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Decreasing Stress for Parents of Special Needs Children through a Web-Based
Mindfulness Program: A Pilot Study

Abstract

Purpose: Parents often experience moderate to severe levels of stress due to the challenges of raising a
child with special needs. Previous research has proven that excessive parental stress negatively impacts
both the parent and child’s health. However, few organizations have been identified which offer intervention
programs focusing directly on decreasing parental stress. This pilot study investigates the effectiveness
of a 6-week online mindfulness-based course in reducing stress experienced by parents of children with
special needs. Method: A pre-test, post-test pilot design, as well as a participatory action approach, were
employed to determine the impact of the online mindfulness-based course in reducing perceived stress
experienced by parents of children with special needs. Eleven parents participated in the pilot study.
The course was facilitated by an occupational therapist (the first author) trained and experienced in
mindfulness practices and a parent of two children with special needs. The Depression Anxiety Stress
Scale - Stress subscale (DASS-SS), The Perceived Stress Scale (PSS), The Five Facet Mindfulness
Questionnaire-15 (FFMQ-15), and author-generated measures were administered pre- and post-
intervention to determine changes in perceived stress levels, as well as, the impact and application of
mindfulness practices. Results: The DASS-SS measuring the parents’ perceived stress level revealed a
30% mean reduction in stress when comparing pre-and post-intervention scores. The PSS revealed a 21%
mean reduction in perceived stress score post-intervention. The FFMQ-15 (used to measure changes in
the integration of mindfulness practices into the parent’s daily routine) indicated a 4% increase in the
groups’ mindfulness practices comparing pre- and post-intervention scores. Responses to the author-
generated measure revealed that 82% of parents believed they could better handle challenging situations
post-intervention; 100% of the parents agreed that the course made them more mindful of their thoughts.
Conclusion: Results indicate that an introductory online mindfulness-based parenting program can be an
effective intervention for reducing the stress experienced by parents of children with special needs.
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ABSTRACT

Purpose: Parents often experience moderate to severe levels of stress due to the challenges of raising a child with special needs.
Previous research has proven that excessive parental stress negatively impacts both the parent and child’s health. However, few
organizations have been identified which offer intervention programs focusing directly on decreasing parental stress. This pilot
study investigates the effectiveness of a 6-week online mindfulness-based course in reducing the stress experienced by parents
of children with special needs. Method: A pre-test, post-test pilot design, and a participatory action approach, were employed to
determine the impact of the online mindfulness-based course in reducing perceived stress experienced by parents of children with
special needs. Eleven parents participated in the pilot study. The course was facilitated by an occupational therapist (the first
author) trained and experienced in mindfulness practices and a parent of two children with special needs. The Depression Anxiety
Stress Scale - Stress subscale (DASS-SS), The Perceived Stress Scale (PSS), The Five Facet Mindfulness Questionnaire-15
(FFMQ-15), and author-generated measures were administered pre- and post-intervention to determine changes in perceived
stress levels, as well as, the impact and application of mindfulness practices. Results: The DASS-SS measuring the parents’
perceived stress level over one week revealed a 30% mean reduction in stress when comparing pre-and post-intervention scores.
The PSS measuring the parents’ perceived stress level over one month showed a 21% mean reduction in perceived stress score
post-intervention. The FFMQ-15 (used to measure changes in the integration of mindfulness practices into the parent's daily
routine) indicated a 4% increase in the groups’ application of mindfulness practices comparing pre- and post-intervention scores.
Responses to the author-generated measure revealed that 82% of parents believed they could better handle challenging situations
post-intervention; 100% of the parents agreed that the course made them more mindful of their thoughts. Conclusion: Results
indicate that an introductory online mindfulness-based parenting program can be an effective intervention for reducing the stress
experienced by parents of children with special needs.
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DECREASING STRESS FOR PARENTS 1

INTRODUCTION

Parents raising children with special needs are more likely to encounter additional challenges, responsibilities, and emotional and
financial burdens than parents of a child without special needs. Many parents report feeling “stretched beyond their limits” and
"unable to cope” with the associated challenges of raising a child with autism.! Parents of children with autism spectrum disorder
(ASD) are more susceptible to elevated stress, clinical depression, and anxiety disorders.23 Parents of children with other
neurodevelopmental disabilities, including attention deficit hyperactivity disorder (ADHD), are also susceptible to elevated stress
levels.45 The sources of parental stress, as well as coping methods, vary for each family as stress levels are unique to an individual
and are impacted by intrinsic and extrinsic factors. Commonly identified sources of stress affecting parents raising children with
special needs include financial burdens, the child’s aggressive or challenging behaviors, and the uncertainty of the child’s potential
to overcome obstacles in development.6-8 The parent’s perceptions of the situation, association of the current stressful situation to
past events with adverse outcomes, the present state of physical, mental, and emotional health, and knowledge and ability to
practice effective coping strategies also influences the parents perceived stress levels.8-10 Use of blaming, escaping, and avoidance
as coping strategies may result in additional adverse outcomes.8

Excessive stress experienced by parents and other primary caregivers of children with developmental disabilities is pervasive and
is linked to a lower quality of life, unhealthy family functioning, and adverse psychological consequences.!" Advancements in the
medical community’s understanding of the implications of parental stress on both the parent and child’s health and well-being is
emerging. 291113 However, current therapeutic and medical approaches tend to focus on the child’s health and well-being
exclusively and often overlook the challenges parents face and their ability to deal with the special needs of their child successfully.
The parent's state of health and well-being can have a direct impact on the child’s welfare. A highly stressed parent is less effective
in his or her parenting role, which may limit or adversely impact a child’s developmental progress and reduce the effectiveness of
early interventions. 45 Children with special needs often require sustained attention, patience, resilience, and determination from
the adult to stimulate the child to engage in self-care and play-based activities. A stressed and overwhelmed parent is less likely
to have the patience required to engage with their special needs child and implement recommended therapeutic activities.' In
addition, excessive stress experienced by the parent can negatively impact relations between the parent and child. Correlations
between the mothers’ increased stress levels and conflicts between the mother and child have been identified.” Studies have also
indicated that parents under excessive stress may react to the negative behaviors of their child with ADHD in a manner that can
exacerbate the clinical symptoms of the child with an ADHD disorder.# Lastly, the emotional reactions, behaviors, and symptoms
of children with ASD are perceived by parents to be influenced by the parent's emotional state.'® Research suggests that helping
parents with emotional regulation is a good initial intervention for families of children with special needs. ¢

This pilot study emerged from the understanding that parents of children with special needs endure higher than normal levels of
stress and the perceived need to provide parents with the knowledge and tools to manage stress effectively. A review of current
literature reveals a wealth of evidence indicating mindfulness-based programs are effective in decreasing stress and increasing
emotional regulation in parents of children with various diagnoses.311.17-20 Following this evidence, the first author devised a six-
week mindfulness-based course for parents of children with special needs. Understanding the lack of community support available
to some parents due to their geographical location, the first author chose a web-based intervention to allow access to all interested
participants regardless of their physical location. Research on the effectiveness of an interactive mindfulness-based intervention
for parents of children with special needs using an online platform had not occurred at the time of implementation.

Providing parents with the tools to effectively manage stress and respond to challenging situations can benefit both parents and
their children. Research has shown that the mindfulness-based stress reduction (MBSR) program developed by Jon Kabat-Zinn,
Ph.D. is an effective program for reducing stress in parents of children with special needs.!" In addition, parents who have
participated in a mindfulness-based program have demonstrated significant reductions in anxiety and stress and improvements in
empathic concern, which can foster positive parent-child relations.10.20 Mindfulness-based interventions are comprised of activities
to increase the persons’ ability to be attentive to the present moment, and often include meditation practices as well as activities
that promote self-awareness. Evidence has shown that practicing mindfulness results in better emotional self-regulation during
periods of acute stress and increases cognitive flexibility.'92! Therefore, the caregiver who practices mindfulness may be more
present and aware of their reactions in the moment and may respond without negative emotional or perceptual influences. Potential
benefits may also extend to the child. Parents who participated in mindfulness-based programs noted reduced behavior problems
and increased social skills in their children.5.1822 \When the parent practices self-compassion, they may approach stressful moments
with more presence and ease, which may provide the child with a more positive model for responding to challenging situations.23
While few identified organizations offer programs to parents that specifically addresses parental stress, existing research has
validated the numerous benefits experienced by parents of children with special needs upon completing a mindfulness-based
stress reduction program.3.11.17-20
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This pilot study followed a participatory action approach considering the challenges and ambitions of study participants.24 The
intervention and study design considers' the parents' unique challenges and ambitions raising children with special needs. The
first author, an experienced occupational therapist and mother of two children with autism, selected the mindfulness-based
elements to be included within the course based on clinical and intimate observations of the population's perceived needs and
challenges. To ensure the group's distinct needs and challenges are recognized, parents were asked during the first class to
identify their main challenge or source of stress experienced as a parent raising a child with special needs. Throughout the
course, their responses were considered when presenting mindfulness-based practices that could be applied when faced with
the identified challenges. Participatory action research aims to improve health and reduce health inequities by involving the
people who will be taking action to improve their health.?4 Classes were structured to facilitate an interactive environment in
which parents take an active role in the group by participating in open discussions. After introducing a mindfulness-based
practice, the group discusses how it relates to their identified stressful and challenging experiences. To further ensure the
intervention recognizes the population's desires, parents had the opportunity during the post-intervention survey to share their
thoughts and opinions regarding course content and offer suggestions for improvements to be considered in future programs.
Each class contained fundamental mindfulness-based practices to ensure the intervention under study followed similar teachings
applied in previous studies and to prevent potential bias in the design of the intervention.20.25.26

METHODS

Participants

Recruitment involved posting a recruitment flyer in two members-only social media groups for parents of children with special
needs affiliated with the U.S. Foreign Service. The first author is a Foreign Service family member and is familiar with this
population’s increased potential for experiencing additional stresses resulting from frequent moves, adaptations to living in new
cultures, and changes in regulations supporting families with special needs. The Institutional Review Board at Chatham
University approved the pilot study. Twelve parents contacted the first author through the email posted on the recruitment flyer.
Each parent was then provided with the informed consent and intake questionnaire and offered the opportunity to ask questions
via email or phone. Each parent completed, signed, and returned the required forms electronically. Parents’ responses to the
intake questions were reviewed to ensure each met inclusion criteria. All interested parents met criterion with one lost due to
attrition prior to the first class. Criteria for inclusion in this pilot study included: biological or adoptive parent of a child with special
needs, fluency in the English language, and access to the necessary technology (computer, tablet, or smartphone, with a
camera, microphone, and internet connection). For this study, a child was considered to have special needs if he or she required
additional support due to a cognitive, emotional, or physical disability, as reported by the parent or guardian. Eleven parents
participated in the study. While recruitment targeted both mothers and fathers, only mothers expressed an interest in joining the
study. All participants were American citizens residing in the following countries: North America (5), South America (2), Europe
(1), and Africa (3). Table 1 further summarizes the demographic profiles of each participant.

Table 1. Participant Demographic Profiles (N=11)

Sample characteristics N %
Gender Female 11 100
Male 0 0
Marital Status Married 10 91
Divorced/Separated 1 9
Parent's Age Range 20-29 0 0
(In years) 30-39 4 36
40-49 5 46
50-59 2 18
Number of Children 1 2 18
73
3 1 9
Number of Children in the family with 1 7 64
Special Needs 2 4 36

Age of Children (In years) 1-3 3 14



(With and without special needs) 4-6 2 10
7-9 6 29
10-12 4 19
13-15 3 14
16-18 3 14
Diagnosis or Identified Delay in ADHD/ADD 10 67
Development as Reported by Parent (Some  Autism 5 33
children had more than one identified Anxiety 5 88
diagnosis.) Dyspraxia or dysgraphia 4 27
Dyslexia 2 13
Speech related disorder 3 20
Fragile-X syndrome 1 7

Intervention

The intervention consisted of six synchronous live and interactive weekly online classes. The parents were introduced to specific
mindfulness-based attitudes, engaged in topic-related discussions, and participated in formal mindfulness practices such as
breathing exercises and short guided meditations. The course content was created following the mindfulness-based principles,
theories, and practices explained by Jon Kabat-Zinn, Bob Stahl, Elisha Goldstein, and Kristen Neff.222526 The six classes were
organized sequentially to build upon the parents' understanding of stress, self-regulation, mindfulness-based stress management
techniques, and mindfulness-based attitudes and practices. To accommodate different time zones and schedules, participants
were offered the choice of participating in either the evening or afternoon class with each class following the same course
outline. Three parents chose to participate in the evening class, and nine parents chose the afternoon class. The first 10 minutes
of each class was spent reviewing the topic presented during the previous week’s class; parents were then invited to share with
the group their experiences in integrating mindfulness-based activities into their daily routines. Next, the current week'’s
mindfulness-based topic was introduced, discussed, and practiced as a group. Finally, the topics presented during class were
reviewed, and time was allotted to answer questions. Parents were encouraged to practice the activities at home that were
discussed during each class. Table 2 includes a summation of content covered each week.

Table 1. Course Topics and Class Content

Week Topic Content
1 Introduction to Mindfulness  Introductions and class rules; time allotted to complete the PSS, DASS-SS,
and Parental Stress FFMQ-15; identify primary stressors and challenges; identify how stress is

experienced; group discussion on the impact of stress within family;
introduction to mindfulness; mind-body-break: S.T.0.P. approach.

2 Self-regulation and Parents identify how they react to stressful events then examine how
Responding to Stressful internal and external circumstances can impact their responses; identify and
Situations discuss parent's and child’s self-regulation strategies; identify states of

arousal and the benefits of allowing time for restoration; mind-body-break:
engage in the mindfulness practices of mindful breathing and stretching.
3 Being Mindful of Your Identify common autonomic negative thoughts related to the parent's
Thoughts identified stressors; group discussion — common thoughts and reactions
during challenging moments; introduce the mindfulness attitude of non-
judgment, mind-body-break: 10-minute guided meditation.

4 Parenting with a New Examine ways to overcome potential barriers to practicing mindfulness at
Perspective home; discuss the impact of self-criticism; introduction into self-compassion;
mind-body-break: love and kindness guided meditation.
5 The Art of Being in the Introduction to yoga practices, mindful eating, the mindfulness attitude
Moment “beginners’ mind”; Examine how to increase awareness to the present

moment by acknowledging thoughts, sensations, and surroundings; mind-
body-break: body scan meditation.




6 Incorporating Mindfulness Review course content, identity, and create a plan to continue mindfulness
Practices practices; additional resources provided for continued practice; group
perspectives of mindfulness-based practices; mind-body-break:
concentration through focused breathing.
Post-intervention Email was sent to each parent with a link to complete outcome measures
(PSS, DASS-SS, FFMQ-15) and a 1-page summary of mindfulness topics
covered during the course.

Outcome Measures

The stress sub-scale of the Depression Anxiety and Stress Scales (DASS-SS), The Perceived Stress Scale (PSS), and The Five
Facet Mindfulness Questionnaire-15 item (FFMQ-15) were utilized in this study to measure the participants’ perceived stress
levels and integration of mindfulness practices into daily routines.?”.2829 The DASS-SS, PSS, and FFMQ-15 were acquired
through the public domain and administered pre- and post-intervention using a web-based survey platform. All participants
completed the online pre- and post-surveys. Participants were asked to choose a 4-digit code unknown to the facilitator when
completing the surveys to maintain confidentiality while permitting individual pre-and post-responses to be compared. Further
details on each measure are outlined next.

Depression Anxiety and Stress Scales - Stress subscale

The Psychology Foundation of Australia's Depression Anxiety and Stress Scales includes three scales measuring depression,
anxiety, and stress. As the focus of this study is to identify changes in parental stress levels, only the stress sub-scale was
utilized. The Depression Anxiety and Stress Scales — Stress subscale (DASS-SS) is comprised of 10 items assessing the
following characteristics associated with stress; difficulty relaxing, nervous arousal, being easily upset/agitated, irritable/over-
reactive, and impatience.?” Participants used a 4-point severity/frequency scale to rate the extent to which they have experienced
each state over the past week. The DASS-SS was chosen due to commonalities in measured items and parents’ expressed
states reported to the first author during clinical experiences with similar populations. The DASS subscales can be completed
and scored separately without compromising the validity of the results. Omitting a scale will not have a noticeable effect on
scores for the remaining scales.?” Research has proven the reliability of independently administering the DASS stress - subscale
(DASS-SS) in measuring the correlating mood (Cronbach's alpha 0.94).%0 Research has shown the DASS to have acceptable
reliability and convergent validity with other measures investigating depression, anxiety, and stress in adults in nonclinical
settings.30 Studies have shown the Perceived Stress Scale (PSS) score exhibited high correlation coefficients with DASS-21
subscales scores, stress (r = 0.64), therefore, the PSS was added as an additional measure to verify changes in the parents’
perceived stress pre- and post-intervention.3!

Perceived Stress Scale

The Perceived Stress Scale (PSS) by Sheldon Cohen is a 10-item Likert self-report scale that measures a person’s perception of
stress focusing on the degree to which situations in one’s life are apprised as stressful.28 The PSS has been used in previous
studies investigating the impact of mindfulness-based interventions on parental stress levels.'20 The PSS has shown to be a
reliable and valid measure when used to identify a person’s perceived stress level.3! Participants rate how often the indicated
feeling and thought within a specified situation was experienced during the last month using a 5-point Likert scale. For example,
the person rates, on a scale from 0 (never) to 4 (very often), how often in the last month they have found that they could not cope
with all the things they had to do.28

The Five Facet Mindfulness Questionnaire — 15

The Five Facet Mindfulness Questionnaire — 15 (FFMQ-15) measures the application of select mindfulness-based practices and
attitudes. The FFMQ-15 is a self-report questionnaire used pre- and post-intervention to investigate potential changes in the
parents’ inner experiences in the following five mindfulness facets: Observing, Describing, Acting with Awareness, Non-Judging
of Inner Experience, and Non-Reactivity.2® For example, the parent is asked to determine the accuracy and frequency of the
following statement: “| don’t pay attention to what I'm doing because I'm daydreaming, worrying, or otherwise distracted.”?®
Various versions of the FFMQ (including 39-item and 24-item measure) have been used in other studies with similar populations
before and after mindfulness-based intervention with comparable results.'02032 Current research supports the use of the FFMQ-
15 as a reliable and valid measure for use with pre- and post-intervention studies employing mindfulness-based practices.3?

Author-generated measure

Author-generated questions included in the pilot study were implemented to gain a more in-depth perspective into each parent’s
experience and were exploratory in nature. During the first class, parents were asked to share an example of a primary challenge
or stressor faced as a parent of a child with special needs. Parents typed their responses in the private chat box. These



responses guided related discussions throughout the course, connecting the use of mindfulness practices as a coping and
preventative measure to be used with the identified challenges. Additional quantitative and qualitative questions were included in
the post-survey to identify the following: changes in the parents’ level of confidence for handling challenging situations, changes
in parent-child relations, anticipated use of a particular mindfulness-based practice in the future, beneficial elements of the online
mindfulness-based intervention, and recommendations for future courses. Questions were devised specifically for this pilot study
to gain further insight into the participants’ perspectives. These questions were reviewed by two experts in survey design to
confirm content validity. Author-generated questions and analyzed responses are outlined in Table 3.

Data Analysis

The DASS-SS, PSS, and FFMQ-15 were analyzed using mean and percentages to compare changes in parents’ perceived
stress levels and application of mindfulness practices before and after the 6-week intervention. The population t-test was
employed to measure the significance of changes between the group’s mean pre-and post-survey scores. Quantitative
components of the author-generated survey were analyzed using descriptive statistics. This information was not used to
compare changes in a specific area but to acquire feedback from the parents in a particular area. Data obtained from these
outcome measures were analyzed using advanced data exports (SSPS) Microsoft© Excel for Mac software version 16.20.
Qualitative data was obtained through structured, open-ended questions asked within the course and within the post-survey
questionnaire. The qualitative statements were analyzed using a deductive approach to identify themes related to the source of
parents’ perceived stress and parents’ perception of the course using a compare and contrast approach.3* A deductive approach
was used as the primary author had theorized potential sources of parental stress drawing from her clinical and personal
experiences. Several pre-identified themes were confirmed, and new themes emerged when analyzing parents’ responses. The
first author identified qualitative themes. These themes were then reviewed and verified by the second and third authors.

RESULTS

Depression Anxiety Stress Scale - Stress Subscale (DASS-SS)

The DASS-SS pre-survey results indicated that 82% of participants experienced moderate to extremely severe stress levels at
the start of the study. Comparisons made between the DASS-SS pre and post-survey results reveal that all parents identified as
experiencing moderate to extreme stress pre-intervention reported decreased stress levels post-intervention. DASS-SS pre- and
post-intervention scores also reveals that 82% of all parents presented with decreased stress levels post-intervention. The group
mean stress score declined from 21.7 to 15.1 post-intervention resulting in a 30.4% decrease in the group’s total stress post-
intervention. However, this difference did not meet the criterion for statistical significance (p=0.064). A comparison of DASS-SS
scores for each parent before and after the intervention is illustrated in Figure 1.

Depression Anxiety Stress Scale - Stress Subscale (DASS-SS) Scores
Pre- and Post-Intervention
(Lower Value = Less Stress)

DASS Stress Level Ranges
35
3
o i Normal stress: 0-14
» 30 Mild stress 15-18
w " Moderate Stress:  19-25
K 2 Severe Stress: 26-33
)
o 20
g e ® Pre-intervention
Q 10
10 | Post-intervention
5
: [
1 2 3 a 5 5 7 8 9 10 11 Mean

Parent

Figure 1. Depression Anxiety Stress Scale Parent Stress Score Pre- and Post-Intervention




Perceived Stress Scale (PSS)

The Perceived Stress Scale (PSS) pre-survey results identified that 91% of the parents in this study experienced moderate to
high stress levels at the start of this project. A comparison between the PSS pre- and post-intervention scores reveal that 73% of
the parents presented with decreased stress levels post-intervention. One parent exhibited no changes in perceived stress, and
two parents showed a slight increase (+1) in stress levels post-intervention. Analysis of the mean group scores indicates the
group’s perceived stress levels decreased 21.6% from an average score of 25.5 to 20.0 post-intervention. Statistically significant
changes in the PSS pre- and post-survey scores were identified (p=0.053). Figure 2 compares individual pre- and post-
intervention PSS scores.

Percieved Stress Scale (PSS) Score
Pre-intervention Versus Post-intervention
(Lower value = positive results)

40
35 Stress Score
. 30 Severity- Index
=
2 25 0-13 Low stress
w 14-26 Moderate stress
° 20 27-40 High Percieved stress
=
m 15 . ]
® Pre-intervention
10
5 Post-intervention
0
1 2 3 4 ] 5] T 8 9 10 11 Mean

Parent
Figure 2. Perceived Stress Scale Score Pre-Intervention Versus Post-intervention

Five Facet Mindfulness Questionnaire - 15 ltem (FFMQ-15)

The FFMQ-15 measured the degree of parents’ integration of mindfulness practices into their daily lives. Parents rated how true
or how often a statement correlating to a specific mindfulness-based practice or attitude applies. The group’s overall mindfulness
score following the 6-week introductory mindfulness class increased from 47.3 to 49.4, indicating a 4.42% increase in the
parents’ application of mindfulness practices and attitudes post-intervention. Scores do not reflect a significant change in the
group’s FFMQ-15 pre- and post-survey scores (p=0.89).

Author Generated Measure - Quantitative Results

The following author generated questions included in the post-survey aim to identify the frequency that participants meditated at
home, which practices parents anticipated continuing after the course, determine the impact of course content on the parent's
ability to handle challenging situations, and changes in parent-child relations. Parents selected their answer from the
corresponding 5-point Likert scale. Percentage analysis was applied to examine responses (Table 3).

Table 2. Participant Response to Author-Generated Post-Survey Questions

Question Percentage of parents selecting the chosen response, (N=11)
Over the past six weeks, how many times did | 9% (None)
you meditate? 46% (1-5 times)

36% (6-10 times)
9% (11-15 times)
0% (16 or more times)

As a result of this class, | am more mindful of | 9% (Strongly agree)
my thoughts. 91% (Agree)
0% (Neither agree or disagree/Disagree/Strongly disagree)




| feel stronger in my ability to handle 18% (Strongly agree)
challenging situations than | did six weeks 64% (Agree)
ago. 18% (Neither agree or disagree)

0% (Disagree/Strongly disagree)

Relations between my child and | have 9% (Strongly agree)

improved over the past six weeks. 36% (Agree)
46% (Neither agree or disagree)
9% (Disagree)
0% (Strongly disagree)

Indicate which mindfulness practices you would consider continuing in the future. (Number of respondents)

S.T.0.P. 63.64% (7)
Guided meditations 72.73% (8)
Breathing exercises 72.73% (8)
Yoga 63.64% (7)
Staying present in the moment 72.73% (8)
Self-compassion 72.73% (8)
Acknowledging your thoughts 63.64% (7)

Author Generated Measure - Qualitative Results

This pilot study incorporates a qualitative component for two purposes. The first was to understand better the collective
experiences parents identify as their source of stress, and secondly, to identify elements of the course parents found useful. Data
was obtained through structured, open-ended questions asked within the course and included in the post-survey questionnaire.
The written responses were analyzed using a deductive approach to identify themes.3* Several themes/commonalities were
noted in the parents’ responses to questions posed during the course and within the author generated measure that are worth
noting. These themes provide a better understanding of the challenges and obstacles parents of children with special needs
experience.

Contributing Factors of Parental Stresses

During the first class, parents were asked to identify the primary challenge or stressor they faced as a parent of a child with
special needs. Parents typed their responses in a private chat box visible only to the first author who recorded these responses.
Throughout the course, if a parent shared a specific example of an event that caused them to feel stressed, their responses were
written down. These responses were analyzed to identify common themes and contributing factors to increased parental stress
(Table 4).

Table 4. Qualitative Themes Related to Contributing Factors of Parental Stress

Themes Supporting Quotes

Theme 1 “| think my child needs more therapy, but my husband
disagrees.”

Contrasting perspectives regarding child’s needs and “The school wants me to medicate my child, so he will not

proposed solutions. be disruptive in class.” (The parent did not agree with this
approach)

Theme 2 “| am so afraid our next school will do the same.” [ask us not
to return (private international school)]

Parents’ thoughts and emotions associated with worries “When my daughter acts bad around her friends, | worry

about current and future situations that she will never have close friends as no one will want to
play with her.”

“My son can’t focus on what he needs to, and | worry that
he will never be able to hold a job or live on his own.”

Theme 3 “None of my children listen to me, and then sometimes they
get aggressive towards each other.”
Child’s behaviors and special needs



Theme 4

Perceived judgment from others

Theme 5

Educational barriers

Theme 6

Parent is not engaging in self-care or restorative activities

Parents' Perception of the Intervention

“| can’t get my child motivated to do his homework or
anything for that matter. This is a constant source of
frustration in our household.”

“My child’s emotional needs can be overwhelming at times.
Sometimes | just don’t have it in me to give him the
patience, attention, and compassion he needs when he is
having an emotional breakdown.”

“| hate the judgment | get from my in-laws who think my
child (with autism) is just being bad, and | am a bad mother
because my son won't listen to me and stop these
behaviors.”

“My daughter had a playdate today and acted very badly. |
can’t imagine what the child’s mom thinks of me.”

“| hate dealing with new teachers that do not understand
how my child learns.”

“The last school, my son, was at asked us not to return”
“It is so hard finding the right school and services for my

son.

“| can't believe after 50 years | have finally realized that it is
ok to stop and breathe.”

“It is hard to find time for myself.”

“I never thought of being compassionate to myself.”

“The analogy of putting your own oxygen mask on first is a
good one, reminds you that you need to take care of
yourself in order to be able to take care of those who
depend on you.”

“My boys have so many needs that | often forget about my
own.”

Parents were given the option in the post-survey to share one or two sentences about the course that they believe would be
useful to share with parents in the future. Sixty-three percent of the participants responded to the proposed question in the post-
survey. Using this feedback, aspects of the course parents found to be beneficial were identified. Similarities in content and
underlying contexts of each response were interpreted and analyzed using a summative approach. Grouping responses

identified several themes (Table 5).

Table 5. Emerging Themes Related to the Identified Beneficial Elements of an Online Mindfulness-based Course for Parents of

Children with Special Needs.

Themes

Supporting Quotes

Theme 1

Sense of community/Feeling a sense of belonging

Theme 2

Awareness of the need for self-care

“The class gave me a sense of community, and | felt
connected with parents across the world who have similar
challenges as | do. That was very powerful for me.”

“Very helpful. Made me feel less alone.”

“The group aspect with the exchange of stories and the
supportive atmosphere has been an anchor point for me. |
wish that could continue.”

“The analogy of putting your own oxygen mask on firstis a
good one, . . . you need to take care of yourself in order to
be able to take care of those who depend on you.”



“Selfcare is incredibly important for parents of special needs

kids.”
Theme 3 “(The course) helps you become more aware of your own
actions, it confirms that we often struggle with the same
Mindfulness-based practices and attitudes things and gives you some tools to work on what you need

as a parent/adult.”

“Great resources.”

“This class will give you an array of excellent, simple,
practical tools to meaningfully improve your selfcare.”

“| did really enjoy the various elements you brought out in
terms of mindfulness - some | already heard of, and some
were newer to me, but all very useful”

DISCUSSION

The pilot study's outcomes are consistent with the current literature showing that parents demonstrate a decrease in perceived
stress levels following a mindfulness-based intervention.3.14.11.18.20 While mindfulness-based instruction provided to parents in
prior studies were conducted in a face-to-face or a facility setting, this pilot study yielded similar results with the use of an
interactive web-based platform. These results indicate that a web-based platform may be a viable solution to supporting parents
using virtual methods allowing more parents access to this type of support regardless of their geographical location.

Comparing Stress Measure Outcomes

The DASS-SS and PSS were used to investigate changes in parents’ perceived stress levels pre- and post-intervention. All
parents in this study experienced decreased stress in at least one measure. Fifty-four percent of parents experienced decreased
stress scores post-intervention in both measures. Both measures rate the frequency of each participant’s experiences, but the
duration of these experiences varies significantly between the two measures. Discrepancies in the individual’s responses and
significance of change between the two stress measures are likely related to the variances in temporal context within each
measure. The DASS-SS asks participants how much the statement applied to them over the past week, whereas the PSS asks
participants to rate how often specific thoughts or feelings were experienced within the past month. Short-term metrics will
typically show a higher statistical variation among the metrics versus long-term standardization of the data. The DASS-SS
measures change over a shorter duration. Temporal differences may account for the higher statistical variations, which may
impact the significance of change calculated within this pilot study. Both measures indicate participants in this study experienced
a decrease in stress, and any reduction of parental stress is clinically significant.

Stress Related to Child Diagnosis

The majority of the parents in this pilot study reported moderate to severe stress levels, as revealed in the DASS-SS and PSS
pre-intervention stress scores. Recruited parent participants were to have a child with special needs, and no particular diagnosis
was targeted. It is worth noting that all of the parents who volunteered to be in the study are raising a child with a
neurodevelopmental disorder. The majority of research investigating parental stress reviewed in the preparation of this study
focuses on parents of children with neurological impairments. These findings suggest that parents of children with neurological
impairments impacting the child's social, emotional, and behavioral abilities experience higher rates of perceived stress. The
most common child diagnoses identified by parents within this study were ADHD/ADD (10) and ASD (5). Increased parental
stress in this population may also relate to the comorbid mental health disorders associated with neurological conditions.
Anxiety, conduct problems, hyperactivity, and oppositional behaviors can be particularly challenging for the parent. Especially if
the parent does not have the support or knowledge of how to handle such challenges.® These findings suggest that parents
raising children with neurodevelopmental disorders such as autism and ADHD/ADD may need more support than parents of
children with other developmental disabilities.

Limitations

There are three identified limitations to this pilot study. When drawing conclusions from the data, the small sample size and lack
of a control group must be considered. Future research examining the impact of online mindfulness-based interventions for
parents with special needs should include a larger, more diverse population, and employ a wait-list control group. Second, due to
time limits imposed within this pilot study, data identifying long-term changes in parents’ level of stress and the longevity of the
application of mindfulness practices was not obtained. Thus, future studies should be conducted over an extended period to
allow data collection after the intervention to see if parents continued to follow the practices provided throughout the course and
to examine if mean stress levels continue to decrease, increase, or remain the same. Lastly, the outcome measures used in this



study were all self-report measures, which may impact results. A parent’s current emotional state of being may directly affect
how they consider their feelings were over the duration specified by each stress measure (i.e., over the last week, over the last
month). However, to mitigate this limitation, two separate stress measures (DASS-SS and PSS) were chosen to increase the
reliability of outcomes. But as these measures ask the participant to identify perceived stress over two different intervals, true
comparability between the two outcome measures was not achieved.

RECOMMENDATION AND CONCLUSIONS

The majority of research examining mindfulness-based interventions for parents of children with special needs follows the
Mindfulness-Based Stress Reduction (MBSR) guidelines created by Dr. Jon Kabat-Zinn.!".18.22 Additional studies are emerging,
including this pilot study, which employs formal and informal mindfulness practices based upon the work of Dr. Kabat-Zinn while
specifically adapting this content to address the identified needs of this population.52032 Applying mindfulness practices to the
participant's shared challenges is not included in the MBSR program. Research shows that effective parent-focused interventions
share common features. They provide parents the opportunity to tell their stories, strengthen family relationships by enhancing
communication skills, introduce stress and behavior management strategies, and promote problem-solving abilities.3” In addition,
effective interventions support normalization of the parent-child interaction by acknowledging the specific challenges associated
with a child’s condition.36 Each of these elements were integrated when possible into the design and implementation of this
mindfulness-based online course and should be considered when facilitating future mindfulness-based programs for parents.

The mindfulness-based intervention was adjusted to allow parents time to engage in open-dialogues with the facilitator and each
other to promote a sense of partnership and belonging among the parents working towards a shared goal. The importance of
self-care was acknowledged, and parents explored mindfulness practices that promote stress reduction and management of
emotional reactions. One class was devoted to the practice of self-compassion, following the work of Dr. Kristen Neff. Her
research suggests that self-compassion may play a significant role in promoting the well-being of parents of children with
autism.z3 Adding the component of self-compassion may provide the emotional support that many parents of children with
special needs are lacking. Feedback indicated teachings related to self-compassion were useful and should be considered in
future program designs.

Another element worth investigating in future studies is the effectiveness of a web-based platform. The use of an interactive web-
based platform within this study allowed parents from various locations worldwide to connect and grow with other parents who
are facing similar challenges. Conducting the mindfulness-based intervention online removes demographic barriers permitting
more parents to receive this type of support. Search results found no studies investigating the impact of a mindfulness-based
program for parents of children with special needs conducted using an interactive web-based platform. Telehealth is becoming a
large part of the healthcare landscape as an estimated 15 million Americans received medical care remotely in 2015.37
Accessibility of services is a primary factor in the parent’s decision whether to participate in parent-based programs.3 The trend
for more sustainable and accessible health-related interventions requires health and community-based providers to consider
moving towards web-based services where needed. Lastly, this and other studies demonstrate that utilizing the experiences and
expertise of parents in the study design effectively creates a program that matches the targeted population's needs. ! Therefore,
hospital or community-based programs desiring to develop a mindfulness-based program should consider involving local parents
in the design and implementation.

This study highlights the need for and benefits of providing parents of children with special needs, especially those with ADHD
and autism, with an accessible mindfulness-based program to manage excessive stress. Web-based platforms provide a
sustainable approach to family-based interventions. It allows more parents to participate around the world, minimizes the time
and expenses of traveling to a facility-based group, and may be a viable option for a busy parent's lifestyle. Research continues
to reveal the negative implications of excessive stress on the health, well-being, and functioning within the family. As the number
of children diagnosed with neurodevelopmental disorders increases, utilizing innovative programs offering tools to manage the
excessive stress experienced by families who have children with complex needs should be considered.
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