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Research Paper 
The Lived Experiences of the Mothers of Children 
With Speech Disabilities

Background: The mother, as the first and foremost person interacting with the child, 
suffers the most from the child’s speech disability. This study aimed to explore the lived 
experiences of mothers of children with speech disabilities.

Methods: This qualitative study was conducted using a descriptive phenomenological approach 
and purposive sampling in Tehran, Iran in 2021. Data were generated through 20 semi-structured 
interviews with mothers whose children needed speech therapy for at least six months and had 
been referred to speech therapy centers in Tehran, Iran. The interviews continued until data 
saturation. Data analysis was performed using Colaizzi’s seven-step method.

Results: Four main themes and nine subthemes emerged, including intrapersonal suffering 
(psychological pressure and physical pain), feeling empty (lack of husband support and lack 
of support from the husband’s family), interpersonal conflicts (challenge with therapists 
and facing public reaction), and need for balance (self-imposed social exclusion/isolation, 
take refuge in superstitions out of despair, and take refuge in the support of peer mothers).

Conclusion: The results of this research revealed that paying attention to the inner suffering and 
pain experienced by these mothers is necessary. Support from their husbands and health workers 
could help them to better resolve the conflicts and create balance in their lives. Implementation 
of psychological interventions to reduce the subjective and objective burden of these mothers 
and involving them in counseling sessions can reduce their anxiety and stress.
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1. Introduction

he development of speech and lan-
guage skills is specific to humans and 
compared to other skills, indicates the 
growth and maturity of the brain. The 
development of perceptual language (the 
ability to comprehend speech) usually 

occurs faster than expressive language (the ability to 
communicate) (Longe, 2021). The mother is the most 
important teacher in the early years of a child’s life. 
Language is learned by listening to others and prac-
ticing it (CDC, 2021). Speaking and communication 
skills enable children to interact with others and learn 
from formal classroom education and the environment 
around them (Child Development Institute, 2019). The 
ability to use speech requires skills and coordination 
of different parts of the brain, nerves, and body (head, 
mouth, neck, chest, and abdomen) (Eske, 2019).

Speech disability is characterized by the inability to 
produce or organize sounds (letters) and syllables or 
spoken words or the fluency of speech and, consequent-
ly, the inability to express sentences and communicate 
with others. Some speech disabilities are the result of a 
congenital, genetic, or traumatic disorder, and others are 
influenced by a primary cause, such as developmental 
and cognitive disabilities and syndromes, attention def-
icit hyperactivity disorder (ADHD), learning disabili-
ties, hearing disability, autism spectrum disorder, brain 
injury, and mental/emotional disorders (ASHA, 2017; 
Sanger et al. 2004). Speech and language disorders can 
be due to the defects in comprehension or production 
of any of the five areas of language, namely phonol-
ogy (word recognition), morphology (word formation), 

syntax (sentence construction), semantics (meaning of 
words and sentences), and pragmatics (social aspect 
and use of words in the right context). In addition, pe-
diatric or developmental speech sound disorder (SSD) 
is a general term that includes a variety of diagnostic 
titles, such as speech delay, phonetic articulation dis-
order, consistent or inconsistent phonological disorder, 
and pediatric motor speech disorders with subtypes of 
childhood apraxia of speech and developmental dysar-
thria (Terband et al., 2014). 

Language disorders may persist throughout life and 
their symptoms change over time (Sanger et al., 2004). 
Social communication disorders occur as a result of 
problems in the social use of verbal and non-verbal 
communication. For example, a person may have dif-
ficulty using words in the right social context, under-
standing situations to express feelings and ideas, and 
even starting and continuing conversations, etc. (Bana-
jee et al., 2013). It has been shown that approximately 
7.7% of 3-17-year-old children in the United States 
have a disorder related to voice, speech, language, or 
swallowing and 34% of them have multiple commu-
nication or swallowing disorders between the ages of 
3 and 10 (national institute of deafness and other com-
munication disorders (NIDCD), 2016). These disorders 
may have short- or long-term effects on health and cause 
learning problems in children (Hassanzadeh, 2020). 
Untreated speech-language problems lead to behavioral 
challenges, mental health problems, reading difficulties, 
poor academic performance, and high school dropouts 
(Prelock et al., 2008). 

T

Highlights 

● The lived experiences of mothers of children with speech disorders can help mothers and healthcare professionals. 

● Four main themes emerged from this phenomenological study were as follows: intrapersonal suffering, feeling 
empty, interpersonal conflicts, and the need for balance.

● In addition, the results indicated nine subthemes, including psychological pressure, physical pain, lack of husband 
support, lack of support from the husband’s family, the challenge with the therapist, facing public reaction, self-im-
posed social exclusion/isolation, taking refuge in superstitions out of despair, and refuge in the support of peer mothers.

Plain Language Summary 

Awareness of mothers’ experiences of living with a child with a speech disorder will help healthcare professionals 
better understand their needs. In this study, four main themes emerged from the interviews, including intrapersonal 
suffering, feeling empty, interpersonal conflicts, and the need for balance.
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The most painful issue for mothers of children with 
speech and language disorders is that they face other 
challenges besides helping and exercising to improve 
their child’s speech (ASHA, 2021). The birth of a child 
with a disability can lead the family to a psychological 
and emotional breakdown. Blame, guilt, depression, and 
inefficiency are some of the negative emotions expe-
rienced by mothers of children with disabilities. Thus, 
mothers as primary caregivers are exposed to more psy-
chological stressors (Khodabakhshi-Koolaee, Koshki, & 
Kalhor, 2019; Rezaei et al., 2020). Compared to moth-
ers of typical development children, they are unaware of 
their physical and mental health and suffer from isolation 
and apathy to establish relationships with others, which 
results in depression and endangering their mental health 
(Koolaee et al., 2014).

Mothers of children with speech and language disor-
ders have difficulty understanding their child’s needs 
as well as making the child understand what they want. 
When children are unable to express their needs, they 
often resort to loud crying or screaming. Moreover, the 
child’s failure to understand the mother’s expectations 
and advice due to comprehension problems causes anxi-
ety and confusion for the mother, and as a result, dis-
rupt the social relations of the family. Most of the time, 
the child’s inability to express intelligible words leads 
to the use of pseudo-words and self-made words, which 
are only understood by the child and sometimes (but not 
often) by the mother. Thus, the mother must always be 
available to translate the needs of her child. Communica-
tion problems caused by speech and language disorders 
and their causes are often questioned by people around 
and the community members accompanied by popular 
advice (Khodabakhshi-Koolaee et al., 2019; Nur, Tairas, 
& Hendriani, 2018). Thus, the explanation by the mother 
causes irreparable harm to her. Finding the right treat-
ment and intervention path, trusting the therapist, and 
going to rehabilitation centers are some of the other diffi-
culties and problems experienced by these mothers. The 
first author of this article, during her 15 years of speech 
therapy experience for children with speech disorders 
and counseling with their mothers, has always witnessed 
the challenges of these mothers in the counseling ses-
sions due to their child’s disability.

So far, a few qualitative studies have been conducted 
on mothers of children with speech-language disorders 
(Nur et al., 2018; Macharey & Von Sachodoletz, 2008; 
Miron, 2012; Denmon, 2019). These studies have main-
ly focused on how parents understand speech-language 
disorders or have addressed the parents’ communication 
with and expectations from the therapist and the type of 

interventions. The lived experiences of Iranian mothers 
of living with a child with speech-language disorder not 
only lead to the development of a body of knowledge re-
garding this important issue but can also help rehabili-
tation intervention and counseling techniques for these 
children and mothers and the improvement of their men-
tal and physical health, and could be helpful for mothers 
who have just been confused by taking this difficult path. 
Therefore, these mothers understand that their feelings 
and reactions are not specific to them but are universal. 
The aim of this study was to explore the lived experi-
ences of mothers of children with speech disabilities. The 
results of this study can increase public awareness of the 
conditions of mothers of children with speech disabilities.

2. Materials and Methods

This qualitative study used a descriptive phenomeno-
logical approach and was conducted from April to Sep-
tember 2021. A qualitative phenomenological approach 
focuses as much as possible on the participants’ first-
hand experiences and tries to reveal the meanings and 
experiences of the individual as he/she has lived them. 
The descriptive phenomenological approach is used 
when there is little information about a subject and the 
aim is to study, clarify, and understand the most basic 
meaning of a phenomenon of interest from the perspec-
tive of those directly involved (Giorgi, 1997).

 The participants in this study were mothers of chil-
dren (3-9 years old) who had speech disabilities and as 
a result, had difficulty communicating normally accord-
ing to their age. These mothers had referred to one of 
the four speech therapy centers in districts one or two 
of Tehran and their children were being treated in per-
son or online by a speech and language pathologist. The 
informants were selected using purposeful sampling. 
Data generation continued until the data were saturated 
through interviews with 20 informants. 

Inclusion criteria were having at least a high school di-
ploma, not being treated by a psychiatrist, not having an 
acute physical illness, and voluntary cooperation in the 
study. The children have been receiving speech therapy 
for the past six months, their speech problems were in 
the range of pediatric or developmental speech sound 
disorder (SSD) as shown in Table 1, the age range of 
children was between three and nine years, and they had 
no hearing disability or hearing loss.
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Maximum variation sampling was met through the se-
lection of mothers in different age groups, diverse social 
and economic statuses, different education and marital 
status, and also gender diversity of their children. The 
data were generated through semi-structured interviews 
focusing on the experiences of mothers of children with 
speech disabilities. Each interview lasted approximately 
60 minutes. Before the interviews, some information 
was provided to the participants about the study, its ob-
jectives, and the research procedure. Then, the partici-
pant’s demographic characteristics were recorded (Table 
1). Some of the questions asked in the interviews are as 
follows: “What was your reaction to your child’s speech 
impediment?”, “What was your feeling after learning 
about your child’s speech disorder?”, “What was the re-
action of people and those around you to your child’s 
speech disability?”, “Which experiences have you had 
so far due to your child’s speech disability?”.

Subsequent questions were asked based on the infor-
mants’ answers. The researcher valued the participants’ 
silence (epistemological silence) so that they could re-
call their experiences well and come up with in-depth 
answers. The researcher also tried to motivate the par-
ticipants by asking exploratory questions to express 
their understanding of lived experiences. For example, 
the following questions were asked: “Would you please 
explain more?”, “Could you give me an example?” and 
“Did I get it right? “You meant that ...?”

 Since this study was conducted during the COVID-19 
outbreak, all the interviews were conducted by the re-
searcher herself in-person and following health protocols 
in a private speech therapy center. For the participants’ 
convenience, the interviews were conducted upon an ap-
pointment with them. However, subsequent follow-ups 
were performed by telephone. To better respond to the 
questions, the participants were given free time during 
the interviews to express what they have experienced 
and felt, and what they wanted to share with others. 
Therefore, some interviews lasted up to 3 hours and all 
interviews lasted 1620 minutes. The interviews were re-
corded with the informants’ permission. The content of 
the interviews was then transcribed word by word, and 
data analysis was performed simultaneously.

Data analysis was performed following Colaizzi’s sev-
en-step method (Colaizzi, 1978). First, all the descrip-
tions provided by the participants were written word 
by word immediately at the end of each interview and 
were read several times to understand the participants’ 
feelings and experiences. In the second step, signifi-
cant relevant non-repetitive statements were extracted. 

The significant information and sentences related to the 
phenomenon in question were underlined and thus, the 
significant statements were identified. In the third step, 
code extraction, the related themes were extracted from 
the significant statements in each interview. To this end, 
a theme was extracted from each statement that showed 
the main idea behind the participant’s statements. Fur-
thermore, the relevance of the themes with the signifi-
cant statements was checked. The researcher attempted 
to stay off her presuppositions and to be closer to the 
phenomenon as it has been experienced. In the fourth 
step, the identified concepts were classified into thematic 
clusters based on their similarities. In the fifth step, the 
thematic clusters were merged into broader categories to 
present a description of the phenomenon under study. In 
the sixth step, a thorough description of the phenomenon 
in question was provided. In addition, the researcher 
summarized the comprehensive description so that only 
the aspects that are considered necessary for the struc-
ture of the phenomenon are revealed. Finally, in the sev-
enth step, the findings were reviewed and confirmed by 
the participants using follow-up phone calls. 

To ensure the rigor of the study, the trustworthiness 
criteria proposed by Lincoln and Guba were used (Lin-
coln & Guba, 1985). To confirm credibility, prolonged 
engagement, member checks, and peer debriefing were 
used. To establish dependability, an inquiry audit was 
used so that the coding and analysis were controlled by 
the supervisor and co-supervisor of the study. Transfer-
ability was met through the thick description of the con-
text of the study. Confirmability was established through 
the audit trail and external auditors agreed with the re-
searchers’ interpretations. 

3. Results 

Table 1 presents the participants’ demographic data. 
The lived experiences of the participants emerged as 
four main themes and nine subthemes (Table 2).

Intrapersonal suffering

These mothers suffered a lot from their children with 
language and speech problems. This suffering had psy-
chological, physical, and emotional dimensions and led 
to a decrease in their tolerance. This main theme consist-
ed of two subthemes, including psychological pressure 
and physical pain.
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Psychological pressure

The psychological pressure was constituted of initial 
categories, such as denial and shock, feeling sad, anger, 
bargaining with God, feelings of guilt and self-blame, 
feeling confused and perplexed, and constant worry 
about the child’s uncertain future. The followings are 
some excerpts of the participants’ experiences: 

Denial and shock: Denial and shock emerged as not 
accepting the reality after hearing, seeing, or knowing 
about the unfortunate event. All the mothers stated that 
they were severely denying their child’s disability after 
knowing about it: “Like any other mother, I was expect-
ing to have a healthy baby. Then something terrible hap-
pens like this! It was so horrible and painful; it was un-
believable to me at first. At first, I wanted to deny it. No! 
My son! It’s impossible. I said to myself, no, he has no 
symptoms” (Participant #3).

Feeling sad: The participants stated that they were un-
happy with their child’s problem: “When my son still could 
not speak well; if I took him to a place where other children 
spoke, I would feel envious. I said to myself, oh, why should 
my child be like this! Many people in my family had chil-
dren of the same age as my son. [Why didn’t their children 
have the same problem?]” (Participant #1).

Anger: Many mothers reported that they were experi-
encing severe anger after knowing about their children’s 
problem. “I was angry with myself when I compared my 
child to other children. I was very upset when someone 
asked me about it. I preferred to hide my anger. I tried to 
calmly explain to them and tell them what the problem 
was or why it happened. But I was very angry and upset 
inside” (Participant #1).

Bargaining with God: The participants reported that 
they often thought they had been wronged by God: “I 
was very angry. In fact, I was complaining about God” 
(Participant #13). Another participant said, “Every day 
I said blasphemy to the heaven. I was cursing God be-
cause I believed a lot in God I was saying, oh, God, why 
me? I begged God that if this child gets well, I will help 
the needy a lot” (Participant #16).

Feelings of guilt and self-blame: Some participants 
reported that they felt guilty when they were alone and 
thinking about their child’s disability: “I blamed myself 
all the time and thought maybe I did something dur-
ing my pregnancy. At the seventh month of both of my 
pregnancies, my body was always itching. I had liver 
cholestasis, I had to take pills, I said maybe my child’s 

problem was because of the side effect of the pills I had 
taken” (Participant #5). 

Feelings of confusion and perplexity: The women 
participating in this study reported that they often felt 
confused for a long time after becoming aware of their 
child’s problem: “Certainly, it was a very strange feel-
ing that I do not know how to tell you, like a parent ..., a 
mother who loses her child! The loss of a child is a feel-
ing of sadness that is not forgotten but eventually fades 
away, but unfortunately, when your child has a disability, 
you see it 24 hours a day” (Participant #5). 

Constant worry about the child’s uncertain future: 
The participants stated that they were worried about the un-
certainty of their child’s future: “What should he do when 
we are no longer living with him? I cannot count on his 
brother very much. He is a boy; we must put ourselves in 
girls’ shoes. If I had a daughter, would I really like to marry 
a boy whose brother has a disability? Does her husband al-
ways want to take care of his brother?! So I cannot ask her 
to look after her brother. I just always wanted her to love 
and understand her brother” (Participant #11).

Physical pain

Physical pain included three initial categories, includ-
ing body aches and numbness, muscle stiffness, and 
neck stiffness. The followings are examples of the par-
ticipants’ experiences:

Body aches and numbness: Some of the participants 
reported feeling severe physical pain: “I had physical 
pain and was suffering from severe back pain. I have 
been doing exercise for almost a year, thank God I have 
no problem now. But before, I was feeling as if my body 
was numb. I had pain in my hands and feet. I was suffer-
ing from pressure either physically or mentally” (Partici-
pant #12).

Muscle stiffness: The mothers stated that they have ex-
perienced muscle pain during this period: “My neck was 
stiff for a whole week. I searched the internet and found 
that I had signs of a stroke. I mean, I was under so much 
pressure. My stiffness was over with a few injections. But 
I resisted the problems and said it would finally fix” (Par-
ticipant #18).

Neck stiffness: Some participants reported that they 
recently have experienced headaches: “I was shocked all 
at once. I was always having migraine headaches. My 
neck was very stiff. I felt faintness in my whole body” 
(Participant #19).
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Table 1. Participants’ demographic data

Code Age (y) Education Occupation Marital 
Status

Number 
of Chil-

dren

Birth 
Order

Child’s 
Gender 

Child’s 
Age (y)

Economic 
Status 

Language/
Speech Dis-

order 

1 49 Diploma Employed Married 1 First Male 7 Good Dysarthria

2 36 Bachelor’s 
degree Housewife Married 1 First Female 6 Good

Developmen-
tal speech and 
language delay

3 42 Bachelor’s 
degree Housewife Divorced 1 First Male 6 Very good

Developmen-
tal speech and 
language delay

4 29 Diploma Housewife Married 2 First Male 9 Good Dysarthria

5 40 Master’s 
degree Housewife Married 2 Second Female 3.5 Good

Developmen-
tal speech and 
language delay

6 38 Bachelor’s 
degree Housewife Married 2 First Male 6 Good

Developmen-
tal speech and 
language delay

7 51 Diploma Housewife Married 3 Second Male 5 Moderate

Language 
and speech 

developmental 
delay 

8 44 Diploma Housewife Married 1 First Male 6 Good Speech sound 
disorder

9 45 Master’s 
degree Housewife Married 2 First Male 9 Good

Developmen-
tal speech and 
language delay

10 39 Bachelor’s 
degree Employed Married 2 Second Male 8 Moderate Stuttering 

11 45 Diploma Employed Married 2 Second Male 6 Good
Developmen-
tal speech and 
language delay

12 43 Bachelor’s 
degree Housewife Married 2 Second Male 5 Good

Developmen-
tal speech and 
language delay

13 43 Diploma Housewife Married 2 Second Male 4 Good Dysarthria

14 48 Master’s 
degree Housewife Divorced 1 First Male 6 Moderate Dysarthria

15 45 Bachelor’s 
degree Employed Divorced 2 First Male 8 Moderate Dysarthria

16 35 Bachelor’s 
degree Housewife Married 3 Third Female 3 Good

Developmen-
tal speech and 
language delay

17 34 Diploma Self-em-
ployed Married 1 First Male 7 Moderate Stuttering

18 34 Master’s 
degree Housewife Married 3 Second Female 7.5 Poor

Developmen-
tal speech and 
language delay

19 40 Diploma Housewife Married 2 First Female 8 Good
Developmen-
tal speech and 
language delay

20 31 Diploma Housewife Married 1 First Female 6 Good
Developmen-
tal speech and 
language delay
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Table 2. The themes and subthemes emerged in the study

Initial CategoriesSubthemesMain Themes

Denial and shock

Psychological pressure

Intrapersonal suffering 

Feeling sad

Anger 

Bargaining with God

Feelings of guilt and self-blame

Feeling confused and perplexed 

Constant worry about the child’s uncertain future

Body aches and numbness

Physical pain Muscle stiffness

Neck stiffness

Feeling lonely

Lack of husband support

Feeling empty 

Opposition to parent participation in self-help groups

Verbal and emotional blame of the husband

Communication problems with the husband

Rejection of responsibility by the husband

Non-payment of medical expenses

The absence and escape of the husband

Psychological and social pressures from the husband’s familyLack of support from the hus-
band’s family Attributing the disability to the genetic deficiencies of the mother 

and her family

Negative public reaction to disability
Facing public reaction

Interpersonal conflicts

Asking frequent questions about child disorder

Preventing the mother from attending the treatment sessions

Challenge with therapists

Failure to inform the mother of the child’s disorder

Not explaining treatment instructions

Failure to inform the mother about the course of the disease

Creating unrealistic treatment expectations and hopes in the mother

Evading social interactions with family and friendsSelf-imposed social exclusion/
isolation

Need for balance

Refusing to talk to others

Turning to fortune-tellers, sorcerers, and goblinsRefuge in superstitions out of 
despair Feeding the pigeon eggs to the child* 

Interacting with mothers with the same problems Refuge in the support of peer 
mothers Participating in self-help groups

* There is an old misbelief in Iran whereby feeding pigeon eggs to a child with speech disorders helps the child speaks fluently (authors). 
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Feeling empty 

The participants often lacked the support of their hus-
bands and families and therefore, felt empty. This lack 
of support fueled their anxiety and loneliness. This 
main theme consisted of two subthemes, including 
lack of support from the husband and lack of support 
from the husband’s family.

Lack of husband support

This subtheme consisted of initial categories, including 
feeling lonely, opposition to parent, verbal and emotion-
al blame of the husband, communication problems with 
the husband, rejection of responsibility by the husband, 
non-payment of medical expenses, and the absence and 
escape of the husband. The following are excerpts of the 
participants’ interviews: 

Feeling lonely: The participants stated that they were 
alone because of their child’s problems and felt they have 
no one: “My husband once said on Friday that I would 
go to see a house after work. I was alone from morn-
ing till night. When he came home, I found that he was 
smoking hookah. I asked where he was. He told the story. 
I told him I had been alone at home since the morning 
until about 9 o’clock. I blamed him for not being fair 
enough not to leave his wife alone at home with her sick 
child for a long time” (Participant #13).

Opposition to parent participation in self-help 
groups: One of the participants stated, “Other moth-
ers did a great job. They formed a group with 4 or 5 
members. They held parties. They also joined a group in 
Telegram and shared their experiences and their routine 
works. They used to attend a party held at one of the 
members’ houses once a week or a month. I think this 
would help them reduce their anxiety and stress a lot. 
Their husbands also attended the party. But I was very 
anxious because of my son and my husband. Because my 
husband had come to the association several times, he 
had argued with me. Almost everyone there was aware 
of our arguments” (Participant #3).

Verbal and emotional blame of the husband: One of 
the participants stated “I have been living apart from my 
husband for three years now. But he used to tell me that 
you were a nurse, your children should not have devel-
oped this problem. Look how short-sighted he is. These 
things may happen to anyone. He was looking for some-
one to blame her” (Participant #15). 

Communication problems with the husband: “My 
husband rarely talks to me. Later, I found that our life 
was turning in a way that my husband’s father did not 
like to visit us. We were alone in the house most of the 
time” (Participant #1).

Rejection of responsibility by the husband: “There 
were some arguments between us only because of my 
daughter’s problem or that I was sick for three days 
when I was in the rehabilitation center. I did not tell 
my husband many things that day because he had a 
long way to go by car and I did not want to worry him 
anymore because we had a lot of financial problems” 
(Participant #2).

Non-payment of medical expenses: “Before we got 
separated, my brother gave me his credit card and told 
me to pay the costs of my child’s speech therapy. I told 
my husband about it. Although I knew he would not be 
offended by it at all” (Participant #3).

The absence and escape of the husband: “My hus-
band’s reaction to the news of our child’s disability was 
very bad. He had taken all her belongings and had gone 
away. We did not know about him for two days” (Partici-
pant #4).

Lack of support from the husband’s family

The husbands’ families often not only had not sup-
ported these mothers but also contributed to their suffer-
ing. This subtheme consisted of the initial categories, 
including psychological and social pressures from the 
husband’s family and attributing the child’s disability to 
the genetic deficiencies of the mother and her family. 

Psychological and social pressures from the hus-
band’s family: “Earlier, my mother-in-law said it was 
my fault that I did not play with the child or I would not 
talk to her. But I love my children very much” (Partici-
pant #7).

Attributing the child’s disability to the genetic de-
ficiencies of the mother and her family: “One day a 
member of my husband’s family asked why you did not 
have an abortion? I could not explain the speech disor-
der to them because they were not educated. When my 
husband’s mother saw our child, she said that the cousin 
of my aunt’s mom has six fingers so the child’s disability 
was caused due to genetic problems inherited from my 
family members” (Participant #2).
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Interpersonal conflicts

The child’s speech problems had caused a lot of 
problems for the mothers because they had to constant-
ly explain it to people or face their bad reactions. In 
addition, therapists often had not paid attention to the 
needs of these mothers, which led to a doubling in their 
suffering. This main theme consists of two subthemes, 
including facing public reaction and challenges with 
therapists. Some excerpts from interviews with moth-
ers are as follows:

Facing public reaction

Negative public reaction to disability: “Public 
awareness about disabilities is very low. When I first 
went to the small city where I live, many people pointed 
to the cochlear implant and asked what it was and what 
was its purpose and functions. They admitted that they 
had not seen it before. They thought that the child had a 
brain problem as they saw a curled thing within her ear” 
(Participant #20).

Asking frequent questions about child disorder: 
“There are many people who ask about my child’s prob-
lem and its causes. They made us angry because they 
wanted to know why our daughter could not speak and 
why she has started speaking so late. People asked why 
she speaks in that way and advised us to take her to a 
speech therapy center, as if they were more sympathetic 
than us as her parents” (Participant #6).

Challenge with therapists

Although therapists had helped children improve their 
speech, they had behaviors that had led to mothers being 
upset and stressed. This subtheme consisted of five initial 
categories, including preventing the mother from attend-
ing the treatment sessions, failure to inform the mother 
of the child’s disorder, not explaining treatment instruc-
tions, failure to inform the mother about the course of the 
disease, and creating unrealistic treatment expectations 
and hopes in the mother.

Preventing the mother from attending the treat-
ment sessions: “During the therapy sessions, they did 
not allow me to be with my daughter. Then I protested 
and said that her father had insisted that I had to be 
with her in the session. They allowed me to attend the 
session and I saw that they were harassing her” (Par-
ticipants #4).

Failure to inform the mother of the child’s disor-
der: The participants stated that the therapist did not 
provide any information about the child’s disorders and 
this made them more anxious: “I did not know from the 
beginning that this is a permanent problem and nobody 
told me. Maybe they did not want to say it! They did not 
say that this problem may last for years or even would 
be with the child for the rest of his life!” (Participant #1).

Not explaining treatment instructions: “Let me tell 
you a memory from the first speech therapy. I took my 
son to speech therapy for two sessions. A woman was 
supposed to come home to do speech therapy with him. 
The woman asked me not to give him anything even food 
when he’s hungry until he asks for it and he is forced to 
speak. Thus, I kept the child hungry one morning until 
the afternoon to force him to say that he is hungry but 
he couldn’t do it. When I still think about him, I get very 
upset. I say to myself, I wish I had not done this to my 
child. He could not speak!” (Participant #1).

Failure to inform the mother about the course of the 
disease: “It was very terrible because at first I was given 
wrong information. My daughter was small and they 
told me that she has no speech problem, but later I found 
that she knew and spoke fewer words than those used by 
other children of her age. I took her to a speech therapy 
center and they told me that her muscles were weak and 
she needed to undergo the treatment” (Participant #2).

Creating unrealistic expectations and hopes for 
treatment in the mother: “The therapists have to tell 
me everything from the beginning. For example, they 
needed to tell me that my child’s problem is permanent 
and do not give me false hope. I think they shouldn’t do 
that” (Participant #2).

Need for balance

The experiences of the mothers of these children 
showed their need to balance life; thus, they tried to stay 
away from others or resort to anything to relax a bit. This 
min theme consisted of subthemes, including self-im-
posed social exclusion/isolation, a refuge in superstitions 
out of despair, and refuge in the support of peer mothers.

Self-imposed social exclusion/isolation

One way to balance life was to withdraw from others, 
which was in the form of evading social interactions 
with family and friends and refusing to talk to others.
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Evading social interactions with family and friends: 
The participants stated that they were reluctant to com-
municate with others for fear of being judged: “I barely 
had any communication with my family and my hus-
band’s family. Even I had less relationship with my hus-
band. Whenever we were together, we used to talk only 
about our child” (Participant #1).

Refusing to talk to others: The participants reported 
that they needed to talk but to someone who does not 
judge them: “I was very lonely. I believe that I should 
not involve other people in my own affairs and do not 
disturb them. Thus, I did not talk to anyone. I had noth-
ing to say to my poor mom. I used to hide my problems. 
I felt I was very lonely. There was nobody to listen to 
me so that I could relieve myself from grieves. There 
was nobody so that I could talk to him/her without 
later feeling that he/she was feeling unhappy because 
of me” (Participant #2).

Refuge in superstitions out of despair

The mothers had done everything they could to cure 
their children, often resorting to the supernatural out of 
necessity. This subtheme consists of initial categories, 
including turning into fortune-tellers, sorcerers, and gob-
lins, and feeding the pigeon eggs to the child. 

Turning to fortune-tellers, sorcerers, and goblins: “I 
even tried fortune-teller. Even there was a person who 
came to our house every Thursday. He worked with 
stones. She said the child was hurt badly by an evil eye. 
Suppose 17 years ago, when my son was 3 years old, 
I gave 3 million Tomans (Iranian money) to a sorcerer. 
She placed my son on a chair with rose water and green 
cloth and charred all over his body. She wrote some 
magical words on a piece of paper and claimed that she 
pulled the jinn out of his body” (Participant #11).

Feeding the pigeon eggs to the child: “My mother 
brought some pigeon eggs and said that feeding pi-
geon eggs to the child cures him. I told her that the 
child stutters and this problem would be solved, but 
you know, my mother does such things out of compas-
sion” (Participant #17).

Refuge in the support of peer mothers

The experiences of these mothers indicated the need 
to associate with people who had a similar problem. 
Therefore, they felt that they were not alone. This sub-
theme had the initial categories, including interacting 

with mothers with the same problem and participating 
in self-help groups. 

Interacting with mothers with the same problem: 
“There are several pages on Instagram whose followers 
are the mothers of children with speech disabilities. They 
share very nice things. Seeing them boosts my self-con-
fidence. It seems that a child’s disorder is a small issue 
that does not need to be hidden! When I see these things, 
I try not to hide my child’s disability and encourage my-
self to interact with other people” (Participant #16).

Participating in self-help groups: “I had a lot of con-
tact with mothers of children with speech disabilities. 
Especially when I came to the rehabilitation clinic; I 
asked them a lot of questions, which calmed me down” 
(Participant #6).

4. Discussion 

The mothers’ experiences emerged in four main 
themes, including intrapersonal suffering, feeling empty, 
interpersonal conflicts, and the need for balance. The 
experiences of the mothers of children with speech 
disabilities showed many psychological negative re-
actions because they were worried about the future of 
their children. Similarly, Khodabakhshi-Koolaee et al. 
examined the challenges faced by mothers in caring for 
their disabled children and concluded that mothers have 
experienced severe negative reactions and feelings and 
found themselves helpless and disappointed. Moreover, 
the mothers’ worries about their child’s future greatly dis-
turbed them (Khodabakhshi-Koolaee et al. 2019). 

Mothers of children with speech disabilities endure 
many objective and subjective burdens along with feel-
ings of loneliness or isolation and also a sense of losing 
friends, relatives, life, and social position (Koolaee et 
al. 2014). The results of the present study showed that 
mothers used to resort to superstitions out of despera-
tion. People resort to superstitions in critical situations 
characterized by fear and hope and in moments when 
there is uncertainty about the future, leading to confusion 
and skepticism. However, belief in mystical forces and 
superstitions has a long history in human societies. How-
ever, such belief does not exist in medical treatments 
(Kyriakides, 2016). People under psychological and 
social pressures caused by stigmas rely on superstitions 
and superstitious behaviors (Jahanshahi Afshar, 2014). 
For some people, superstitious and mystical beliefs pre-
vent the medical cure and healing process. Therefore, 
they will refer to medical care, when all superstitions and 
fortune-teller attempts have failed (Jegede, 2002).
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 These mothers also reported “extreme unhappiness”, 
“anger”, “loneliness”, “guilt and shame”, “confusion, 
and “severe physical pain and suffering”. These find-
ings were also reported by other authors (Barbosa et al., 
2008). Feelings of sadness, grief, loneliness, and anger 
seem to be the result of pity or misunderstanding by peo-
ple, the child’s disability, or the result of irrational be-
liefs and fear of rejection. Feeling lonely is an objective 
phenomenon whereby a person experiences emptiness, 
sadness, and apathy, and can have negative effects on the 
person’s lifestyle and health (Ellis et al., 2019; Macha-
rey, & Von Suchodoletz, 2008; Auert et al., 2012). Fur-
thermore, excessive worries resulting from fatigue, lone-
liness, anxiety, frequent cognitive errors, and excessive 
workload (going to medical centers, doing homework, 
etc.) lead to mothers’ confusion. Unfortunately, exces-
sive stress, physical problems, and pain in the mother 
are associated with a decrease in her tolerance threshold, 
which sometimes leads to intolerance of the child’s ac-
tions or his/her punishment (Khodabakhshi-Koolaee et 
al., 2019; Ellis et al., 2019).

The mothers of children with speech disabilities also 
complained about public reactions including public 
negative reactions to the child’s disability and frequent 
questions asked by people about the child’s disorder. 
This finding was consistent with the results reported 
by Marcheti Barbosa et al. (2008) and Khodabakhshi-
Koolaee et al. (2019). 

Given the lack of public awareness of children’s dis-
abilities, some Iranian people have failed to develop a 
mature and rational view of language and speech disor-
ders and disabilities, as if the participants in this study 
stated that they had not had any information about 
speech inabilities until their child became involved in 
such disabilities. In such cases, people are more likely 
to stigmatize children. Stigmatization by the public has 
been reported by the parents of children with develop-
mental disorders (Nur et al., 2018). 

The findings revealed that the mothers lacked the sup-
port of their husbands and their families. It has been 
shown that changes in family relationships and parents’ 
estrangement occur after awareness of speech disorders 
in children (Barbosa et al., 2008). It can be concluded 
that the fathers are shocked from hearing about the prob-
lem of their child and perhaps, they often prefer to run 
away from the problem instead of facing it. First, by de-
nying the disorder, and less engagement, and then blam-
ing the mother and her genetic problems, they try to get 
rid of the pressure and responsibility for this difficult and 
exhausting situation. Some avoid paying for treatment 

costs and do not consider speech therapy effective. Thus, 
the mother is not allowed to continue treatment and com-
municate with other mothers. 

One of the unpleasant experiences of most mothers was 
the therapists’ failure to inform them about psychothera-
py and therapeutic errors. In such a situation, some profi-
teers are aware of the mothers’ desperation and seek to 
increase their income with false promises. While the pro-
cess of treating language and speech disorders requires 
time and practice at home. It has been shown that for 
a person to recover faster, speech therapists should pri-
oritize treatment over their own income and the parents 
should also be aware of the intervention process (Auert 
et al., 2012). The development of a trusting parental re-
lationship with speech and language pathologists and at-
tending therapy sessions for better functioning have been 
emphasized. Informing the mother about the type of lan-
guage disorder, available treatment methods, the child’s 
progress, having honesty, and letting them participate in 
the therapy sessions are very effective in the treatment 
process (Melvin, Meyer, & Scarinci, 2020). Unfortu-
nately, in some Iranian people, often materialist view 
prevailed and they think that medical advice is often for 
more money. Having real hope is very helpful for moth-
ers whose children have language delays and realistic 
hope can be more effective in the treatment of their chil-
dren (Nur et al., 2018). Parents of children with speech 
disabilities have a much lower quality of life compared 
to mothers with healthy children and low quality of life 
can negatively affect all aspects of their lives (Aras et al., 
2014). Therefore, having health literacy and knowledge 
on how to help a child with a disability can lead to a bet-
ter quality of life for mothers and a better parent-child 
relationship (Khodabakhshi-Koolaee et al., 2018). 

In general, the degree of adaptation of mothers to their 
sick children depends on their psychological conditions, 
level of education, and also economic and social status 
(Miron et al., 2012). Moreover, Denmon showed that 
parents of children with speech disabilities endure a lot 
of stress and psychological pressures; therefore, joining 
support groups that can provide psychological and thera-
peutic services online to parents and their children can be 
very useful (Denmon, 2019). 

One of the main problems of the mothers was the lack of 
proper communication between them and medical staff, 
especially, language disorder professionals. Mothers had 
not given an explanation about the treatment process; 
thus, their expectations of their children being treated 
were unrealistic. In future research, it is recommended to 
study the experiences of these mothers in dealing with lan-
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guage disorder therapists and their problems. Most moth-
ers and their husbands disagreed on the cost, attendance 
in therapy sessions, and effectiveness of speech therapy, 
and fathers were not willing to cooperate with mothers. In 
future research, the study of experiences and psychologi-
cal reactions of fathers from having children with speech 
disabilities is suggested. Implementation of psychological 
and psychiatric interventions to reduce the subjective and 
objective burden of these mothers seems necessary. This 
study had some limitations. First, this qualitative research 
was based on the lived experiences of participants who 
had grown up in a specific cultural and social context (Ira-
nian society). Second, this study was conducted in speech 
therapy centers in Tehran; thus, its findings, in general, do 
not reflect the mothers’ lived experiences and psychologi-
cal reactions of the entire population of mothers of chil-
dren with speech disabilities. 

5. Conclusion

Having a child with a speech impediment puts a lot of 
stress and a burden of care on mothers. The aim of this 
study was to explore the lived experience of mothers of 
children with speech disorders. The findings indicated four 
main themes, including intrapersonal suffering, feeling 
empty, interpersonal conflicts, and the need for balance. 
The results of this research revealed that paying attention to 
the inner suffering and pain experienced by these mothers 
is necessary. Support from their husbands and their family 
will create a sense of support in them. Increasing public 
awareness and understanding of these mothers by speech 
disorders specialists can reduce interpersonal conflicts. 
Also, these women need to balance their lives in a positive 
and logical way, and therefore, it is necessary to give them 
the necessary knowledge in this regard. Implementation of 
psychological and psychiatric interventions to reduce the 
subjective and objective burden on mothers seems neces-
sary. Thus, educating and informing mothers and involving 
them in counseling sessions can reduce their anxiety and 
stress in mother-child interaction.
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