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Abstract
Background  Autism spectrum disorder (ASD) is a complex neurodevelopmental condition posing significant 
emotional and practical challenges for families, particularly during the diagnostic process. Limited research has 
explored how parents in non-Western contexts interpret and emotionally navigate this experience. This study 
investigated Iranian parents’ beliefs, meaning-making processes, and emotional trajectories during and after the 
ASD diagnostic journey, aiming to identify culturally shaped patterns and implications for family-centered care.
Methods  In 2024, a qualitative study was conducted in Yazd, Iran, using conventional content analysis guided by 
Graneheim and Lundman’s framework. Twelve parents of children with ASD (aged ≤ 6 years) were recruited via 
purposive sampling with maximum variation from “Tolou-e-Mehr” and “Baqa” Autism Centers, the only Wel-
fare Organization-supervised diagnostic and rehabilitation centers in Yazd at the time. In-depth, semi-structured, 
face-to-face interviews with individual participants were conducted until data saturation was reached. Data were 
analyzed using MAXQDA version 18, and rigor was ensured through Lincoln and Guba’s trustworthiness crite-
ria. The findings were reported in accordance with the 32-item COREQ checklist.
Results  Three categories and one overarching theme emerged from the analysis. The overarching theme, “The 
Parental Journey Through Autism Diagnosis Amid Uncertainty and Progressive Adaptation,” captures parents’ 
evolving experiences across the diagnostic pathway. The three categories included: (1) Diagnostic Process Chal-
lenges; (2) Emotional Trajectory of Parents During Diagnosis; and (3) The phases of Parental Response, from ini-
tial symptom recognition through post-diagnostic adaptation. A key contribution of this study is the identification 
of a culturally grounded predominant trajectory encompassing seven key phases of parental responses across and 
beyond the autism diagnostic journey: symptom recognition, denial and shock, anger and frustration, bargain-
ing and resistance to medical advice and treatment, emotional distress/depression, social isolation, and accep-
tance/adaptation. Granular participant-level analysis revealed that while parents demonstrated an overarching 
chronological progression toward adaptation without backwards regression, individual trajectories were dynamic 
and flexible, with parents selectively navigating or bypassing intermediate phases. This trajectory incorporates 
culturally specific elements, including resistance to medical recommendations through religious practices and 
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stigma-related isolation that extends to broader family networks. Parents also reported diagnostic delays, incon-
sistent assessments, and fragmented service pathways that intensified emotional burden.
Conclusions  It seems this study provides novel insight into the culturally shaped emotional processes Iranian 
parents undergo during ASD diagnosis and beyond, highlighting how systemic challenges intersect with personal 
coping responses. Findings underscore the need for timely diagnosis, coordinated family-centered services, and 
culturally sensitive psychosocial support to help parents navigate their dynamic diagnostic pathways.
Trial registration  Not applicable.

Keywords  Autism spectrum disorder · Diagnostic process · Parental experience · Qualitative research

Background

Autism spectrum disorder (ASD) is a complex neurodevelopmental condition characterized by persistent chal-
lenges in social interaction, communication, and restricted, repetitive behaviors. Globally [1], the prevalence of 
ASD is estimated at approximately 1 in 100 children [2]. In Iran, limited epidemiological studies report a preva-
lence ranging from 0.6% to 1.0%, with an upward trend attributed to increased awareness and improved diagnos-
tic tools [3]. However, in addition to these emerging trends, the broader sociocultural and structural landscape 
of Iran plays a critical role in shaping families’ experiences. Pervasive social stigma surrounding developmental 
disorders, strong family expectations, and cultural beliefs that may associate disability with family shame all con-
tribute to hesitancy in seeking early assessment [4, 5]. These challenges are compounded by systemic constraints, 
including shortages of trained specialists, limited diagnostic centers, and fragmented care coordination, which 
together delay access to appropriate services [4–6].

Only a few specialized diagnostic and rehabilitation centers—such as “Tolou-e-Mehr” and “Baqa” Autism 
Centers in Yazd—operate under the Welfare Organization’s supervision, and many families must navigate lengthy 
waiting lists and inconsistent referral pathways [4]. The absence of comprehensive psychosocial support systems, 
such as structured psychological counseling services or parent support groups, further intensifies the emotional 
burden on caregivers. These contextual factors highlight the importance of understanding how Iranian parents 
experience and interpret the complex process of seeking an ASD diagnosis for their child [6].

Early ASD diagnosis, typically between 18 and 24 months of age, is crucial for accessing evidence-based inter-
ventions during key developmental periods and improving developmental outcomes [7]. Nevertheless, recogniz-
ing early symptoms and obtaining a formal diagnosis can be a confusing and emotionally demanding process 
for many families 8]. Previous studies in Iran have shown that parents often experience considerable emotional 
distress, uncertainty, and concern when confronting a child’s autism diagnosis, reflecting the unique psychologi-
cal and social pressures surrounding ASD in Iranian families [9, 10].

Despite these insights, little is known about how Iranian parents navigate the temporal diagnostic journey 
itself—from the initial recognition of symptoms to receiving a formal diagnosis and adapting post-diagnosis—
and how their emotional and behavioral responses evolve throughout this process [10, 11]. While qualitative stud-
ies from Western contexts, such as those by Kim et al. (2021) and Crane et al. (2020), have highlighted parental 
frustrations with fragmented diagnostic systems [12, 13], few studies have explored these experiences in Middle 
Eastern settings using qualitative content analysis [14]. Evidence from other Asian countries, such as India and 
China, also points to diagnostic delays and stigma-related distress (15, 16), yet the culturally embedded emo-
tional trajectories that parents experience during this diagnostic process remain insufficiently examined.

Also, despite these contributions, existing research has rarely examined the diagnostic journey as a dynamic 
process in which parents’ emotional responses evolve through diverse and personalized pathways of seeking, 
receiving, and adapting to an autism diagnosis within the specific sociocultural context of Iran [10, 11, 14].

From the perspective of coping theory, parents’ emotional responses are expected to evolve as they reappraise 
the stressor (Lazarus–Folkman coping theory) [15]. Yet, no study has mapped this process during the autism 
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diagnostic journey in Iran, based on the authors’ literature review. Similarly, family systems theory would predict 
that the diagnosis affects family roles and relationships (Bowen family systems theory) [16], but the specific 
ways Iranian families experience this reverberation remain unexplored. While our study was not prospectively 
designed around these theories, they offer a coherent conceptual backdrop against which the emergent subcatego-
ries can be interpreted and contextualized post hoc.

Therefore, this study seeks to address these gaps by employing qualitative content analysis to explore how 
Iranian parents interpret, navigate, and emotionally respond to the ASD diagnostic journey. By examining both 
the procedural aspects and the evolving sequence of emotional reactions, the study aims to generate culturally 
grounded insights that can inform more responsive diagnostic protocols, psychosocial interventions, and policy 
frameworks tailored to families navigating ASD in non-Western contexts.

Methods

Design and setting

This qualitative study was conducted in 2024 in Yazd, Iran, using a conventional content analysis approach [17]. 
The interviews were originally conducted as part of the qualitative phase of a broader mixed-methods project 
examining prenatal psychosocial risk factors perceived to be associated with autism spectrum disorder (ASD).

The present study constitutes a secondary, independent qualitative analysis of the same interview dataset used 
in our previous publication [4], but addresses a distinct and non-overlapping research question. While the earlier 
analysis focused specifically on prenatal psychosocial experiences perceived by parents and professionals to be 
linked to ASD, the current study explores parents’ narratives concerning their emotional reactions and adaptive 
processes following their child’s initial symptom recognition of autism through post-diagnostic adaptation—
dimensions that were entirely beyond the scope of the initial analysis.

Importantly, the previous study [4] employed a combined coding framework in which interviews with parents 
(n = 12) and professionals (n = 10) were analyzed together, with codes organized thematically without distinguish-
ing between respondent groups. In contrast, the present study (a) focuses exclusively on parent interviews, (b) 
re-examines only those segments of the parent interview transcripts that were not coded or analyzed in the prior 
study, and (c) develops a new, independent coding structure tailored to the emotional and adaptive trajectory dur-
ing and after diagnosis. Thus, although the same interview dataset was used, the segments analyzed in the present 
study were not previously coded or interpreted in the earlier publication, and therefore, no analytical overlap 
exists between the two studies.

Twelve parents of children diagnosed with ASD were recruited through purposive sampling with maximum 
sample variation from the “Tolou-e-Mehr” and “Baqa” Autism Centers, the only officially recognized diagnostic 
and rehabilitation centers under the Welfare Organization’s supervision in Yazd at the time of data collection. In-
depth, semi-structured interviews were conducted until data saturation was achieved. After the 10th interview, no 
new open codes emerged, and the subsequent two interviews yielded no additional codes, meaning Unit, catego-
ries, or conceptual insights. In such a way that the extracted codes comprehensively described all dimensions of 
a category. Also, data saturation was monitored continuously during the coding process [18].

The conventional content analysis approach was chosen because it allows researchers to derive theme)s( 
directly from the data without imposing preconceived theoretical assumptions, making it suitable for exploring 
parents’ experiences in the culturally specific context of Iran and enabling the identification of organic and unex-
pected patterns [17].

Furthermore, open-ended, semi-structured interviews were used instead of structured interviews to provide 
greater flexibility in exploring participants’ experiences in depth, allowing for rich, individualized responses 
based on their natural narratives, which aligns with the exploratory nature of qualitative research.
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Participants and sampling

Twelve Iranian parents of children (aged ≤ 6 years) diagnosed with autism spectrum disorder (ASD) were selected 
using purposive sampling with maximum variation in age, gender, education, and occupation. This approach 
aimed to enhance the transferability and confirmability of the findings. Inclusion criteria were: (1) having a child 
formally diagnosed with ASD according to DSM-5 criteria (American Psychiatric Association, 2013) [19]; (2) 
the child’s age at diagnosis being six years or younger; (3) willingness to participate and share personal expe-
riences; and (4) fluency in Persian. Parents with severe psychiatric conditions or cognitive impairments were 
excluded. In families where both parents met the criteria, the primary caregiver was selected.

The decision to include only parents of children under six years old was informed by two methodological 
considerations. First, limiting the child’s age to under six ensured that a relatively short time had elapsed since 
the diagnosis, thereby reducing the likelihood of substantial narrative reconstruction and retrospective reinterpre-
tation of events [20]. In qualitative studies exploring experiences, minimizing temporal distance from the phe-
nomenon of interest strengthens credibility by capturing participants’ experiences closer to the actual event [20].

Second, restricting the age range increased the likelihood that the child’s diagnosis had been formally estab-
lished and clinically confirmed. Diagnostic conclusions in much younger children, especially during very early 
developmental stages, may still be provisional [21]. Consequently, this inclusion criterion ensured that all partici-
pants had recently navigated a confirmed diagnostic process, consistent with the study’s aim of exploring parents’ 
emotional and adaptive responses during and after the diagnostic journey [22].

Data collection tool and technique

Data were gathered from March to May 2024 through face-to-face, in-depth semi-structured interviews con-
ducted at referral autism care centers in Yazd (“Tolou-e-Mehr and Baqa”). The interview protocol for this study 
was developed based on a comprehensive literature review and expert input from specialists in child psychiatry, 
psychology, speech therapy, and occupational therapy. Designed to collect rich, descriptive narratives, the semi-
structured format provided flexibility to explore parents’ experiences during the autism diagnostic process in 
depth. Sample questions included:

	● “How and when was your child diagnosed with autism?”
	● “Can you describe the moment you first suspected something unusual?”
	● “What difficulties did you encounter during the diagnostic process?”
	● “How did you feel when you received the diagnosis?”

To elicit more detailed and reflective responses, probing questions such as “Could you share more about what that 
moment felt like?” or “What specific challenges stood out to you?” were used strategically during the interviews. 
These probes encouraged participants to elaborate on their experiences, feelings, and perceptions, ensuring a 
deeper understanding of their narratives.

Each interview lasted approximately 40 to 60 min and was conducted in a quiet room at the autism centers to 
facilitate open dialogue. The first author, who was not involved in the diagnostic process, conducted the inter-
views to minimize interviewer bias. Data collection continued until data saturation was achieved. All interviews 
were audio-recorded with participants’ informed consent and complemented by simultaneous field notes that 
documented nonverbal cues, including facial expressions, tone, gestures, and emotional intensity. These addi-
tional observations supported data triangulation, strengthening the reliability and contextual richness of the find-
ings [22].
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Data analysis

Data were analyzed using a conventional content analysis approach, guided by the strategies outlined by Grane-
heim and Lundman (2004) [23]. Initially, all interviews were transcribed verbatim and thoroughly reviewed 
multiple times to develop a comprehensive understanding of the content. We extracted text segments relevant to 
parents’ experiences during the ASD diagnostic process and compiled them into a single document. These seg-
ments were then condensed into meaning units, which are presented in Table 2. Each meaning unit was abstracted 
and assigned descriptive codes to capture its essence. Codes were subsequently organized into categories and 
subcategories based on their similarities and differences, reflecting the core content of the data.

Coding followed an inductive open-coding approach grounded directly in participants’ experiences and lan-
guage throughout the entire analytic process. Analytic memos and reflexive notes documented interpretive deci-
sions and evolving ideas throughout the process [22, 24].

Although the coding process was fully inductive and no priori theoretical framework guided theme genera-
tion, coping theory and family systems theory [15, 16] were incorporated only after the core categories and the 
main theme had been established. These theories were used as interpretive lenses to contextualize and deepen 
understanding of emergent parental experiences, consistent with a post-hoc interpretive approach rather than a 
theory-driven analytic design.

Two members of the research team independently coded the interview transcripts. To evaluate analytical 
dependability prior to consensus discussions, initial inter-coder percentage agreement was calculated across three 
analytical levels: open codes (82–87%), subcategories (86–92%), and main categories (89–94%). Following 
independent coding, the two primary coders met in iterative reflexivity sessions to resolve discrepancies and 
harmonize interpretations. Persistent coding disagreements—which were limited to less than 10% of the total 
extracted codes and were distributed across four of the twelve interviews (33.3%)—were adjudicated by a third 
senior qualitative researcher (the supervising author) to achieve final consensus (100%). MAXQDA version 18 
[25] was utilized to facilitate systematic data management and code organization.

Trustworthiness

To ensure methodological rigor, the criteria proposed by Lincoln and Guba (1998) for qualitative research—cred-
ibility, transferability, dependability, and confirmability—were applied throughout the study [23].

	● Credibility: Credibility was enhanced through several strategies. The researcher engaged deeply with the data 
by repeatedly listening to and reviewing the interview transcripts. After each interview was analyzed, partici-
pants were contacted again to review the researcher’s interpretations and confirm or modify them (member 
checking). Interviews were conducted in a quiet and private environment to allow participants to freely ex-
press their experiences. In addition, the characteristics of participants and the context of data collection were 
documented in detail before each interview. To further strengthen credibility, peer debriefing was conducted 
in which another member of the research team reviewed the interpretations and provided feedback on the ac-
curacy of the researcher’s understanding of the parents’ interviews.

	● Confirmability: To minimize researcher bias and ensure objectivity, an audit trail of coding decisions and 
reflexive notes was maintained throughout the study. Coding dependability was established through indepen-
dent dual-coding and third-party adjudication for discrepant segments as detailed in the data analysis section. 
Furthermore, preliminary categories and latent themes were systematically reviewed and confirmed through 
iterative team discussions among all authors, ensuring that interpretations were grounded directly in the par-
ticipants’ empirical accounts.
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	● Transferability: Transferability was supported by providing detailed descriptions of the study context, partici-
pants’ characteristics, and the procedures used for data collection and analysis. Rich descriptions and represen-
tative quotations from participants were included to allow readers to evaluate the applicability of the findings 
to other contexts or populations.

	● Dependability: Dependability was addressed by maintaining a clear and systematic coding process during 
data analysis. All steps of the research process were carefully documented, allowing the analytical decisions 
to be traceable. The researcher also attempted to bracket personal assumptions and avoid imposing prior be-
liefs during data collection and analysis. Furthermore, the study reporting followed the 32-item Consolidated 
Criteria for Reporting Qualitative Research (COREQ) checklist to ensure transparency and methodological 
consistency.

Reflexivity

The primary researcher (first author) had a background in health sciences and qualitative research. She had no 
prior relationship with any of the participants, and she had no personal experience of having a child with autism 
spectrum disorder. However, she was aware that her academic interests in parental stress and caregiving chal-
lenges could shape her sensitivity to certain emotional categories in the data. Rather than attempting to eliminate 
this positionality, she acknowledged it as part of the knowledge production process and sought to manage its 
potential influence transparently [26].

Several strategies were used to minimize potential bias:

1.	 Bracketing: Before data collection, the first author wrote a reflexive memo documenting her prior assump-
tions about parents’ emotional responses to autism diagnosis (e.g., expecting high levels of distress, guilt, and 
stigma). These assumptions were reviewed during team discussions and set aside during coding [26].

2.	 Reflexive field notes: After each interview, the first author recorded notes about her own emotional responses, 
any unexpected reactions from participants, and how her position might have influenced the interaction. A 
total of 12 field notes were maintained (one per interview) [26].

3.	 Collaborative analysis: All coding decisions were reviewed by the second author. Discrepancies were dis-
cussed in weekly team meetings. A third researcher (supervising author) was consulted when consensus could 
not be reached, which involved fewer than 10% of the total codes [26].

4.	 Peer debriefing: An experienced qualitative researcher not involved in the study reviewed a subset of tran-
scripts (3 out of 12, representing 25%) and the corresponding coding scheme. Feedback from this debriefing 
was used to refine category definitions [26].

These strategies enhanced the transparency, credibility, and dependability of the study’s findings. The reporting of 
reflexivity follows the COREQ (Consolidated criteria for Reporting Qualitative research) guidelines [27].

Ethical consideration

This study was approved by the Ethics Committee of Shahid Sadoughi University of Medical Sciences, Yazd, 
Iran (Ethical approval code: IR.SSU.SPH.REC.1400.227). The qualitative interviews were conducted as part of 
a broader mixed-methods doctoral research project.

It should be noted that the same interview dataset has also been used in a separate publication [4] examin-
ing prenatal psychosocial experiences. However, the present study reports a distinct analysis with a different 
focus (post-diagnosis emotional reactions), a different unit of analysis (parents only, whereas the previous study 
combined parents and professionals), and different portions of transcripts (only previously unanalyzed sections 
describing emotional responses to diagnosis). A completely new coding process was conducted from scratch 
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without reference to prior codes. Therefore, the findings presented here were not analyzed or reported in the pre-
vious study, and there is no duplication of results [4].

All participants were adult parents of children with ASD, and no minors (individuals under 16 years) were 
included as participants. Written informed consent was obtained from all participants in accordance with the 
principles of the Declaration of Helsinki, ensuring voluntary participation and confidentiality.

Participants were fully informed about the study’s purpose, procedures, and their right to withdraw from the 
study at any time without consequences. All identifying information was removed from the transcripts to protect 
participants’ privacy. Names were replaced with numerical codes, and only these codes were used during data 
analysis and in the presentation of the findings to ensure anonymity.

Results

The study included parents with diverse demographic backgrounds, the details of which are summarized in 
Table 1. Conventional content analysis of the interview data yielded one overarching theme: “The Parental Jour-
ney Through Autism Diagnosis Amid Uncertainty and Progressive Adaptation”, three categories, and 16 sub-cat-
egories that illuminate the experiences of parents navigating the diagnostic journey of autism spectrum disorder 
(ASD) in their children (Table 2). The categories are: [1] Diagnostic Process Challenges [2], Emotional Trajec-
tory of Parents During Diagnosis, and [3] The phases of Parental Response from initial symptom recognition 
through post-diagnostic adaptation. Each category encompasses several subcategories, supported by illustrative 
excerpts from participants’ narratives.

The analysis revealed recurring patterns in parental accounts, often influenced by limited access to special-
ized services in Yazd, Iran, and cultural factors such as family expectations and societal perceptions of disability. 
These patterns highlight the multifaceted barriers and emotional burdens faced by families, with many parents 
describing a prolonged and iterative process marked by uncertainty and adaptation.

Table 1  Demographic description of informants and their children with ASD (n = 12)
Par-
ticipant 
ID

Par-
ent 
Age 
(y)

Parent 
Sex

Parent 
Education

Parent 
Employment

Marital 
Status

Child 
Age 
(y)

Child 
Sex

ASD 
Severity

Number of children 
with ASD in each 
interviewed family

Total number 
of children in 
the inter-
viewed family

P1 28 Female Academic Home duties Married 4 Male Moderate 1 1
P2 36 Female Academic Home duties Married 3 Male Moderate 1 3
P3 29 Female Academic Home duties Married 5 Male Severe 1 1
P4 42 Male 12th grade Retired Married 6 Male Severe 1 4
P5 37 Male Academic Bank clerk Married 3 Male Mild 1 1
P6 32 Female 12th grade Home duties Married 6 Male Moderate 1 1
P7 42 Female Academic Tailor Married 4 Male Moderate 2 3
P8 32 Female Academic Home duties Married 5 Male Moderate 2 2
P9 36 Male Academic Teacher Married 3 Male Moderate 1 1
P10 33 Female Academic Nurse Married 4 Male Moderate 1 1
P11 31 Female Academic Technician Married 5 Female Mild 1 1
P12 38 Female Academic Home duties Married 4 Female Mild 1 2
Note: Child denotes the child with ASD from the interviewed family. y = years; n = number; ASD = Autism Spectrum Disorder 
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Table 2  Theme, categories, sub-categories, codes, meaning units, and examples of quotes from the analysis of parents’ expe-
riences in the ASD diagnostic process
Theme Categories Sub-categories Codes Meaning units Raw quotes

(Example)
The Parental 
Journey 
Through 
Autism 
Diagnosis 
Amid Uncer-
tainty and 
Progressive 
Adaptation

Diagnostic 
Process 
Challenges

Delayed 
Diagnosis

Late diagnosis, missed 
early intervention, pro-
longed uncertainty.

Parents experienced long 
delays in receiving a clear 
diagnosis despite repeated 
consultations.

“We went from one clinic to 
another for months, but no one 
gave us a clear answer.” (P6)

Inconsistent 
Expert Opinions

Different diagnoses from 
specialists, confusion 
from multiple opinions

Parents received contradictory 
diagnostic opinions, creating 
confusion and mistrust.

“One doctor said ADHD, 
another mentioned autism. 
We didn’t know which one to 
believe.” (P3)

Fluctuating 
Diagnostic 
Conclusions

Conflicting conclu-
sions, unclear diagnostic 
outcomes

The diagnostic label kept 
changing, increasing parental 
uncertainty.

“Each visit came with a new 
conclusion, and nothing was 
definitive.” (P9)

Overlap 
with Other 
Comorbidities

Misdiagnosis with 
ADHD, developmental 
delay, and ineffective 
treatments

ASD symptoms were mistaken 
for other conditions, delaying 
intervention.

“They treated him for speech 
delay for a whole year before 
autism was even considered.” 
(P11)

Emotional 
Trajectory of 
Parents Dur-
ing Diagnosis

Ambiguity and 
Confusion

Unclear causes, lack of 
understanding

Parents struggled to understand 
their child’s behaviors and 
searched for explanations.

“We kept wondering what was 
wrong and why our child acted 
differently.” (P2)

Contradic-
tory Emotions 
and Emotional 
Fluctuations

Hopefulness vs. despair, 
emotional instability

Parents fluctuated between 
hope and hopelessness.

“Some days I thought every-
thing would be okay, and other 
days I felt completely hope-
less.” (P7)

Difficul-
ties in Social 
Interactions

Social stigma, avoiding 
social situations, and 
hiding the child

Families withdrew from social 
gatherings to avoid judgment.

“I stopped going to family 
gatherings because people kept 
asking hurtful questions.” (P4)

Disruption of 
Daily Life

Time-consuming 
therapies, caregiving 
burden, and daily life 
interruptions

Therapy schedules and 
caregiving responsibilities 
disrupted daily routines.

“Our whole routine changed 
because most of our time went 
into therapy sessions.” (P10)

The Meaning 
of Autism for 
Parents

Negative perceptions, 
hardship, and distress

Autism was initially perceived 
as a major crisis and the end of 
hopes for the child

“At first, autism felt like the 
end of all the dreams we had 
for our child.” (P1)

The phases 
of Parental 
Response 
from initial 
symptom 
recognition 
through post-
diagnostic 
adaptation

1. Recogniz-
ing the Child’s 
Symptoms

Identifying abnor-
mal behaviors, early 
recognition

Parents noticed early devel-
opmental signs that led to 
concern and seeking help

“I realized he didn’t respond 
to his name and avoided eye 
contact.” (P8)

2. Denial and 
Shock

Emotional numbness, 
shock, disbelief at 
diagnosis

Parents initially rejected or 
struggled to accept the reality 
of the diagnosis.

“When the doctor said autism, 
I felt completely numb.” (P5)

3. Anger and 
Frustration

Frustration with the 
diagnostic process, lack 
of clarity

Parents felt anger due to 
unclear explanations.

“I was angry because no one 
explained things clearly.” (P8)

4. Bargaining 
and Resistance to 
Medical Advice 
and Treatment

Initial disbelief, rejecting 
medical advice

Parents initially refused medi-
cal recommendations; some 
turned to religious practices 
instead of seeking further 
medical help.

“At first we didn’t accept the 
diagnosis and rejected some 
of the advice….We focused 
on Quran sessions and prayers 
instead of going back to the 
doctor” (P3)

5. Emotional 
Reactions and 
Depression

Feelings of hopelessness, 
suicidal thoughts, and 
emotional breakdown

Diagnosis triggered severe 
emotional suffering for some 
parents.

“There were days I felt so 
hopeless I didn’t know how to 
continue.” (P12)

6. Social 
Isolation

Withdrawal from social 
circles, cutting off from 
family and friends

Families isolated themselves 
due to stigma, judgment, and 
emotional exhaustion

“We gradually stopped meet-
ing even close relatives.” (P6)

7. Efforts to 
Accept and Adapt

Gradual acceptance, 
coping mechanisms, and 
seeking improvement for 
the child

Parents slowly moved toward 
acceptance and child-focused 
adaptation.

“Over time we tried to accept 
the situation and focus on 
helping him grow.” (P9)
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Main theme: the parental journey through autism diagnosis amid uncertainty and progressive 
adaptation
First category. Diagnostic process challenges

Parents described facing multiple barriers during the diagnostic journey, including confusion, misdiagnoses, and 
delays in receiving a definitive diagnosis. This category captures the systemic and interpersonal obstacles that 
prolonged the process, often exacerbating parental stress and delaying access to interventions. The subcategories 
reflect a cascade of challenges, where initial delays led to inconsistent opinions and overlapping diagnoses, creat-
ing a cycle of frustration and repeated consultations.

Delayed diagnosis

Numerous parents (n = 11) reported significant delays in obtaining a formal ASD diagnosis, which typically 
spanned from initial symptom recognition to confirmation, lasting several months to years. These delays were 
attributed to limited availability of diagnostic centers in Yazd, reliance on general practitioners for initial refer-
rals, and a lack of awareness about ASD symptoms among primary care providers. Parents emphasized how 
these postponements resulted in missed opportunities for early intervention, heightened emotional distress, and 
increased financial burdens from repeated visits. “If I had known from the beginning it was autism, I would have 
taken my child to a center earlier and saved us stress and lost time” (Participant 3).

Another parent highlighted the emotional toll: “We waited for months for an appointment, and during that 
time, my child’s behavior worsened, leaving us feeling helpless and isolated” (Participant 7). This subcategory 
underscores how delays not only affected the child’s progress but also strained family dynamics, with parents 
often juggling work and caregiving responsibilities amid uncertainty.

Inconsistent expert opinions

Contradictory assessments by different professionals—psychiatrists, psychologists, and neurologists—amplified 
parental frustration and eroded trust in the healthcare system (n = 10). Parents recounted consulting multiple spe-
cialists, sometimes traveling to larger cities like Tehran, only to receive varying interpretations of their child’s 
symptoms. This inconsistency stemmed from differences in diagnostic criteria application and limited interdisci-
plinary collaboration. 

“None of the doctors gave a clear cause… I visited neurologists, psychiatrists, and even doctors in Tehran, 
but no one could give me a definitive answer” (Participant 5). Another parent described the confusion: 
“One specialist said it was just a speech delay, another mentioned possible neurological issues, but nothing 
aligned, making us question everything” (Participant 11). Such discrepancies often led to repeated testing 
and emotional exhaustion, particularly for mothers who were primary caregivers, as seen in demographic 
patterns from Table 1, where most female participants reported higher involvement in seeking care.

Fluctuating diagnostic conclusions

Many parents (n = 9) noted that diagnoses varied significantly over time and between professionals, resulting in 
uncertainty and a sense of instability. Initial provisional diagnoses would shift upon follow-up, influenced by 
evolving child behaviors or new assessments, leaving parents in a state of limbo. “Every professional had a dif-
ferent opinion. There was no certainty” (Participant 2).

For example, one parent shared: “At first, it was labeled as a mild delay, but later it became autism with comor-
bidities, and we had to start over with therapies” (Participant 8). This fluctuation was particularly pronounced in 
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families with limited educational resources (as per Table 1), who struggled to navigate conflicting information 
without adequate guidance.

Overlap autism with other comorbidities

Several cases (n = 6) involved overlapping symptoms with other conditions, such as attention deficit hyperactivity 
disorder (ADHD) or developmental delays, further complicating the diagnostic process and leading to initial mis-
diagnoses. Parents described ineffective treatments prescribed for presumed comorbidities, which delayed ASD-
specific interventions. “One said it was hyperactivity, another said developmental delay… nothing helped, and 
my child got worse” (Participant 9). Another account illustrated the diagnostic maze: “We treated ADHD first, but 
the symptoms persisted, and only after seeing a third specialist did autism emerge as the core issue” (Participant 
4). This subcategory highlights how symptom overlap, combined with limited diagnostic tools in local centers, 
prolonged the journey and intensified parental doubt.

Second category emotional trajectory of parents during diagnosis

Parents experienced a sequence of emotional responses in their journey toward understanding and accepting the 
diagnosis. These reactions appeared to follow a recurring emotional cycle, intertwined with daily life disruptions 
and cultural pressures. The diagnostic journey elicited a range of emotional responses from parents, characterized 
by feelings of confusion, distress, and helplessness. Five subcategories were identified, revealing how emotions 
evolved dynamically, often amplifying one another in a non-linear fashion.

Ambiguity and confusion

Many parents (n = 8) struggled to understand the cause of their child’s condition, leading to confusion and cogni-
tive dissonance. This ambiguity arose from unclear explanations by professionals and a lack of accessible infor-
mation on ASD in Persian resources. “We couldn’t figure out the cause of the illness.” (Participant 5). “I saw that 
my child didn’t respond to his name being called, but I didn’t recognize it as a disease” (Participant 1). Parents 
described persistent questioning: “Why our child? Was it something we did during pregnancy or genetics? No 
one could explain” (Participant 10).

Contradictory emotions and emotional fluctuations

Parents often experienced fluctuating emotions (n = 3), ranging from hopefulness to despair.
“It’s been two years, and it’s been very stressful… It’s exhausting and overwhelming.” (Participant 6 ).
One parent elaborated: “One day I’d feel hopeful after a good therapy session, but the next, despair would hit 

when symptoms returned” (Participant 12).

Difficulties in social interactions

Parents frequently experienced severe social friction and embarrassment (n = 4) due to unpredictable child behav-
iors in public settings and the lack of community awareness regarding ASD. This often led to feelings of scrutiny, 
judgment, and eventual social withdrawal. As one mother explained:

“Whenever we went to family gatherings or public places, my child would scream or cover his ears. Rela-
tives would stare at us with judgmental looks, whispering that we had failed to discipline him properly. It 
became so humiliating and exhausting that we gradually cut off ties with our relatives and stopped going 
out altogether.” (Participant 8).
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Disruption of daily life

The demands of caregiving and therapy led to significant disruptions in daily life, particularly for mothers (n = 4). 
“The classes and therapies take up so much time.” (Participant 6). Parents reported altered routines: “Work, 
household chores, and sibling care all suffered; it felt like our whole life revolved around appointments.” (Par-
ticipant 5).

The meaning of autism for parents

Some parents expressed (n = 7) extreme emotional distress related to the diagnosis, perceiving ASD as a profound 
hardship that redefined family identity. “… Sometimes, I just wish he wasn’t here. Life would be so much easier” 
(Participant 9). Another reflected: “Autism meant endless worry and loss of dreams for our child’s future” (Par-
ticipant 3).

Third category. The phases of parental response from initial symptom recognition through post-
diagnostic adaptation

The parental journey following initial symptom recognition through post-diagnostic adaptation was characterized 
by a multi-phase, dynamic trajectory progressing from initial symptom recognition to gradual adaptation and 
acceptance. Rather than representing a rigid, universal linear sequence through which every parent uniformly 
progressed, this trajectory reflects a composite, dynamic, and often recursive pathway. While the overarching 
temporal flow typically moved from initial awareness to emotional turmoil and eventual coping, participants 
exhibited individualized pathways: some parents bypassed specific phases, experienced overlapping reactions, 
or oscillated recursively between phases depending on personal resilience, spiritual beliefs, and family dynam-
ics. Table 3 summarizes the individual-level pathways across the 12 participants, detailing which phases were 
endorsed and their chronological progression within individual narratives. Also, Fig. 1 presents the predomi-
nant temporal flow of these phases; as detailed in Table 3, individual participants traversed this trajectory in 

Table 3  Individual participant trajectories and reported phases across the diagnostic journey (N = 12)
Participant S1: 

Symptom 
recognition

S2: 
Denial 
&
shock

S3: 
Anger & 
frustration

S4: Bargaining 
& resistance to 
medical advice 
and treatment

S5: 
Emotional 
distress / 
depression

S6: Social 
isolation

S7: Accep-
tance & 
adaptation

Individual trajectory pattern

P1 ✓ (1) ✓ (2) — ✓ (3) ✓ (4) — ✓ (5) S1 → S2 → S4 → S5 → S7
P2 ✓ (1) ✓ (2) ✓ (3) — ✓ (4) ✓ (5) ✓ (6) S1 → S2 → S3 → S5 → S6 → S7
P3 ✓ (1) ✓ (2) ✓ (3) ✓ (4) ✓ (5) — ✓ (6) S1 → S2 → S3 → S4 → S5 → S7
P4 ✓ (1) ✓ (2) ✓ (3) — ✓ (4) — ✓ (5) S1 → S2 → S3 → S5 → S7
P5 ✓ (1) — ✓ (2) ✓ (3) — ✓ (4) ✓ (5) S1 → S3 → S4 → S6 → S7
P6 ✓ (1) ✓ (2) — ✓ (3) ✓ (4) — ✓ (5) S1 → S2 → S4 → S5 → S7
P7 ✓ (1) ✓ (2) ✓ (3) ✓ (4) ✓ (5) ✓ (6) ✓ (7) S1 → S2 → S3 → S4 → S5 → S6 

→ S7 (Full sequence)
P8 ✓ (1) ✓ (2) — ✓ (3) — ✓ (4) ✓ (5) S1 → S2 → S4 → S6 → S7
P9 ✓ (1) ✓ (2) ✓ (3) — ✓ (4) — ✓ (5) S1 → S2 → S3 → S5 → S7
P10 ✓ (1) — ✓ (2) ✓ (3) ✓ (4) — ✓ (5) S1 → S3 → S4 → S5 → S7
P11 ✓ (1) ✓ (2) — — ✓ (3) ✓ (4) — S1 → S2 → S5 → S6 (Ongoing 

adaptation)
P12 ✓ (1) ✓ (2) — ✓ (3) ✓ (4) — ✓ (5) S1 → S2 → S4 → S5 → S7
Total (n) 12 10 7 8 9 5 11 Numbers in parentheses indicate 

chronological sequence reported 
in narrative.
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heterogeneous ways, with phases being skipped, merged, or revisited. Across the entire dataset, seven distinct 
phases were identified:

Phase 1: recognizing the child’s symptoms

Parents typically begin noticing unusual behaviors in their children at a young age, often before or during early 
childhood (n = 12). “I noticed my child’s abnormal behavior when he was one year old” (Participant 1). This rec-
ognition often started subtly, like delayed milestones, prompting initial concern without full awareness.

Phase 2: denial and shock

The diagnosis often induced shock and disbelief (n = 10), with many parents initially unable to accept the reality 
of the situation. “When we first received the diagnosis, I was completely shocked. It felt like something unknown 
had suddenly attacked our lives” (Participant 3). Shock manifested as emotional numbness, delaying engagement 
with services.

Phase 3: anger and frustration

After the initial shock, many parents expressed anger and frustration (n = 7), particularly due to the perceived lack 
of support and clarity. " We were really angry about it after finally understanding what had happened” (Partici-
pant 4). Anger targeted the system or fate, fueling advocacy efforts.

Fig. 1  The phases of Parental Response, from initial symptom 
recognition through post-diagnostic adaptation. NOTE:The 
circular arrangement depicts the predominant temporal 
flow of phases identified across participants’ narratives, not 
a fixed or invariant sequence. Individual pathways varied 
considerably (see Table 3): some parents bypassed specific 
phases, experienced overlapping reactions, or oscillated 
recursively between phases (e.g., returning from adaptation 
to anger or isolation). The trajectory should therefore be 
interpreted as a composite, culturally grounded mapping of 
the collective experience rather than a prescriptive, stage-
by-stage progression that every family uniformly follows
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Phase 4: bargaining and resistance to medical advice and treatment

Resistance to treatment and medical advice was common (n = 8) during this phase, with some parents doubting 
the accuracy of the diagnosis. “At first, I resisted. I thought the specialists were wrong.” (Participant 6). This 
phase involved seeking second opinions and delaying interventions.

Parents even sought prayer, vows, and spiritual interpretations in hopes of improving their child’s condition, 
and they resisted or refrained from following the therapist’s recommendations. According to one parent, “My 
spouse said that if we sacrifice a sheep, the child will get better and there will be no need for a therapist " (Par-
ticipant 1).

Religious and spiritual beliefs also supported some parents during the later process of adaptation. For some 
participants (n = 3), spiritual interpretations of their child’s condition provided a framework for meaning-making 
and acceptance, helping them reinterpret the diagnosis in a less self-blaming and more manageable way. For 
example, one of Fathers said: " Maybe God has loved me to give me this child. He wants to reward me in this 
world and the next world if I keep and raise this child. I can accept and continue this situation better.”

Phase 5: emotional reactions and depression

As parents processed the diagnosis, feelings of hopelessness, depression, and even suicidal thoughts emerged 
(n = 9). “I sometimes wish my child didn’t exist… it would be easier” (Participant 4). Suicidal thoughts were men-
tioned by some, highlighting severe distress.

Phase 6: social isolation

Fear of judgment and stigma led to social isolation (n = 5), with many parents cutting off contact with extended 
family and friends. “We’ve completely cut off from everyone because of this child” (Participant 8). This with-
drawal protected families but increased loneliness.

Phase 7: efforts to accept and adapt

Over time, parents began to accept the diagnosis and adapt (n = 11) their lives accordingly, seeking to improve 
their child’s condition. “We’ve accepted it… It’s a kind of growth and progress” (Participant 12). Adaptation 
involved seeking support and focusing on the child’s improvement.

Discussion

This study aimed to explore the experiences of parents during the diagnostic process of autism spectrum disorder 
(ASD) in their children aged six years and under. The analysis identified three main categories: [1] Challenges in 
the diagnostic pathway [2], Emotional experiences during the diagnostic process, and [3] The trajectory of paren-
tal response from denial to acceptance. Each is discussed below, followed by an integrative conclusion.

Diagnostic process challenges

Parents encountered numerous obstacles, including delays in referrals, inconsistencies among health profession-
als, and a lack of clear guidance. These challenges align with findings from earlier studies [13, 28, 29]; however, 
in this context, they were exacerbated by the limited local diagnostic resources and less coordinated services in 
semi-urban areas like Yazd. Unlike settings with well-established early intervention pathways, participants here 
described navigating a fragmented healthcare system, often relying on informal networks and personal initiative. 
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This aligns with findings from other Middle Eastern and Asian contexts [30], where systemic barriers such as 
limited access to specialists and fragmented care exacerbate diagnostic delays, as seen in Saudi Arabia [31] and 
India [32]. This difference underscores the structural inequities in access to ASD diagnosis and care, and dispari-
ties in service utilization.

Adding a theoretical perspective, these systemic barriers are also consistent with principles of Family Systems 
Theory, which posits that disruptions in one part of a service or familial system reverberate across the entire fam-
ily unit [16]. In our study, fragmented diagnostic pathways and inconsistent communication from professionals 
appeared to strain familial functioning, decision-making, and emotional stability, reinforcing the systemic nature 
of the challenges reported by parents.

Parental emotional trajectory during diagnostic process

The emotional journey was marked by confusion, anxiety, sadness, and isolation, consistent with qualitative 
studies in various cultural contexts [33, 34]. However, in our study, stigma emerged as a dominant intensifier of 
these emotions. Parents described feelings of shame and fear of social judgment, which sometimes contributed 
to social withdrawal. Similar emotional reactions have been reported globally; however, cultural interpretations 
of disability and the availability of social and psychosocial support may influence how these experiences are 
expressed and managed across contexts. For instance, Samadi et al. [10] found that Iranian parents often experi-
ence heightened emotional distress due to cultural stigma associating disability with family shame, while Furrukh 
et al. [35] reported similar patterns of social isolation among Pakistani mothers due to societal misconceptions 
or lack of social support about ASD. The interplay between high stigma and low psychosocial support appears to 
amplify parental emotional distress in traditional communities.

Our findings also build upon and extend previous qualitative literature on ASD in Iran, such as the work 
by Khougar et al. (2019) [36]. While Khougar and colleagues explored the broad sociological phenomenon of 
‘social suffering’ among Iranian parents—highlighting diagnostic confusion, inconsistent professional opinions, 
and public unawareness—the present study advances this knowledge in several key ways. Rather than capturing 
static themes of suffering, our study delineates a dynamic, a seven-phase composite trajectory that maps how 
Iranian parents process the diagnostic journey from initial symptom recognition to ultimate adaptation. Further-
more, our findings unpack culture-specific mechanisms embedded within this trajectory, such as religious and 
spiritual bargaining (e.g., vows, sacrificial offerings, and spiritual interpretations) as well as active resistance to 
early therapeutic recommendations—nuances that were not explicitly conceptualized as developmental stages in 
earlier Iranian studies [10, 36].

The role of religion and spirituality in parents’ coping appeared to be multidimensional rather than uniformly 
facilitating or obstructive. During the earlier phase of bargaining and resistance to medical advice and treatment, 
some parents described religious practices, such as vows or sacrificial rituals, as attempts to negotiate with or 
make sense of the diagnosis, which in some cases was associated with delayed engagement with professional 
treatment. However, participants’ narratives also suggested that religious and spiritual beliefs could serve a differ-
ent function during later adaptation. For some parents, spiritual interpretations of the child’s condition provided a 
framework for meaning-making and acceptance, helping them reinterpret the diagnosis and sustain their capacity 
to cope with long-term caregiving. Thus, spirituality may function differently across the trajectory: initially as 
a form of bargaining or resistance for some parents, and later as a source of meaning and acceptance for others. 
Importantly, these patterns should not be interpreted as a universal or sequential progression experienced by all 
parents, but rather as context-dependent coping responses that varied across individual trajectories.

These emotional patterns also resonate with the appraisal component of Coping Theory, where parents’ inter-
pretations of ambiguous information, uncertainty, and stigma shape the intensity and direction of their emotional 
responses [15]. In this context, limited information and cultural stigma appeared to amplify negative appraisals, 
contributing to heightened stress reactions.
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The phases of Parental Response from initial symptom recognition through post-diagnostic adaptation

A notable finding of this study is the culturally contextualized trajectory parents navigated after the diagno-
sis (Table  3 and Fig.  1). While classical models of grief and adaptation—such as Kübler-Ross’s framework 
[37]—often depict emotional transitions in chronic conditions [38], our findings capture how this process unfolds 
within the Iranian socio-cultural milieu. Rather than a strictly uniform or linear march, parents’ journeys were 
dynamic, iterative, and recursive, characterized by initial symptom recognition, denial and shock, anger, cultur-
ally grounded resistance and bargaining, resistance to medical advice and Treatment, intense emotional distress/
depression, social withdrawal, and eventual adaptation.

Importantly, our individual-level analysis (Table 3) demonstrates that while the overarching arc progresses 
from distress toward adaptation, not every parent traversed all seven phases linearly. For instance, resistance to 
medical advice (phase 4) was heavily intertwined with spiritual interpretations and vows (e.g., seeking alterna-
tive religious healing or sacrifices), while social isolation (phase 6) emerged primarily in response to profound 
external social stigma. This demonstrates that parental adaptation in this setting is a fluid, culturally responsive 
process rather than a static sequential continuum.

However, it extends these by highlighting culture-specific responses such as resistance to medical advice and 
social withdrawal due to stigma, elements less emphasized in Western models. This finding resonates with Zhou 
et al. (2022) (16), who noted culturally driven coping mechanisms among Chinese parents, such as initial denial 
followed by community-based adaptation, and Alsehemi et al. (2022), who identified spiritual questioning as a 
prominent response among Saudi parents [39]. This culturally grounded perspective offers a more contextualized 
understanding of how Iranian parents emotionally process an autism diagnosis, contributing to the discourse on 
family adaptation in similar cultural settings [9].

Furthermore, content analysis revealed that this seven-phase composite framework serves not as a rigid tempo-
ral model, but as a dynamic heuristic that aligns with the stress and coping framework [40], as parents’ emotional 
and behavioral responses reflect processes of appraisal, coping, and adaptation to the stress of an ASD diagnosis 
[41]. This alignment appears to strengthen the validity of our findings, as it situates the parental response within 
an established theoretical model.

From a theoretical standpoint, this conceptual model reflects both individual coping processes and broader 
family dynamics. Consistent with Coping Theory, parents moved through phases of appraisal, emotional regula-
tion, and adaptive problem-solving as they navigated the diagnosis. At the same time, elements of Family Sys-
tems Theory were evident in how parental responses were shaped by intra-family dynamics, social expectations, 
and the ripple effects of diagnostic uncertainty on marital, parental, and extended-family interactions [15, 16]. 
This dual-lens interpretation offers a more comprehensive understanding of how families in culturally traditional 
settings respond to an ASD diagnosis.

Limitations

While this study provides valuable insights into the experiences of Iranian parents during the ASD diagnostic 
process, several limitations should be acknowledged. First, the sample was recruited via purposive sampling from 
two autism centers in Yazd, Iran, which may limit the transferability of findings to other regions or populations 
with different socioeconomic or cultural backgrounds. However, maximum variation in participant demographics 
(age, gender, education, and occupation) was pursued to enhance diversity, and data saturation was achieved to 
ensure comprehensive coverage of the theme and categories.

Second, the reliance on self-reported interviews introduces the potential limitations inherent in narrative recon-
struction, as parents reflected on past experiences. To mitigate this, interviews were conducted soon after diag-
nosis (aged 6 years or younger), and trustworthiness was ensured through member checking and peer debriefing.
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Third, although both mothers and fathers were recruited, the sample had an unequal gender distribution (nine 
mothers vs. three fathers). In the Iranian socio-cultural context, primary caregiving and daily accompaniment of 
children to therapeutic sessions predominantly fall upon mothers, which naturally facilitated their greater avail-
ability and willingness to participate. However, paternal coping styles, emotional processing (such as internalizing 
distress or cognitive avoidance), and social isolation mechanisms may differ substantially from maternal experi-
ences. Therefore, the emotional trajectory and challenges documented here predominantly reflect the maternal 
narrative, and findings should be generalized to fathers with caution. Future research specifically exploring pater-
nal emotional processing and gender-specific coping trajectories in autism caregiving is necessary.

Fourth, the qualitative nature of the study and its small sample size (n = 12) preclude statistical generalizability; 
however, the in-depth narratives align with Lincoln and Guba’s criteria for rigor, providing a rich, contextualized 
understanding.

Fifth, while our findings offer a detailed trajectory of parental experiences, the retrospective design focuses 
on participants’ narrative reconstructions of their diagnostic journey. As such, these findings reflect the parents’ 
subjective framing of their past experiences rather than a real-time observation of emotional transitions. Conse-
quently, while our seven-phase framework provides a robust heuristic for understanding these journeys, future 
research employing longitudinal designs could further illuminate the fluid, experiential dynamics of these transi-
tions as they unfold over time.

Suggestions for future studies

Future research could expand on the findings of this qualitative study in several important ways. First, quantita-
tive studies are needed to examine the prevalence, determinants, and predictors of parental stress, diagnostic 
delays, and service navigation challenges among families of children with ASD in different regions of Iran. 
Additionally, mixed-methods research could help triangulate qualitative insights with measurable outcomes, pro-
viding a richer understanding of parents’ experiences during the diagnostic process. Also, future research should 
enlarge the sample and specifically target parents of younger children (aged < 4 years) closer to the time of symp-
tom emergence and initial diagnosis to mitigate probable narrative reconstruction.

Longitudinal studies are also recommended to track changes in parental coping, service access, and child 
developmental outcomes over time. Further research should evaluate the feasibility and effectiveness of cultur-
ally adapted parent-support programs and community-based interventions, particularly in semi-urban and under-
served areas. Finally, comparative studies across diverse sociocultural contexts within Iran may help identify 
structural and cultural factors influencing diagnostic pathways and family support needs.

Conclusion

Overall, the findings highlight several emotional and practical challenges experienced by Iranian parents during 
the ASD diagnostic process, pointing to areas where diagnostic practices and family support may benefit from 
further attention in similar sociocultural contexts.

A particularly pivotal contribution of this study is the identification of a culturally grounded, multi-phase 
pattern of parental emotional and behavioral responses, ranging from initial recognition of symptoms to denial, 
anger, spiritual questioning, resistance to medical advice, depression, social withdrawal, and eventual adjustment 
and acceptance. This sequential yet sometimes recursive pattern highlights the profound psychological burden 
parents face and the influence of cultural stigma, limited resources, and family support on their coping processes.

This category has important theoretical and clinical implications. While partially consistent with established 
grief and coping models, it extends them by illuminating culturally specific reactions such as resistance to diag-
nosis and stigma-driven social withdrawal. These findings emphasize the need for systematic mental-health 
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screening for parents, particularly mothers, and the development of structured, culturally sensitive counseling 
interventions following diagnosis.

The results suggest the potential value of developing culturally sensitive family support approaches and 
improving professional awareness of parental experiences during the diagnostic journey. In particular, the find-
ings indicate that structured educational initiatives for healthcare professionals—such as child psychiatrists, psy-
chologists, and pediatricians—focusing on communication skills, cultural competence, and clearer diagnostic 
pathways may help reduce parental confusion and uncertainty. Although causal inference is not feasible given the 
qualitative nature of this study, the findings may nonetheless offer sparks and initial insights that can illuminate 
future prospective quantitative research.

In addition, participants’ accounts of delayed diagnosis and fragmented services highlight the possible benefits 
of improving access to specialized diagnostic services, particularly in semi-urban areas such as Yazd. Future 
research and health policy evaluations could further explore strategies for strengthening diagnostic pathways and 
service coordination.

Finally, given the emotional distress and social isolation reported by many parents, the development of com-
munity-based support initiatives, including parent support groups and counseling services, may represent a 
potentially valuable avenue for supporting families coping with ASD. However, further research is needed to 
evaluate the feasibility and effectiveness of such interventions within the Iranian cultural and healthcare context.
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