methodological gaps, and directions for 
future research.

All material synthesised was previously published and in the 
public domain; therefore, no ethical approval was required.
Results and Discussion.

Twenty-four empirical studies met all inclusion criteria 
and were synthesised thematically. Table 1 summarises 
ten illustrative examples; the remaining fourteen appear in 
Supplementary Table S1.
Psychological burden and stress:

Caregivers showed elevated stress, anxiety and depressive 
symptoms across studies [3,5]. Unmet service needs and 
persistent stress were the strongest global drivers of low QoL 
[3]. Person-centred early-childhood services reduced parental 
strain [2]. In a Malaysian cross-sectional study, child-specific 
behavioural difficulties were the strongest predictors of lower 
parental QoL.
Financial strain:

Out-of-pocket costs, reduced work hours, and unemployment 
correlated with poorer QoL [3,13,18,19]. Psychological support 
partly reduced the impact of economic stress in Jordan [13].
Social isolation and stigma:

Brazilian caregivers described profound isolation and stigma 
[17]. Peer networks and practical help improved well-being 
[18].
Child-related factors:

Greater symptom severity and psychiatric comorbidity predicted 
lower caregiver QoL [4,19]. Conversely, multidisciplinary 
parent-training programmes increased family functioning and 
QoL [2,24]. Multidisciplinary early-intervention programmes 
improved overall family functioning in ≥ 70 % of cases [33].
Gender differences:

One controlled study found that mothers experience more 
depressive distress than fathers, whereas fathers emphasised 
financial pressure [5]. No study isolated paternal QoL—an 
evident gap.
Health- and service-system factors:

High-quality, co-ordinated services—often nurse- or 
paediatric-led—were linked to higher QoL [2,3,19]. Fragmented 
or delayed care compounded stress and economic burden [3].
Cultural context and measurement issues:

Caregiver QoL scores were generally lower in emerging-
economy settings (Jordan, Brazil) than in Western Europe/
North America [13,14,17,18]. Contributing factors include 
(i) extended-family role expectations, (ii) higher stigma 
discouraging community participation, and (iii) fee-
for-service health systems that shift costs to families. 
Measurement nuance also matters: WHOQOL-Bref covers 
broad domains but may miss autism-specific stressors; 
Family-QoL scales emphasise household functioning; EQ-5D 
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Ref. Author (year) Country / setting Design & sample QoL / HRQoL 
tool(s) Key QoL driver(s) Main caregiver finding

1 Maenner 2023 USA – surveillance Registry prevalence 
(background) — — Service-demand backdrop

6 Schopler 2005 USA – book Conceptual framework — Service model TEACCH person-centred 
principles

7 Eapen 2023 Australia / UAE 258 parents WHOQOL-Bref Culture · stigma QoL ↓ where stigma ↑
10 Tedla 2024 Saudi Arabia 154 caregivers WHOQOL-Bref Child severity Severity ↑ → QoL ↓

11 Fante 2024 Italy – mixed 84 parents FQoL; interviews Self-efficacy Parent self-efficacy 
mediates QoL

12 Epstein 2019 Australia – 
qualitative 64 parents Thematic Stress themes Four QoL domains 

identified
15 Ikeda 2014 NZ – review 47 studies Instrument audit Measurement Maps QoL-scale gaps

16 Arias 2018 Spain – cross-
sectional 92 families PedsQL-Family ID comorbidity ID + ASD ↓ family QoL

20 Buwade 2018 India – survey 120 parents WHOQOL-Bref Economic strain Lower QoL with low 
income

21 Deguchi 2024 Japan – mixed 35 partners WHOQOL-Bref; 
interviews Partner stress Spousal support predicts 

QoL

22 Pfeiffer 2017 USA – conceptual Delphi study — Outcomes Defines caregiver 
outcomes

23 Balbin 2022 Philippines – 
scoping 27 adult-ASD studies Various Adult QoL Lack of adult-caregiver 

data

26 Gómez 2020 Spain – narrative 18 studies Family-QoL Family function Integrates ID & ASD 
issues

Table S1. Additional sources cited for context, methodology, or adult-QoL gaps (not part of the 10 illustrative studies in Table 1).

Ref. Author 
(year) Country/setting Design & sample QoL/HRQoL tool(s) Key QoL 

driver(s) Main caregiver finding

[3] Turnage 2022 USA – integrative 
review

30 studies, parents 
≤ 18 y

SF-36; WHOQOL-
Bref; FQoL; PedsQL

Stress · service 
gaps

Global QoL ↓; unmet 
services & chronic stress 
dominate

[2] Dijkstra-de 
Neijs 2024 Netherlands – cohort 189 families, child 

< 6 y
PSI-SF; WHOQOL-
Bref Service quality Person-centred early care ↑ 

maternal QoL

[4] Ten Hoopen 
2020

Netherlands – 
multicentre 224 dyads PedsQL; CarerQoL Child comorbidity Comorbidities ↓ HRQoL in 

child & parent

[13] Kasem 2023 Jordan – comparative 100 ASD vs 100 
controls WHOQOL-Bref Financial strain · 

depression

Psychosocial QoL ↓; 
counselling mitigates 
depression

[14] Souza 2024 Brazil – community 245 parents (6–18 y) OHIP-14 Low SES · health 
burden

Oral-health QoL ↓ with 
severity & poverty

[17] Procopio 2024 Brazil – qualitative 22 caregivers Thematic interviews Isolation · stigma Peer learning ↓ burden; 
isolation persists

[18] Borilli 2022 Brazil – survey 60 families (mild 
ASD + ID) Family-QoL Scale Community 

networks Practical help ↑ family QoL

[5] Baker-Ericzén 
2005 USA – case-control 98 parents (toddlers) Parenting-Stress 

Index
Stress · gender 
effect

Mothers > fathers on 
depressive stress

[19] Beadle-Brown 
2016 UK – observational 74 families (complex 

needs) PAS-ADD; QoS Service quality Higher support quality ↑ 
family QoL

[24] Abid 2024 Tunisia – RCT 72 parents 
(preschoolers) WHOQOL-Bref Training 

intervention
Parent-training ↑ QoL vs 
control

Table 1. Illustrative studies (10 of 24) on caregiver quality of life in Autism Spectrum Disorder (ASD).



98

(used once) focuses on health utility and can underestimate 
psychosocial burden. Studies using CarerQoL captured larger 
stress effects linked to comorbidity [4].

Recent studies show that oral health, although often 
underestimated, significantly affects the quality of life of people 
with autism spectrum disorder (ASD). Children with high-
functioning autism feel the greatest gap precisely in their social 
lives; communication difficulties and high sensory sensitivity 
make it difficult for them to cooperate at the dentist and make 
them avoid public activities such as eating, talking, or smiling 
[27]. As a result, daily oral health appointments provide a unique 
lens on social participation and strongly influence how parents 
judge the success of the intervention.
Oral health and participation:

Spanish work has already argued that quality of life 
instruments should broaden their focus from strictly individual 
measurements to factors at the family and environmental levels; 
Notably, many of the 68 indicators derived from Delphi relate 
to self-care, food textures, and community involvement—areas 
that directly intersect with oral health and mealtime participation 
[28]. Incorporating such indicators into dental records would 
allow clinicians to document whether improvements in oral 
hygiene translate into broader benefits in participation for the 
child and reduced caregiver burden for the family.

Complementing these findings, an Italian nested case–
control survey showed that children with ASD who followed 
a structured preventive dental regimen had significantly better 
OHRQoL scores and their parents reported lower emotional 
distress and family conflict compared with both un-enrolled 
ASD peers and neurotypical controls, underscoring oral health 
as a gateway to broader social participation [29]. Positioning the 
dental clinic as a low-pressure, high-frequency point of contact 
thus offers dual benefits – promoting preventive oral care 
while simultaneously expanding the gateway to participation 
in specialist services. Taken together, these findings suggest 
that future HRQoL frameworks should treat oral health not as 
a peripheral biomedical outcome, but as a socially embedded 
node of participation, monitored simultaneously at the child and 
family levels.
Future Directions.

·	 Longitudinal multi-country cohorts: enrol >1 000 
parents at diagnosis; 5-year follow-up with stress biomarkers 
(salivary cortisol, actigraphy) and quarterly WHOQOL-Bref + 
FQoL.

·	 Father-inclusive designs: quota ≥ 40 % fathers; add 
qualitative focus-groups on gendered coping [5].

·	 Diagnosis-timing analysis: link registry age-at-
diagnosis to parental QoL at 2 & 5 years.

·	 Culturally adapted instruments: Delphi panels in SE 
Asia & E Europe; validated with Rasch analysis.

·	 Studies in patients with dental appliances should be 
considered due to the potential impact of these appliances on 
local and systemic conditions [30-32].

·	 Family-centred RCTs: multisite 12-week parent-
training + peer-support package; outcomes = FQoL change & 
cortisol slope.

·	 Economic evaluations: embed cost-utility (EQ-5D) 
alongside service-quality trials.

·	 Meta-research on QoL vs HRQoL: network meta-
synthesis comparing WHOQOL-Bref, EQ-5D, CarerQoL, 
PedsQL-Family Impact.

·	 Advances in technology, including artificial 
intelligence, could show promise in the detection of children 
with ASD [33].
Implications for Service Providers & Policymakers.

·	 Expand tailored, person-centred services, especially 
during transitions [2,13].

·	 Draft culturally responsive policy using transcultural 
data [7,8].

·	 Strengthen financial supports—subsidies, respite, 
flexible work—to ease burden [13,18].

·	 Standardise service quality nationally to reduce 
regional disparities [2].

·	 Embed subjective QoL metrics in routine planning 
(WHOQOL-Bref, FQoL) [11].

·	 Promote peer-led networks to combat isolation [17,18].
Sustain research funding so policy remains evidence-based 

[24].
Conclusion.

Parents of children with Autism Spectrum Disorder (ASD) 
experience significantly lower quality of life across all domains, 
including psychological and economic. Comorbid conditions, 
severity of symptoms, and major development transitions 
intensify the stress of caregiving, while incoherent services 
as well as cultural and socioeconomic barriers compound the 
challenges. On average, parents’ QoL scores are lower than the 
population average, highlighting the need for specific supportive 
interventions. 

Strong evidence suggests that multidisciplinary, family-
focused interventions implemented early and coordinated 
across health, education, and social sectors can yield clinically 
meaningful improvement.

Digital and telehealth platforms expand reach when designed 
with accessibility, linguistic, and cultural appropriateness. 
Strengthening informal networks, addressing parental mental 
health, and supporting flexible caregiving roles further improve 
outcomes.

Policy must shift from isolated and reactive assistance to 
flexible, lifelong-oriented systems that integrate financial 
assistance, respite, and mental health services. Future research 
should refine culturally sensitive QoL instruments, expand 
sampling beyond WEIRD populations (Western, Educated, 
Industrialised, Rich and Democratic), and test scalable 
interventions that include caregiver well-being. Improving 
child outcomes and caregiver well-being are inseparable goals; 
addressing them together is the only sustainable path to better 
lives for families living with ASD.
Abbreviations.

ASD: Autism Spectrum Disorder
QoL: Quality of Life
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