An Investigation into the Sense of Community of Muslim-American Parents of Children
with Special Needs in a Support Group.

by Muneera Thsan Fontaine

B.A. in Special Education, May 2000, University of Maryland, College Park
M.A. in Infant Special Education, May 2003, The George Washington University

A Dissertation submitted to

The Faculty of
The Graduate School of Education and Human Development
of The George Washington University
in partial fulfillment of the requirements
for the degree of Doctor of Education

May 16, 2021

Dissertation directed by

Karen Thrig
Assistant Professor of Special Education and Disability Studies



The Graduate School of Education and Human Development of The George Washington
University certifies that Muneera [hsan Fontaine has passed the Final Examination for the
degree of Doctor of Education as of January 22, 2021. This is the final and approved

form of the dissertation.

An Investigation into the Sense of Community of Muslim-American Parents of Children
with Special Needs in a Support Group.

Muneera Thsan Fontaine

Dissertation Research Committee:

Karen Thrig, Assistant Professor of Special Education and Disability Studies,
Dissertation Director

Christine Morano Magee, Director of Education, Dumbarton Oaks Park
Conservancy. Committee Member

Lionel Howard, Associate Professor of Educational Research, Committee
Member

il



Acknowledgements

Bismillah Ar-Rahman Ar-Raheem
In the Name of God, Most Beneficent, Most Merciful

“My Lord! Cause me to enter whatever I may do sincerely and cause me to leave it
sincerely and grant me supporting authority from Your presence.”

Qur’an 17:80

This research has been the culmination of MANY years and support from MANY people.

First and Foremost, for Umme (Raheemah Fontaine)-My First Home, My First Love.

Nothing fills the loss of your presence. | FINALLY DID IT!!! Love, Mu

To those who have also transitioned: Haskell Shackelford, Lillie Fontaine, Scott Fontaine
Sr, Francena Bridges, and Gwendolyn Bridges. I say your name. You each have uniquely
shaped me into the woman I have become, I stand on the shoulders on giants. I pray [

made you proud.

My children, who have sacrificed immensely for me to meet this accomplishment.

Keyami, Tahjiani and Tendaji, I love you all; you are my Magnum Opus.

My maternal grandmother, Gynetha B. Shackelford, aka “The Queen”, your strength

steadies me in life. You are one of my biggest cheerleaders, I love you.

My dad, Scott (Ihsan) Fontaine Jr., you have always unconditionally had my back from
day one. That has offered me an immense foundation and security as an individual. Even

without a degree you are the smartest man [ know. I love you.

il



My siblings: Ebraheem Fontaine, Hajure Rushdan and Nargis Fontaine. Each of you have
supported and encouraged me throughout this process. This has been a family effort. |

thank you and I love you all.

The beautiful mothers who shared themselves with me in order to make this research
possible, who dream of a better world for families of children with special needs.
InshaAllah, this research is one small step towards that becoming a reality. Your

fearlessness in advocating for your children is inspiring to me!

My advisor, Dr, Karen Ihrig, thank you for laughing AND crying with me, for not letting
me give up and for always pushing me to continue even when I wanted to quit. I thank

you from the bottom of my heart.

Members of my committee: Dr. Christine Morano Magee, Dr. Lionel Howard, and Dr
Arshad Ali thank you all for sticking with me throughout the years, for all your
thoughtful criticism and feedback. I deeply appreciate each one of you. Dr. Tyi-Sanna
Jones, thank you for reminding me of the magic in sisterhood, for stepping up the plate

when asked without hesitation. You too, are deeply appreciated.

v



Abstract of Dissertation

An Investigation into the Sense of Community of Muslim-American Parents of Children
with Special Needs in a Support Group

The purpose of this study was to bring to life the unique voices of the individuals
that make up the support group. This qualitative study examined a support group of
Muslim parents of children with special needs. It examined how the group created and
maintained a sense of community as it transitioned from being a self-formed support
group to being a part of a mosque’s non-profit infrastructure. This study used McMilan’s
Revised-Sense of Community theory (1996) as a conceptual framework to examine group

participant perceptions.

This was an instrumental case study design that included semi-structured
interviews, multiple non-participant observations and group artifacts to explore and
examine how group members and leaders describe and make sense of their experiences in
a support group for Muslim parents of children with special needs. Supporting Sub-
Questions were: 1) How do members describe their interactions within the group? 2)
How do they describe the organizational structure of the group? 3) What role, if any, does

religion play in the group?

There is limited research on American Muslim parents of children with special
needs. This research offers a unique glance into the inner workings of a support group

and how they operated both independently and as part of a non-profit structure. This



research reviewed types of engagement offered to participants as well.

This research reviewed types of engagement offered to participants. Overall
themes related to how members described and made sense of their experiences emerged
around the importance of member visibility and collective power. Themes with how
participants described their interactions within the group emerged around emotional
support and the exchange of formal and informal resources. Results found that the
organizational structure and leadership model changed over time. The role of a cultural
broker was found to be critical to the organization being better integrated into the non-
profit structure. Lastly, religion was found to play a role upon the group structure and
group members view of themselves as a parent of a child with special needs. An
additional theme regarding the less visible role of fathers emerged as well. Insight gained
from this study highlights the need for further study on Muslim parents of children with

special needs.

Vi
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Chapter I: Introduction

Interest in researching the Muslim population in the U.S. has grown exponentially
since the 9/11 terror attacks on the World Trade Center. However, while the body of
research on Muslims in America has grown significantly over the past years, it can be
difficult to find research regarding Muslims with special needs or Muslim parents of
children with special needs (Hasnain, et al., 2008; Jegatheesan, 2010). In an extensive
review of the literature on systems of support for families of children with disabilities,
Vanegas and Abdelrahim (2016) found the types of support needed can be quite different
based on differences across racial/ethnically diverse groups and suggest that cultural

beliefs may affect the effectiveness of support programs.

While there is a body of literature that examines the historical conceptualization
of disability in Islam, several researchers have highlighted the discrepancy that exists
between the historical, religious jurisprudence and the everyday embodied practice of
Muslims throughout the world (Al-Aoufi et.al, 2012; Bengtsson, 2017; Ghaly, 2008;
Hasnain et al., 2008; Obeid et al., 2015; Chaim, 2006; Wentz 2018). This study aims to
expand upon the research, currently available on Muslim parents of children with special
needs; by seeking to understand how parents are creating a sense of community within a
religious based support group. This group is unique in that it started out as an
independent self-formed group that later became part of a mosque’s non-profit structure.
This research looked at how this specific group has built and continues to build a sense of
community, with the intention of that contributing to the larger picture of how Muslim
parents of children with special needs in support groups do/do not build a sense of

community.



The study used McMillan’s (1996) Revised Sense of Community theory (R-SOC)
as a lens to view the inner-workings of the group from the individual’s perspective; how
they structure themselves and create an internal sense of community. First posited by
McMillan and Chavis (1986) and later revised by McMillan (1996), this theory looks at
what creates a psychological sense of community between people. A psychological sense
of community is the idea that we belong to communities and that these communities
provide benefits and responsibilities to us. (Sarason, 1974) This theory is a lens used to
define and explain the elements that bring individuals together to form a community. It
asserts that four distinct elements: Spirit, Trust, Trade and Art are the central framework

elements for how members construct a psychological sense of community (McMillan,

1996).

The guiding questions of this study were used to understand the ways in which
community is created among Muslim mothers of children with special needs. It was
hoped that by taking an in depth look at the support group’s participants through
interviews, its structure through documents/artifacts and its activities through direct
observations that a more cohesive picture of how this group created and sustained a sense

of community would form.

Overview

The American Muslim community can trace its roots back to the enslaved
Africans brought over in the 16-1800’s and represent a diverse and heterogeneous
population. A recurrent theme that emerged from the literature review was how Muslim

parents (primarily mothers) used a religious framework to view their child’s disability or



their child in general. Referring to children with disabilities as “Gifts from Allah” or
“Blessings from Allah” was also explicitly stated across studies (Azar-Massiri, 2014;
Jegatheesan, 2005; Marshall, 2010; Greeson, et al., 2001). In her dissertation,
Jegatheesan (2005) noted that, “Parents...expressed that ‘acceptance’ of Allah’s wishes
was foremost, and so instead saw themselves as being blessed by his choice of them as

parents to these children with Autism” (p.238).

Islam

Islam is a monotheistic, Abrahamic religion that believes in one God (Allah) and
that Muhammad is the last prophet sent to mankind. The teachings of Islam are primarily
based on the Quran, which is generally accepted as the literal word of God. Secondarily
is hadith, a collection of narratives relating the deeds and utterances of Muhammad (the
sunnah) and his companions. It’s adherents generally believe in five pillars: Shahada (a
declaration of faith that God is one and that Muhammad is his prophet), Zakat (charitable
giving based on one’s accumulated wealth), Salat (5 times daily ritual prayer), Sawm
(ritual fasting that occurs every year during the month of Ramadan) and Hajj (pilgrimage

to Mecca for those physically able).

In their 2015 report on the Future of World Religions, The Pew Research Center
on Religious and Public Life found that Islam is the second-largest religion in the world
with roughly 23% of the world’s population identifying as Muslim. The Muslim
population is expected to grow twice as fast as the overall global population. They
attributed this in part to the relatively young age and high fertility rate as compared to

other religions.



The American Muslim Population.

The American Muslim population fluctuates. As of 2017, this number increased
to an estimated 3.45 million (1.1% of the population) with a projected increase to 8.1
million people by 2050. This increase is due in part to increased immigration over the
past twenty years and the fact that American Muslims tend to have more children than the
general public (Mohamed, 2016). Immigrant Muslim Americans are unique in that 81%
are U.S. citizens. This is a much higher rate of citizenship than among the broader
immigrant population in the U.S.; currently 47% of all U.S. immigrants are citizens.

(Grim & Karim, 2011)

Prevalence of Disability in the Muslim Community.

In 2015, the American Community Survey (ACS) estimated disability rates in the
US to be 12.6% of the civilian non-institutionalized population. (Erickson, Lee, & Von
Schrader, 2016) The World Health Organization (WHO) Report on Disability (2011)
found a global prevalence of disability at 15 percent. If we were to extrapolate this
prevalence rate to current data on the Muslim population in America, we would find
estimates of 415,800 to 495,000 Muslim Americans living with disabilities. However,
actual statistics on the number of Muslim Americans with disabilities were not available

in the nationwide surveys reviewed.

Muslim Supports for Families of Children with Special Needs.

Within the American Muslim community there has been a growing awareness of
the needs of community members with special needs. For example, The Islamic Society

of North America (ISNA), arguably one of the largest umbrella associations of Islamic

4



groups in the U.S. and Canada, has become more vocal about addressing the needs of
Muslims with special needs. ISNA holds a large annual convention of Muslims in the
U.S. that attracts thousands from all over the country. Since the 2009 ISNA convention,
which featured a documentary about American Muslims with disabilities titled, We Will
Not Be Hidden (Faadia, 2009). It has offered talks on inclusion, Islam and disability,
which include voices of parents, community members and clergy every year. In 2012,
ISNA became a steering member of the Interfaith Disability Advocacy Council (IDAC).
The organization’s 2014 panel served as a launching place for two organizations. The
first was Muslims Understanding and Helping Special Education Needs (MUHSEN)),
which is both an Arabic word meaning ‘one who shows excellence and compassion’, as
well as an acronym. The second is EnabledMuslim.org, founded by the organization
American Muslim Health Professionals (AMHP). Both organizations offer a variety of

spiritual and community support to Muslims with disabilities and their families.

American Muslim religious leaders have recently begun to support and launch
organizations and programs that address the needs of Muslims with special needs as well
as their parents. For example, part of the mission of the MUHSEN organization is to
“establish an inclusive and accessible environment for individuals with disabilities and
their families. MUHSEN played a role in the evolution of the support group under the
masjid’s leadership. Their vision is to “...lead in creating a better understanding of
Disabilities in our communities and building a better future for these “Special” People of
Jannah (heaven), In shaa Allah (God-willing) where they are welcomed and all their
needs are addressed as they are accepted by all.” (MUHSEN, 2020). Another example,

EnabledMuslim.org, is a website founded by American Muslim Health Professionals



(AMHP) that seeks to be “an online community for spiritual and practical support for
Muslims with disabilities and their loved ones” (Enabled Muslim, 2020). Many of these
organizations were established and run in large part by parents of children with special

needs themselves (MUHSEN, 2020; The Muslim Link, 2014).

The creation of these organizations and resources demonstrate the Muslim
community’s acknowledgment of a growing area of concern that needs to be addressed.
Furthermore, their existence shows that Muslim parents of children with special needs
can be the driving force behind change in their communities because these organizations
have been started or heavily influenced by the voices of these parents. To provide
appropriate support to Muslim parents of children with special needs, it is imperative to

understand how they create and sustain a sense of community with one another.

Statement of the Problem

One of the major improvements of the Individuals with Disabilities Education
Improvement Act (IDEA, 2004) was the inclusion of families as active partners, on their
children’s education team. This statement recognizes that families have unique
knowledge and understanding of their children’s strengths and needs. While these
improvements create the assumption that such collaboration would exist for the
children’s improvement, research has shown a great gap exists between the intention of
the law and implementation at the ground level. This gap is even greater for families who
are culturally and linguistically diverse. (Banarjee, 2014; Harry, 2008; Kalyanpur et al.,
2000; Mueller et al., 2009a; Tamzarian et al., 2012). Cultural assumptions about issues

pertaining to time, language, communication style and stereotypes, are made by the



predominant culture in the US and exist in the special education system. This can make it
sometimes difficult for culturally and linguistically diverse parents and advocates to
navigate that system (Burke & Goldman, 2018; Cheatham, et.al., 2011, Jeegatheesan,
2009; Mueller, et.al., 2009; Olivios, et.al, 2010). This lack of understanding and the gap
between the law and actual practice may lead to difficulty in families locating sources of

support and community.

Findings show that family support is an effective solution; connecting families of
children with disabilities who might have similar experiences (Venegas & Abdelrahim,
2016). This type of parent-driven support has been shown to not only have a positive
social impact, but also to reduce conflict between parents and schools (Mueller et al.,
2008; Mueller et al., 2009b). Vanegas and Abdelrahim (2016) conducted a review of the
literature that looked at systems of support for families of children with disabilities. They
found, “the relevance and efficacy of support systems to families from racial/ethnically
diverse and non-English speaking communities as an area in need of further

investigation” (p. 318).

Muslims continue to make up a significant and expanding portion of the U.S.
population. It is of growing importance that the unique needs of this segment of the
special needs community are understood, so service providers, school systems and
community-based programs can best provide appropriate support to this population and
their families. Looking at the ways that the group builds and creates a sense of
community for themselves will help to inform ways that others can ensure they have

proper support.



Purpose and Research Questions

The purpose of this study was to identify how American-Muslim parents of
children with special needs within a self-formed support group create a sense of
community. As Szapocnik and Kurtines (1993) stated, “If we are interested in studying
cultural context, we have to study it as it really occurs, rather than as some idealized
concept of indigenous culture” (p. 400). Research indicates that support groups provide
multiple functions. Hauser-Cram et al. (2001) found that social support reduced parental
stress. Armstrong et al. (2005) suggest social support for parents have been found to be a
mediator and coping resource for families in general. This study endeavored to identify
which experiences and supports create a sense of community within this support group
and that can then be used as a guiding framework for others to form and create their own

support groups in their individual communities.

The overarching question for this study is: How do group members and leaders
describe and make sense of their experiences in a support group for Muslim parents of
children with special needs? Supporting Sub-Questions are: 1) How do members describe
their interactions within the group? 2) How do they describe the organizational structure
of the group? 3) What role, if any, does religion play in the group? As this is an
exploratory area of study, it was expected that some additional questions might evolve as

the research unfolded.

Statement of Potential Significance

Research has indicated that American Muslims deal with additional increased stress

from discrimination post 9/11 (Elver, 2012; Khan, 2012; Peek, 2011; Takyar, 2019). In



2016, The Council on American-Islamic Relations conducted a survey of 621 Muslim
students between the ages of 11 and 18 who were enrolled in either public or non-Muslim
private schools in California. They found that 60% of boys and 52% of girls reported
being bullied because of their religion. Ansari (2018) found that Muslim school-aged
children are four times as likely as the general public to experience bullying incidents at
school (42% vs. 10%). Of these incidents, one quarter involved a teacher or other school
official. The Pew Research Center’s 2017 survey of American Muslims found a lower
rate of reported discrimination (48%) in the past year (Mohamed, 2018). The effect of
these incidents is likely compounded for American Muslim parents of children with
special needs but has not been specifically examined in the literature.

There are positive effects of parent-to-parent support (Ghedin, et al., 2019, Hunt et.al,
2018; Mueller et al., 2009b; Turnbull, et.al., 2006) and community-based family support
in general, on families and children (Vanegas & Abdelrahim, 2016). Having a good
support system can mitigate the additional stress added to families of children with
disabilities (Armstrong, et.al., 2016). The support group employed a modified version of
‘parent to parent support’ (there was no formalized training or support for either parents),
as well as generalized community-based support. This study will examine the different
types of support offered by the group and what participants discussed as being the most
helpful to them. The author was unable to find any other studies in the literature that
looked at support for this specific population, adding to the importance of adding this

study to the existing literature.

A sub-set of research looked specifically at the experiences of Muslim parents

(with and without special needs). These dissertations, while they are not peer-reviewed,



point to the importance of understanding how groups of parents, situated in the current
political climate in the United States make meaning of their religious support group. To
address these important issues further, this study examined the critical area of support for
American Muslim parents of children with special needs. It is important to better
understand how American Muslim parents of children with special needs are creating a
sense of community within their own self-formed religious support groups. This study
was able to capture practices unique to community-building in this group. This can
translate in the future to best practices for community organizations, schools, and

religious institutions, who wish to provide support to this group.

Conceptual Framework

Revised Sense of Community Theory.

The framework for this research is the Revised Sense of Community Theory (R-
SOC). The original Sense of Community (SOC) theory was developed by McMillan and
Chavis in 1986 as a working theory and later used to develop the assessment measure,
Sense of Community Index (SCI) by Chavis et al. (1986). This index was developed to
validate the sense of community construct as defined by McMillan (1976) “a feeling that
members have of belonging and being important to each other, and a shared faith that
members' needs will be met by their commitment to be together, an empirically sound
construct” (p.11). McMillan revised the theory in 1996 after looking at subsequent
studies that used his theory and rearranged and renamed the original four elements to

reflect an understanding of the community at a more personal level.
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Miers & Fisher (2002) used the SOC framework to look at the way a psychological
sense of community was built in a local parish. They found that the church as an
“embodiment of the religious community” contained both locational and relational
functions for members (p. 141) and that SOC theory was a useful concept to understand
the inner workings of the church community. It is believed that it will also be a useful
extension to examine not only the inner workings of the group but the interplay between
the support group and the larger structure of the mosque when it comes to creating a

sense of community.

Revised Sense of Community (R-SOC) theory focuses on the individual’s
psychological experience of the community rather than its structure or setting. The
psychological approach asks questions about the individual's perception, understanding,
attitudes, and feelings about the community and his or her relationship to it and to others'
participation in it. It was felt that this theory was appropriate for examining a Muslim
community, due to the concept of ‘ummah’ in Islam and the Muslim community. Hassan
(2006) defines the term ‘ummah’ as a unique principle of social identity in Islam, ‘a basis
of collective consciousness and community organization’. Therefore, it was chosen as the
lens for this study to better understand how the experiences of the individuals within this
group created a sense of community. The four revised elements are listed with the
original names in parentheses: Spirit (Membership), Trust (Influence), Trade
(Reinforcement: Integration of Needs), and Art (Shared Emotional Connection in Time

and Space).

Spirit. McMillan’s (1996) revised theory first stresses the spark of friendship that

becomes the spirit in a sense of community. It also encompasses four subset concepts. 1)
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Boundaries-who belongs and who does not, symbols denoting membership. 2) Emotional
Safety-the ability to speak honestly, feeling safe enough to be vulnerable. 3) A Sense of
Belonging-a feeling, expectation, awareness of being welcome in a group. And 4)

Personal Investment- (paying dues) to belong to the group.

The original theory stressed the boundaries that come with identifying
membership with a group. These boundaries help to create a sense of trust among
members and a sense of belonging. McMillan and Chavis (1986) note that it is these
boundaries (‘us’ vs. ‘them’) that can create emotional safety within a group. It helps to
create a sense of “sameness” that was mentioned as a key feature in the success of parent
to parent support. This “sameness” or group belonging (membership) is a key to creating

spirit in a community.

Trust. Trust evolves in a community when people know what they can expect
from one another and it is the second element in McMilan’s R-SOC. It encompasses six
subset concepts. 1) Personal Investment- sacrificing to be a member gives one a sense
that membership is earned and makes a community more attracted to the investing
member. 2) Community Norms-community influences members to conform. 3) Mutual
Influence- members and the group mutually influence each other. 4) Conforming
Behavior-members conform for consensual validation and communities need conformity
to maintain cohesiveness. 5) Member Attraction- members are attracted to groups that
allow members influence in the group. 6) Concurrent Influence- influence between

community members and members and members and community-run concurrently.
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Having clear expectations and rules creates a sense of order and trust among
community members. The original theory highlighted the importance of authority.
McMillan and Chavis stressed that for a community to continue to sustain itself and move
forward that there needs to be an individual or individuals that are in charge. McMillan
(1996) changes this in his revised theory and holds that it is equally as important for
members and leaders to work cooperatively and to influence each other. He maintains
that trust is built upon four key factors: 1) order, 2) decision-making capacity (authority),
3) authority based upon principle not people, and 4) group norms that influence each

other reciprocally.

Trade. Once a community has the spirit and an authority structure that can be
trusted then members begin to engage in trade with one another where they engage in
behaviors that mutually benefit the self and the community. This third element in
McMilan’s R-SOC theory has four subset concepts. 1) Member Needs- communities
meet the needs of members. 2) Reinforcement- there are strong reinforcements for
members to belong (status, success, competency of members). 3) Shared Values-
members engage in consensual trading with one another. 4) Integration- Members engage
in complementary trading, sharing needs and resources with one another. 5) Trading-
teaching skills to other members, passing down responsibilities and roles to the next

generation.

In the original theory, they rejected similarity as an important bonding force and
focused on diversity. However, in his revised theory, McMillan noted that the search for
similarity is “an essential dynamic of community development” (p.320). He asserts that

having this similarity is what creates a safe space for community members to later open
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about their different needs. It is a member’s ability to “trade” amongst the diverse needs
and resources of the group that creates a “group economy”. Trade is not just restricted to

a physical exchange.

Art. The foundation of communal art is experience. This final element in
McMilan’s R-SOC theory contains four subset concepts. 1) Time Shared- members must
share time and there must be a quality to the time shared. 2) Events- community events
must have value (drama), closure, and must honor members. 3) Time-is symbolized in
rituals, common symbols, and traditions. Shared stories emerge. 4) Spiritual Bonds-these

emerge from a shared history among members.

The community decides what events symbolize their collective heritage. These
events are created and established as recurring communal symbols for this group.
McMillan defines collective experiences that become art as community contact in which

all community members are equally invested in the success or equally feel the failure.

McMillan stresses that these four elements to building a sense of community are
linked into a self-reinforcing circle. Spirit is the foundation which becomes further
cemented through Trust in the rules/boundaries of the group, Trade happens between
members of the group after they have established trust with one another and the Art that
emerges from the lived, shared experiences. This Art also in turn reinforces the Spirit of

the group, which in turn helps to maintain the sense of community ongoing (see Fig. 1).
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Figure 1

Revised Sense of Community Theory

—

Spirit Trust

Art Trade

-

From a special education perspective, a good Individual Education Plan (IEP)
meeting is an example of how R-SOC works. Each child with special needs in the school
system has their own IEP team (typically composed of the family and school staff), who
come together on a yearly basis and create a communal environment around the idea of
supporting the child in meeting their educational goals. Spirit is the community formed at
the IEP and Trust needs to exist that the IEP will be implemented by the authoritative
structure of the school. Trust also must flow both between the family to school staff as

well as the school staff to the family. The Trade occurs between the providers, family
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and child (to the extent they can participate) as they share about progress, goals that are
important to them moving forward, and supports that can help the child to achieve their
goals. Both the parents and the providers each bring a unique perspective of the child and
Trade this information with each other. The Art formed at the end is a good IEP that
collectively considers the perspective of individual team members. The making of this
Art reinforces the communal Spirit of the group as they continue to work together in the

future.

Summary of Methodology

This study used the qualitative methods of an instrumental case study design.
Creswell (2018) states that qualitative research should be employed when there is
something that needs to be explored and when we want to “empower individuals to share
their stories, hear their voices, and minimize the power relationships that often exist
between a researcher and the participants” (p.48). Merriam (2009) defines a case study
as “an intensive, holistic description and analysis of a bounded phenomenon” (p.27).
Stake (2005) states that an instrumental case study is when the case examined is “mainly
to gain insight into an issue...” (p.437). The case (support group) facilitates a greater

understanding of how this population engages in creating a sense of community.

This research studied the participants in a support group for American Muslim
parents of children with special needs. It employed a combination of non-participant
observations, semi-structured interviews, and artifact collection. At the time of data
collection, there were 10-12 members that were consistently present and involved

regularly in events, meetings, or the Sunday school program. I was able to interview nine
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members total, seven who were actively involved. Interviews, observations, and some
activities, (depending on the environment), were audio-recorded, transcribed and coded

for recurrent themes. Artifacts were collected and scanned into pdf format.

Researcher Identity and Subjectivity

I self-identify as a Muslim woman who has cared for family members with
disabilities and has been a special educator for over 20 years. [ was aware that I needed to
minimize the amount of bias that I could bring to the study and make any potential bias
as clear as possible. So, I was clear about my role and how I interpreted information
throughout the research by keeping reflexive memos. “Reflexivity is the continuous
process of questioning, examining, accepting and articulating our attitudes, assumptions,
perspectives and roles” (Barrett & Johnson, 2020, p.10). It is important to note that while
I am a Muslim who has interacted with the disability community for several years, [ am
not a member of the community studied and I live in another state. I also do not have any
direct links to members of the group. This helped maintain a healthy distance as this is
not participant research, but direct observations. A more detailed subjectivity statement is

included in the methodology chapter.

Delimitations

This study was delimited by restricting the variables of location and population.
The study consisted primarily of mothers involved in a single support group, attached to a
specific community. I selected to do interviews with participants who are ‘active’
members or ‘older’ members. ‘Active’ was defined as those who have attended at least 6

meetings, gatherings, or events in the past year and ‘older’ was defined as those having
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been in the group for 3 or more years. There were no delimitations placed on age, race, or
socioeconomic status. The ages of the participant’s children in this study ranged from 8-

30, providing a nice age range and set of experiences of parental support over time.

Limitations

This study was limited, in that used convenience sampling of a support group of
Muslim parents in Northern New Jersey. While observations were of the whole group of
participants, a smaller number (n=9) of active and/or older group members were
interviewed. This limited the findings as inactive members were not contacted and
reasons for their inactivity were not explored. New group members were also not
interviewed. All parents involved in interviews spoke enough English to hold a
conversation, limiting the generalization to; Muslim parents of children with disabilities,

who were limited English speakers or do not speak English at all.

Key Terms

Alhamdulillah- 1t is a phrase that Muslims often use in conversation, especially when

thanking God for blessings. It translates to “To God be the praise”.

Anti-Muslim Racism- This term was intentionally used instead of Islamophobia in order
to “reflect the intersection of race and religion as a reality of structural inequality and
violence rooted in the longer history of US (and European) empire building.” (Abdul

Khabeer, et al., n.d.)

Ayah- a verse from the Quran
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Community- A spirit of belonging together; a feeling that there is an authority structure
that can be trusted; an awareness that frade and mutual benefit come from being together,
and a communal spirit that comes from shared experiences that are preserved as art.

(McMillan, 1996)

Disability- The term disability was primarily used during this study when referring to
research that used that terminology. When referring to the support group or their children,

the terminology “special needs’ was used as this was the preferred vocabulary of the

group.

Family Support- “Formal and informal efforts to strengthen families’ capacities to
facilitate autonomy, inclusion, care, and a satisfying quality of life for family members

with disabilities while maintaining family well-being” (Singer, 2002, p.148)

Imam- Islamic religious leader

InshaAllah/ In Shaa Allah- Arabic phrase that is translated to ‘God Willing’, often used
in general conversation by Muslims when speaking about things that are going to happen

or they want to happen.

Islam- This term refers to the historical, theological view held by the religion as collected
in the Quran (The Muslim Holy Book), Hadith (written narrations about the life of
Prophet Muhammad), and the Sunnah (traditions of Prophet Muhammad’s daily
practice). It is distinctive from those who interpret these things and practice them

(Muslims).
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Masjid/ Mosque- These two terms are often used interchangeably to refer to a physical
place of worship for Muslims. Synonymous to a synagogue in the Jewish religion or
church in the Christian religion. Mosque is an English term and masjid is an Arabic term
to refer to the same place. This study chose to use the word ‘masjid’ as that is how

participants primarily referred to the space.

Masaajid-plural of Masjid

MashaAllah- an Arabic phrase that means ‘what God has willed” and is used to express

appreciation, joy, praise, or thankfulness

Muslim- People who interpret and practice the religion Islam.

Quran- Central religious holy book in Islam

Social Support- Providing assistance or comfort from non-professional community

members to other people.

Special Needs- This study intentionally used the terminology ‘special needs’ instead of
disability because that is how the group referred to themselves and their children within

their community.

Sura- A chapter in the Qurran

This is not meant to be an exhaustive list of terms used throughout this paper. It is merely
a list of frequently used terms that might be unclear or have multiple meanings for the

reader.
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Chapter II: Review of the Literature

Introduction

This was an instrumental case study, of a parent-led support group for Muslim
parents of children with disabilities. Specifically, the study focused on the parents
participating in the group and how they created a sense of community. A systematic
review of the literature found that information on American Muslims with disabilities
was limited in nature and spread across the educational, health care, and mental health
fields. There were no studies found that looked at the engagement of Muslim parents of
children with disabilities in a support group. As a result, this literature review will cover
research on the topics of Muslims in America, Muslim disability research, support
groups, and support groups for parents of children with disabilities (with a specific focus

on ‘parent to parent’ support).

Literature Review Methods

The literature in this review takes the form of research reports, dissertations,
articles, books, and internet resources. Due to a lack of published, peer-reviewed research
that looks at the area of Muslims and disability support groups; literature on the general
experiences of parents of children with disabilities in support groups was used. Research
for possible themes or search terms were conducted using the internet and web articles,
and social media groups on Facebook. Generalized search terms such as “U.S. and
Muslim and Disability” or “Muslim Parents and Disability” brought up a limited amount

of studies, many of which were not recent and some which dealt with more conceptual or
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historical concepts around disability. Searching for specific ethnic groups who come from
Muslim majority countries such as, “Somali-American and Disability” or ‘Arab-
American and Muslim and Special Needs” helped bring up more research articles.
Additionally, citation chasing using Google Scholar was employed for more recent
research articles. The Online Dictionary of Library and Information Science defines
citation chasing (2016) as “A legitimate research technique in which the bibliographies of
works already located in a literature search are examined (‘mined’) for additional sources
containing further information on the topic.” This was done by finding sources listed in a
bibliography or by using a specific feature on Google Scholar that allows one to identify
sources that cite the article itself. Lastly, there were a few articles found by using a
feature on RefWorks v.3, where the database automatically suggests articles with
associated topics and similar wording when articles are manually entered. This helped to

identify a few articles that did not come up in previous searches.

Description and Critique of The Literature

The purpose of this literature review is threefold. The first, to ground the reader in
a historical understanding of the current American Muslim community. The second, is to
review the current literature on American Muslims and disability and lastly, to review the
research on the impact of parental social support for parents of children with disabilities.
Accordingly, the literature review is organized into six sections: American Muslims,
History of Muslims in American; Muslims and Disability; Parental Support Groups, and
Inferences from the Research. Literature in each section is reviewed and organized into

supporting subsections that further highlight specific content within. The section on
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Parent Support Groups will be further grouped into subsections around the four central

framework constructs of Spirit, Trust, Trade, and Art from McMillan’s R-SOC (1996).

American Muslims

As mentioned previously, the American Muslim community is unique. The Institute
for Social Policy and Understanding (ISPU) recently conducted a poll of American
Muslims and found that American Muslims were the most racially and ethnically diverse
group when compared to other religious groups, with no single background garnering a
majority (2017). This was also echoed by Curiel (2015) who found that the United States
boasts the most diverse Muslim community in the world.

Not only are American Muslims diverse, but foreign-born Muslim-Americans are
also diverse in their origins. Pew Research Center’s Religion & Public Life Project
(2015) found that among U.S. Muslim adults who were born abroad, more come from
South Asia (35%) than any other region. An additional 23% were born in other parts of
the Asia-Pacific region (such as Iran, Indonesia, etc.); 25% come from the Middle East-
North Africa region, 9% come from sub-Saharan Africa, 4% were born in Europe and 4%
come from elsewhere in the Americas. No single country accounts for more than 15% of
adult Muslim immigrants to the United States. The survey also found that most Muslims
living in the U.S. (82%) are American citizens, including 42% who were born in the U.S.
and 40% who were born abroad but who have naturalized. The 2017 ISPU survey found
more of a split with half of American Muslims identifying as native-born and half as
foreign-born. (Mogahed & Chouhoud, 2017) By 2030 it is expected that more than 44.9%

of the Muslims in the U.S. are expected to be native-born.
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An-Naim (2014) also found the Muslim population to be predominantly middle
class and immigrant Muslims to be more upwardly mobile because of higher levels of
education. However, a more recent poll of American Muslims conducted by ISPU
(2017) found in comparison to their religious counterparts, Muslims are the most likely to
report a low income (households making less than $30,000). Black (44%) and Arab
(37%) Muslims are more likely to report an income of less than $30,000 compared with

White (28%) and Asian (30%) Muslims.

Islam in America has evolved in a unique diverse cultural setting. Research shows the
following are some key traits that make Islam in America distinctive from other

countries.

1) High levels of diversity in the mosques; only 3% of mosques have only one ethnic
group that attends their services (Bagby, 2011). The ISPU survey found there was
no one majority race for Muslim respondents; 25% Black, 24% White, 18%
Asian, 18% Arab, 7% mixed race, and 5% Hispanic. (Mogahed & Chouhoud,
2017)

2) African-American Muslims make up two out of every 10 Muslims in the U.S. and
almost six out of every 10 converts. (Pew Research, 2011)

3) Sects such as the Nation of Islam, The Moorish Science Temple and the Five
Percent Nation were founded in the U.S.

4) Intermarriage between Muslims and non-Muslims is common with 62% of
American Muslims saying it is ‘okay’ for a Muslim to marry a non-Muslim (Pew

Research, 2011).
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5) Forty-seven percent of Muslim Americans consider themselves as ‘Muslim’
before ‘American’. In comparison, 81% of Muslims in Great Britain think of
themselves as ‘Muslim’ before ‘British’ (Curiel, 2015 p. 77).

This shows a population of people who are not transient. This expanding population’s
needs are going to continue to grow and culturally relevant services will need to be
provided. Sixty-nine percent of Muslims surveyed by the Pew Forum (2011) stated that
religion is “very important” in their life. This indicates that support coming from within
their religious/cultural context may possibly have a beneficial impact on the quality of

their lives.

History of Muslims in America

This research is situated in the historical context of American Islam because the
lived historical experience of the American Muslim contradicts the idea that permeates
some research on Islam in America; that Islamic culture is inherently separate or distinct
from American culture. This research focuses on a support group community that was
started and run by Muslim parents of children with disabilities and contains a mixture of
first- and second-generation American Muslims, as well as some Muslims indigenous to
America. Therefore, briefly tracing the history of the American Muslim presence up to
the present, situates the group to being studied in its proper milieu. Such tracing includes
a literature review focused on the different waves of migration that have preceded and
contributed to the current population of American Muslims, as well as the shifts that
occurred within the community in response to the American climate around the religion.

GhaneaBassiri (2010) eloquently notes, ‘Islam and the West’ far from being mutually
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exclusive categories are lived traditions that have been varyingly thought and re-thought

in relation to one another and to their respective historical contexts” (p.8).

First Wave

The first large wave of Muslims who came to the United States, were Africans
who were brought over and enslaved during the 1600-1800s. In her groundbreaking book,
Servants of Allah: African Muslims Enslaved in the Americas originally published in
1998 and recently re-released in 2013, Diouf explores the West African roots of many
enslaved people in America. She chronicles centuries-old, on-going wars in the Sene-
Gambia region that made many wandering educators, students, and traders easy targets
for kidnappers. These were ‘well-read, well-traveled, cosmopolitan, multilingual,
resourceful, and adaptable men’ (p.60) who often stood out because of their literacy. She
estimates that there were hundreds of thousands of Muslims brought over to the
Americans. Evidence of the presence of African Muslims are documented through the
appearance of Muslim names in slave ledgers and runaway slave advertisements;
references to Muslim ancestry in interviews with ex-slaves; recorded observations of
Islamic activity (such as praying); and public profiles of certain Muslim figures and

documents written in Arabic (including direct passages from the Quran) (Gomez, 1994).

1920-1960

The 1920s- 1960s marked a re-emergence of small but consistent growth of Islam
in the United States. Immigration laws limited the influx of people from non-Nordic
countries, thus limiting the number of immigrants to America from Muslim majority

countries. Some of the people from Muslim-majority countries that did manage to
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emigrate here during this time founded mosques in places such as Detroit, Dearborn,
Cedar Rapids, and Ross, North Dakota. Many immigrants (primarily Syrian) became
homesteaders in North Dakota or farmers in the Midwest, others moved to urban centers
such as Detroit when the demand for factory labor increased. (GhaneaBassiri, 2010;

Curiel, 2015)

1960-1980

With the change of immigration law in the mid-1960s, loosening the previous
restrictions, there was an influx of students from Muslim-majority countries that began to
immigrate for school, and many decided to stay. Muslim activity began to spread out
from just the mosque. The first Muslim Student Association (MSA) was formed in 1963,
with several other professional organizations as offshoots in the next few years.
Sponsoring family members was the biggest source of growth for the Muslim community
in the 1960s and 1970s. (Curiel, 2015) Additionally, during this period, the Indigenous
American Muslim communities primarily made up of African Americans became heavily
involved in the Civil Rights movement. Organizations such as the Nation of Islam were
often in the media and subject to FBI infiltration and surveillance. (Leonard, 2003) This

increased awareness of Islam within the African American community.

1980-2000

The 1980s were notable for a marked shift in Anti-Islamic sentiment in the U.S.
The Middle East began to be referred to as ‘the Islamic world” instead of “the Arab world”.
The Islamic revolution of Iran and the Iranian hostage crisis played a key role in this

reframing (Ganea Bassiri, 2010; Leonard, 2003). In response to an anti-Islamic sentiment,
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many Muslim organizations were founded in the 80s and 90s to encourage Muslim

participation in American social and political life.

The 90s saw the Persian Gulf War, World Trade Center bombings, and a great
shift in American Muslim politics. While anti-Islamic sentiment was growing (CAIR,
1997), the ‘90s also saw increased positive public awareness of Muslims. Bill Clinton
became the first President to include mosques along with churches and synagogues as
American centers of worship. The first Muslim opened a session of the House of
Representatives with a prayer, and Hillary Clinton hosted the first Eid (a celebration to

mark the end of fasting during Ramadan), at the White House.

911

A significant turning point in the American Islamic identity was 9/11. Curiel (2015)
contrasts Pre-9/11, American Islam as more insular and that 9/11 forced American
Muslims more into the public spotlight where they have remained a popular topic of
public discourse up to the present. He asserts that 9/11 had a four-fold impact on

American Islam:

1) Political reawakening. In response to the backlash, many American-Muslims
organized to counterbalance those views.

2) Interfaith and curriculum outreach, many more Muslim groups made deliberate
effort to engage in interfaith programs.

3) Media exposure. More “average” Muslims opened themselves to media

organizations to offer an alternate picture of American Islam.
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4) Conversions to Islam. While there was a large backlash against American
Muslims, many people who were initially curious about the religion, ended up

adopting the faith as their own.

Current Status

American Muslims find themselves progressing forward as visible, active
members of society alongside an increasingly polarized and Anti-Muslim climate. This
makes for a unique cultural milieu for one to navigate. This conflict was mirrored in the
Pew Research Center’s 2017 survey of American Muslims. Half of Muslim Americans
surveyed say it has become harder to be Muslim in the U.S. in recent years, and 48% say
they have experienced at least one incident of discrimination in the past 12 months.
However, almost half (49%) of Muslim Americans say someone has expressed support
for them because of their religion in the past year and slightly more than half (55%) think

Americans, in general, are friendly toward U.S. Muslims.

There have been recent national public Muslim accomplishments such as Keith
Ellison; the first American Muslim Congressman being first elected to office in 2007 and
then promoted to the position of the Deputy Chair of the Democratic National Party in
2017. Also, I[lhan Omar who was the first Muslim woman state representative elected in
2016, and then later became one of two Muslim women to serve in the House of
Representatives along with Rashida Tlaib in 2018. These visible accomplishments are
juxtaposed against increased reports of discrimination. Hate crimes against Muslims
dropped in 2018, but still constituted 15% of the total of religious hate incidents (FBI,

2018). In tracking Anti-Muslim groups, the SPLC found that the overall number of
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groups has decreased from its highest peak at 114 in 2017 to 84 in 2019 (splcenter.com,
2020). ISPU (2019) in their latest survey on the American Muslim community found that
Muslims are the most likely religious group to report experiencing religious

discrimination (62%).

Anti-Muslim Racism and Discrimination

Anti-Muslim Racism persists in America, the majority (62%) of American
Muslims report some level of religious discrimination over the past year, significantly
surpassing the rates reported by all other groups (Mogahed & Mahmood, 2019). Muslim
school-aged children are four times as likely as the general public to experience bullying
incidents at school (42% vs. 10%); of these incidents, one quarter involved a teacher or

other school official (Ansari, 2018).

The Arab American Institute (2017) commissioned Zogby Analytics to conduct
an online survey of 1,012 adults in the US tracking American attitudes towards Arabs,
Muslims, immigration, civil rights, surveillance, and hate crimes. They found that more
than half (54%) of Americans do not personally know a single Arab or Muslim
individual, suggesting that education about and exposure to these groups may be useful.
Indeed, a recent survey by ISPU (2019), found that those who personally knew a Muslim
were less likely to score high on their Islamophobia index. A former ISPU survey (2017)
also found that more than half of Americans believe that discrimination has increased
against Muslims and Arabs and a significant number of Americans (45%) do not believe

that Muslim immigrants and travelers should be banned from the United States.
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Discrimination is also present in the health care system (Martin, 2015; Padela et al
2012. Padela et al; 2018). This is a system many families of children with special needs
have to interact with on an on-going basis. In their 2018 systematic review of the
empirical literature on Muslims and health disparities within North America, Padela et al.
(2018) developed six constructs that may mediate differences in health between Muslims
and non-Muslims. Two of which, were perceived discrimination due to lack of cultural
accommodation, religious values or practices, and ethical/cultural challenges stemming
from Islamic values or practices. They additionally found that there was increased stress
and psychological strain for those who were more ‘visibly’ recognizable as Muslim.
Martin (2015) in her study on perceived anti- Muslim discrimination in the United States,
found that nearly one-third of subjects believed they were discriminated against in the
healthcare setting. Being excluded or ignored was the most frequently conveyed type of
discrimination, followed by problems related to the use of Muslim clothing; offensive or
insensitive verbal remarks; and problems related to Islamic holidays, prayer rituals, and
physical assault, respectively.

Discrimination and Muslim mothers

Anti-Muslim racism and other forms of discrimination can cause additional stress
on Muslim mothers. ISPU (2019) found that Muslim women reported higher levels of
discrimination (68%) than men (55%). Muslim mothers describe experiencing some form
of discrimination post 9/11 and that it increased their stress level and effected their
parenting styles (Khawaja, 2015; Mahmood, 2011). All mothers across studies mentioned
the need for cultural community support for both them and their children as helpful to

moderate their stress levels and to increase their coping abilities. Mahmood (2011) found
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that of Muslim mothers who experienced feelings of alienation, it was additionally
compounded by mothers who also had language barriers to participating in the larger
society.

These studies were conducted on mothers of typically developing children, so
one can theorize, that it might be more difficult for Muslim mothers of children with
special needs. Gouin et al (2016) found that caregiving stress related to parenting a child
with autism increases one’s risk for poor health. It is also associated with higher levels of
stress markers Cortisol and C-reactive protein. Lindo et.al. (2016) in their meta-analysis
of formal stress-interventions with caregivers of children with developmental disabilities
emphasize that parents and caregivers raising children with a developmental disability
should not only be made aware of but also provided access to, proven evidence-based,
stress-relieving opportunities. Hasnain, et.al (2008) noted, “Unfortunately, being both
Muslim and disabled, rather than one or the other, often doubles a person’s risk or

experience of discrimination, which can further alienate that individual” (p.14).

Muslim children with disabilities and their families often intersect with both the
school system and the healthcare system to access the services that they need. This
research demonstrates the need to further understand the experiences of these families
within their self-formed support groups and how they create a sense of community with
one another. This highlights the importance of discovering how Muslim parents of

children with special needs are creating social supports for themselves.

Research on Muslims and Disability in America
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Even though Muslims make up a significant minority population in America that
has had a historical presence in this country for many years, it can still be difficult to find
literature regarding Muslim families of children with special needs in the U.S.
Jegatheesan (2014) found that Muslim families in the United States “are one of the most
seriously neglected groups in disability issues research” (p.6). Azar-Nassiry (2014) in her
dissertation on Muslim mothers’ use of spirituality when parenting a child with a
disability also found that, ““...with the limited research on Muslim parents and children
who have special needs, the inclusion of the Muslim mother’s narrative within the current
library of research can be considered nonexistent” (p.3).

Most studies found were on Islam and Muslims in general for educating others on
cultural differences or possible cultural miscues that might occur (Ali, 2016; Eldoumi,
et.al., 2017; Hasnain, et.al, 2008; Marshal, 2010; Mahmood, 2011; Miller-Gairy &
Mofya, 2015; Ozaki, 2011). There was no research found that specifically targeted
indigenous, second, or third-generation Muslim parents of children with disabilities in
America. Most of the articles reviewed did have four themes that emerged: Language
issues, lack of cultural/religious understanding, extended family/collective responsibility,

and the role of religion.

These topics are situated around differences that might occur between Muslims
and Americans, ignoring the fact that many Muslims are Americans and have been here
for multiple generations. During my literature review, I was unable to find much research
that highlighted similarities or inclusionary practices around disability, even from

researchers who themselves identified as Muslim.
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Language/Communication issues

Since most of the literature found was focused on first-generation Muslims, the
issue of language barriers was a recurrent theme as well as the importance of
multilingualism. Many Muslim parents are bilingual or even multilingual. Parents who
are less adept at English are at a great disadvantage in communicating with their children.
If the child with special needs has difficulty with language, English often becomes the
dominant language or the only language, because it is the language of the school. Not
speaking their native language also limits the child’s ability to interact with extended

family and their religious community.

In many native countries of Muslim immigrants, it is expected to have some basic
working knowledge of Arabic to “interact” with religious texts in addition to their native
language. Social conversations within an Islamic community are often peppered with
Arabic phrases or verses from the Quran to emphasize or elucidate a point. There are also
religious expectations for children past a certain age to pray in Arabic (this expectation
does not apply to those mentally or physically unable to pray). However, prayer is an
important communal ritual and many Muslim parents want their child to be able to
participate both at home and within the larger community (Azar-Nassiry, 2014;
Jegatheesan, 2005; Jegatheesan, 2010; Marshall, 2010; Ozaki, 2011). The daily ritual
prayer (salat) is performed in Arabic. This can compound concerns around language as
many Muslim parents from other countries would ideally want their children to speak
their home language, English, and some Arabic to pray or recite some prayers

(Jegatheesan, 2010; Ozaki, 2011). Jegatheesan (2010) noted in her findings that “the
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families' goal of maintaining normalcy in their children's life could not be attained

without immersion in multiple languages” (p. 185).

Language was also often referred to as a barrier to professionals transmitting
valuable information to parents (Hasnain, et. al, 2008; Mahamed, 2010). Some words do
not translate well across languages. For example, there is no word for Autism in Somali
or many Asian languages. In some communities of Somalis, it is referred to as an
‘American or European disease’ because it was something that did not exist in Somalia
and their community was not aware of it until they moved to American or European
countries (Beatson, 2013; Greeson et al., 2001; Miller-Gairy & Mofya, 2015). Hasnain,
et. al (2008) also emphasize that it is “important to consider the range of meanings that
various disability-related terms have in English, and then to broaden their definitions to
recognize that in other cultures or religions, such as Islam, the semantic range may be

constructed differently” (pg.5).

Language is key to understanding and being understood. Two things that are
crucial to offering support. This can be additionally compounded by cultural differences
and sometimes lead to miscues and misunderstandings around what is best for the child
and the family. English was the primary language of medium in the group studied, but

many of the participants spoke two or more languages.

Lack of Cultural/Religious Understanding

In addition to the language issues mentioned earlier, the research found that many

parents are reluctant to access services or to follow through on provider recommendations
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because of cultural styles of transmission. Miller-Gairy and Mofya (2015) make the point
in their summary that it is important to not only look at obvious barriers of language but
also, “to be aware of the cultural aspects...of communication which includes
communication systems, adherence to a certain religious belief, or the manner in which
people interact in society” (p. 432). The following studies illustrate some examples.

Ozaki (2011) notes a specific cultural issue that arose between parents and a
school regarding a chain of command. In Iraq, it was appropriate for parents who have an
issue to go directly to the principal, versus here in American culture, it is more standard
to speak to the teacher first about a routine concern. It caused a great deal of tension
between the parents and the teacher who felt like the parents were attempting to get her in
trouble, instead of seeing it as a cultural miscommunication.

Khateeb, et. al (2014) in her paper on addressing the unique needs of Arab-
American children with disabilities, found that cultural styles of communication in Arab-
American communities such as not addressing an issue directly but relying on body
language, facial expressions, and timing of silence might lead to misunderstandings with
service providers. They also note that Arabic is a very expressive language that involves
lots of repetition and emotion and that this might lead to assumptions that a child is more
impaired social-emotionally than is true.

Muslim parents also felt as if their religion and the cultural view was not
understood by the providers who serviced them (Mahmood, 2010). They often listened to
providers, but heavily weighed the advice of others in their community whose religious
opinion they respected. Miller-Gairy and Mofya (2015) noted that, “Mothers also

indicated that their expectations for treatment were low because service providers failed
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to understand their culture and as a result were unable to communicate with them both
literally and figuratively.” (p.432).

In contrast, Baker (2014) in her dissertation on collaboration between schools and
Somali families of children with Autism found that sometimes an “over-emphasis on
cultural sensitivity can cause educators to be overly deferential and reluctant to actively
engage with family members, in turn, leading to diminished or inauthentic
communication.” (pg.425) Additionally, the importance of healthcare accommodations
specific to Muslims across cultures such as Gender-concordant care, halal food,
neutral/private space for prayer, more family involvement in care, and respect for
modesty have emerged as concerns with Muslims across studies (Martin, 2015; Padela,
2012).

Cultural Brokers. The use of cultural brokers was referred to in the literature as
a possible solution to the lack of cultural and religious understanding when it comes to
working with the Muslim population. Cultural brokers are people who bridge, link, or
mediate between groups or persons from different cultures (Lo, 2010). Cultural brokering
interventions have been shown effective in helping culturally diverse families navigate
systems (Rotich and Kaya, 2014; Yohani, 2013). “Unfortunately, front-line service
providers often are the least likely to understand the diversity of the many different
people and cultures, family needs, medical conditions, laws, and obligations” (Hasnain,
et.al, 2008, p.57). Pang et.al. (2020) found that cultural brokering can be increasingly
challenging for culturally diverse families of children with disabilities whose needs may
involve professional knowledge across varying fields. Engaging cultural brokers help to

mediate challenges that can occur with culturally diverse families such as Language
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barriers, differences in cultural views, lack of knowledge of resources, gender, and

generational differences, and trust and rapport (Lindsay et.al., 2014; Pang et.al., 2020).

Hasnain et.al (2008) cautions that because ‘Muslim culture’ is a diverse entity,
that there are several layers of complexity that one cannot be expected to master.
Therefore, they assert that instead there are three key things to be a competent cultural
broker: 1) Knowing what questions to ask of families, 2) being open to asking families

those questions, and 3) being able to honestly listen to families.

Working with Muslim families often intersects in a variety of ways. Pang et.al.
(2020) identified additional dimensions to culture and religion, such as ethnicity, social
class, gender, family life stages, and language proficiency. These can impact how
families access, experience, and respond to service systems. Adding an additional layer,
is difficulty in communicating (even within the same language medium). This research
cautions us that while it is important to understand religious and cultural differences, it is
equally as important not to make assumptions about an individual. One should get to
know and understand the complexity of the individual or family and use/access a trusted

person from the member group to assist you.

Extended Family/Collective Responsibility

The extended family plays a significant role in many cultures that make up the
Islamic diaspora. Unlike much of Western culture, which focuses on the individual and
autonomy, the collective good of the family underscores Arab and South Asian societies
(Bushfield & Fitzpatrick, 2010; Haboush, 2007; Khateeb et.al, 2014). This extended

family was cited across studies as a large help to families. The role of the elder family
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members is often vital to the parent’s ability to deal with the additional stress of raising a
child with a disability (Jegatheesan, et al, 2010). They often provide relief in the form of
childcare and other household duties, as well as responding with more understanding and
patience in response to certain difficult behaviors (Jegatheesan, 2005). In their 2001
qualitative study that examined the perceptions of disability among English-speaking,
Somali immigrants: Greeson, et.al. (2001) interviewed five women who had direct
contact with someone with a disability and conducted a semi-structured interview with
them. One of the themes that emerged in the study is that participants felt that Somali
culture relied on the family to care for the child with the disability and took on the
responsibility for “normalizing” them by assisting them when they engage with the
community. They also drew a distinction in that they felt that there was more material

support available in the United States, but markedly less emotional support.

Muslim parents living with or close to extended family can also feel a tension
between what is expected of them by the school culture and what is expected of them at
home by extended family. Hasnain et al., (2008) note that “collectivism often is given
comparatively more emphasis among the Muslims in Western societies than among the
mainstream population” and express concern that “a desire to keep family struggles and
affairs secret, may lead Muslim families to hide their children with disabilities from
society” (p. 43). In collectivist cultures, motherhood is considered an institution, one in
which the extended family is available to support the mother. But in a more Westernized
culture, with the new expectations and demands, mothers are expected to deal with
problems on an individual basis (Javed, 20011). Greeson, et.al. (2001) noted that the

respondents in their study felt that mothers of children with disabilities received more
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support in Somalia because they would usually care for the child, with the support of
other neighborhood mothers. However, because in the United States many Somali
women are either the sole or major economic provider for their families, they are often

not able to stay at home to care for a disabled child.

The extended family has also been noted to be a stressful factor when it comes to
parenting. Particularly, if the extended family’s cultural values are not aligned with
western cultural values. Some of the studies reviewed noted that Muslim parents of
children both with and without disabilities often felt conflicted between their native
cultural beliefs and the beliefs of their providers (Jegatheesan, 2005; Mahmood, 2012;
Mahamed, 2011; Haboush, 2007). Parents can feel stress from both sides (extended
family and providers) and find themselves somewhere in the middle. Cultural
superstitions held by elders in the family can sometimes cause undue stress, particularly

on mothers (Jegatheesan, et. al, 2010; Marshall, 2010).

Extended families can both offer support and add to the stress of Muslim parents
with disabilities. Collectivist cultures are common in Muslim majority countries where
the good of the whole is valued higher than the individual. This can possibly lead to
differences between the family and the institutions that they intersect in reference to their

child.

Role of Religion

Religion is a framework in which Muslim parents view their children with
disabilities. Jegatheesan, et al (2010) conducted a longitudinal, ethnographic study with

three Muslim couples who had children with autism and noted that “Islam permeated
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daily life and provided the primary framework within which they understood the meaning
of having a child with autism” (p. 101). Parents described this framework as their
children as ‘sacred obligations’ from God, complaining about their child’s difficulties
were equivalent to complaining about the will of God, and for fathers, they specifically
discussed parenting a child with autism as a ‘test’ from God to help them be a better
person. This often led to unintended cultural clashes with service providers who assessed
their children and provided therapies. The parents strongly objected to teachers’ and
other professionals’ focus on the child’s limitations and shortcomings which they viewed
as a rejection of God’s will. Themes of “Naseeb” (divine destiny) and spiritual reframing
are what helped the parents to come to an acceptance of their child’s disability and
provided “a more positive outlook on their lived-experiences” (Azir-Nasirry, 2014, p.

88).

Chowdhruy et al. (2015) surveyed twenty, English-speaking, Muslim mothers, the
majority of which were of South Asian descent. They also found that the participants
were most comfortable accessing close, non-professional sources (direct social network)
of support. They were also fairly comfortable turning to school-based support (such as
teachers) as well as imams (religious leaders). They were least likely to access

community members and professional support.

Islam and Disability. The generic term ‘disability’ was not mentioned in
The Quran, a term that translated to ‘disadvantaged people’ was used to refer to those
with special needs (Bazna & Hatab, 2005, Hassanein, 2015, Chaim, 2019) It also
mentions some disabilities (blind, deaf, lame, mute, and insane) specifically. The Qur’an
stresses the rights of people with disabilities on several occasions. Hassanein (2015), in
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his translation of a passage from Hamza’s (1993) work, “The Rights of The Disabled in
Islam”, listed the main rights of people with disabilities in Islam as: Equality to others,
integration in the community, education and rehabilitation, familial stability and the
protection of their properties, the right of moral esteem or social honor, facilitating their
daily activities, guiding and improving their capabilities and the social care in which
zakah (obligatory charity) is to play a substantial financial role. Wentz (2018) and Chaim
(2019) add marital rights to this list as well.

The Qur’an not only discusses disability as a natural part of human nature but also
provides principles and practical suggestions for caring for disabled people, as well as
discusses the significance of such caring (Al Aoufi et al., 2012; Chaim, 2016; Wentz,
2018). Most writings about disability in Islam are common in Islamic jurisprudence
(Figh) rather than Islamic theology or philosophy (Hassanein, 2015, p. 4). In fact, early
Islamic law looked at disabilities in a unique way. Legally, a disability was something
that kept an individual from participating in religiously mandated activity. Islamic law
classified disabilities according to the human field they affected negatively. If a
‘disability’ didn’t disturb a normal human activity, or if that activity could be at least
partially performed, even with aids, the disability is usually not mentioned in the legal
texts because it wouldn’t prevent the individual from engaging in a religiously mandated
activity with modifications and/or aids (Chaim, 2019).

Imams. Research on imams and the role they play in Muslim mental health has been
examined by a few studies. Imams are an important source of referrals in the Muslim
community and influence the behavior of their congregants (Al et al., 2005). Imams are

often sought by Muslims to provide mental health care, but they do not have the support
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or training to manage the mental health counseling needs of their communities (Ali,
2016; Cifti, et. al., 2013). These studies also noted that many imams did not refer out
because they were unfamiliar with community resources, not because they were

unwilling to refer out.

This research examines some of the ways disability has been historically
conceptualized within the Islamic religion and the rights that have been religiously
determined for people with disabilities. It also illustrates the key role that religious
community leaders might have in offering support to parents of children with disabilities
and in setting the tone for support within their communities. The above studies focused
on support for mental health concerns and illness in the hospital setting but are relevant

as these two subjects intersect with the special needs population as well.

Parental Support Groups

In a recent press release, MUHSEN (2021) reported some findings from their
MUHSEN Needs Research Study. This study surveyed over 900 families of Muslim
people with disabilities in the United States from 2016 to the present. Seventy-six percent
of study participants were interested in a support group for parents and caregivers. This
section of the literature review on support groups is viewed through the lens of the four
central elements of the R-SOC theory: Spirit, Trust, Trade, and Art. This is to illustrate
the way that the elements of the R-SOC theory show up in the literature. The body of
research on parent support in the form of groups as well as more individualized support
such as the Parent to Parent programs will be reviewed because the study’s support group

utilizes both individualized as well as group support.
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Spirit

Spirit is the first of the four central elements. It refers to the spark of friendship
that becomes the spirit in a sense of community. It focuses on the boundaries of those
who make up members. These boundaries help to establish trust between members. This
area of the R-SOC theory has received the most attention in the literature on support

groups. (McMilan, 1996)

Support groups can be a low-cost, easily implemented support for families of
children with disabilities. Thoits (1986) in her early research on social support as coping
assistance proposes that the reason these types of support programs work are because
both socio-cultural and situational similarity increase the chance of empathic
understanding. Thoits argues that empathy from similar others is a “crucial condition for
the seeking and acceptance” of social support (p.420). She proposes that individuals
must perceive this empathy in others before coping assistance will be sought and
accepted, and most importantly that those who are “socioculturally or experientially
similar to a distressed individual are most likely to be perceived (and to be) empathic”
(p-421). Indeed, it is that perceived sameness that McMillan (1996) labels as the first
(Spirit) of the four elements necessary for a Sense of Community to happen. He posits
that everyone needs a place where they can be themselves and “see themselves mirrored

in the eyes and responses of others” (p.316).

Shilling et al. (2013) conducted a review of the literature on the effect of peer-
based support for parents of children with disabling conditions. They reviewed a total of

seventeen studies (nine qualitative, seven quantitative, and one mixed methods). These
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studies were conducted in both the US and UK. Four positive themes were identified in
the qualitative data: 1) shared social identity, 2) learning from the experience of others, 3)
personal growth, and 4) supporting others. The most common theme out of the four was
shared social identity. The authors found that across studies this was cited as giving
parents a sense of belonging and empowerment. This identity helped parents to feel
supported to be able to cope with their difficulties better. It was also referred to in the

study as a “sense of community”.

Cantwell et al. 2015) hypothesized in their study on the influence of self-esteem
and social support on stigma and depressive symptoms in parents of children with
disabilities, that the association between these factors can be greatly influenced by social
supports. Support groups offer emotional support that can mitigate the negative impact of
stigma. They can offer participants a feeling of “sameness” that lets them know that they
are not alone in their situation. Participation in a parent support group is often influenced
by the parental need for emotional support and resources, but not necessarily information.
Clifford and Minnes (2012) studied parents of children with Autism Spectrum Disorders
and found that parents who were currently involved in a parental support group were
more likely to use adaptive coping strategies than parents who had never used a support
group or those who no longer attend. They also found that parents in their study preferred
support groups that were parent-led or moderated. Gouin et al (2016) conducted a study
where they collected information on the types of support received by 56 caregivers of
children with autism and measured the levels of C-reactive protein (as a stress indicator)
in their bodies. They found that informal support was associated with lower C-reactive

protein in the body.
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The feeling of ‘sameness’ was a common theme across the studies reviewed that
looked at why support groups were beneficial. Spirit is about feeling like you have a
place to belong, feeling accepted and emotionally safe in the community of like others. It
is the base to establishing a cohesive sense of community and the first element that must

be present for the other elements to evolve.

Trust

The second of the four central elements. Trust evolves in a community when
people know what they can expect from one another. Trust is built upon four key factors:
1) order, 2) decision-making capacity (authority), 3) authority based upon principle, not

people, and 4) group norms that influence each other reciprocally (McMilan, 1996).

Ainbinder, et.al (1998) conducted a qualitative study of parent to parent support
for parents of children with special needs and found that a successful match between

parents consisted of four components:

1) Perceived sameness

2) Situational comparisons that enable learning and growth

3) Round the clock availability of support

4) Mutual support

The authors note that parents considered this idea of “sameness” with their
supporting parent to be an important feature in a Parent to Parent match. In fact,
perceived sameness between parental personality as well as children’s situation yielded

the best results. Practical guidance and information from similar others helped parents to
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better deal with their daily challenges around their child’s disability. Many parents in the
study also expressed how helpful it was to be able to give support as much as it was to
receive it. Also, just knowing that support was just “a phone call away” was just as

helpful and reassuring, even if it was not used.

Trust is particularly important in building a sense of community. One must trust
that when they give of themselves to others in the group, that they, in turn, will also be
supported in the process. The previous research demonstrates two specific subsets of
Trust: Personal Investment and Mutual Influence. Individual parents invest time in each
other and can influence one another. When ‘seasoned’ parents of children with
disabilities are paired with more novice ones, there is a mutual give and take. While
‘seasoned’ parents support the more novice parents and guide them to resources and
discuss coping skills, they in turn are rewarded by being able to share their stories with

others who understand because they share a common thread (Ainbender, 1998).

Trade

Trade is the third of the four elements. Once a community has Spirit and an authority
structure that can be trusted then members begin to engage in trade with one another

where they engage in behaviors that mutually benefit the self and the community.

Parent to Parent is a unique form of self-help for parents of children with
disabilities. The first program was started in the 1980s and has expanded since then
(Santelli et al., 1995). Parent to Parent support is specifically defined by Parent to Parent
USA on their official website as “the intentional connection between a trained volunteer

Support Parent and a parent seeking information, resources, guidance, and support from
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an experienced parent. Singer, et al. (1999) in their multi-site evaluation of Parent to
Parent programs found that 81% of parents who participated rated the program as helpful.
Parents who used Parent to Parent support only benefitted when they participated in
multiple sessions. Parent to Parent support for non-emergency help benefitted them in

three ways:

1) Parents felt better able to cope with their child and family situation.

2) Parents felt they viewed their family and personal circumstances in a more

positive light.

3) Parents felt they could help other parents to make progress on goals that were

important to them.

Because other parents of children with disabilities possess the real “lived”
experience, it allows for practical information to be exchanged that helps others in similar
situations. The authors posit that it is this exchange of practical information that also
leads to the improvement in participant’s coping efficacy. For the minority of parents in
the study who did not find the Parent to Parent support to be helpful (11%), it was
because there was a perceived difference in the supporting parent that prevented a mutual

sense of understanding to develop (Spirit).

Clifford and Minnes (2012) found those who had tried support groups and no
longer attended were more likely to have issues around transportation and childcare.
However, Ireys, et. al. (1996) found that individuals who did not wish to participate in the
parent to parent support reported comparatively fewer psychological symptoms and more

sources of support. This suggests that parents who chose not to participate in these
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programs might also be accessing outside resources and not have the same need. This
was replicated in research done by Sullivan & Lee (2013) that used Ireys’ framework for
parent support. They also found that parents who were not as interested in participating
immediately, later contacted parent mentors if there were specific concerns, they thought
they could help with. Peer support also was not helpful in cases where parents did not
feel they had enough time to focus on themselves instead of their child’s need, parents
who felt “pressured” to participate, inadequate shared identity, and when there was not a
match between the parent’s perceived need and what the support had to offer (Shilling, et

al, 2013).

Trade is a key element to creating a psychological sense of community. In the
previous examples of when support groups do not work, the give and take between
members and groups are not present. There needs to be a mutual give and take of time
and resources for it to be a rewarding engagement. This research points to the importance
of first assessing the individual parent’s expectation of what support looks like for their
family, before determining that a parent support group would be the best fit for their

family.

Art

Art is the last of the four central elements. Experience is the foundation of
communal art. Art is when the community works together to create experiences that they
decide symbolizes their collective heritage. Art is something that is unique and individual
to the group that creates it. It is the shared emotional connection that members develop

with one another through creating experiences.
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Shilling et.al (2013) found that the most coherent theme across their review of
qualitative studies of peer support was that successful peer support consisted of a sense of
‘shared experience’ between the two parties. This ‘shared experience’ is akin to the
shared emotional connection that makes up Art. Instances where parents did not find peer
support helpful were when that connection was not present for various reasons
(personality or disability mismatch, family, social and environmental factors) (Ainbender

et.al, 1998; Shilling et.al., 2013).

Shilling et al. (2015) conducted a qualitative study that looked specifically at the
organizational and process factors that influenced that ‘shared experience’ of peer
support. They noted that this ‘shared experience’ happened on two levels for their
participants. The first was mentioned previously, in the Spirit portion; it helped them to
feel that they were not alone in their situation and “normalized their feelings” (p. 540).
The second was that it gave them permission to have negative emotions about their child

and the associated guilt because their peer support had also been through the same thing.

Inferences for Study

Placing the American Muslim community in its proper historical context allows
for a greater understanding of the development of the community in this country with
future implications of the importance of this research. The Muslim population continues
to grow exponentially in this country with much of the demographic being a younger
population. It is also a demographic that is having a larger number of children when
compared to other religions. This reinforces the importance of understanding how this

community develops a sense of community to better understand how to develop
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institutions and systems to support this community’s needs. Also, important to the
discussion is how the current cultural climate with its rising recognition of Muslim
minority populations is juxtaposed against increasing discrimination coupled with a lack
of knowledge/understanding about the religion and its adherents. It is hoped that this
research will contribute to how these implications do/do not impact Muslim parents of

children with disabilities as they work to create a sense of community for themselves.

A review of the literature on Muslims with disabilities demonstrates not only a
great need for more information on the topic but a need for information that organically
rises from that population about themselves. It highlights the shortcomings of the current
body of peer-reviewed research in terms of the Muslims who are studied in disability
research and those who are not. A significant handful of dissertations have come out in
the past ten years that look more specifically at the experiences of Muslim families of
children with disabilities. Much of the current literature is focused on the “othering” of
Muslim families in America, focusing on the many ways that their beliefs or cultures
might differ from the West. As evidenced above, Muslims have been a part of American
society for a few generations. There is a significant percentage of Muslims who
participate in American society that are second and third-generation Muslim Americans.
However, most of the literature focuses more on the issues of first-generation Muslim
Americans. Discrimination and a lack of cultural understanding was a theme from this

subset of the literature as well.

The last portion of the literature review looked at support groups through the lens
of the four elements of the R-SOC theory. This lends itself to understanding how and
why parents of children with disabilities find support groups helpful and who might best
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benefit from being engaged in a support group. In a recent review of the literature on the
systems of support for families of children with disabilities, one finding across studies
reviewed was that challenges in accessing these supports were more likely to occur in

families that were racially/ethnically diverse (Vanegas & Abdelrahim, 2016).

When the same study looked at the positive impact on families of having children
with disabilities, mothers cited their children being reminders to look for the positive,
focusing on the positive was also found to lower stress levels in some cases. This
improvement to the quality of life was increased by religious beliefs and was not the
same across cultures that were included in the study samples. How this current body of
literature compares to the experiences of the participants in the study’s support group will
be further discussed in Chapter 5. It is hoped that this research will contribute to the
understanding of how Muslim beliefs do/do not influence the inner-workings of a support
group, how they structure themselves and how that in turn does/does not create a sense of

community for members.
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Chapter I11: Methodology

Epistemology

The purpose of this study is to explore how Muslim mothers of children with
disabilities create a sense of community within a support group. While there is some
research available on support groups for families of children with disabilities, no studies
were located that looked at support groups that were specifically for Muslim families. A
qualitative approach was used due to the exploratory nature of the study. Creswell (2018)
states that qualitative research should be employed when there is something that needs to
be explored and when we want to “empower individuals to share their stories, hear their
voices, and minimize the power relationships that often exist between a researcher and

the participants” (p.48).

A constructivist theoretical perspective informs the proposed study. Guba and
Lincoln (1994) postulate that it is the ontological position of constructivism that separates
it most from the other paradigms. Constructivism holds that reality or truth is dependent
upon the group doing the construction. One “truth” is no less real than another and is
dependent upon the individual who holds that personal truth. Creswell (2018) states that
with this worldview, the goal of the research is to “rely as much as possible on the
participants’ views of the situation” (p.20) and to interpret “the meanings others have
about the world” (p. 21). Given the proposed study’s focus on the personal experiences of
Muslim American parents of children with disabilities, it is important to capture their
“truth” as much as possible. Yazan (2015) compared the three major approaches to case

study methods (Yin, Merriam, & Stake). She found that Stake and Merriam were more
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closely aligned as constructivists and that Yin had a more positivistic orientation in his
approach. The methods used for this study, aligned with Merriam (1998) whose

structured method allowed for an organized collection of data using a structured focus.

Case Study

The case study method was chosen because the research question sought to
explain a current circumstance and your question requires an in-depth description of a
social phenomenon. ‘How’ and ‘why’ questions that focus on contemporary events and
require no control of behavioral events are also better suited to case studies (Yin, 2014).
“A case study is a good approach when the inquirer has clearly identifiable cases with
boundaries and seeks to provide an in-depth understanding of the cases or a comparison
of several cases” (Creswell, 2018, p.74). Case studies require that the researcher use
multiple sources of data to understand several facets of the studied phenomenon through

different lenses (Creswell, 2018; Merriam & Tisdale, 2016; Yin, 2014).

Instrumental Case Study. A subset of case study design is an instrumental case
study. An instrumental case study design was chosen because it allowed for an in-depth
exploration of “complex social phenomena” (Yin, 2014, p. 14) within a ‘bounded’ system
(Creswell, 2018). An instrumental case study was used because the purpose was to use
the case to gain insight or a better understanding of a situation or to develop theory about

the case being studied (Hancock & Algozzine, 2006; Stake, 1995; Yin, 2014).

This study engaged in an examination of the organizational structure, member
interactions, and role of religion within the support group data collection. Instrumental

case study design was best for this choice because it provided an in-depth exploration of
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the issue, using multiple sources of data collection such as observations, interviews,
documents, and audiovisual materials (Merriam & Tisdale 2016; Stake, 2005; Yin, 2003).
The support group functioned as a ‘case’ to be used for constructing an understanding of

how a Muslim support group can create a sense of community.

Theoretical Framework

The Revised Sense of Community (R-SOC) theory was chosen as the theoretical
lens to view the data based on the propositions and issues that came out in the literature
review on Muslim history in America, Muslim families, and their interactions with not
only disability but also the larger American culture as well. This lens is best suited to
understand the ways in which the Muslim parents of children with special needs in this

community have created and built support and a sense of community for themselves.

The idea of a psychological sense of community was originally conceived by
Sarason (1974), who believed that the psychological sense of community "is one of the
major bases for self-definition" (p. 157). This idea was greatly expanded and formalized
in the original SOC theory by McMilan & Chavis (1986). Although there have been some
challenges to their theoretical framework, regarding their reliance on the community as a
resource, the SOC framework still remains the most influential in the field (Nowell &

Boyd, 2010).

The R-SOC theory is an expanded and slightly revised version of the original
theory as conceived by one of the two original authors (McMilan, 1996). The SOC theory
has been used to examine a variety of settings (both physical and virtual) to see how a

sense of community is built and maintained; inside the church, in a women’s prison,
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immigrant adaptation to the United States, and even internet communities (Abfalter et al.,

2012; Miers & Fisher; 2002; Redman, T. & Fisher, A., 2002; Sonn, C., 2002).

The data was analyzed through the underlying lens of the R-SOC theory. R-SOC
theory uses a framework of four constructs and the names of original SOC constructs
have been included in parentheses: Spirit (Membership), Trust (Influence), Trade
(Reinforcement: Integration of Needs), and Art (Shared Emotional Connection in Time
and Space). McMillan (1996) stresses that these four elements to building a sense of
community are linked into a self-reinforcing circle. Spirit is the foundation which
becomes further cemented through Trust in the rules/boundaries of the group, Trade
happens between members of the group after they have established trust with one another
and the Art that emerges from the lived, shared experiences. This Art also in turn
reinforces the Spirit of the group, which in turn helps to maintain the sense of community

ongoing.

Research Questions

The primary question of this research is: How do group members and leaders
describe and make sense of their experiences in a support group for Muslim parents of
children with special needs? Sub-Questions will include: 1) How do members describe
their interactions within the group? 2) How do they describe the organizational structure
of the group? 3) What role, if any, does religion play in the group? As this is an
exploratory area of study, it is also expected that some additional questions may evolve

as the research unfolds.
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Research Design

Of the six common evidentiary sources for the case study (Baxter & Jack, 2008;
Yazan, 2015; Yin, 2014), three were used. This qualitative design included semi-
structured, individual interviews with members of the support group, direct observations,

and documents/artifacts. Each source will be reviewed in further detail below.

Interviews

“At the root of in-depth interviewing is an interest in understanding the lived
experience of other people and the meaning they make of that experience” (Seidman,
2013, p.9). Qualitative interviewing in case study research helps to bring out rich details
about the case being examined. Using thick, rich descriptions and quotations from
members helped to bring to life the unique voices of the individuals that made up the
community of the support group. Interview questions were developed to more deeply

explore the study’s main question and sub-questions.

Private, (1:1) semi-structured interviews using a standardized open-ended
interview protocol (Appendix A) were conducted. However, probes were also used as a
conversational strategy. This allowed a focus on themes and topics central to the research
questions while maintaining enough flexibility to allow for more in-depth individual

responsces.

Interviews are helpful in gathering targeted and insightful information and are
considered “one of the most important sources of case study evidence” (Yin, 2014,
p.110). Participants were interviewed at least once with the option of a follow-up

interview if needed. Participants were primarily interviewed through phone or online
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through a recorded phone conferencing program. The option was also given for in-person

interviews at a private location of their choice if desired.

A total of 9 interviews were completed focusing on active members of the parent
support group (active is defined as being a member at least a year and attending at least 6
events over the course of the year), or members who have been in the group for more
than three years (prior to merging with the masjid), regardless of their active status.
Seven of my participants were active members and two were older members of the group.
During the time of data collection, there were approximately 55 total members of the
group (both active and inactive) on their group chat and 10-12 members of the group who
were currently active in person. Interview volunteers were recruited by asking leadership
to post the recruitment letter (Appendix C) in the group’s Facebook and WhatsApp
groups as well as asking individuals during the group meetings. Active members were the
primary focus of this study because it was felt this would garner information from those
most currently active in creating community. Older members of the group regardless of
their level of activity were interviewed in order to capture how the group had changed
over time, specifically regarding the transition from being independent to being part of

the masjid’s non-profit structure.

Interview Protocol. A semi-structured interview protocol aligned with the
proposed research questions was used as a guide with each individual. A semi-structured
interview guide was used with flexible and open-ended questions to encourage
conversation with participants. (Appendix A) The protocol was structured and sequenced
in accordance with Patton’s (2002) recommendations to start respondents with

noncontroversial questions that require descriptive answers and to end with socio-
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demographic questions. The interview typically took 30 minutes to an hour depending on
the respondent’s answers. Interviews were recorded on a digital recording application and

uploaded to be transcribed in REV.

Direct Observations

Group leaders gave permission to observe group meetings and activities
(Appendix B). Direct observations gave an opportunity to view member actions in real-
time and to be able to document happenings without being directly involved in them.
Direct observations were chosen over participant observations because it was important
to maintain some distance from group members. To quote Patton (2015), “The
challenge...to become capable of understanding the setting as an insider while describing
it to and for outsiders” (p.268). Direct observations afforded an opportunity to reflect on
events as they occurred. Maintaining some distance ensured outside observation without

intrusion.

Over the year, 13 observations were made of various recurring group events.
These events included but were not limited to; Monthly support group gatherings and
planning meetings, large recurring events, and periodic support group outings/social
gatherings. Observation time lengths varied from 1-8 hours depending on if there were

multiple events held on the same day.

Observations in closed spaces, such as meetings were recorded with a recording
device and later transcribed using REV. Written notes were also kept and paired with the

transcriptions for later coding. Observations in public spaces like at group outings were
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documented through written notes only and some personal reflective recordings or

physical descriptions as needed.

Artifacts and Documentation

Documentation and artifacts are a stable source of evidence and can be excellent
independent supporting data for the case study. Documents can also spark “paths of
inquiry” that the researcher can follow during observation and interview phases of data
collection (Patton, 2015, p. 294). This group had many publicly available documents that
described the structure, mission, and vision of their individual group as well at the larger
mosque structure that they are a part of. Additional documentation that was kept included

items such as flyers, minutes, and programs as available.

Data Collection Timeline

An estimated timeline of study completion is illustrated below in Table 1.

Table 1

Data Collection Timeline

Activities Timeline
IRB approval, contact with potential Fall 2018, renewed Fall 2019
participants
Conduct interviews Fall 2018-Winter 2020
Conduct Direct Observations Fall 2018- Fall 2019
Participant review of analysis Summer 2020
Completion of analysis and written report Fall 2020
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Participants

The participants in this study were populated from a support group of Muslim
parents of children with special needs. All participants present were involved in the direct
observations of events, however, the offer to interview was only extended to active and
older members of the group who were not currently active. Active members were defined
as those who attend at least 6 events (Sunday school, group meetings, group-related
meetings (mosque board meetings), and group activities) per year. Older members were

defined as those who have been members of the group for more than three years.

Location and Setting

The support group is in Northern NJ and is attached to a specific mosque
community there. This support group is unique in that it began as an independent, self-
formed support group and then later became part of a larger non-profit organization (the
masjid). The masjid is twenty-six years old, has two locations, and serves one of the
largest Muslim communities in the US with a congregant base of 25,000. It is an
orthodox Sunni community and congregants are primarily first and second-generation
American-Muslims who hail from Arab and South Asian countries. The specific group
and masjid name will not be shared, and pseudonyms were used to protect

confidentiality.

Validity and Reliability

Concepts of validity and reliability from a qualitative perspective can be difficult
to extend to the quantitative tradition, especially with research based on a constructivist

position, which holds that multiple ‘truths’ or understandings can be present at the same
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time (Merriam, 1998). Because knowledge is ‘constructed’ it is not expected to be
‘reliable’ in the traditional sense and is open to various interpretations. However, there
are a variety of qualitative methods that can ensure that the data is strong. This section
will look at the methods this study employed to ensure internal and external validity

along with reliability.

Internal Validity

Merriam (1998) lists a few different methods to maintain internal validity in case

study research. This research contained the following four:

Triangulation. Triangulation is a process mentioned across approaches.
Triangulation involves using evidence from multiple sources to give corroborating
evidence (Creswell, 2018). Yin (2003) stated, “Any finding or conclusion in a case study
is likely to be much more convincing and accurate if it is based on several different
sources of information, following a corroboratory mode” (p. 98). For this research, semi-
structured interviews with participants were used as were direct observations and
documentation/artifacts. These three sources were used to examine where the data

converged and supported each other and also where it diverged.

Member Checks. Member checks are also mentioned across approaches.
Member checks are when the researcher asks the participants for feedback on the
credibility of their findings (Creswell, 2018). This is considered by Lincoln and Guba
(1985) to be the “most critical technique for establishing credibility” (p. 314). During the
study participants were offered an opportunity to review preliminary analyses and

interpretations, allowing participants to ask questions, offer feedback, and any critical
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observations before final drafts were turned into the dissertation committee. Preliminary
drafts of research findings were emailed to study participants with a 2-week open time
period for incorporating feedback into the result. Participant input and any changes

resulting from participant feedback were incorporated in the final draft.

Researcher Bias (Reflexivity). Researcher reflexivity is when the researcher
comments on their personal biases and how they might affect the interpretation of the
study (Creswell, 2018). Being a Muslim female who has cared for a family member with
special needs, as well as working with individuals with disabilities for over 20 years, I
acknowledge that I bring my own personal experiences and beliefs to the research that I
need to carefully monitor. Throughout the study, I wrote reflexive and analytic memos to

help monitor my relationship to the data.

Thick, Rich Descriptions. Writing with detailed descriptions helps readers to
determine transferability for themselves (Creswell, 2018). During the direct observations
for indoor meetings as well as for individual interviews, notes were written as well as
recorded on a voice recorder. For group outings, notes and reflections were recorded on a
voice recorder. Sketches of the environmental setting were also added to the data

collection as needed.

External Validity

External validity is largely concerned with generalizability; however, many case
studies are conducted to take an in-depth look at a unique case to understand it better
rather than to generalize its information. It is important to then incorporate thick, rich

descriptions of the group in the analysis so that if there is something that is generalizable
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to similar groups that others will be able to clearly identify those similarities (Merriam,

1988). It will also help others when looking at areas for future study.

Reliability

Reliability refers to the extent to which research findings can be replicated
(Merriam & Tisdale 2015, p.205). This is based on the belief that there is only a single
‘truth’ that can be replicated in the findings. This does not hold true with constructivist
thought. Merriam & Tisdale mention using Lincoln & Guba’s (1985) concept of
‘consistency’ instead of reliability. This shifts the focus to how consistent the results
presented are, with the data collected (Merriam & Tisdale 2015, p. 206). They mention

three methods to help keep data consistent.

1) Investigator position- In the research, I am clear about myself, my position in
reference to group members, my assumptions, and the theory behind the study. I
do this through reflexive and analytic memos as well as my subjectivity

statement.

2) Triangulation- Using data from multiple sources (interviews, direct observation
and documents) help me to monitor what themes are/are not showing up across

data sources.

3) Audit Trail- A clear trail of how and why data was collected so that others can
follow along. This was also discussed in detail under the data collection methods

section.
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Researcher Subjectivity Statement

“Research questions usually originate with ‘the researchers’ personal biographies
and their social contexts” (Flick, 2006, p. 106). I am a Muslim mother who has cared for
a family member with special needs. I have worked with individuals with disabilities and
their parents for over twenty years. As a result, [ bring a lot of my own personal
experiences to this research. I first developed an interest in this subject about eight years
ago when I was living in Ft. Worth, Texas, after reading about the story of Saiga Akhter.
She was a Muslim mother in Irving, Texas who strangled both of her young children to
death. She identified both her children as having autism and stated that she could not

handle them and wanted ‘normal children’ (Sheridan, 2010).

I was living away from my extended support in Texas at the time and was dealing
with my own personal stress of living with a stepson whose mental health issues were
making it increasingly more difficult to support him at home. I was managing guilt
around having an extensive background working with people with disabilities but being
unable to handle the situation in my own home and seriously considering in-patient
treatment. Her story was very triggering for me, as I also felt very unsupported by our
local religious community, whose main recommendation to our family was to pray
without any practical follow up. This same community was horrified when they heard her
story, and she was immediately rejected by several mosques as “not being a part of their
community”. The challenges seemed insurmountable to me at the time and I thought
about how it must be additionally hard to go through these types of challenges in one’s
non-native country, without a strong grasp of the language or extended familial support. I

both empathized and was horrified simultaneously. I knew that it was imperative to find
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support and I wanted to find support that would be understanding of my religious needs
and the religious framework that I carried around the experience. This led me to actively
seeking out Islamic support groups around me and at the time, I was unable to find
anything aside from a few online groups. I met other Muslim mothers of children with
varying types of disabilities who were also looking for support within their religious
communities and finding nothing as well. This experience led me to take part in a few
support groups in my local area that tried to get off the ground, but nothing ever lasted for

long and they all fizzled out within a few months’ time.

I have also worked for over twenty years in the field of special education working
both as an educator and a family coach. In this role, I am familiar with interacting with
systems (both the public and charter school systems as well as non-profit structures) and
supporting families in their interactions with these systems. I understand the need and
importance to having structures and systems in place to help processes to move smoothly.
Having been on both sides both as the parent and provider has sparked my curiosity about
what it would take to organize and sustain a support group of Muslim parents of children

with disabilities over time.

While the motivations I feel to conduct this research are deeply personal, it is
equally important that I do not overwhelm the research with my own musings on topics.
Finlay (2002) puts it best in her articles on types of reflexivity, “As researchers, we need
to strike a balance, striving for enhanced self-awareness while eschewing navel-gazing...
self, in my view, should be exploited only while it remains purposeful to do so” (p.215). I
wrote two reflexive memos over the course of data collection to help me monitor how |

was showing up in the research, particularly if I had a strong emotional reaction to
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something that took place. In qualitative research the researcher is an instrument
(Creswell, 2018 Saldana, 2016) a tool or lens through which all information is sifted. As
such, it is important to show how I the researcher may have filtered through the data with

my unique lens.

Data Management

Data was collected through artifacts/documents, interviews, and direct
observations. Interview data and data at structured events such as group meetings were
recorded using a digital recorder and then transcribed using REV (a transcription
service). Accuracy was determined by re-listening to the recording and editing the
transcript for any mistakes. The data was then uploaded into Dedoose, a web application
for analyzing qualitative and mixed methods research. All data for this study was
securely stored on a password-protected computer. All interviews were assigned a
pseudonym. Pseudonyms were also used when referring to an individual’s indirect
observations. All artifacts, written field notes from direct observations, and memos were
stored in a locked file in an office until they were entered or scanned into a word

processing file and stored on the password-protected computer.

Data Analysis

While data collection and analysis are a simultaneous process in qualitative
research, the analysis becomes more intense once all data has been collected (Merriam,
1988). After all data was collected and transcribed, it was assembled into a case record

using Dedoose software. The case record organizes all the case data into a
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comprehensive, primary resource package and gets it ready to construct it into a case
study (Patton, 2015, p. 449) or case study database (Yin, 2014). The Dedoose software
was used to organize information such as observations, memos, artifacts, and field notes.
It was then used to code transcribed interviews, observations, and artifacts and track

coding by themes across data.

The data collected consisted of 13 observations, one reflective, two reflexive and
four analytic memos, artifacts including sample planning documents, flyers from events,
field notes and drawings as well as documentation relating to the masjid non-profit
organization and the special needs committee. The types of observations collected were:
Three of planning meetings, four of support group meetings, two of large events (annual
fundraiser, Ramadan iftar), three of family events (picnic, puppet show, financial

planning event), and one of the Sunday School.

Initial coding was chosen to first examine the data set. Initial coding is
recommended to use with a study that examines a variety of data forms (Saldana, 2016).
Initial coding was coupled with InVivo coding. InVivo coding is particularly appropriate
for studies that prioritize and honor the participant’s voice (Saldana, 2016, p.106). The
researcher chose to use multiple coding methods in order to expand the findings and
interpretations (Saldana, 2016). Axial coding was then utilized for second cycle coding.
This helped to narrow down many of the initial codes into categories and themes that
crossed types of data until code saturation was reached. After the initial findings were
summarized and results were compiled, a copy was sent to each participant with a two-
week window for feedback. The results were then reviewed with feedback from the

participants.
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Human Participants and Ethics Precautions

The researcher adhered to all guidelines of the Institutional Review Board (IRB)
of The George Washington University and worked to ensure the confidentiality of every
participant in the study. Site permission was given to conduct the direct observations and
each participant was briefed on the study, those who agreed to participate gave verbal
consent that was recorded. The consent process was done on an individual basis with
participants (see Appendix B). Participants were given the option to stop interviews at
any time, chose not to participate, or to withdraw from the study. The researcher shared
with participants the purpose of the study and how their data would be used to inform the

study (see Appendix C).

Pseudonyms were assigned for the participants and associated organizations to
maintain confidentiality. Recorded data was only heard by the researcher and transcriber.
De-identified data were maintained in accordance with ethical standards set by The
George Washington University’s Office of Human Research Institutional Review Board
(IRB) guidelines. All electronic data will be destroyed within a year of the study’s

completion.
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CHAPTER 1V: Results

Introduction

The purpose of this study was to identify how American-Muslim parents of
children with special needs within a self-formed support group create a sense of
community. This was examined through a primary question and three supporting
questions. The primary overarching question was: How do group members describe and
make sense of their group experiences? This was then broken down into the three
supporting questions: How do members describe their interactions? What is the group’s
organizational structure? Lastly, does religion play a role in community building? The
data from the three sub-questions will be examined first as they are all supporting

evidence for the primary question.

The responses to these questions were additionally viewed through the lens of the
R-SOC theory. R-SOC theory uses a framework of four constructs, the original names of
the SOC constructs in parentheses: Spirit (Membership), Trust (Influence), Trade
(Reinforcement: Integration of Needs), and Art (Shared Emotional Connection in Time
and Space) (McMilan, 1996). It was hoped, for this study, that this would give a multi-
dimensional picture of the way this group has been able to sustain and maintain a

community over eight years. (See Figure 1)

Description of the Sample

During the time of data collection (Nov.2018-Jan 2020) there were approximately
55 total members in the group (estimated from the total members in the WhatsApp group)

and a total of 10-12 actively participating members in the support group. Active members
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were defined as members who had attended at least 6 events (Sunday school, group
meetings, group-related meetings, and group activities) per year. Older members were
defined as members who have been members of the group for more than 3 years even
though they were not currently participating. This sample included a total of 9 interviews.
Initially, the plan was to obtain a minimum of 15 interviews based on the number of
active members at the time of IRB approval. Unfortunately, active membership declined
over the two years that observing and interviewing took place, so the minimum threshold
of 15 was unable to be met. Of the nine interviews collected, seven were active members
who were also on the planning committee. The planning committee members made up
the majority of the consistent, core members of the group and there were eight of them in
total. The remaining interviews were two older members who were initially involved and
then later became inactive due to shifts in the types of support they and their children
needed. Additionally, although the initial intent of the study was the capture the voices of
the parents, due to the limited sample of available fathers during support groups there
were no fathers that were interviewed. Fathers were however, observed engaging during
many of the larger, recurrent events as well as at activities and family functions. They

were incorporated into the study in this limited fashion.

During the interviews, demographic information was collected such as
participant’s age, age, and sex of child/ren with special needs, gender, ethnic identity, and
family structure. Pseudonyms were used to protect the privacy of participants and
demographic information was switched around amongst participants to further protect
their privacy. Participant’s ages ranged from 36-58. The ages of the children with special

needs ranged from 8-30. All participants identified as female. In terms of family
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structure, all participants were married and had at least one child at home. More detailed
information can be found in Table 2. An interesting note is that most of the parents who
were highly involved in the support group and support meetings had older children. Five
of the nine parents had children who were of adult age. Gouin et.al; (2016) in their study
on how formal and informal supports affect caregiver stress found that the highest impact
of support services on the parents’ C-reactive Protein levels increased with child age

indicating that perhaps they were able to receive the most benefit from participating.

Table 2

Participant Demographic Information

Name Age/Sex  Age/Sexof  Diagnosis of the Ethnic Family
child/ren Child with Structure
with special Special Needs Identity
needs
Isis 49/F 20/M Initially Palestinian Married,
diagnosed with with 4
ADD (grew out children.
of diagnosis)
Sara 47/F 16/F Deletion of Q4, Palestinian Married
Addition of Q7 with 4
(extremely rare) children,
3 who
live at
home.
Sakina 42/F 30/M Agenesis of the South Asian Married
20/M Corpus Callosum wij[h 2
children.
In-laws
live in the
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home as
well.

Karima 37/F 22/M Autism African/Togo  Recently
remarried
. Three
children,
two who
live at
home.

Malika 50/F 10/M Autism Jordanian Married
with 2
children.

Besmah  42/F 8/M Down Syndrome  Palestinian Married
with 3
children

Zaynab 51/F 13/M Agenesis of the South Married
Corpus Asian/Pakista  with 4
Callosum/Thyroi n children.
d Cancer

Aneesah  58/F 12/M Autism German Married
with 5
children
and an
aunt in
the house.

Rahima  36/F 22/F Multiply Pakistan Married
Disabled with 9
children.
Six still
live in the
house.

Description of Research Site

The support group is in Northern NJ and is attached to a masjid community there.

The masjid is a 30-year-old nonprofit 501¢3 organization. It has two locations, one in
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Paterson, NJ, and one in Clifton, NJ. It serves one of the largest Muslim communities in
the U.S. with a congregant base of approximately 25,000. The community identifies as an
orthodox Sunni community and congregants are primarily first and second-generation

American-Muslims who hail from Arab and South Asian countries.

Most of the observations and interviews took place at the two locations of this
masjid. A few additional observations were conducted in public places when events were
held there. Both locations are large buildings with several rooms in addition to the large
open prayer space. At the Paterson location, in addition to the main building, the mosque
owns quite a few houses that sit on the block that runs alongside the mosque. This is
where the Special Needs Sunday School was held as well as some meetings and events.

Interviews were held in private spaces within these buildings.

Description of the Process and Analysis of Data.

Three evidentiary sources for the case study were collected. Semi-structured
interviews were collected with participants in the support group, on location at the masjid
that the support group is now a part of. Interviews took place in a private setting without
other members present as the time. A semi-structured interview protocol (see Appendix
A) was followed by all participants. Individual interviews were recorded with a voice

recorder and then transcribed using a service called REV.

Meeting and group events were also observed. If it were a smaller event such as a
group support meeting, it would be recorded with a voice recorder and then transcribed
using the REV service. Field notes were additionally taken down if there were

observations or reflections that needed to be documented. These notes were typed into a
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Word document. For larger group gatherings such as graduation celebrations and Eid,

handwritten notes would be written and then later typed into a Word document as well.

Lastly, artifacts from the group were collected. These artifacts included flyers and
programs of events, documentation around group structure and planning, and copies of
public speeches or shared emails. These were scanned into a PDF format in order to be

uploaded. Samples are in appendices D-M.

Once all the data was compiled, it was uploaded into Dedoose software, which
was then used to organize information, code transcribed interviews, observations, memos,
artifacts, and field notes. The data collected consisted of 13 observations, one reflective,
two reflexive and four analytic memos, artifacts including sample planning documents,
flyers from events, field notes and drawings as well as documentation relating to the
masjid non-profit organization and the special needs committee. The types of
observations collected were: Three of planning meetings, four of support group meetings,
two of large events (annual fundraiser, Ramadan iftar), three of family events (picnic,

puppet show, financial planning event) and one of the Sunday School.

Initial coding was chosen to first examine the data set. Initial coding is
recommended to use with a study that examines a variety of data forms (Saldana, 2016).
Initial coding was coupled with InVivo coding. InVivo coding is particularly appropriate
for studies that prioritize and honor the participant’s voice (Saldana, 2016, p.106). The
researcher chose to use multiple coding methods in order to expand the findings and
interpretations (Saldana, 2016). Axial coding was then utilized for second cycle coding.
This helped to narrow down many of the initial codes into categories and themes that

crossed types of data until code saturation was reached. After the initial findings were
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summarized and results were compiled, a copy was emailed to each participant along
with multiple ways to contact the researcher within a two-week window. They were
instructed if they had any concerns with the findings, felt they had been mis-quoted, or if
they felt their identity had been somehow compromised through the details in the study to
please reach out. Seven out of the nine participants responded favorably to the researcher

regarding the results. The remaining two did not respond to the email.

Sub-Question One: How Do Members Describe Their Interactions?

This section looked first at descriptions of the different ways that members are
able to engage and interact in the group. Next, formal and informal resources they
reported the group providing for them. Lastly, it addressed the theme of emotional
support that was a common thread in most of the things group members reported to be

helpful about their activities and interactions with one another.

Varying Types of Engagement

The group offered a variety of ways for members to interact with one another as
well as the group. The group had a Facebook group, a WhatsApp group (one for general
membership and one for the organizing committee), committee meetings, group support
meetings, family activities (bowling, picnics, etc.), a Sunday School for the children, and
large group gatherings for recurring events (graduation, Eid, annual masjid fundraiser,

annual iftar). The following is a summarization of the different types of engagement.

Facebook. The group had a private group on Facebook for members only. It was
primarily used as another space to post information for group members on group

activities and sponsored events. It was the last venue developed in the group’s existence
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(at the time of this research) to interact and engage with others. Not as much social
engagement occurred through this venue, but the planning committee wanted another

way to disseminate information to group members.

WhatsApp. The group has two WhatsApp sections. One was a smaller group
made up of just committee members. There were nine participants in that group. The
planning group on WhatsApp was primarily used to discuss logistics around meetings
and events. There was some planning that occurred in that section and there was some
cross-posting with the larger group section as well. Committee members additionally
used this smaller group to communicate concerns with the larger Masjid infrastructure, to
share personal accomplishments of their families and themselves, and to have some

general discussion amongst themselves.

The larger WhatsApp group was for the general members, it contained the largest
number of participants (55). This section was used for a variety of reasons. General
events were posted, not just events exclusive to the group or the masjid. Often, larger
county and state events or resources related to the Special Needs community in New
Jersey were posted. Resources such as the names of doctors, specialists, and state-funded
programs were shared. Religious events not related to special needs, religious quotes, and
sections of scripture were shared. Posts and articles around current events, fundraisers for
both religious and non-religious organizations were shared, and personal advice was
often solicited in this space. Members who could not attend meetings would often post
accomplishments or concerns in regard to their children as well. Participation in this

group was often on-going with posts from members happening daily or every few days.
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Committee Meetings. Committee meetings were usually held once per month
and served as a space to plan, dole out responsibilities, and coordinate logistics for the
larger group activities and support meetings. It was also used as a time for committee
members to come together and support each other with logistics and just connecting with
one another. It was not uncommon for a planning meeting to be a mixture of planning

and sharing current developments or concerns regarding their families.

Group Support Meetings. Group support meetings were also held once per
month at the masjid (Appendix D), initially, there was a reserved regular space and then
the group would get shifted or bumped because of another meeting. This later became a
point of frustration with the group. They were always given space to hold their meetings,
but some were more ideal than others in terms of space. Generally, it took place in one of
the rooms on the Masjid’s property. Sometimes support meetings had a specific topic to
address or a guest speaker. But generally, they were considered a time for group members
to spend time with one another and to offer each other support. Members would often use
this time to solicit advice or recommendations from others. Conversations ranged from
gluten-free recipes for traditional dishes to the latest research on an intervention. While
the group was held in English, it was not uncommon to hear side conversations in Arabic
or Urdu. Members who did not speak English as well were often easily supported by

other members who automatically translated for them without ever being asked.

Family Activities. These were activities that typically happened outside of the
masjid. The group would engage in social events such as picnics, bowling, eating out,
movies, or visiting the Apple store. These often included siblings and extended family.

The group tried to coordinate events like this every 1-3 months, depending on what else
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they were working on. It was often referred to in planning meetings and interviews as a
critical part for families. They wanted to be visible in their communities (both their

religious communities and the community at large).

Large Recurring Group Gatherings. These were large scale events where the
whole family was invited as well, but it occurred on a regular basis. For example, every
year the group would sponsor an iftar (meal to break the fast during Ramadan) for
families of children with special needs, they would have a special Eid celebration, and
they would celebrate graduations in May. It was at these events that the largest turnouts

of fathers would often occur.

Special Needs Sunday School. The Sunday School was an idea initiated and
brought to the masjid by the group (see Appendix E). For some members, it was an
integral reason why they wanted the group to become part of the masjid’s infrastructure.
This school and its program were at the center of much political conflict within the group,
although many members had children who participated and were pleased with it. Six of
the nine participants interviewed had their children involved in the program. Although it
is now considered a separate entity and line item from the committee in the Masjid’s
structure, it was the most consistent and structured of all the programs once they

transitioned to the masjid’s infrastructure.

Location. The Special Needs Sunday School was held in a house that sat adjacent
to the masjid’s property. There was a block of houses that ran along the side of the
masjid, and the majority had been bought by the masjid and repurposed for meeting and
class space. The traditional Sunday School was held inside the actual masjid which was a

large open space with two levels. It was decided mutually by both the masjid and the
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committee to house the Special Needs Sunday School in a separate space with the hope
that in the future, some children would be able to transition over to the traditional
program. It was initially agreed that for the afternoon prayer on Sunday that the teachers
of special needs students would walk them over to pray with the larger group at the
conclusion of the class. This was discontinued in the first year of operation due to an

incident during prayer which will be discussed further down in the results (pg. 95)

Structure. The Special Needs Sunday School was structured in such a way that
there was a separate head of the school and they had both paid workers and volunteers.
Most of the support staff were being paid by the masjid. While the actual number of
Sunday School staff fluctuated according to need, during one observation it was noted
that there were around 6-8 staff members and volunteers present. According to the
Sunday School Coordinator (in a committee meeting observed in 2019), there were 30
children with special needs enrolled in the Sunday School at that time. She stated that
only 12 of the 30 children attending were paying the full school fee and that the masjid
was subsidizing the other 18. She also stated that there were approximately 5-6 children
who needed 1:1 support that they provided. Most of the staff were made up of college
students studying in Special Education or related areas such as Speech and Language

Pathology.

The school was also structured in a way that some of the older students with
special needs were able to take on guiding roles with younger students as appropriate.
Some of these adult children were given roles within the school that gave them some
responsibility and helped them to feel more engaged as adult community members

instead of children. In a public speech given by one of the adult children of a committee

80



member (Rami), he mentions what the Sunday School program has meant to him

personally. He states:

(The Special Needs Committee) ... established the Sunday School Program to
teach children basic Arabic and Quran. I was one of those students. I must tell
you how important that was for me. The program not just helped me learn, but it
also helped me by having a sense of belonging to a community and gave me the
confidence to help younger children learn Arabic and recite the Quran. It helped
me become an active member in the community and to give back instead of
receiving. I look forward to coming out every Sunday and see other students,

teachers, and volunteers work so hard to empower children with special needs.

Overall, there was no consensus from participants on what was their least utilized
part of the group (aside from the Facebook group). It appeared to depend on a few
different factors such as availability, family life, parent and/or their child’s personal
preference/interest, and the age of the parent and/or their child, This would suggest that a
good support group for parents of children with special needs offers a variety of ways for
participants to engage (virtual/in person, large group/small group). The Sunday School
was highlighted because it was a unique mode of engagement that started out as an

initiative of the Special Needs support group, but ultimately became a separate entity.

Resources

Many participants listed resources as a benefit that they have received from
participating in the group (see Appendices F& G for sample resources distributed).

Resources were shared both formally, through speakers that have been invited in to
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present to the group and the Sunday School, as well as informally through conversation
with others. Formally, there have been a variety of presentations to the group. These
presentations have included topics such as: Ways to financially plan for their adult
children to be cared for after they have passed, the religious rights that a child with
special needs has, ways to have multiple streams of income, and local programs. There
were a significant number of mothers participating in this group that had older or adult
children and had been through the special education and therapeutic services in the area.
They shared this information by discussing programs, therapists, diets, and therapy
modalities that they found to be helpful with their children or for their families. They also
posted cards and information for doctors, therapists, and specialists that they thought

would be helpful to others.

One specific resource that families with older children requested on multiple
occasions was a Muslim psychologist. He spoke to the group on the importance of sex
education and emotional health from an Islamic perspective with young adults with
special needs. He made himself available for personal questions from parents outside of
the larger group, but many group members felt comfortable enough to ask personal
questions in front of the group. This was a unique resource that would not have been easy
to access outside of the support group and the container of safety that it provided parents
to disclose personal information about their families. Field notes taken during
observations additionally document that on two occasions after formal support meetings
had concluded, members who had children starting puberty asked others members with
older children advice on how to communicate with their children as they were starting to

become aware of their sexuality. Members with older children reassured them that it was
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normal, then discussed the Islamic permissibility around those issues for children with
special needs and gave examples of developmentally appropriate language to use when

discussing it with the children.

This sharing of information is an example of the Trade concept found in McMilan’s
R-SOC theory (1996). Trading is when group members engage in behaviors that mutually
benefit themselves as well as the community that they are a part of. McMilan asserts that
this trading of information and resources can only happen once a community has
established trust through authority based on principle and reciprocity between members
as well as members and leadership. Sara cited resources as one of the benefits that she got

from the group. She felt that it helped both her and her daughter. She said:

I learned a lot from this group, Alhamdudillah (praise be to God) I learned. They
gave me support. They gave me resources. They gave me information to help my
daughter, to help myself, to get more involved, more educated about the special

needs and special needs in the Muslim community especially.

Karima also referred to the resources that she received through the group and one
specific resource in particular, the financial advisors that the group has brought in on a
few occasions to advise parents on what financial and legal structures to put in place to
ensure that their adult child with special needs was taken care of after their passing

(Appendix E). She said:

The main thing [I got from the group], is just knowing the resources, the research,
the ideas. Maybe, the most important thing I learned is when we had that meeting

with the financial advisors, how to plan ahead. It was something that maybe we
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were dealing with, but [had] not been an important issue to handle or think about,

to establish something for the future.

Besmah also was able to connect to some specific resources through interacting with the

group that she felt were of benefit to her family. She stated:

This group connected me to resources I did not even know existed. They told me
about things like a New Jersey system called Perform Care, that does not give
resources based on income rather based on need, like disabilities and just the needs
of the family no matter what their economical level is as well as resources based on

economic needs like disability services. Things like that were very useful.

Malika also specifically mentioned a respite care resource, that she learned about from

other group members in her interview and that she makes sure to share with others as well.

She said:

We share a lot of resources. There is something I didn’t know like [I] could have
this service to help my child (respite), so we share with each other that information.
You know like I [can] have a rest if somebody could come and help my child for a
few hours say by the government and then I would have free time to do something
for myself because if I have rest, I am happy and I give a lot to my kids. So there
are a lot of people they don't know, so when I am part of the group I tell them yes,
there is this service and the aim of that service is this, you should try and everybody

try, and most of us have the service now.
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Emotional Support

An important piece to this support group is that it had been in existence for
approximately 7 years during the time of observations. Many key members had been
present since its inception. There had been time to establish trust amongst each other. It
was mentioned in the previous section that members felt comfortable enough to discuss
issues around their children’s sexuality with other group members. For some in the
Muslim community, sex is a taboo topic and would not be a part of general conversation.
However, because the trust had been established, members felt safe enough to bring up
these issues around each other. As it was a local community-based group, some members
additionally saw each other at non-group related community and religious functions. This
further strengthened their interactions with one another. This theme reinforces what
McMilan (1996) describes as the Trust component in the R-SOC theory. He states that
Trust can take place once Spirit has first been established. Two key subsets to the Spirit
of a sense of community is emotional safety and a sense of belonging. During the study,
it was clear that active group members had established a solid core of Spirit and Trust
with one another. Even when there was discord and difficulty amongst group members,
they would still take time to come together to ask after each other’s families and listen to
each other’s stories. In a reflexive memo written after an emotional support group

meeting, the researcher noted,

One thing that strikes me about unspoken emotional expectations in the group, is
that everyone can share and express their feelings without being edited. Even if
others do not completely agree with what is being stated, they allow members to

complete what they have to say before responding. Group members have been
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allowed to cry, yell, and vent their frustrations. Members wait and then respond or
empathize with what is being said by relating to their own personal issues. When
a member apologizes for getting emotional, other members of the group remind
them that is what the group is for. ‘You just need to get it off your chest to feel
better’, is a phrase often repeated. Members do not try to offer solutions for issues
when they have none, or when there are none. They simply listen, hold space or
personally relate to the person if it is an issue that resonates with them. I found
that this practice also helped me to not visibly react when things get very
emotional and to maintain focus on the reactions of others instead of myself. I
think if this had been a group run by a provider, that there might have been a more
solutions-based response to some issues that were voiced instead of simply just
listening. A group member stated to me after the meeting today, ‘Sometimes the

listening is all you need’.

Below Malika shares some of her thoughts on how the emotional support through the
group has been helpful to her and her process. Her words echo some of the observations

that were made in the reflexive memo. She stated:

Sometime, some people through their families they don’t have the support, some
people tell them some nasty stuff like, ‘we feel sorry for you, you have this child,
you strive hard and there is nothing beneficial coming from that, he doesn't
improve’. They feel sorry for you and they don't give you the warm support you
need, sometimes when you come you feel broke, so in the group we support you.
We have each other, (we) feel your pain and then persuade you like it's okay, it

happens and it's a place you can show your vulnerability, you could cry and no one
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will judge you. They will understand your pain, they will let you cry as much as

you want, and they will tell you it's okay to cry, you need to cry.

So, we understand each other, there is a big bond among us and we are like
a family. We face together our challenge(s) and we do a lot of beautiful stuff...I
feel so happy, it’s important for me, every time I go there I come back so happy-I
feel like I am going to clean my soul and I feel more energy. I feel more happy to
enjoy my kids and my husband and my life from this beautiful group. The way I
see it, it’s baraka (blessings), this is full of baraka. Allah put something inside to

heal ourselves and help us to go through this life, that is the way I feel it honestly.

For Karima, emotional support was one of the primary reasons why she was engaging
with the group, despite some of her differences with how they organized and ran things

(see pg. 110). She stated:

For me it's just like I'm hanging out with my girlfriends, talking about something
that I care about, and it's important to share the ideas with all the other mothers
and we could have fun sometimes, joke, cry. It's just something to release some of

the stress that we all go through. For me, it’s the support why I come.

Isis who later left the group as her child’s diagnosis changed and his needs became less
intense categorized her time in the group as ‘therapeutical’. The support groups were the

only consistent activity of the group that she participated in. She said:

I think it was more of a therapy for the moms. And, yes, for myself in particular, I
don't think I reached out to any of the [other] services that were provided [by the

group| because, like I told you, my son just had ADHD. But the way I saw the
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moms as they came into the group just from the morning and then leaving after
two hours, I would say everybody felt more relaxed. That's why I'm saying it was

more of a therapeutical [time], for me.

In this section, the various ways created for members to interact with the group
were reviewed. The least utilized (Facebook) as well as the most divisive (The Sunday
School) were discussed. Participation in other events were variable depending on the
needs and availability of the parent and child/ren with special needs. Key themes that
emerged from the data in terms of how group members described their actions with one

another were centered around resources and emotional support.

Sub-Question Two: What is the Group’s Organizational Structure?

The group’s organizational structure can be broken down into three sections.
What happened before the transition to the masjid’s infrastructure, what happened
immediately after the transition to the masjid’s infrastructure and what happened about
three years out from the transition. Each one of these time periods has their own distinct
characteristics to how the group structured itself and operated. They also reflect the

growing pains that often come with expansion and change.

Before the Transition to the Masjid Infrastructure

Six out of the nine group members that were interviewed had been part of the
group both before and after the transition to the masjid’s infrastructure. There was one
member who had only been part of the original group (Isis) and began to discontinue

being involved with the group as it transitioned and two members who joined after the
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initial transition (Aneesah & Malika). The sample also included two of the original

founding members (Sakina & Sara).

The group was first started by two cousins and meant to be a small informal
gathering to support themselves and a few other people. It began to grow over time as word
spread. During this time, they still tried to meet once per month as their schedules
permitted, but there was not a set place to meet and no set recurring activities. Everything
was very informal and not as highly structured as they had to become once they transitioned
to the masjid’s infrastructure. Sara explains the way things started for the group and a few

of the locations they initially met. She states:

Well, we got together with a couple of women. It was me and Sakina to begin with
and (redacted). And we just thought that we should have each other to talk to. And
maybe we could find out more people, more women or more parents, with kids with
special needs that can come in, and we could just start talking about our fears, about
our concerns, just talking to friends about the same situation that we have, the same
difficulties we have with the kids. And maybe we get some information from each
other. And it will help. And that's what exactly it did. We got information. We got
support from each other. We got resources from each other and that’s how it all

started.

The first meeting was somewhere in Paterson downtown in a building. I'm
really not sure what it was. And then, we started meeting up at the SMILE office.
We got in touch with the SMILE office...They do (a) food pantry. They help...the

Passaic community at large. My daughter was volunteering there, Alhamdudillah
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(God be praised), she connected us to the guy that's in charge. And we met there a

couple of times.

We also met in Sakina's office. They have an office in Paterson where they
do printing. We met there a couple of times. And then, when we started meeting at
the masjid, that's when we officially wanted to be under the umbrella of the masjid.
But, yeah, we always found a place. We always did. Once a month, or so we found

somewhere to meet.

Rahima also remarked on the informal way that the group initially operated before they

transitioned. She stated:

Someone would think of an idea and then various members may be involved in
different levels of supporting that meeting or activity. It was always done through
WhatsApp. It was not really very organized; it was pretty much just let's do this and

then we'll get together and do it. At least that's how it's been.

Echoing the initial reciprocal, informal nature of the group. Isis discussed how activities
were initially structured and executed. While there was leadership identified, her view

was that everyone would chip in to help with something as they could. She said:

We would talk about activities in the group and what would the kids like to do,
(like) bowling, we also went on a farm, took the kids on a farm. We would discuss
what activities we were gonna do this month, and how often should we do it so it
wouldn't be like too much...we don't want to inconvenience everybody's schedule.
So, we would pick like maybe this month, we'll do the farm and then the following

month we'll do the bowling.
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It was a breakdown, everybody had things to do. So, somebody would talk
to the bowling alley, set it up, get an agreement with them going. And then
somebody else would be responsible for knowing how many people are coming in.
It was a breakdown among ourselves, like whoever wants to do whatever would
say, ‘Okay, I'll do this, I'll do that’. But I want to say the bulk of the work was done

by Sakina and then Zaynab. Everyone chipped in, but they did the most.

This section further examined the informal leadership and free-flowing structure
that the group had in place initially. Members report more of a shared responsibility
during this time period, even though there was still a primary ‘leader’ in the group
identified. Events felt like more of a ‘group effort’ and were more spontaneous. Some
aspects of this spontaneity and easy-going nature of support meetings and activities were

reduced as the group shifted to a committee under the masjid’s infrastructure.

Reciprocal Role of Leadership. Sakina was one of the founding members of the
group and before the transition to the masjid’s infrastructure, she was the de-facto
coordinator for most of the group’s activities. Sakina’s thoughts on her role in the group,
and the way it affected her, highlights the importance of two key sub-concepts that make
up Trust in the R-SOC theory; authority based on principle and group norms that have the
‘authority’ and members influencing each other reciprocally. This was one of the
highlighted changes from the original SOC theory (McMilan & Chavis, 1986). She

stated:

I really wanted to get through [my troubles] with success and hopefully share my

experience with other people. You know say, ‘Hey, I've been through this, this is
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how I dealt with it, this is what's helped de-stress it’, and hopefully it will help
someone. To be able to really have families come and cry and feel like they could
cry... because just crying you don't have [to] always be in charge, you don't have
to always focus. And these are the most rewarding things I found in coming with

this [group].

In line with this sense of reciprocity between authority and group members,
Zaynab, a long-time member of the group and current committee leader, echoes in her
interview a similar sense of comfort and safety in the group. In her interview, she discussed
what she felt was her responsibility to the group, but also what she has felt that she has

received from the group as well. She said:

I try to be there for anybody in any way that I possibly could. I try to come up with
ideas of how to have more connected feelings and a more stronger bond within
ourselves. I try to find information and resources for ourselves that would benefit
us and share them. I try to create more awareness and speak about it. Initially... I
didn't have any thought of being involved in the way that I find myself more (long
pause) ... [ won't use the word committed because that would be like others want

me to and I'm doing it because of that. It's more because I feel that I need to do it.

I feel I need to do it because...I know to some extent what the challenges
and what the difficulties special needs families go through. And for anyone else to
be able to know and understand that is hard. Through my experience of these 10 to
12 years, I have found that it's, regardless of how much you try to make it simple
for others to understand it, it's difficult. It's not a shoe that a family, anyone who

does not have a special needs member [can understand]. What parents go through
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is different from what siblings go through. I found that what parents go through is
not necessarily even being completely understood by the other normal kids, other
normal members of the family. Parents' experiences, parents' understanding of
problem-solving and coping with things is completely different. And that's why I

feel that trigger...of trying to make others understand.

[Working with the group] it has been an amazing feeling of belongingness.
Of not having to camouflage, to not be who others want you to be. Yeah, it has just
been [me being] myself. I find it a big blessing for myself to find these families,
these mothers, these kids because they give me the strength and they give me the
support that I'm not alone. And I can reach out and be happy. Regardless of how
much I see them or not see them or talk with them or not talk with them. Now I

know that I have them.

For both the former and current ‘leadership’ figures in the group, they highlighted
both their feelings of responsibility and duty to the group, as well as the benefit that
participation in the group brings them. This is an example of ‘Trade” the third element of
the R-SOC theory. Both leadership figures in the group highlighted that while they gave of
themselves to the group, they also felt that they received something unique back from the
group as well. Indicating that there is much more of a give and take within the varying
roles of the group. This would lead to some conflicts as the group transitioned to the more
formalized masjid infrastructure where there was a well-defined hierarchy, a higher time

demand, less reciprocity, and more structure.

Leadership and Responsibility Demands. Initially, Sakina (one of the founding

members) was the primary point person to coordinate meetings and develop activities.
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People would also volunteer for tasks, but it was understood that the driving force behind
the planning. However, as she had more personal demands at home, she had to pull back

from responsibility. She stated:

In the past [ was very, very involved where I would be the one who was planning
the meeting, making the arrangements, inviting speakers. I was very, very involved.
But I've had personal issues...My husband's parents stayed with us four years ago.
They were both sick, so having to take care of them in addition to my two disabled
children. It was really, really more than what I could handle.... I got to a point

where I really couldn't even handle my own family. It was just so much stress.

This highlights a common occurrence with families of children with special needs,
having to balance the demands of a family member with special needs in addition to the
needs of others. Sakina was one of three of the sample group members who had to care
for older family members in addition to her children with special needs. There is plenty
of evidence that speaks to the additional stress that having a child with special needs
brings (Emerson & Llewellyn, 2008; Gouin et al., 2016; Hastings, et al.,2005; Munoz-
Silva, et al. 2017; Totsika et al., 2011), but not necessarily having to care for a special

needs child and an older adult.

Issues surrounding extended family as mentioned in the literature revolved around
the understanding of the child’s disability. In contrast, in discussions with group
members, many of them felt generally supported by their families. The issue with the
extended family that came up with three participants, was when extended family
members (parents, in-laws, an older aunt) needed to be cared for, in addition to the child

with special needs. This could partly be attributed to the fact that many members of the
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sample group were older and had older family members to care for. This was discussed in

group meetings as an added stress on the mothers who had the role of caretaker to both.

Sakina began to step back on her responsibilities as the group was transitioning to
the masjid’s infrastructure, at the same time Zaynab was segued into a more formalized
leadership position. Sakina described some of what happened, “Now in order for us to
have the committee under the ICPC umbrella, we have to have a head of the committee
and that is Zaynab... Zaynab is actually our voice out in the community and with (the

masjid).”

This is further evidence that even when the group was not formally structured,
that there was still an acknowledgement of informal leadership in the group as mentioned
previously. McMilan’s (1996) R-SOC stresses that only once a community has
established membership (Spirit) and a reciprocal authority structure, one in which
members and leaders work cooperatively (Trust) can the group then begin to participate
in mutually beneficial behaviors (Trade) (see Figure 1). This also highlights the
importance that the responsibilities of the group do not just fall on one person. It is better
to have responsibilities distributed throughout the group, so that it is easier to take up the

slack if something happens.

The Good Old Days. Unique to this time period is the feeling of ‘closeness’ that
the mothers felt with one another. There were six member participants that had been there
from the early days of the group and during the transition to the masjid’s infrastructure
they often referred to this time fondly when they were going through conflict during the
transition period. During interviews, they often referred to this time period as something

that they wanted to get back or recreate. Zaynab recalled first meeting everyone and how
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significant it was for her that there was another parent in the group, whose children had

the same rare disability as her son. She said:

I still remember when I went and I (first) met (them), it was SubhanAllah (Glory
be to God) amazing. The mothers were just like me, and we were all on the same
page. And the first meeting was just a handful of four or five mothers over there
and myself. And amazingly, one of the mothers, the aunt who had started this
(Sakina), both her sons have the same special needs that my son has. And it was
the first time that I met somebody with the same. Because my son, the special

needs my son has is kind of still rare.

So that was SubhanAllah an amazing moment for myself and for her
because her sons are much more older, and she was like, you are the first person
that I met who has the same diagnosis as my sons. So it was for both of us, |
mean, [ don't have words even to be able to describe that. But yes, that was a

moment when [ was like, OH, this is, this is my people.

Rahima touched on the difference when discussing how the group had changed. She
noted how not only the level of socialization shifted but the topics of their conversations

changed as well. She said:

There's definitely less and less people involved, and we don't see them as often.
For the Sunday school people bring their kids through school and then they leave.
When we had meetings and stuff before, we spent a lot of time talking to each
other and we had some events where we had food and activities and we spent

several hours together socializing and talking, and there's much, much less of that
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now. And what we talk about is a lot different too. We're mostly talking about
politics and how to organize it, before we were just talking about personal issues

and children's issues that had to be solved.

Aneesah, who joined right as the group transitioned, also misses the comradery and
intimacy that she felt in the beginning days of joining the group before they began to
really formalize themselves as a committee. She makes a point to distinguish between the

two, she stated:

It's a support group... It's a committee as well, but it's really a support group.
I think the base of this group is to help each other out. And that's what I explain if
I see anyone and I see they need this group or they might benefit from it. I just
explain it's just something that you and your child would benefit from and it will
help you in different matters of things that sometimes you don't talk about, things
like that are the taboo topics, like oh, stay hush about it. I think we can talk to each
other about that in this group. [At one time] we used to meet each other on a weekly
basis and we used to go to each other's houses and we would just sit down and just
chat. I think that's one of the best experiences that I had with the group with the
moms, just speaking from the mom's perspective. And we would just discuss our
children and how we deal with situations and I guess help each other. Like, if
someone's down just being like, ‘Okay, you know what? This is for the better.
There's a meaning behind it’... We just pump each other up, you know? And that's

one of my best experiences.

This section reviewed the group’s beginnings (see Fig 2 for timeline), and

highlighted the spontaneous, unstructured, easy-going nature of the group. Members
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appeared to feel more involved in the planning and execution of activities and there didn’t
seem to be any requirements for participation, members could do as much or as little as
they liked. Next, the balance between leadership and responsibility demands were
discussed. Highlighting, the reciprocal nature between ‘leadership’ and membership in the
group. Finally, tying it back into the theme of emotional support from the first question,
many members discussed the high levels of emotional support that they felt during this
stage of the group’s growth and missed as the group’s focus was shifted to multiple places

in their next stage of growth.

During the Transition to the Masjid Infrastructure

The transition to becoming part of the masjid’s infrastructure marked a period of a
few years of confusion and difficulty in the group (see Figure 2 for a timeline of events).
Initially viewed as a ‘big win’ for the group, the actual transition brought mixed
responses from the group. Most members interviewed agreed that the transition brought
more community visibility, structure, and resources to the group. However, several
members voiced concerns around the formality, lack of spontaneity, and lack of

comradery that it brought to the group.

This time included the expansion of the group and expected duties as well. They
were no longer ‘just’ a support group of mothers; they were the Special Needs Committee
for the masjid. They expanded to having a planning committee as well as a support
group. They had officer roles at one point (President, Vice President, etc.), they were
expected to develop a purpose and vision statement (see Appendix H) that was in
alignment with the masjid’s vision and a mission statement (see Appendix I), formalized

goals and a regularly rotating schedule of meetings and activities for the community (see
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Appendix J). The Sunday School was initially under their umbrella as well. This shift to a
more formalized committee as part of the masjid infrastructure, in contrast to the more
informal support group meetings, was a large shift for the group to make. Karima was

one of the group members who had difficulty with the shift. She stated:

The committee started without any structure at all. It was basically just a group of
moms together, coming up with an idea and we’re doing it. And I think once (we)
started a relationship with (the masjid) that's when everything got confused. I found
out there was a committee and there is (sic) leaders and chains of emails and people

fighting over power.

The transition occurred because the group initially approached the masjid and
requested a formal meeting to join their organization. Members who were available met
with the Shaykh (religious head) and the CEO of the masjid and it was agreed by the end
of the meeting that they would become incorporated into the organization and start a
Sunday School for children with special needs (for organizational structure see Appendix
L). Initially, there was a lot of excitement from group members about the new opportunity,
because some wanted their children to be a more integrated part of the community and
some wanted them to have religious instruction. The group had even developed a list of
expectations from the masjid in the areas of Physical Accommodations, Social Integration
and Education (see Appendix M) that they hoped to see progress as a result of ‘joining
forces’. Sara, a founding member of the group explained their reasoning behind

approaching the masjid. She stated:

We wanted more awareness in the community. And in order to do that, where do

you go? To your community, to your religious community. So, we said, we need
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more awareness for more parents... to be able to bring their kids and themselves
to the masjid. And we need the masjid to announce more awareness about our

situation, our need, our kids with special needs.

A Failure to Communicate. The group had difficulty adapting to many of the
new formal expectations that were thrust upon them as part of a large non-profit
structure. There were differing expectations and styles of leadership between the two
organizations. Some examples of new expectations were: Everything that was planned
had to be sent up the chain of command for approval; flyers that were created for events
now had to be approved; spaces in the buildings had to be reserved in advance; the
structure of the Sunday School and the running of the Sunday School became a key

tension point in the transition as well.

Zaynab, as the head of the group, expressed concerns during multiple planning
meetings that she felt that she was left off of emails and not told about important
meetings which put her even further behind the curve of what the masjid wanted her to
implement or report on with regards to the group. Group members were expected to
quickly adapt to the non-profit systems established as part of the masjid’s infrastructure
and it was a steep learning curve with no specific onboarding system in place from the

masjid’s end.

An example of this was during an observation of a committee planning meeting,
the CEO of the masjid attempted to lead the group through a goal setting exercise where
they would operationalize their goals for the year with a rationale that was in alignment
with the mission and vision of the masjid (Appendix I). This was difficult for many of the

planning committee members who felt that it was a waste of their time. The exercise used
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a lot of business and systems jargon that was difficult for them to follow and there was a
significant portion of members where English was not their first language. Instead of this
meeting being supportive as it was intended, it left group members confused and

frustrated with no goals developed.

During a support meeting, Zaynab reported to the group about an upcoming board
retreat she had to attend as the leader of the support group. She mentioned that they had
been sent a Microsoft case study and were expected to read it and report back to the
group how they could learn from it and how it could make their group and the overall
institution better. Rahima promptly made the comment, “Who do they think has time for
that?’, while other members nodded in agreement. During her interview, Sara stated that
she felt like a lot of their energy was focused on the building of the new school program
and adjusting to the new structure of the masjid. She believed that caused them to lose

out on the very reason they started the group, which was to support one another.

Once we started wanting to be under the umbrella of the masjid and the politics of
the masjid which is unfortunate, I felt that we lost that support. Because we did stop
the support meetings for a while because we got busy with the Sunday school...Oh,
yes it was a lot of things when we started here (gestures around her at masjid).
Trying to get the school running, trying to get everything that we need to do. Find
a place, where to have it. Find the people to...teach the kids with special needs
because you can't just go out there and pull them from the street. The actual
beginning of the school, although even Alhamdulillah (the praise belongs to God)
that is a big win, that's a big Alhamdulillah, but it did take away from (us)... and

dealing with the masjid of course because you can't just go and open up a school
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and call it a day. You have to go through rules and regulations. I think that's what

it was that took us away from our support, you know?

For some parents, the transition and the conflict were too much for them to deal with.
Some members took a break from attending meetings and those who still attended noted
this decline in attendance and understood why. Besmah discussed why she made the

decision to take a break from the group for a while. She said:

I actually stopped attending the parent’s support group meetings for half the year
at that point because it was just too much drama for me like it was way too much.
I was already going through a lot in my personal life and I did not want to deal with
drama. Another sister from the support group reached out to me separately and said,
"I know you stopped coming, but can you please start coming back again?" That’s

what brought me back.

Aneesah noted some of her frustration with the situation and her concerns about it

affecting the group’s ability to attract new members. She stated:

I feel like there are some people holding grudges and holding things against each
other, and I think they need to (let) go and we need to move on from it. Because the
bigger picture is helping the children. I think just letting go of a lot of things like a
lot of negativity would be helpful. To me, I would say I've known this group for
three years now. So, I kind of have an idea of how they are, but for a new person to
come in and fit in that situation, I think it would push them away. They wouldn't

want to come to the meeting.
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Zaynab highlighted how this tension and confusion affected the group, specifically as
mothers of children with special needs. She points to the fact that they experience more
stressors than families without a member with special needs, making the additional stress

difficult to take. She stated:

All of us have our own challenges. And we are trying to juggle up different things
more than any other normal family. So, our time, our resources, our energy are
much more divided and much more taken up than others. So, when these kinds of
things come up, it just pulls us more down and drains us more down and nobody
wants (to) have any part of it. And then it tends to make them (members) move
away... (they think) this is not what I expected...and this is not what I can take.

My cup is full, and it's brimming (hits the table for emphasis). So, if this needs to

come in and make my drink better, I'd rather leave the drink. And that tends to make

it weak (the support group) ...even the right people go away, move away, and just
be silent and stay on the sidelines.

As a result of this breakdown in communication and frustration on both sides.
Members of the masjid’s leadership began to delegate some responsibilities that would
have fallen under the special needs committee to the head of the Special Needs Sunday
School. She had been a part of the masjid’s infrastructure much longer and did not need
the additional support that the committee members required. This then caused an
underlying resentment between the committee and the Special Needs Sunday School
which only deepened over time. One of those responsibilities was coordinating with
MUHSEN to get their masjid certified regarding how they accommodate people with

special needs. One point of contention between some group members and the
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administration was that one of the bathrooms that the masjid had designated as

accessible, was used for storage instead of being kept open for families.

The masjid failed to consider the additional roles and responsibilities that parents of
children with special needs have that can make it difficult to complete tasks for which
they have no reference, for a role they are receiving no compensation for. This underlying
distrust came to a head during two major conflicts that happened during the first year of

transition that deeply affected members of the group.

Conflicts. There were two large conflicts that occurred within the first year of the
transition. Both conflicts involved the Special Needs Sunday School. The first conflict
occurred during prayer time with Malika’s child and one of the teachers from the other
Sunday School. The second conflict occurred during a support meeting observation. It was
a large argument between the head of the Special Needs Sunday School and Zaynab, the
head of the Special Needs Committee. This created a rift that eventually led to the Sunday
School being moved from under the umbrella of the Special Needs Committee, to its own
separate line item within the masjid’s infrastructure.

The first conflict took place when the Special Needs Sunday School was first started
at the masjid. There was already a Sunday School in operation. This Sunday School took
place inside the masjid’s large prayer hall, which is a large open space with two levels.
Multi-age classes were held in this space. It was agreed by both the masjid and the group
that the Special Needs Sunday School would be held in one of the houses that were owned
by the masjid that sat on a one-way street that ran alongside the masjid. Initially, it was
agreed that classes would be separate, but that the children from the Special Needs Sunday

School would be escorted over to pray with the larger group at the conclusion of the school
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day. There was an incident within the first year of its opening where Malika’s son created
a disturbance during the prayer and was loudly admonished by one of the teachers at the
traditional Sunday School programs to the point that it greatly upset the other teachers and
parents present. Malika and her husband approached the leadership of the masjid for a
meeting. Initially, the response was to have the children with Special Needs pray separately
in the house that they were using for school. Though proposed as a temporary solution, it
remained in effect to the completion of this study. This was deeply upsetting to group
members because communal prayer is a foundation of the religion. Malika, who was
typically a happy and easy-going person, became extremely upset when she discussed this

incidence during her interview. She said:

The masjid is the house of Allah and it's the place for everyone! There shouldn't
be discrimination in the house of the masjid, because of any kind of disability! It
is something I want to show up and stand and cry and scream to everybody to
understand. So, during Sunday school... You know they have a program where
they have to come in the masjid to pray, to pray something in like ten minutes,
and then go back to their classrooms. They've got the [other] Sunday school in the
house of the masjid. The masjid has a lot of houses in front of the masjid where
they do programs, like a weekend program for the kids. In one of the houses, they
do Sunday school for our kids. So ...they will bring them to the masjid, and after
the salat (prayer), they will go back to the house, where they're doing the
program. So, they will learn that this house is Allah's house and they do salat

(prayer) here. They want them to understand this process.
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So when they were there and [his] behavior was out of control, even
though the teacher was there to help, even though I was there to help, it was too
much, so one of the teachers of typical kids in the masjid, came to him and asked
him to leave the masjid right now, immediately, with a really bad manner, you
know? She was so difficult, and our group, everybody was standing against her,
that she was so full of authority, and she wanted [my son] to get out from the

masjid right now.

All our group [Special Needs Committee], we say we have to do
something. So I wrote, as a parent, to the president to tell him that the staff who
deal with special needs should have special training about how (to) talk to special
needs kids, how to deal with them, and they also should talk to them in a
respectful way. Because it was in front of all the kids who were there, the typical
kids, and then she's the teacher and she gets up talking in a rash way to my son.
All those kids they are seeing this, kids are learning through the adults, especially
their teachers. So, with the teacher who will stand there and talk in that way to my
son who is special, it's giving a message to the other kids: if you see a special

needs kid behaving badly, you can shout and talk to them badly.

It was something it got to me so bad, like we went through a big meeting,
and I expressed myself. I told them they need to train those staff teachers who are
dealing with the typical kids so they know what we are going through. He didn't
choose to behave like that. He's going through a lot of issues [and] neurological
difficulty. He is not doing it with the purpose to embarrass or the purpose to do

bad. He didn't mean to do something to ruin anyone. He's going through some
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difficulties, so how can the teacher say, "If he cannot be quiet, if he cannot shut

down his mouth, he has to get out from the masjid", in such a bad manner?

I did something, I pushed them to do something, to show me, to apologize.
But besides that, did they really teach or train her, like this should be the way to
do something? I don't know. I think they should do something so that it’s not

happening again.

Rahima also recounted the incident in her interview when she was asked about a

negative experience with the group. She said:

It's just, it's honestly... it's completely ridiculous. I want to meet the
woman that did that. I don't understand the whole thing. And also (the head of the
Special Needs Sunday School) seems to not want us to get involved, which is
something I don't understand either. If it's just one person who has a backwards
way of looking at things, I think we just need to address it with her. There's no
reason why those children can't go pray with the other children. Honestly, it's not
good for the children who are praying to feel like they don't belong there [in the

masjid].

The average developing children at their school, they are, you know,
interacting with children, different children, right? So, there's no reason why they
can't do that at the mosque too. And if it's the adults that have a problem...then
we need to educate the adults. Or find other adults. Because it really doesn't make
any sense. And there's actually no reason if a child acts up a little bit, so what?

What's the big deal? I mean, if they're not hitting people, damaging things, then if
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they act a little different, that's fine. God made us all different. And I think the
parents have to realize that if the children are to realize that. If the mosque
leadership really believes that, then I don't know why they're not doing something
about it. That's something I really want to get at. You have to have the structure

first, cause things will float down.

Aneesah recounted having anxiety and being hyper-aware around her son going to pray
in the masjid in general. Some of which she attributes to what happened with Malika’s
son, coupled with her own experiences with her son during group prayer with the Special

Needs Sunday School as well. She stated:

Well not to me but the Sunday School has said that they [had an issue] when [my
son]| went to go read the prayer, the other teacher was on top of him and I wasn't
there. I don't know like if [ was there, it would make me [feel] like ... Why are you
treating him this way, you know? He's not going to do anything. Yeah, I know he
might do something here and there. He goes with us to the masjid and he's fine. He
gets a little bit overwhelmed. But after five, ten minutes, he's fine. He's calm. He

will sit. So he has improved, he has done better I think with that.

It's very upsetting, there are a lot of incidents that happen, in general, in
anyone's life. You don't just completely shut them out, you know? Pull them off,
close the doors. That's not the purpose of the masjid, to close the doors on people.
The purpose is to keep the doors open and let people come in. It's doesn't matter
any religion, any faith, any belief, you know, and these are Muslim kids. Yes, they
are special needs. You know, they act different. They react different, but you have

to be more open in accepting them.

108



The second conflict was an argument that occurred at a support group during the
first year of the Sunday School operating. Based on field notes, the argument started when
Zaynab was discussing with the group about some work she was doing with the
administration and she used the word “I”. The coordinator of the Special Needs Sunday
School misinterpreted what she said as taking credit for something and verbally corrected
her in front of the group. This then escalated quickly to arguing and shouting at one another.
Several other group members tried to intervene and mediate the situation, but it went on
for a while before it was completely broken up. Both women ended up apologizing to the
group for the outburst, but the two women had great difficulty working together after this
incident. It deeply affected members of the group to the point that some of them brought it
up a year later when asked about negative experiences with the group. Rahima reflected

during her interview on how this might have affected the group and the group’s morale.

She said:

It hurts the morale. I hope that nobody has dropped out because of that, but I had a
feeling that maybe some people are kinda like just baffled because of that, which is
a shame. And I think that the whole support group, we used to get together and do
fun things together and there hasn't been that much of that. I'm not sure exactly why

it fell off.

Sara estimated that this rift affected the group for about a year. She also felt that
the emotional connection and support mentioned earlier with the group were lost during

that time period. She said:

Because of the politics of the Sunday school, we lost that support that we needed.

And it was like a while before we got back to them (the support group meetings).
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It was like about a year or so, I would say, which is so sad because that helped a lot
of us. A lot of us. Support, just the emotional and the mental relaxation between
women that are in the same boat as you are. Yeah, we lost that for a year. That was
the worst part, I think. It was a situation that happened, but us losing that time and
not having that support especially for the new members that came in because we
did get new members come in. And they didn't see that support that we had gotten

used to.

Besmah was another group member that mentioned this incident in her interview.
Having interacted extensively with both parties, she took a more nuanced look at the

conflict. She stated:

I found myself watching this movie unfolding where both sides were extremely
enthusiastic and wanted to do good by the kids and the community but one side
was like, we have to be extremely calculated in our approach before we roll
anything out we have to really dot our I's, cross out T's, to a point of excellence
and then we will roll out. The other side was like, No, we just need to start and
we will figure it out and even if we roll flat on our face we will just step into the

chaos and we will work with the chaos.

Both approaches have their strengths and both approaches have their
weaknesses and [ think the perception on one end was, 'you're trying to control
everything', then the perception on the other end was like, 'you are just jumping
in to it because all you want is the credit for it'. From looking at it, standing
outside of the bull, I feel like, what I realized what was happening. Both people

came from really good places and desires and they both had many, many, many
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years in the community, being connected to the community, but very different

approaches.

Throughout these conflicts, the group managed to stay together. It was observed
that when there were conflicts, the group members who were not involved would allow
each side to voice their frustrations before they tried to smooth things over. Group
members always reminded the members who were in conflict that they were doing this
for a greater purpose, typically citing their children and the community at large. This
helped members to refocus back on their larger common goal. Even though she was
saddened by the effect of the conflicts on the group. Sara stated that some issues were to

be expected and she was willing to be steadfast and wait it out. She said:

I mean, just like this was so new for us when we had our kids, now our kids are
older and (we) understand, you know, special needs. But the masjid and the
community, this is all new to them, so we can't just jump in and say, "Oh, you have
to accept our kids with special needs". No, you have to take time, and it's still going
to take time. Nothing happens overnight. There's going to be struggles but you have
to be able to stick with it. You cannot give up, that's the only thing. You have to
have consistency and you have to stick to it, if you want something to succeed.
Consistency is the key, and you have to keep, you know, picking your battles and
fighting your battles whenever it comes, for going over the hurdles. Whatever
hurdles came up too. There's still a struggle, there's still a process. It's not like, all
perfect. But like I said, it is going to take time and it's going to take a lot of effort

on our side and the masjid side InshaAllah (God willing).
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The Role of Politics. One would not often consider the role of politics when
discussing matters of the masjid’s new infrastructure, however, it was quite prevalent in
member’s reporting. The word was used in a negative fashion, and as a hindrance to
getting work done. Politics was used by committee members to both describe working
with the leadership at the masjid as well as interactions between members and related
staff. Six of the nine participants mentioned politics as one of the things that they least
liked about the group. Zaynab as the head of the committee and the direct liaison between
the group and masjid leadership often felt the brunt of the conflict. When reflecting on

some difficulties in the group during her interview, she said:

Sadly, human nature does have its dark side (that) comes into everything. Yeah,
sometimes some politics, some maybe what the people, what the parents, what the
families had to go through. Yeah, some politics definitely did interfere and have

taken over.

Rahima was also bothered by the way politics interfered with the work of the committee.
She said, “(What I don’t like is) the conflict between the people... they cannot seem to
work together. And just politics. Whenever there's politics, it is just so wrong and
counterproductive.” Some members like Sakina recognized the new role that politics
played, but still felt that overall, there was more benefit to the group by becoming a part of
the masjid’s infrastructure. She stated, “Were there some problems? Yes. All places have
problems. But I would say that overall, it helped the group, it helped my family and my

kids.”

This section summarizes the shifts and changes that occurred as the group

transitioned to a formal committee under the masjid’s infrastructure. This transition was a
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rocky one, marked by miscommunications, misunderstandings, and conflicts between
group members/leadership and the masjid’s administrative/leadership. As a result of this
ongoing transition, coupled with two large conflicts in the first year, many of the features
of the group that members looked forward to, such as the emotional support, were cut

short.

This transition, while a rocky shift, is one example of what McMilan’s R-SOC
theory would refer to as Art (1996). Art is the communal experience of the group that
involves an event of value to the group as a whole, time shared, shared stories, and a
shared history. The group’s ability to make it through this difficult transition marked an

important shift and new iteration of the group that was a result of their collective efforts.

Three Years After Transition

After all the conflict and tension mentioned in the previous section, a Special
Needs Coordinator position was created by the masjid’s administrative/leadership team
(for timeline, see Figure 2). This paid position was to be a liaison between the group and
the masjid’s larger administrative/leadership team. Coinciding with this, the CEO stepped
down from his position and a new person was put in his place. This also changed the
climate in the organization. The Special Needs Coordinator position was staffed by
Besmabh, a former Islamic school principal, Special Needs Committee member, and
masjid member. This was an important and pivotal choice made by the masjid’s
administrative team. This was a position that was pushed for by the Special Needs
Committee and they pushed for Besmah specifically. It was important that this role was

staffed by someone who possessed both the lived experiences of being a mother of a
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child with special needs, the lived experience of being administrative personnel of an

Islamic organization, and the lived experience of being a general community member.

Besmah was able to get the masjid's leadership/administrative team, to separate
the Sunday School and the Special Needs Committee into two different entities and line
items within the budget. The Special Needs Committee had been pushing for this shift for
a while. She also was able to take what the masjid leadership wanted in terms of
deliverables and present them to the group in more user-friendly ways. One support
group meeting was solely focused on how to move forward and set goals in target areas
(see Appendix M). The way she presented information contrasted with how it was
presented from the masjid’s leadership in that she used a lot of ‘we’ framing of things
that needed to be done. Tasks that needed to get done were presented as a collective
effort, of which she was a part of. She was able to get the group re-energized and moving
because she was a person trusted by the group to have their best interest at heart and she
also demonstrated the same form of reciprocal leadership that was exhibited by both
Sakina and Zaynab previously. One group member remarked during a support group

meeting, ‘We trust Besmah, she’s one of us.’.

This example touches upon two elements in McMilan’s (1996) Revised Sense of
Community Theory (R-SOC), Spirit and Trust. Spirit looks at how membership is created
within a group. It encompasses four subset concepts. 1) Boundaries- at a basic level, who
belongs and who does not. 2) Emotional Safety- the ability to speak honestly, feeling safe
enough to be vulnerable. 3) A Sense of Belonging- a feeling of being welcome in a
group. Lastly, 4) Personal Investment- “paying dues” to belong to the group. Besmah was

an ongoing member of this group before she was offered her unique position. As a result,
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she had already firmly established membership in the group. She had been present for
difficult conversations with the group and had shared some of her struggles and
difficulties with others as well. This history of being an established member of the group
and being a mother of a child with special needs helped for there to be trust immediately

when she assumed the position.

All of this was not an easy transition for Besmah however. The position she was
offered was a part-time position that required a lot of work. She almost did not take the
job because she felt that both sides initially had unrealistic expectations of what she

would be able to and accomplish with her time and skill set. She said:

I found myself coming forward in the capacity as a site coordinator, more of like
an admin, someone to oversee the office. Then I was asked to add on the special
needs piece as well. But it was very hard going through conversations around
special needs and coming on as a special needs coordinator, because I realized that
even though the intentions were there, people don't understand necessarily what
that means. I got questions like, "You're going to be able to run a special needs
program right?' and '"You're going to be able to (run) a group home, like a
transitional home or an adult living facility?' And I was like, wait a minute; you're

asking for something enormous; this is not a side job.

Initially, I did not accept the special needs position because I realized they
did not understand the scope of what their desire entailed, and I did not want to get
in a difficult position. But after I accepted the position as office admin, then they

(masjid leadership) came back to me and said 'No, no, we really want you to do

115



some special needs work so please take on a very basic role and at least sustaining

the programming to build and support families'. So, I did.

Cultural Brokers. Cultural brokers were referred to in the literature as a
resource for cultural and linguistically diverse learners and the organizations that they
interacted with. However, in the case of the Special Needs Committee and the masjid’s
administrative/leadership team, there was a disconnect in the cultures of the two
organizations and the language that was used. By taking on the role of Special Needs
Coordinator, Besmah additionally took on the role a cultural broker between the groups. In
their case study on cultural brokers, Pang et al. (2018) found that cultural brokers believed
language to be the biggest barrier in serving families of different cultural
backgrounds. Having an intersectional identity that made her familiar with the culture of
both the organizations and the language that both organizations used was crucial to her

success in her new role.

The state of the group at the conclusion of the study was in a stable and relatively
secure place. Meetings had begun to take place more regularly and activities had resumed
on a more frequent basis as well. Members reported being more satisfied. This section
looked at the role of The Special Needs Coordinator, how it brought change, and
attempted to bridge the rift between the committee and leadership due to the unique
experience of the person who filled the role. Authority based on reciprocal relationships

and trust was able to bring some calm to an otherwise divisive situation.
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Figure 2

TIMELINE OF GROUP

Sub Question Three: Does Religion Play a Role?

In this section, we will first examine if religion plays a role in the support group.
Second, we will look at the experiences of parents of children with special needs within
their religious community. And third, we will examine how parents described the act of

parenting children with special needs in religious terms.

Role of Religion in the Support Group

During the semi-structured interviews, there were mixed responses as to whether
religion played a role in the group. Through discussion with participants who felt that
religion did not play a direct role, they cited that other religious organizations such as the

local Jewish community centers hosted events that were open to the whole community
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and were not specifically religious events, even though it may be on religious property.

Rahima felt that having a child with special needs was a uniting factor. She said:

I found that actually with special needs groups across the board, like my daughter
was a part of this special class... you have every single culture there and it just
becomes a non-issue, which is one thing I found really wonderful about the special
needs community. Once you have a special needs child, it's just like that's the most

important thing and all the other stuff doesn't matter.

Karima was the most vocal participant that religion should not be a factor in the
support group, because the issues that they were discussing were ‘universal issues”,
echoing what Rahima said. She also did not like that at times the group had to meet inside

the actual mosque. She said:

At the beginning, let me tell you, they said ‘Muslim mothers with disabled
children’. So, I had an issue with that. Nothing against the Muslim part, but this
now should be labeled as just Muslims. Why? It should be parents, in general,
from all different walks, all different religions, all different people who could
come to this group. Special needs affects everyone. So, I did have an issue with
them trying to push their religion agenda at the beginning and make it just

religious. So, I wanted (it) to be neutral.

I also don’t like that it’s held in a mosque! It's not a meeting place and if
there is a meeting place it should not be inside. You see, we have to walk through
the Mosque-that's a prayer place. That's a place where you just go and connect on

a religion basis but they're not designed to hold a conference area or meeting area.
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(It should be) on the outside surroundings of the mosque, not through the mosque.
I think that's where I get a little sensitive about it... I keep religion out of
everything because I don't want to make any decisions based out of religion. I
think the decisions are between us and God directly. This is not the place and time
to share political ideas or religious preaching. So, let's just keep the religion and
politics out of this. This is just a support group for parents who have disabled the

children. That's it.

Many members also felt similarly, that while they were of the same faith, their group and

the work of the support meetings were not necessarily religiously based. Isis said,

I don't think there was ever a time that we discussed religion. No, I don't recall it.
I mean, we just happened to be all Muslim women, yes. But I think a woman

came once who wasn’t Muslim and she was welcomed.

Sara also felt that religion was not the main feature to the support group. She said:

Religion...I don't think so. I mean we say our dua (short prayer) in the beginning
sometimes, and we say Alhamdudillah (All praise to God) a lot, and we (say)
InshaAllah (God willing). But I also speak like that to (daughter)’s teachers in

public schools. No, no, religion is not really that central...no.

For the members who felt like there was religion incorporated into the group, they
cited general ways in which it was incorporated. Zaynab mentioned some ways she felt

that Islam was incorporated. She said:

Yeah. We do. We do share our joys and our sadness and our support through our
religion, through Quran, through the duas (prayers), through the hadiths (sayings of
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the Prophet Muhammad), through the different historical perspectives also. So yes,

we do.”

Sakina also agreed with Zaynab that Islam is incorporated in the group, she discussed small

things done in the group, that bring her calm. She stated:

I think it [religion] is incorporated. You know, it would be, like, as we were talking,
and someone says like, ayats (verses) of the Quran that like makes me feel a little
bit better about looking ahead...It's just like hearing someone coming up with an
ayat (verse) that relates to what I'm going through, in the Quran. It soothes me. It
gives me a feeling of calmness... I think I definitely feel sometimes, like, when I'm
explaining something to somebody at one of the groups, and they say an ayat that

relates to it...I feel like it's a reminder that we all are Allah's creation.

Discussing religion and its uses on behalf of the group appeared to be
uncomfortable for some group members. They appeared to be more comfortable
discussing religion in ways that they had personally come to understand or make meaning
around their child’s disability. This finding is in alignment with Buckman’s (2011)
dissertation where she examined the experience of Muslim carers of people with special
needs in Britain. She found that Muslim religious beliefs
act as a ‘sacred canopy’ through which carers drew comfort and spiritual meaning for

both their caring role and the illness and disability of the cared-for relative.

The Role of the Ummah. As mentioned previously in the introduction, Hassan
(2006) defines the term ‘ummah’ as a unique principle of social identity in Islam, ‘a basis

of collective consciousness and community organization’. Being part of the ‘ummah’

120



offered a foundational common thread to members. It contributed to the ‘Spirit’ of the
group through creating boundaries (who does/does not belong to the group), creating
emotional safety to express their religion in a variety of ways, and creating a sense of
immediate belonging on two levels (Muslim and parent of a special needs child). It also
contributed to the ‘Trust’ element of the group in that it immediately created some
community norms. After transitioning to the masjid’s infrastructure, the physical
container holding the group had the same religious structure, both the masjid as well as
the Special Needs Committee had missions and visions that (see Appendix H & I) had

direct religious references.

Perhaps religion did not immediately stand out to all group members because it
was normalized in the collective space. Stopping meetings in order to gather for
communal prayer with the larger masjid community was common. Members additionally
engaged in communal prayer together. Islam has specific rules regarding the division of
property after death and around the accumulation of interest, guests speakers knew to
immediately reference these religion-specific concerns during their presentation so group
members were able to receive religiously relevant information to incorporate into their
personal choices. References to sayings attributed to the Qur’an and hadith were
immediately commonly understood by the group without further explanation, religious
dietary restrictions were automatically followed and conversations were peppered with
Arabic phrases common to many Muslim communities (Alhamdulillah, InshaAllah ,
MashaAllah, etc.) without explanation. These are some of the many ways that the
communal idea of the ‘ummah’ provided a religious backdrop that contributed to the

framework and the inner workings of the group.
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In this section we examined how group members discussed the role of religion
within the group. Most group members preferred to talk about the Special Needs
Committee in terms of centering parents of children with special needs, or their special
needs child within the community. Most members also went out of their way to say that
they would be welcoming of any parent of a child with special needs. This is in alignment
with findings from ISPU’s 2019 American Muslim Poll report, where they found that
Muslims were the highest on dimensions that reflect private spirituality and lower on the
ones that requires public risk. They found this to be likely because of the threat of
religious discrimination, which Muslims continue to report at higher frequencies (62%)
than any other faith group (43% or less). They also found that Muslims are not likely to
publicly assert their religious beliefs such as take unpopular stands to defend their faith
(36%). However, the role of the ‘ummah’ brought a consistent religious thread that bound

members together in community even when it was not explicitly discussed.

Religious Community Interactions

Participants described mixed feelings about their interactions with community
members as a parent of a child with special needs. They remember both when community
members went out of their way to welcome and support them, as well as when they felt
shame for their child’s behavior or their parenting. Aneesah put it best when she stated,
“There's a mixture of both kinds of people...Not good and bad, (more) like people who
are understanding and people who don't understand.” This was a portion of the interview

that often evoked the most emotion from participants.

Positive Community Experiences. On the positive side, participants described

various encounters with family and community members that left them feeling supported
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and or/affirmed for their parenting. Some group members expected to have some
negative experiences in regard to their child no matter where they went, so they were not
discouraged by it also happening on occasion within their religious community. Sara

recounted how neuro-diverse her family is as positive social support for her. She said:

Well, with my family, I mean it was fun because I do have other siblings that have
kids with special needs. I have nieces, I have nephews that have kids with special

needs. It was fine with my family. We also do a lot of things together.

Besmah told about a particularly positive experience that she had with a community

member, that changed her own way of thinking about her child. She stated:

Not long after my son was diagnosed there was a sister who would follow him
around and give him water and snacks, and smile at him and ask him if he's okay.
One day I asked her, ‘What are you doing? Why do you keep giving my son things?’
And she said, ‘Oh, well I'm from Palestine and in my village when we see children
like this, we run to them and we take care of them because we believe that Allah
would not send his children down but that he sent angels with them. And we just
want them to make a mention of us to Allah for taking care of this creation.” That

was just so profound to me.

Malika even though she had a very public, negative experience with her child during prayer
at the Sunday School (detailed on pgs. 97-99) still felt that just being part of a Muslim
community was a positive and that some negative things were to be expected in that trade-

off. She said:
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...You cannot do it alone, you have to be part of a community (good and bad). And
since we have the same goal and the religion, being part of the community, it makes
you more full of motivation, and powerful, to achieve all those goals together.
That's why being part of the community, it's so helpful for me... Whatever is your
expectation, if you don't get it, then you still have to connect the best way, and work

on yourself, to build a proactive relation with your community.

Similarly, Zaynab expressed that negative interactions in regard to having a special needs
child was to be expected no matter what community you were in. She felt this was one of

the biggest challenges for all special needs families. She stated:

People have been saying that there's a lot of stigmatism and there's a lot of negative
judgment up on special needs families because of the special needs child. Because
of who we are and because of the cultures, not the religion, but the cultures that we
are coming from, but I don't think that's true. I think that's a human error. It is there
in every community and every religion. It has been the biggest challenge for special

needs families in every aspect, in every religion, in every culture.

Rahima reported never really having issues going around the Muslim community. She also

alludes to why that might be the case as well.

So my school (Muslim school) was really my religious community and the people
there, the staff and the other students have been very, very welcoming to
(daughter’s name) and I'm very grateful for that, but she really hasn't been able to
participate in much of what we do there, other than, she does come to the events

and things like that. But in terms of the mosque... nobody really looks down on her
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when I go to the masjids. She's a very friendly, outgoing person and she doesn't

really have any behavioral issues for people to have problems with.

Negative Community Experiences. Three of the nine group members interviewed
described not going out because they were concerned about the negative consequences that
might be a result of this. In these cases, they were protective of themselves and their
children, to keep them out of situations that may pose some difficulty for them. Sakina
stated, “I am very cautious about going out because I don’t want to be judged. None of us
do.” Isis also discussed choosing not to go places because of her son’s behavior and

judgement from others. She said:

I would say I chose not to be as social at that time because of his hyper-ness... there
would be social events or whatever and I was like ‘Nah, it's okay, I don't wanna
g0.” And the reason why I didn't wanna go, it's not that I didn't wanna go, the reason

is because I didn't want my son to be acting out.

Sara, even though she had positive support from her family, she limited the time in her
religious community, even though the rest of her family would go, she wouldn’t, so she

wouldn’t have to deal with things. She said:

In terms of the community, I was not coming out really that much. The masjid here,
I've been living here forever, I can't remember how long. My husband comes, my
other kids come, they were always at the masjid. Me and (daughter’s name), not

really. We would like, you know, just stay behind.

Aneesah tried to describe her feelings about going around her community and being

involved. She said:
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It's overwhelming sometimes. Sometimes, I feel like you're judged, constantly
judged of how the child behaves or acts. It comes to the mother like, oh you didn't
do this, you didn't teach him. They don't understand the situation, they just point
fingers... Like if my son does something that's not appropriate, it's going to be
like, Oh My God. Like a big deal... Like everyone's going to look at you,
everyone's going to give you ... It's a feeling, I can't describe. It's just that feeling
of like, [an] uncomfortable feeling. I think I've become more and more stronger

in that sense. But it does still happen, sometimes (sighs audibly).

Besmah described a few different negative situations that stuck with her over the years.

She stated:

I've gone to a masjid for Jummah (Friday prayer) and my son was walking up during
the khutbah (religious lecture) and was walking around and he stepped on an older
sister, like a toe and she turned around and she started absolutely screaming at me
in the middle of the khutbah. And yeah, she just got really angry and was like, ‘Why
are you bringing your kids here and this is not how he's supposed to act.” And I did
not even have the guts to (respond). I was so shocked and hurt I did not even
respond to her. I just took him and held him until the salat (prayer) was done. I

couldn't stop the tears, it was really, really tough (choking up) ...

My son, he spins a lot, so he'll make noises and there is a curtain separating
the men and women (long pause-crying). So, the brother pulls back the curtain and
started yelling at me, telling me that I don't know how to parent my child and that

it's a disgrace and it's a shame...
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Even in my own masjid here... not everyone knows necessarily who I am
or who my kids are. And so my son was walking back and forth in the hallway one
day during the salat (prayer) or right after the salat and the older sister, she looked
at him and she said, "Oh my God, look at these little Shayateen (devils)." And he
was like making noise and walking back and forth. So I looked at her and she didn't
know it was my son and then I told her, ‘Alhamdulillah they are here with us in the

masjid, not every kid is the same and we should just be glad that they're here’.

This section explored the varying experiences of Muslim parents within their own
religious community. Group members have had a full range of positive to neutral to
negative experiences within their religious communities. Some interactions caused
members to look at their children in a different more positive light. Some expressed that
they had expected some negative experiences, but that just being able to participate in their
religious community was a positive situation for them. The varying negative experiences
highlight the possible need for more awareness around differing abilities in the Muslim
community and more welcoming and accommodating spaces for individuals with special
needs and their families within the Muslim community. Some parents are opting out of
engaging with their religious community due to concerns of how they or their child is going
to be perceived by others. This also points to the need for more visibility in the Muslim
community, of families with members who have special needs. Their presence needs to be

normalized in these spaces so that hopefully these incidents become less frequent.

Religious Thoughts on Parenting a Special Needs Child

Over the course of observations and interviews, group members made comments

about the ways that they incorporated religion into the ways that they viewed their
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children and themselves as parents of children with special needs. In Islam, children have
certain ‘rights’ over their parents to include being given a good name, a good education,
being clothed and fed to name a few. The support group had the Shaykh (religious head)
at the masjid come and speak to them from an Islamic perspective in regard to the unique
rights of the special needs child over them as a parent. An example of this would be the
extension of their care/rights if they were unable to care for themselves. This sparked
much thought as group members contemplated their role in their child’s life. Malika felt

that being a Muslim gave her parenting purpose. She said:

(Being) Muslim it's something powerful for me, it powers me to be a real great
mom for my child, because we believe in our religion, that we are in this life for
purpose. Allah sent us here for a purpose. It's to realize that we have to have
always the consciousness of Allah, who is our creator, and always do something

to have his agreement, and follow his way.

Besmah talked about the ways that religion caused her to shift her perspective on how she

viewed her child and his disability. She said:

It was really hard understanding how as a Muslim I'm taught to view my child,
and how I am supposed to see this from a religious perspective. Like, how I am
supposed to embrace disability from a religious perspective? It was extremely
helpful to take a mind shift and look at things instead of it being like 'Oh my God
I am dealt with some huge trial'. It was like 'Oh my God, this is my chance to get
to paradise'. There was a huge mind shift, but the group helped me develop that
mind shift. By helping me to shift my perspective and remind me of God and how

at the end of the day, maybe our children are just protectors of us. Maybe if we
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were not busy with taking care of our children who have these needs, maybe we
would be using our time elsewhere that would waste our time. And maybe
through Allah sending these children, it's really a mercy for us because it forces us
to slow down and appreciate every single little thing. Having a child with special
needs is a constant, constant reminder of God. Constantly you're like, "Allah, give
me the strength. Give me the patience." Or you realize that, oh wow, like I never

noticed this really small detail about how amazing they are.

Barakah and Rahmah. Barakah and Rahmah are Arabic words that roughly
translate to ‘blessing” and ‘God’s mercy’. These words were dropped often during
conversations between the mothers. During support group meetings, members often
referred to their collective children as ‘gifts’, ‘blessings’ and ‘reminders of God’s mercy’.
Even when discussing the stress and difficulty with raising a child/ren with special needs,
group members would also cite how this difficulty and stress brought them closer to God
or strengthened their faith and belief. In her interview, Sara reflected on the difficult and

sometimes scary journey with her daughter’s rare condition. She said:

She's an amazing, miracle child of mine. They did the genetic testing you know and
came back with her diagnosis which is extremely rare, like 16, 17 people in the
world have it. So, we said, ‘Okay, what would she be faced with?” And they told
us she would be abnormal, retarded. Physically abnormal, mentally retarded. Never
walk, never talk. They showed me pictures and whatever. We said, "Okay." Of
course, they wanted me to abort her. We said no, Alhamdudillah... And we went
on with our lives. (Daughter’s Name) came a month early. She did have a lot of

problems. She had heart problems. She wasn't swallowing. We put her on a DNR
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(do not resuscitate order). We didn't want her to be living on machines for the rest
of her life. But Alhamdulillah she was in the hospital for like three months...She
finally got out. She was fine for a couple of months, and then at nine months, she
got sick again. She got hospitalized for another two months, I think. She was on the
ventilator. She wasn't breathing on her own for a while. She was hospitalized from

birth; I was going to say maybe until five years old.

She was just a baby just sitting here. No emotions. Nothing. You'd just see
a blank stare in her face. So, she's a miracle, Alhamdulillah, my miracle. Now that
she grew up and she started walking, she started talking. It was just a blessing, and
she was happy. She was healthy. Whatever her disabilities were, we weren't even
looking at that. We were just happy that she was happy and healthy. She has taught
me so much about patience and strengthened my faith in Allah (swt). She has

brought me so many blessings, Alhamdulillah.

Malika also commented on how parenting her son has changed her outlook on life. She

said:

(Son’s name) is my little angel. I learn through him a lot about life. Before I got
(son’s name), [ had a lot of expectations about life, now with him, I've learned it's
not healthy to have expectations. You're just killing yourself. Just throw away your
expectations and live a little by a little. He does little things now and it makes me
so happy and I appreciate the little things other people [might] not know because

their child doesn’t have difficulty.
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During a support group meeting, a member was discussing her difficulty with her
son’s acting out behavior at school. She asked the other mothers how they handled it
when their children had difficulty in school. Another mother responded, “Verily, with
every difficulty, there is ease” (Quran 94:5-6). This is an often-quoted ayah (verse) from
the Quran about being patient during trials of life. Another member chimed in to share
her story about some difficulty she had with her son’s behavior in school as well. She
then reminded the first mother that we all have some trial in life that God tests us with
and that sometimes our children are that trial. But there is always some barakah

(blessing) that comes from a difficult situation.

This section found that some group members strongly identified with religion
personally when it came to making meaning around their child’s special needs and their
role as a parent of a child with special needs. These findings are also backed up in the
literature review where it was found that Muslim parents of children with special needs
often frame their children in similar terms (Azar-Massiri, 2014; Greeson, et al., 2001;
Jegatheesan, 2005; Marshall, 2010; Shikarpurya & Singh, 2020). As mentioned
previously in the section that explored the role of religion in the group, members tended

to discuss religion in terms of personal beliefs and practices.

Primary Research Question: How Do Group Members Describe and Make Sense of

Their Group Experiences?

The previous three sub-questions have examined the various ways that members
described and made sense of their group experiences across time. In this group,
experiences seemed to be affected by a few different factors; by the interactions within

members, by interactions between members and their group leaders, by the interactions
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between group leaders and members with the masjid leadership/administration, and by
the structure of the container in which the group was being held. These sub-questions
were all building blocks to the overarching question of how group members described
and made sense of their group experiences. There were two themes that ran throughout
the interviews, the observations and the documentation. The importance of visibility
within their religious community and the community at large as well as the collective
force and power that they held together. The mothers were there for each other, for the

support, but most importantly for a different future for all their children.

“We Will Not Be Hidden”-The Importance of Visibility

As mentioned in the introduction, there has been a push within the Muslim
community on a larger scale to acknowledge and address the needs of people with special
needs within their religious community. This conversation began at a national level in
2009 with the viewing of a documentary, We Will Not Be Hidden (Faadia, 2009) at one
of the largest Islamic conferences in North America (discussed on pg. 5). Visibility was
a major theme that came up repeatedly during interviews, field notes, artifacts and
observations. Group members described the desire to be involved in the community with
the intention of showing other families that they can be involved with their children with
special needs as well. This was cited as one of the reasons that the group wanted to
transition to the masjid’s infrastructure. They wanted their children to be a visible,
integral part of the community. Malika liked that being a large group made them more
visible in the general community. She wanted to show others that their children were

nothing to be ashamed of. She said:
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I like to bring awareness to the community at large. When you go (out) alone with
your child and he has some behavior and it's obvious he has special needs, no one
doesn't pay attention that much. When you go in a group and a place where there
are a lot of people, they see you and they look at you and they smile and they feel

like, wow something beautiful is here.

Like last Sunday, we went to bowling and we were like eight or nine
families with our kids, so we reserve about four lanes and we were playing with our
kids even though they have (special needs), we were there to support one
another...Those who were around, could see that they are special and they are

enjoying life like us, it’s okay to be (a) special child and still enjoy (life).

A lot of people in our community, when they have a special child, they feel
like it’s a curse and you have to hide that child, you don't have to bring that child
in the community. So, I am proud to show I have a special needs child and life is
still beautiful. Others will see and say, ‘I have someone in my family I could go
and tell her I saw a group of special needs moms and their kids they are having
fun.” It’s like a message we are giving to the community, it’s okay, life is beautiful
to enjoy with special needs (children), you don't have to have depression because

you have some special child in your family.

Sara, who admitted in her interview that she had previously just stayed home with her
daughter with special needs, while the rest of her family went to the masjid is now proud

to be out and more visible in the community with her daughter. She said:

133



That's how we became to come to the masjid because we needed to get it out there,
the awareness of families with special needs...You can come out with your kids

with special needs. It's not like a taboo or anything.

Besmah believes that being more visible will help other families, who are struggling in
private regarding their children with special needs. She acknowledges that it can be a

difficult choice for some due to marriage practices. She stated:

A big struggle...is fighting stigma even within (families of children with
disabilities) ... Like fighting stigma in the community but then also helping parents
who want to hide their child disability. I've been advised from people in my circle
(that they) won't even come to the support group meetings because their children
have an invisible disability like autism. And they're like, if you open this up and
people know this is happening with your son, no one's going to marry him. So, in a

community of arranged marriages, that's problematic.

Becoming more visible in the community has shown Sakina how many other people in her
community have children with disabilities that she never knew about, even though she

knew them socially for a while. She said:

Just being able to tell people, ‘Hey I have two kids with disabilities. People come
and say ‘Oh I have ten people I had never thought they had children with
disabilities. People I've known, I've taught, and you know, I've parked across from,
but I never knew that they had children with disabilities. That is the most satisfying,
having people come out and say ‘you know what, there is nothing wrong about

having a child with disabilities, it's not something to hide. That was the best!
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“Our Children” and the Role of The Collective

The second recurrent theme across all sub-questions was the importance of the
group as a collective and the role that it could play in bettering the lives of member’s
children. Group members often referred to themselves and their children as a collective.
Consistently using terms such as ‘we’, ‘us’, and ‘our’ when discussing the group. During
observations, it was noted that group members often made plans to attend larger
community events as a collective and they made a point to sit with each other whenever
possible. Group members actively monitored each other’s children when in public and
either alerted each other if something needed attention or stepped in to support if the parent
was not around or otherwise occupied. This also included extended family members who
were not group members. Besmah recalled an incident during one of the bowling outings.

She said:

We’ve had bowling events in the past where families have come, including
grandparents... [I saw] one grandfather of [a] child actually going across a couple
of lanes to help another child with a disability when he saw the mom struggling
with the child. To see the grandpa leave his grandson, his bowling lane to go help
another kid, and build a relationship with him in a matter of like 20 minutes. That
child had high sensitivity, but responded to that grandfather, and they were from
two completely different cultures. It was extremely beautiful. And I will never
forget that. I met that grandfather afterwards at other events. And he would ask me,
‘Oh sister, how's so-and-so doing?” And it was just really a beautiful thing because
that grandfather had his own grandson whose autism he was used to. And then he

was able to translate or transfer those skills to another child. It was just really

135



remarkable. I wouldn't have imagined (that outing) being that. It was beautiful to

witness.

Group members banded together to support each other’s children as well. One
example is when Karima’s son was able to move into an independent living situation.
Group members gathered together to help with a housewarming for him and to help with
supplies he might need for his new place. When group members or their children were sick,
group members arranged to go over together, bring food and visit with the family. This
also happened for group members who gave birth. These were some of the ways

documented in field notes, that individual members supported each other collectively.

A highlight of the collective was the annual fundraising dinner. This was a
community event that the group made a point to attend together. During the two years in
a row that the dinner was held during the study’s observation period, the masjid made
sure to acknowledge the work of the Special Needs Committee and special needs
individuals within the community. It was a way for the group to become more visible to
the larger community of Muslims in the area. Group members would buy tables for the
dinner and sit together, often with their children and families in solidarity. During the
fundraising dinner that I attended, Sakina’s son, Rami had been invited up to speak to a
crowd of a few hundred people on behalf of the Special Needs Committee. In a reflective

memo from a recording of that evening’s events it was noted:

Rami touched so many people with his speech, and one of the things that I learned
from his mother today, is that he is the less social, quieter one of the brothers.
Speech is a little more difficult for him than his brother. When he walked up to the

stage and read his speech, there was barely a dry eye at my table. Most of the
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mothers (who sat together at 2-3 tables) teared up and cried. They jumped to their
feet to clap for him as soon as he finished. He also got a standing ovation from the
crowd. I understood in that moment, looking around at everyone’s faces, that it
meant a lot to not only his family, but to the whole special needs community at the
masjid. I overheard one mother remarking through tears, ‘He is up there for all of

our children!” as several other mothers nodded while wiping away tears.

This was another moment that was illustrative of McMilan’s (1996) R-SOC
concept of Art, or a shared community experience. The collective experience of the group
at that moment was separate from the greater community at large. Rami represented for
them, at that moment, the visibility of all their children. It was a chance for their families
and their children to be seen, respected, and valued as members of their religious

community.

This section looked at the two overarching themes that emerged from this
instrumental case study; ‘We Will Not Be Hidden’ and “Our Children’. Having a visible
presence in their community was important to many actively engaged group members.
Not only for their children but so that others who had children with special needs would
feel more comfortable bringing their own children and family members around as well.
All the varying ways of engagement within the group and connections that they made,
contributed to the bigger picture of becoming more known and visible in their

community.

Additionally, group members recognized that there was power in numbers and
that many hands can make the work light. It was the way they operated when they first

decided to come together and form a group. They discussed what needed to be done and
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those who could chip in, did. Supplies for gatherings often came out of member pockets,
in a flurry of text messages before meetings and gatherings it was often decided who
could bring which supplies or refreshments. Others were never made to feel bad if they
could not chip in depending on their current situation. It was often stressed for people to
come whether they could bring something or not. This sense of community interaction,
‘give and take’ was part of what McMilan (1996) refers to as the ‘group economy’. As
the group began to get bogged down by the demands of a more structured organization
and the additional responsibilities that came with it, their ability to freely trade roles and

duties became restricted and resulted in diminished participation.

Additional Emerging Theme

There was an emerging theme that came out over the course of the study
regarding the role of fathers in the group. While this was not under the scope of the initial
study because there is such little research done on the role of fathers, it was felt that it
was important to include with the results. This emergent theme lends itself to possible

future research in the area.

The Role of Fathers

During the study, a total of three fathers attended the actual support meetings and
there was never more than one present at a time. Three of the nine participants
commented during their interviews, that they wished that fathers were more involved in
the monthly support groups. During observations of meetings and events, fathers were
observed primarily participating in the larger group gatherings, activities, and events.

There was some discussion among members about ways to incorporate and engage
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fathers more at a few of the meetings. During one planning committee meeting, Besmah
brought up to the group that the name of the group should be more inclusive, that it
should no longer be Special Mothers of Special Kids (one of its previous names, before
becoming The Special Needs Committee) but should expand to include the fathers. She
said that she wanted to bring her husband more often, but that he felt “out of place”
around so many women. A few of the older members of the group stated that they had
tried to get the fathers more involved initially but that it was difficult to get them to come
to meetings. This became a common theme from members, that their husbands did not
want to participate in the monthly support meetings but would often be present at larger
gatherings or when it was a family event. It was documented in field notes that the largest
turnout of fathers (7) was observed when there was a presentation given on legally

preparing to care for your child financially after their parents were gone.

In her interview, Besmah was asked what she would value in a support group and she

responded:

A huge missing element here is getting fathers to the table to talk about these issues.
It's not easy for moms of children with special needs. But it’s also not easy for
fathers of children of special needs. [I don’t know] if we just don't address it or
fathers don't have the desire, I don't know if it's courage or comfort, that stops those

things from happening.

In some observations, it was noted that some of the fathers who were engaged in
the board and leadership at the masjid, used this role to engage with leadership and
advocate on behalf of the Special Needs Committee and individuals with disabilities.

They did this through strategic planning based on their knowledge of the inner workings
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of the masjid, and masjid politics. Much of their work was done covertly in terms of
laying the groundwork with administration and preparing members on the best way to

approach leadership.

An example of this is, when Sara’s husband (Ahmed) who sits on the board, came
in to address the committee during a planning meeting. He had just come from a board
meeting, where he discovered that the masjid was considering knocking down four
homes that they owned in order to build a larger structure. He proposed to the planning
committee that they approach the leadership at the masjid to keep one of the houses
instead of knocking it down and that they make the necessary renovations to turn it into a

hub for the special needs families and young adults.

After estimating how much money the committee members could crowdfund
from within the group, Ahmed specifically told the committee how they needed to
approach leadership if they wanted to have their proposal taken seriously. He said,
“...contributing our own money will show we are serious. We need to put a proposal to
the board outlining the community impact, masjid investment, and ways that this can be a
help and not a burden to the masjid.” It is significant that Ahmed used the term “we”.
This may indicate that although he did not actively participate in support or planning
meetings, he still considered himself to be part of the group and was working to further

their cause.

It was noted previously that group members had a variety of ways that they
interacted, including some who were primarily only interacting with the WhatsApp

group. It is possible that fathers were interacting with the group in their own way, on their

140



own terms. In an analytic memo, it was noted that fathers might be playing more of a role

than previously thought.

Even though the fathers aren't as active in the regular on-going work of the
committee, there's some work that's done behind the scenes in terms of talking to
the administration, in terms of manual labor, setting up for activities, schlepping
things back and forth from the car for activities, and coming out to group activities
and events. I have come to understand that fathers do play a role, even though it is

not necessarily directly as part of the Special Needs Committee or in the support

group.

Lastly, another factor to consider in terms of the involvement of fathers is that the
spaces inside of a traditional masjid are typically gendered and might contribute to the
lack of direct involvement of fathers during the support and planning meetings. Even
though in this masjid community there is a woman who sits on the board of trustees (and
is currently the chairperson) and women who occupy other positions of power within the
masjid infrastructure, men and women traditionally have separate prayer spaces and
entrances/exits (see Appendix O). Programs held at the masjid have separate seating for
men and women. It is also unusual to see men and women hanging out together in the
masjid alone unless they are related to one another. It is possible that men do not feel
comfortable to be in the support group space unless there is a contingency of other men,
like at the larger family events. Further examination is needed to see if the support group
meetings are even meeting the needs of the fathers, perhaps there is other programming

that may be tailored to fit their needs.
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This gender divide around support is not unique to Muslim parents of children
with special needs, Law et al. (2002) found in their literature review that support groups
were diverse across several areas, except gender. Women were generally much more
likely than men to belong to self-help groups. In alignment with this finding, in their
2015 review of the literature regarding families of special needs children and stress, Ott
found that more research needed to focus on how the stress of a special needs child
affects male caregivers specifically and what interventions would be helpful to them (p.

17).

Conclusion

Each sub-question explored an aspect of the overall group membership and how
they contributed to or created the community. The sub-questions examined the varying
ways they created to interact with each other, how their structure was organized, and the
role that religion played. Eleven themes emerged from these sub-questions. These eleven
themes informed the 2 identified overarching themes of ‘We Will Not Be Hidden” and

‘Our Children’. (See Figure 3)
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Figure 3

Overall Themes and Subthemes

Overall Themes

Importance of Visibility/Power of the Collective

Member Organizational | Role of Religion Additional
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‘R * "Good Old Days" | Experiences with
esqu HEES * A Failure to Community
* Emotional Communicate * Negative .
Support « Conflicts Experiences with
Community
 Barakah &
Rahmah

* Politics
e Cultural Broker

The exploration of the first sub-question initially reviewed the many ways that
group members were able to engage within the support group, both in person and
virtually. Then, the finding of sharing of resources both formal and informal were
explored as recurrent themes to what members received from engaging in the group.
Participants referenced the structured supports that they supplied such as the Special
Needs Sunday School, and family events centered around financial planning for their
child’s futures. They also referenced structured community supports, such as respite care,
that they learned about from other group members. A variety of informal resources -
included conversations around specialized diets and modified ‘parent to parent’ support

for group members whose children had the same or similar diagnoses. Lastly, members
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strongly identified with the non-structured emotional support and connections offered by
the group to each other. This was identified by all group participants as a positive aspect
of the group that they accessed. When this aspect of the group started to break down,
members did not engage with the group as often. This was the case during the time period

of active data collection for this study.

The second sub-question looked at the ways that the group structure and
organization changed over time. Starting out as a more free-flowing structure with
reciprocal leadership styles to a more structured setting with traditional ‘top-down’ forms
of leadership to when the Special Needs Coordinator position was put in place as a
cultural broker to mediate between the culture of the masjid and the culture of the group.
These transitions emerged as a ‘difficult shift” for group members. One of the differences
in McMilan’s (1996) R-SOC theory from the original (McMillan & Chavis, 1986) is the
way that authority is stressed. In the original Sense of Community theory (SOC), more
emphasis is put on the need for one or more individuals to be in charge. The R-SOC
holds that it is equally as important for members and leaders to work cooperatively and to
influence each other. This is reflected in the initial difficulty that members had with
adjusting and integrating fully into the masjid’s infrastructure. Leaderships styles
drastically changed. Key to the eventual shift and better integration was having a cultural
broker in the form of The Special Needs Coordinator in place that understood both the
cultural style of the support group and the cultural style of the masjid’s

administrative/leadership team.

The third sub-question examined the role of religion within the group. There were

mixed responses on the influence of religion on the support group, even though the group
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was a part of a religious organization. Some group members focused on the importance
of the label of Special Needs over Muslims or Islam. However, there was a mutually
understood Islamic framework that formed under the communal identity as ‘ummah’ that
underpinned the group. Most members focused on the role of religion in personal terms
and ways that they viewed their relationship with their child with special needs. Their
children with special needs were often referred to blessings and mercies from God.
Parents focused on the ways that their child had changed/influenced their life and
religious perspective. Johnstone et al. (2009) in their review of the literature on the role
of religion and spiritually in the health of people with special needs found that in general,
“research has concluded that religion and spirituality are linked to positive physical and

mental health outcomes” (p. 1153).

Lastly, the emergent overarching themes to how group members described their
experiences and made meaning around their participation in the group were focused on
their visibility and their power as a collective. Children in the group were always referred
to as “our children” by other members and discussion around being able to create a space
in the community for their children to feel a sense of belonging was a key goal for active
members. This kept active members coming back to the group, even when things were
difficult. Gathering collective power to support and influence change is a common theme

across the literature and not unique to this population.

The importance of visibility is a recurrent theme in disability studies and no
different with this group. Gothard (2011) in her book that examines living with disability

summed up well. She said:
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Inclusion means more than simply having people with disabilities in mainstream
classrooms and workplaces. It's about the state of mind which sees people with
disabilities accepted as valued, significant and worthwhile members of society:

people who have every right to belong (p. 26).

Group members were fighting for visibility, not just on the surface of seeing their family
involved in the community, but visibility on a deeper level. They were fighting to change
the state of mind of people in their community to see their children, and their family as
people who ‘had every right to belong’. People who had every right to pray in community
and every right for their child to access religious support and instruction. In their
pamphlet, Suggested Topics for Discussion on Disabilities, MUHSEN also touched on
this subject, “We must address the way some people think of disability. We need action,
but before that we must change our perspective in order to act effectively” (emphasis
mine). This uniting goal is what kept active members coming back to the group, even
during transition when things were difficult. These were the ways that active members

appeared to create meaning and purpose behind their interactions in and for the group.

Lastly, an additional emergent theme around the role that fathers played in the
group emerged during the data analysis and hinted at some ways that fathers might play
an important albeit less visible role in the group. Fathers are an under-examined area in
studies that look at support for families of children with special needs in general. This
study found an example where fathers may participate in a less visible manner than
mothers, but further study is warranted before any conclusions can be drawn. The

following chapter will review the implications of the research, limits to the findings,
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recommendations, and suggestions of future support for Muslim parents of children with

special needs.
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Chapter V: Interpretations and Recommendations

Introduction

There is an overall lack of research regarding Muslim families in general and
especially of Muslim families of children with special needs. What does exist focuses on
the ways that they are culturally and linguistically different from the American systems
that they interact with (Hasnain et al, 2008; Mahamed, 2010; Miller-Gairy & Mofya,
2015). This study differed in that it examined how the group operated internally as well
as how it integrated and operated within a pre-existing organization. It looked at the ways
that members developed community support for themselves and ways that they interacted
with those supports. It also identified overall themes relating to using their collective
power to increase the visibility of their children and their families. These are themes that

are echoed across disability literature.

The purpose of this study was to identify how American-Muslim parents of
children with special needs within a self-formed support group created a sense of
community. The results in chapter IV identified two overarching themes and 11 sub-
themes across the primary research questions and it’s three sub-questions. The primary
question examined how members described and made meaning from their group
experiences. Sub-questions included: How members described their interactions, what

was their organizational structure and lastly if religion played a role.

In the following sections, first the limitations to the study will be discussed.
Secondly, it will explore the interpretations drawn from the findings. Next, it will make

recommendations for masaajid and other organizations looking to serve Muslim mothers
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and parents, recommendations for groups that are trying to form and finally
recommendations of areas for future study. Lastly, it will review the overall conclusions

from the study.

Limitations

This study was an instrumental case study design to further examine the ‘case’ of
a group of Muslim parents of children with special needs in a support group. An
instrumental case study was used, because the purpose was to use the case to gain insight
or a better understanding of a situation, or to develop theory about the case being studied
(Hancock & Algozzine, 2006; Stake, 1995; Yin, 2014). This study was exploratory in
nature to better understand some of the themes that may be present when working with
Muslim mothers and parents of children with special needs. Results of this study could
be used to further research and the findings are not meant to be generalized. However, by
centering member experiences through thick, rich descriptions of the group and the
individuals involved it is hoped that others will be able to readily recognize how themes

may pertain to their individual situation.

A small number (n=9) of active and/or group members with older membership
were interviewed. This limited the findings as inactive members were not contacted and
reasons for their inactivity were not explored. New group members were also not
interviewed, and this limited the findings in terms of understanding what attracted newer

members to the group after they became a part of the masjid’s infrastructure.

Additionally, there were no fathers who took part of the interviews. This was a

missed opportunity to hear the voices of the fathers and how they viewed their
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engagement in the support group. Fathers were however, present in the data in terms of
field notes about observations during the various activities that the group sponsored and

took part in as well as the occasional support group meeting that was attended.

In a recently conducted poll of American Muslims done by ISPU, American
Muslims were the most racially and ethnically diverse group when compared to other
religious groups, with no single racial or ethnic background garnering a majority (2017).
The support group observed was not representative of this large diversity. Study
participants represented only 5 different geographic regions and there were no African
American participants represented. Study participants also had to have a certain level of
English in order to be able to participate so views and voices of participants who did not

speak English were not included.

This study was primarily conducted to examine and explore the phenomenon of
Muslims parents of children with special needs and how they describe and make sense of
their experiences in a support group. Its purpose was to add to the literature on Muslim
parents of children with special needs in America. As previously stated in the literature
review, the Muslim population in America is unique from other communities and further
exploration is warranted to see how that effects the population living with special needs

and their families.

Interpretation and Conclusions

This section will review the themes that emerged from each sub-question and then
the primary question. First, sub-question one: How do members describe their

interactions within the support group. This section will discuss the emergent themes of
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member interactions, resources and emotional support. Second, sub-question two: How
do members describe the organizational structure of the group. This section will discuss
the emergent themes of reciprocal leadership and the role of the cultural broker. Third,
sub-question three: What role, if any, does religion play in the group. The section will
discuss the emergent themes of the role of the ‘ummah’ and religious thoughts on
parenting. Lastly, the primary research question reviewed: How do support group
members and leaders describe and make sense of their experiences within the group?
This section will discuss the emergent themes of ‘We Will Not Be Hidden’ the
importance of visibility and ‘Our Children’ and the role of the collective. Each theme will

briefly review and discuss supporting literature.

Sub-question One: How do members describe their interactions within the group?

Member Interactions. One can argue that support groups should offer a variety
of ways for members to access and interact with the group, depending on their need and
comfort level. In this study, group members were given eight different ways to interact
with one another, covering a mix of virtual and in person opportunities, large as well as
smaller group gatherings. Due to the busy schedules of many families, WhatsApp was
often relied upon for quick communication, planning and any last-minute changes that
may have occurred regarding group plans. After the transition, group members worked to
set a recurring schedule of events. For example, members would know that the second
Sunday was always ‘support group’ and the fourth Sunday was a scheduled group
activity. Whenever possible, the group would try to combine events to minimize its
impacts on families. For example, committee and support meetings were held at the same

time as the Sunday school so that families could drop off their children and be free to
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attend. Sometimes, an activity was scheduled right after a meeting to make it easier for
families to attend since they were already at the masjid. These were all good ideas to
implement, to ensure that families that are already stressed, do not receive extra stress
from a group whose goal was to provide support. This aligns with suggestions in the
literature for support groups. Jackson et al. (2018) found that parents in their study
suggested that support groups offer concurrent child-care services both for children with
disabilities and siblings of children with disabilities. Additionally, parents of this group
suggested a meeting frequency of once to twice a month-This also aligns to Jackson et
al.’s (2018) recommendations for group practice. Families should be able to participate as
little or as much as they are comfortable. At this time, it is unknown if the support group
formally reviewed what aspects of their programming were/were not utilized. It might be
helpful for groups to periodically survey their members to see which aspects of their
programming is most/least helpful/utilized and what are any barriers to parents accessing

support.

Resources. While the literature review found that Muslim American parents may
have difficulty accessing support-related resources (Hasnain, et. al, 2008; Mahamed,
2010). This was not the case with this group’s participants. Some difficulty accessing
resources was attributed to language issues in the literature, and in this study’s sample all
the participants interviewed had a fluent command of the English language, even if it was
not their first language. There were some mothers in the group who did not speak English
as well and relied on other members to translate into Arabic and Urdu. As many of the

resources are in English this could prove to be a barrier for some members.
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Many of the women participating in the group used it as an opportunity to discuss
various outside resources that they were accessing. The support of the group was
something that most families wanted in addition to their services through the county and
the school system, not in lieu of. Most parents who were actively involved had their
children involved in a few different programs (e.g., respite care, therapies, social groups).
It was of benefit that there were mothers of adult children as well as younger children
attending group meetings. Parents of older children with special needs were able to help
parents of younger children by sharing first-hand knowledge of various support programs
and other helpful resources. The group also sponsored some events and exposed members
to resources which were specific to Muslim practitioners or practitioners that were
familiar with Islamic framework. An example is the financial planning resource that was
brought in, the lawyer was not Muslim, but was familiar with the religious rulings on
inheritance so he was able to offer religious-specific support. This aligns with Jackson, et
al.’s assertion that support groups should serve as a hub of resources for parents of

children with disabilities (2018).

Emotional Support. The emotional support that active group members received
from one another was cited by all interviewed group members as one of the best parts of
member interactions. Even the two older members who were no longer active recalled the
support and camaraderie they gave one another. In their study on support groups for
parents of children with severe or profound intellectual and developmental disabilities,
Jackson et al. (2018) found most parents valued support groups as a place where parents
could feel understood and both share as well as gather information. Law et al. (2002)

looked at participants in a parent-led support group and found that participants were able
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to connect with each other and provide support and skills to deal with the day-to-day
issues of raising a child with disabilities. Jackson et al. (2018) also found that several of
their parent participants found positive experiences through sharing their emotions with

other parents in the group.

When the emotional support began to wane with the participants of this study
there was a noticeable decline in active membership. As difficulties during the transition
to the masjid’s infrastructure settled, and a regular routine re-emerged, active
membership slowly began to increase again. Indicating that for this group, emotional

support may be a foundational reason that many parents were involved.

Sub-question Two: How Do Members Describe the Organizational Structure of the

Group?

Organizational Structure. This study was unique in that it was able to examine
the way that the organization and its structure was able to change over time. Even though
there were difficulties with transitioning over to the masjid’s more formal infrastructure,
there were some benefits for the group. Group members were able to access free meeting
and event space, occasionally some basic refreshments (coffee, tea), and they had a
Sunday school created to work specifically with children with special needs. Even though
there was some discord around the Special Needs Sunday School, it was able to serve a
good number of families within the community. Though group members should have
been offered advisory roles so that they could be involved in some role of developing
ideas that they brought to the masjid, it may have been a greater stressor to group

members to coordinate running the entire Sunday school program.
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Reciprocal Leadership. The importance of reciprocal leadership came up as an
emerging theme in the study. The application of reciprocal leadership has been examined
in clinical nursing supervision, its role in creating organizational change and its role in
school improvement to name a few (Heck & Hallinger, 2010; Martin & Milne, 2018;
Massoudi & Hamdi, 2019). In this style, leaders focus on efforts to motivate others by
linking their efforts and the return that they receive from these efforts (Heck & Halinger,
2010). In the case of the group, leaders were intimately aware of the needs of group
members as they also identified with group membership (Muslim parents of children with
special needs). Leaders were motivated by the same drive towards true inclusion for their

families as members were. This helped to create more effective within-group dynamics.

Cultural Broker. The role of the cultural broker was discussed across studies
pertaining to working with culturally and linguistically diverse communities (Lindsay
et.al., 2014; Pang et.al., 2020). A cultural broker is meant to be a bridge between two
different cultures to help them to better understand the nuances of one another. In the
literature this was primarily referred to as an intercessor between the family or individual
and the school system. However, in this research the role of cultural broker was played
by Besmah. She worked to be the bridge between the masjid infrastructure/leadership
culture and the group culture. Her experiences as a former Islamic school principal,
mother of a child with Autism, group member and masjid member gave her a unique
position and perspective. Because she had trust from both sides, she was able to help

bring both sides to better understandings of one another.

Sub-question Three: What Role, if any Does Religion Play in the Group?
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Role of Religion. The role of religion within the group brought out mixed
responses from group members. Some said it was or was not an important factor to the
group. There was a religious framework for both the masjid as well as the special needs
committee (see Appendices H & I) that served as an invisible foundation to the work that
they did in the community. The role of the ‘ummah’ formed a basis of collective
consciousness and community engagement (Hassan, 2016) that served as an invisible
web, linking members to one another. Emam and Al-Bahrani (2016) studied the role of
religion in 142 Muslim female support staff who worked with children in a residential
facility in Oman. Their research found a correlation between religious organization of
staff members and their ability to cope with the stresses of their job. They also noted that
religion can be involved in changing the meaning of stressful situations by helping the
individual to focus on more positive aspects of the situation. They argue in their article
that “participants may perceive stress as a gift from God, leading them to a source which
can fulfil their longing for an experiential relationship with the divine power” (p.107).
This was echoed by many group participants who cited the ways that their child’s

disability had changed their life and brought them closer in relationship to God.

Experiences within the Muslim Community. Group members reported a range
of interactions within their community. From positive to neutral to negative. This is not
unique to their community. O’Hanlon (2013) surveyed 51 parents in the United States
using the Spiritual Community Experiences Inventory instrument and found that most of
the parents reported negative experiences in congregations while almost 50% experienced
exclusion from religious activities and communities. Speraw (2006) in her study on the

spiritual experiences of Christian and Jewish parents of children with disabilities
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similarly found, “Nothing created so much sadness in the lives of parents as the failure of
faith communities to value the spiritual connection or community role of disabled

children” (p.222).

Religious Thoughts on Parenting. Lastly themes around ‘Barakah’ (blessing)
and ‘Rahmah’ (God’s mercy) were recurrent in the group. The term ‘barakah’ showed up
124 times in the data and the term ‘rahmah’ showed up 86 times in relation to
people/children with special needs. Parents often referred to their children in religious-
related terms (e.g., blessings/gifts from God) or described them in religious terms (e.g.,
reminders of God’s mercy). This is a theme that was found across studies that looked at
Muslim families (Akbar & Woods, 2020, Azar-Massiri, 2014; Greeson, et al., 2001;
Jegatheesan, 2005; Jegatheesan, 2010a; Jegatheesan 2010b; Marshall, 2010; Shikarpurya
& Singh, 2020) as well as those belonging to other faiths (Boehm & Carter, 2019;
Mitchie & Skinner, 2010; Salkas et al, 2016). Parents often make sense of the
transformative experience of parenting a child with disabilities through a spiritual
framework. This positions the parents as being ordained by a higher power to care for a
child in ways, not everyone is capable of. In this framework, the child is a gift from God.
(Shikarpurya & Singh, 2020). Describing their children in religious terms, helped parents
to form meaning around their lived experience as a parent of a child/ren with special
needs. This was echoed by nine of ten participants in Akbar & Woods’ (2020) study on
Pakistani parents of children with special needs in England referred to Islam and used
Arabic religious phrases to express hope and joy in reference to their child with a
disability. Mitchie & Skinner (2010) refers to this as a ‘reconciliation narrative’ where

parents transition from “viewing a disability as a burden or challenge initially to being
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more or less at peace with what is eventually perceived as a blessing, or as a part of God's
purpose or plan” (p.103). Akbar & Woods (2020) also found that faith was a “protective
factor’ for the Muslim families of children with special needs in their study. The
participants in their study echoed similar sentiments of referring to their children as
blessings from God. While cultural stigma against people with special needs still exists in
some Muslim majority countries (Emam & Al-Bahrani, 2016) and can cause some
parents to not venture out into community, some parents are able to reframe that

perspective by using a religious framework.

Primary Question: How Do Group Members Describe and Make Sense of Their

Experiences?

“We Will Not Be Hidden”- The Importance of Visibility. In their introductory

article on Disability, In/Visibility and Risk, Johnson and Kennedy (2020) state:

Visibility is strategic. Visibility is insistent. Visibility is an argument—for
disabled people, an argument for recognition and rights, a demand to be part of
the public and participants in public discourse, a call to be addressed in education
and employment policies, seen in accessible spaces, and equitably represented in
cultures that have discriminated against disabled people for millennia. Visibility is

imperative. (P.161)

Across members interviews, field notes, artifacts and observations the importance
of visibility came up repeatedly, even intersecting with other themes. Members made it a
point to show up to community events in their religious community as well as their larger

community as a group to increase their exposure. In field notes, it was documented that
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Zaynab was once asked during a support meeting why she kept going to the board
meetings and the board retreats if it stressed her out so badly. She replied, “Because
every time they see my face, they are reminded of our children and that our children are
here... They don’t have to like me, I don’t care. I’'m not here for that! I am here for our
kids.” Group leadership used visibility with the masjid’s administration and leadership as
well. Their visibility made it difficult for the administration to sweep important issues
under the rug because they would continue to bring up issues that were important to them
and they showed up for many meetings and events. They made certain that their ‘agenda’
was mentioned often and to many different people (see Appendix M). Like other social
movements, disability advocacy has looked towards visibility as central to securing rights

and achieving equity for people with disabilities.

“Our Children” and the Power of the Collective. It was important to group
members that change took place in their masjid at every level, not just superficially. They
understood that true integration of their children involved an organizational cultural
change. Together, parents gained a sense of legitimacy to tackle issues. They felt that
they had more power in standing up for what they believed in and trying to make change.

Klein et al. (2019) in their study of parent-carers of children with complex needs
had a similar finding, however they referred to the concept as ‘solidarity-as-care’. They
state:

Solidarity-as-care foregrounds the way that care can be experienced as part of a

supportive collective where care is an emergent property of a series of relational

exchanges between people with similar lived experiences of hardship. (p. 1458)
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Law et al. (2002) found that advocacy is the third key function of support groups. They
stated:
Empowerment achieved through self-help groups may have significant political
relevance because the skills acquired through these groups help parents to deal
with other aspects of their lives. Through this process, parents may develop a
sense of self-efficacy or mastery with respect to parenting their child with
disabilities. (p.31)
Group members used the collective power of the group to work on advocacy within their
own religious community. It was support for each other, but for a higher purpose. The
support came with the larger objective of changing the culture at the masjid to one that
was more welcoming and accepting of people with special needs in a meaningful way.

Conceptual Framework

This study used McMilan’s Revised Sense of Community theory (1996) as a
conceptual framework lens with which to view the data. This study found multiple
themes that fit into each of the four elements that made up the R-SOC theory (see Fig. 4
for diagram). For some themes there was overlap between two elements. Each element

with corresponding themes will be briefly reviewed below.

Spirit

This is the first element in the R-SOC theory. It encompasses four subset
concepts. 1) Boundaries-who belongs and who does not, symbols denoting membership.
2) Emotional Safety-the ability to speak honestly, feeling safe enough to be vulnerable. 3)

A Sense of Belonging-a feeling, expectation, awareness of being welcome in a group.
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And 4) Personal Investment- (paying dues) to belong to the group. Themes that aligned
with this element were: Varying types of parental engagement, ummah and cultural

broker.

The various ways that the support group created for members to engage with the
group along with the frequency helped to create an environment of membership,
belonging, security, and a way of ‘paying dues’ to the group through coordinating or
participating in these activities. It also allowed for group members to participate in ways

that were comfortable for their families.

This framework was initially chosen because the concept of a psychological
‘sense of community’-we belong to communities and that these communities provide
benefits and responsibilities to us (Sarason, 1974) was highly aligned with the concept of
the ‘ummah’ in the Muslim culture. Hassan (2006) defines the term ‘ummah’ as a unique
principle of social identity in Islam, ‘a basis of collective consciousness and community
organization’. It appeared as if this underlying consciousness and organization was
interwoven into the ‘Spirit” of the organization and may have been an unspoken part of

the foundational framework for the group.

Lastly, was Besmah in her role as a cultural broker. Besmah was an ongoing
member of this group before she was offered her unique position. As a result, she had
already firmly established membership in the group (boundaries). She had been present
for difficult conversations with the group and had shared some of her struggles and
difficulties with others as well (personal investment, emotional safety). This history of

being an established member of the group and being a mother of a child with special
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needs (sense of belonging) helped for there to be trust immediately when she assumed the

position.

Trust

Trust is the second element in the R-SOC theory. It encompasses six subset
concepts. 1) Personal Investment- sacrificing to be a member gives one a sense that
membership is earned and makes a community more attracted to the investing member.
2) Community Norms-community influences members to conform. 3) Mutual Influence-
members and the group mutually influence each other. 4) Conforming Behavior-members
conform for consensual validation and communities need conformity to maintain
cohesiveness. 5) Member Attraction- members are attracted to groups that allow
members influence in the group. 6) Concurrent Influence- influence between community
members and members and members and community-run concurrently. Themes that
aligned with this element were: Emotional support, reciprocal leadership, and cultural

broker.

During the study, it was clear that active group members had established a solid
core of trust with one another for emotional support to happen. Members were able to
discuss a variety of personal topics such as their children’s growing sexual awareness to
their hopes, fears and frustrations. Even when there was discord and difficulty amongst
group members, they would still take time to come together to ask after each other’s
families and listen to each other’s stories. Members were able to share big and difficult
emotions in the group without being interrupted, because many members had experienced

similar feelings (personal investment).
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Group leaders thoughts on their reciprocal leadership role in the group and the
way that the group affected them and vice versa, highlights the importance of two key
sub-concepts that make up Trust in the R-SOC theory; authority based on principle and
group norms that have the ‘authority’ and members influencing each other reciprocally.
Both group leaders (Sakina & Zaynab) took on the leadership role at great personal

sacrifice which members understood, acknowledged and appreciated.

Besmah and her role as a cultural broker also overlapped this element as well as
the “Spirit’ element. Her history as an established and contributing group member helped
member to have trust in her immediately when she assumed the position. She had
established personal investment with the group and worked reciprocally as both a
member of the group and a person in a leadership role. She was able to maintain

community norms and expectations as she had intimate of them.

Trade

This third element in McMilan’s R-SOC theory has four subset concepts. 1)
Member Needs- communities meet the needs of members. 2) Reinforcement- there are
strong reinforcements for members to belong (status, success, competency of members).
3) Shared Values- members engage in consensual trading with one another. 4)
Integration- Members engage in complementary trading, sharing needs and resources
with one another. 5) Trading- teaching skills to other members, passing down
responsibilities and roles to the next generation. Themes that aligned with this element

were: Reciprocal leadership and resources.
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Reciprocal leadership was an important quality to this group. Both leadership
figures (Sakina & Zaynab) in the group highlighted during their interviews that while
they gave of themselves to the group, they also felt that they received something unique
back from the group as well. It was of mutual benefit for them both to engage in the

group as leaders who also belonged to the member group.

The sharing of resources and information is an example of the Trade concept
found in McMilan’s R-SOC theory (1996). Trading is when group members engage in
behaviors that mutually benefit themselves as well as the community that they are a part
of. Resources were shared both formally, some examples were speakers that have been
invited in to present to the group and the Sunday School, as well as informally through
conversation with others on topics such as discussing programs, therapists, diets, and
therapy modalities that they found to be helpful with their children or for their families.
This trading of information was considered a great benefit to active members who were

interviewed.

Art

This final element in McMilan’s R-SOC theory contains four subset concepts. 1)
Time Shared- members must share time and there must be a quality to the time shared. 2)
Events- community events must have value (drama), closure, and must honor members.
3) Time-is symbolized in rituals, common symbols, and traditions. Shared stories emerge.
4) Spiritual Bonds-these emerge from a shared history among members. Themes that

emerged from this element were: “Our children-the role of the collective, “we will not
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be hidden”- the importance of visibility and the role of politics during the conflict of the

transition to the masjid’s infrastructure.

The role of the collective emerged as an overarching theme in this study. An
example was during the first fundraising dinner for the masjid where the work of the
special needs committee was recognized. The son of one of the members was invited to
speak. During his speech, the collective experience of the group at that moment was
separate from the greater community at large. He represented for them, at that moment,
the visibility of all their children. It was a chance for their families and their children to
be seen, respected, and valued as members of their religious community. Their collective
work to make changes in their community created “Art” in the form of recurring events

centering their families and children

The importance of remaining visible in their community was important to the
group. Group members described the desire to be involved in the community with the
intention of showing other families that they can be involved with their children with
special needs as well. They wanted their children to be a visible, integral part of the
community. As a result, they created and participated in events that over time became
“Art” both within their group, the masjid community, and as well as with the larger

community.

The role of politics and conflict during the transition to the masjid’s infrastructure
created a lot of discord within the group, but it also strengthened the bonds that they had
together. Art is the communal experience of the group that involves an event of value to
the group as a whole, time shared, shared stories, and a shared history. The group’s

ability to make it through this difficult transition marked an important shift and new
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iteration of the group that was a result of their collective efforts. As McMilan (1996)
stated this collective “Art” that was created by the group and the conflicts that they
weathered together worked to strengthen and build the connections between active
members. This in turn strengthened the “Spirit” of the group as long as they had
opportunities to connect with one another that were not related to the conflicts that

occurred.

Figure 4

Overall Themes and Sub-Themes Interacting with R-SOC theory

(o Varying Types of Parental * Reciprocal Leadership )
Engagement « Emotional Support
e Ummah ¢ Cultural Broker
 Cultural Broker
—_—
—— SEE—
¢ "Our Children"-Collective Reciprocal Leadership
Power e Resources
*"We Will Not Be Hidden"-
Importance of Visibility
*Role of Politics in
Transition
L J

166



Limitations of the R-SOC

The SOC theory has been critiqued for its inherent assumption of community as
resource while not also considering the idea of community as responsibility as well
(Boyd & Newell, 2010, 2011). While many of the themes that emerged from the research
generally fit nicely into the R-SOC framework, this idea of community as responsibility
was also evidenced during the study in two ways. First, participants who did stay active
throughout the group’s ups and downs often referred to feeling responsible to make their
religious community a better place for their children and other families of children with
special needs through visibility and using their collective group power (over-arching
themes). I ascribed these themes to the Art dimension of the R-SOC because it was
something beautiful that the group created by working together over time. However, the
underlying sense of responsibility to their children to change their community was

something that the R-SOC may not have considered.

The second way that this idea of community as responsibility also played into the
dynamic of the group community to the larger masjid community that it was a part of.
This study focused on the community of the support group and its interactions with the
masjid’s larger infrastructure. However, also important to consider is the reasoning
behind the masjid’s decision to include the group within its non-profit structure in the
first place. It is possible that the masjid’s administration felt a sense of responsibility to
change the culture of their organization, to one that was more inclusive of community
members who had previously been excluded. While this was not examined, it would have
added a deeper understanding and dimension to the case study. It is worth considering

expanding the view of a psychological sense of community to include community as both
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resource and responsibility in order to open up a wider lens in which to filter and

understand the motives and actions within community members.

Recommendations

This section will review recommendations in three general areas. First, we will
look at recommendations for Masjids and other structured religious organizations that are
interested in incorporating a special needs support group. Next, we will examine
recommendations for support groups of Muslim parents of children with special needs.

Lastly, we will look at recommendations for future research in this area.

Recommendations for Masaajid

Masaajid are physical locations created for the Muslim community to gather in
worship and fellowship with one another. Their ability to create an inclusive community
that is accessible and welcoming to all members that may otherwise feel marginalized is
of great importance. The following is a discussion of recommendations for masaajid and
other organizations that want to actively increase their inclusivity towards Muslims with
disabilities and their families. Some of these recommendations are specific to Muslim
communities, but others can apply to general populations of parents with special needs
children. First accessibility will be discussed, then a set of questions that organizations
can ask themselves as they work towards full inclusion, and finally equity vs equality

within organizations.

Accessibility. The Office for Civil Rights (OCR) at the U.S. Department of
Education defines accessibility as “when a person with a disability is afforded the

opportunity to acquire the same information, engage in the same interactions, and enjoy
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the same services as a person without a disability in an equally integrated and equally
effective manner, with substantially equivalent ease of use.” (US Department of
Education, retrieved 10.2020). The importance of accessibility for people with special
needs to their places of worship cannot be understated. For masaajid, the US-based
organization, MUHSEN provides certification across three different levels of
accessibility (see Appendix N). Many of the key areas that they review, were areas that
the Special Needs Committee included in their expectations from the masjid (see

Appendix M).

Prayer Space. In this study, two main related issues around accessibility were
raised by multiple parent members. The first was allotting special space for prayer and
welcoming individuals with special needs to participate in communal prayer. One of the
pillars of Islam is the five times daily prayer. The obligatory prayer (salat) is central to
the practice of Islam for some Muslims. It is believed that the blessings of prayer are
increased when it is performed in a group. Some Muslims believe it is obligatory for
males to pray prayers inside the masjid if they live within a certain distance. The five
times daily prayer (salat) is unique in Islam, it is a physical prayer that involves
movement (standing, bending with hands on knees, prostrating with head on ground and
sitting). Ensuring that all members have equal access to prayer and the abulution (wudhu)
may require some special accommodations that are unique to the Muslim community.
The ‘genderedness’ of prayer spaces in the Muslim community was mentioned
previously when looking at the interactions of fathers in the support group space.
However, it also can affect the ways that families of children with disabilities interacts

with the space (see appendix O for a sketch of a prayer space in the masjid). One
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example, is that usually once a boy turns a certain age (seven or eight but it varies) it is
often expected of him that he would shift to the men’s area to pray. This may cause a
difficulty for some mothers who want to pray and bring their older child with special
needs along while keeping an eye on them. It may cause a disturbance because some
women would not be comfortable with him in close proximity to them, particularly if he

had an invisible disability that was not readily apparent upon sight.

Parents not only wanted to be a part of the communal prayer, but they wanted
their children with special needs to engage in and/or be present during prayer as well. In
their recent qualitative study on support structures in mosques for South Asian children
with IDD, Shikarpurya & Singh (2020) found that for the parents that they interviewed
attending the daily prayers in the mosque was part of their daily schedule. There were
multiple negative/painful incidents that group parents reported from the Muslim
community that involved communal prayer, indicating that this is an area that may need

special attention by Islamic organizations.

The importance of Muslim children with special needs learning to pray was also a
finding in Jegatheesan’s 2010 study on Muslim children with autism learning to pray.
Even though many of those with special needs are exempted from having to perform the
prayer, parents of children with special needs may still want their child to know,
understand and participate in communal prayer at some basic level. Hassanein (2015) in
his examination of creating a more inclusive education system in Egypt, claims:

One of the religious experiences that might have supported positive attitudes

could be the social contact with disabled people in the five daily prayers in the
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mosque. In the mosque you are supposed to see all kinds of human beings;

different colors, different abilities, different languages, etc. (p. 174)

This highlights that the masjid should reflect the diversity of its Muslim community. It
may be that through this continual visibility and exposure that attitudes begin to change
and shift. Group participants appeared to believe in the importance of being visible
during communal prayer, after the Special Needs Sunday School was no longer allowed
to play with the larger community, it became an action point that the group wanted to be
brought back (see Appendix M). In Shikarpurya & Singh’s study (2020), parents also
described concern that support from their mosque requires their children with disabilities
to be separated from the larger congregation. Members also felt the physical distancing
during prayer or social activities created further divisions between disabled and non-

disabled members.

Bathroom Accommodations. The second issue related to accessibility is also related
to the prayer. Though the masjid recognized and made some accommodations for many
of its members with special needs, a recurring theme found in this study were members
concerned with ‘bathroom space’ and accessibility. Bathrooms play an important, special
role in the masjid. For the required prayer there is a ritual ablution (wudu) that is required
before the prayer as well as a specific cleaning (istinja) that is done with water after a
person uses the bathroom. These additional requirements add an extra layer of

importance to accessibility to bathrooms in masaajid.

When the masjid was striving for certification through MUHSEN, some group

members became upset that one of the bathrooms that they had designated as accessible,
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was used for storage instead of being kept open for families. This bathroom was
important for two reasons, first, because it was a non-gendered bathroom and parents
with older special needs children of the opposite sex could both go into the room if they
needed help or support. Second, there was more space in this bathroom that allowed
someone with a wheelchair to use it. Bathrooms in masaajid often maximize their
available space with sinks due to the ritual ablution that is required before participation in
prayer. As such, there can be little room for maneuverability or privacy in bathroom
spaces. Having at least one non-gendered bathroom creates more accessibility for
multiple individuals. Both issues were cited by the group in their document “Expectations
from the Masjid” (see Appendix M) under the areas of physical accommodation and

social integration.

Becoming Fully Inclusive. It is important for Islamic and Muslim-run organizations
to engage all members of their community and to make their programming and activities
as accessible as possible. The following are five suggested beginning questions that
developed as a result of this study, for Muslim organizations to ask themselves as they

work towards embracing a more inclusive culture:

1. Do any individuals with special needs work for your organization?

2. Are any individuals with special needs advising your organization on how to
become more inclusive?

3. Are young adults with disabilities allowed to volunteer or intern to gain more
experience or new skills?

4. If you have a Sunday school program is it accessible to children with special

needs?
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5. How do you create a welcoming culture for people with special needs and their
families?
a. Do you have any khutbahs (religious lectures) that discuss the importance
of inclusion in your community?
b. Do you have any non-religious social programming that includes people

with special needs or is geared specifically to them?

Highlighted by the group’s document, “Expectations from the Masjid” (see
Appendix M) considerations should be made to include members with disabilities.
Organizations should consider that families in their communities might have older
children with special needs who could be an asset to their organization. Sakina’s sons
were assistants to the teachers at the Sunday School and Karima’s son was able to use his
cooking skills and get practical experience through a Muslim organization that used the
Masjid’s kitchen on the weekends to prepare food for people experiencing poverty.
Individuals with special needs are assets to their community who have skills and talents

to offer, perhaps with needing some support, but not always.

Equity vs Equality. The responsibility to be inclusive and accommodating
should be on the organization and not the individual or their family. Often organizations
focus on issues around equality, concentrating on everything being the same across the
board for everyone. However, when working with families of children with special needs
it is imperative that organizations operate under an equity paradigm. This is a shift that
focuses on providing varying levels of support depending on an individual’s needs. It is
imperative that organizations that work with families of children with special needs

understand the extra stress and pressure that these families may be under. Additional
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precautions should be taken to minimize adding onto their stress during the process of
trying to support them. When possible, organizational staff should take over the
paperwork expectations of the organization or some stipend should be given to offset the
extra work for parents. For example, in this study, Besmah was only able to take on the
extra role of being the Special Need Coordinator because it was a paid position, which in

turn, allowed her family some financial ease in exchange for her time.

Shikarpurya & Singh (2020) had similar findings when they looked at supports
offered to the parents in their study. Just like at the masjid in this study, parents were
required not only to bring up concerns in order to affect change, but then were also
expected to be the primary agents by which the change was implemented. And to do it all
out of the goodness of their hearts. They stated: “Essentially, parents are relied upon to
create, define, then facilitate the means by which the mosque supports children with
disabilities. But parent driven endeavors taken within the relational challenges of mosque

involvement, can be problematic for parents.” (p. 15).

Recommendations for group members

Mixed Age Groups. What appeared to be one successful aspect of the group was
that it had a mix of parents with older and younger children. While the interview sample
skewed towards older children, the larger group contained more of a mix of ages. This
gave group members a wide variety of experiences to access. Often parents of older
children were able to share resources or ‘tricks of the trade’ with parents of younger
children. There were mixed results on this in the literature (Jackson et al, 2018) with

some parents stating that they preferred to be matched with parents of similar aged

children.
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Pairing Parents for Specialized Support. This group matched parents who had
children with similar special needs to one another to offer more specialized support to
one another; to share their stories with others who understand because they share a
common thread. In this study, it appeared to create a stronger bond between members
when they were directly connected to other families of children with the same diagnosis.
Parents did not receive specific training through the Parent to Parent training program,
but there were multiple members within the group who had children with the same
diagnosis. Ainbender (1998) found that there is often a ‘mutual give and take’ in these
situations. While parents of the older children are able to support the parent of the
younger children and guide them to resources and discuss coping skills, they in turn are
rewarded by being able to share their stories with others who understand because they

share a common thread.

Alternatives to Leadership Positions. It is important for groups to have a
flexible leadership situation. Families of children with special needs have extra stressors
in their life so at times it can be difficult for a single person to hold a leadership position.
Having co-group leaders or alternates who can quickly step in, is important to being able
to continue to run things smoothly with minimal interruption. If a group is part of an
organization’s larger structure, having at least two people attend organizational meetings
so that there is a continuity of information will minimize some of the disruption it might

cause if someone has to step down or take a leave of absence.

Offer a Variety of Ways to Participate. This group did a great job at offering a
variety of ways for parents to participate. Offering virtual options as well as in person

options would be helpful for families who might not be as easily mobile. Families should
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have a variety of ways to interact with one another both formally and informally. Even at
formal meetings, the support group always left some time and space for families to
connect with one another informally. Group members found this to be one of the most
helpful aspects of the group. Jackson et al. (2018) when looking at specific strategies for
support groups of families of children with special needs, found that offering two
meetings per month at varying times and days were helpful to cover families with a
variety of schedules without becoming overwhelming. They also recommended that

meetings last around an hour to 90 minutes.

Private Space at Events/Gatherings. This recommendation can be very
dependent on the type of space that is available to groups for use. However, whenever
possible, it is a good idea to keep a separate private space for families to access during
meetings or activities. At multiple events/gatherings that were observed, family or
Sunday School staff were able to take children with special needs to an adjacent room
when they were becoming overwhelmed at social events. It gave the children space to
calm down and then later rejoin the group. It also served as a space for breastfeeding
mothers, adults who were socially overwhelmed and needed a break, or people who
needed to have a private chat. Having this extra space consistently available was helpful
to a variety of people interacting with the group and made the space more welcoming to

parents of children with emotional and behavioral needs.

Recommendations for Future Research

As this is an area that is under-represented in the literature, there are many areas
that could use further examination. For the sake of brevity, these have been kept to three

areas. The first section suggests continued research on parental supports for Muslim
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families of children with special needs, the second section looks at the need for research
involving siblings of people with special needs and the last section suggests examining

the topic of marriage in the Muslim special needs community.

Continued Research on Parental Supports for Muslims. There were several
emerging themes that came from this exploratory study, however there is still an overall
lack of research in this area. Particularly, in regard to the impact that the Islamic
religion/spirituality has on individuals with special needs. Greater diversity in samples
are needed to reflect the great diversity that currently exists among American Muslims.
None of the limited research in this area that was reviewed explicitly included Afro-

American Muslims or Muslims indigenous to North America.

Siblings. Concern and supports for siblings were mentioned by three group
participants during their interviews as something that they would have in their support
group if they could create one that met all their needs. Varying concerns were voiced
during group meetings around making sure all siblings got equal amounts of attention,
increased responsibilities for older siblings and responsibility of care for the sibling with
special needs after the parents were gone. MUHSEN also lists having a sibling support

group as a requirement to receiving Gold certification (see Appendix N).

In their review of the literature on caregiving roles of siblings of adult with
intellectual and developmental disabilities, Lee & Burke (2018) found that there is no
consistent definition of sibling caregiving in the literature. The literature was also mixed
in terms of the correlates of sibling caregiving. They concluded that further research was
needed in the area. Ott (2015) also found that research on the impact of special needs

siblings on non-special needs siblings is not well researched. This indicates that this is an

177



area that is underrepresented in the literature and would benefit from further exploration

in the future.

Marriage in the Muslim Special Needs Community. There is a common
Islamic saying that ‘marriage is half of the deen’ (Islamic way of life), this is based on a
hadith (a record of a tradition or saying of the Prophet Muhammad) as narrated by Anas
ibn Malik, “When a man marries he has fulfilled half of the ‘deen’; so let him fear Allah
regarding the remaining half.” (At-Tirmidhi, Hadith 3096). Marriage is highly regarded
in many Muslim communities and marriage is considered an Islamic right for those with

special needs, who were able (Chaim, 2019; Wentz, 2018).

Group members with older children demonstrated interest in receiving support
around sexual and emotional education. They invited in a Muslim psychologist to discuss
the appropriate way to approach sex education, emotional health, and relationships with
their children with special needs. This study also documented in field notes how group
members used the group for advice on how to discuss sensitive subjects regarding their
children becoming aware of their sexuality. In Islam, sex is only permissible within the
confines of marriage and various parents expressed the desire for their children to have
companionship through marriage in the future. Besmah specifically mentioned marriage
during her interview as a possible reason for families not to disclose disability status,
particularly for subsets among the Muslim community that rely on arranged marriage.
MUHSEN, an organization that was mentioned previously, has partnered with two US-
based Muslim marriage websites to have a special section for people with disabilities
looking to marry, demonstrating that this is an important topic that they are hearing about

from their constituents as well.
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Marriage with individuals with special needs is a sensitive topic in terms of
making sure that the ability to grant consent is present. There is also a line that should be
established between arranged marriage which involves consent from both parties and
forced marriage in which one or both parties do not consent. In their research on forced
marriage amongst individuals with learning disabilities in the UK, Clawson & Flyson
(2017) found that the most common reason people with learning disabilities were forced
to marry was to ensure that their child was cared for in the future when the parents were
no longer able to provide the support needed by their child. They also found that
professionals needed to understand why some parents believe marriage to be the best
option for their learning-disabled child. This is a topic that deserves further exploration in
terms of how marriages are facilitated, the family’s role, and community views to name a
few.

Conclusion

The Muslim community in America is diverse and rapidly growing. The need for
religious organizations to support and include all members of the community is crucial.
The purpose of this instrumental case study was to identify how American-Muslim
parents of children with special needs create a sense of community. It added some
insights into the inner workings of a support group of Muslim parents of children with
special needs. There were a two over-arching emergent themes and eleven emergent sub-
themes that came out of this study regarding how group members and leaders describe
and make sense of their experiences in a support group for Muslim parents of children
with special needs. The over-arching themes (centered around visibility and the power of

the collective) go hand in hand with universal themes around disability activism and
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advocacy. The lens of the R-SOC theory helped to frame the way that members created a
sense of community through a common bond as parents of children with special needs
who chose to come together to make connections and support one another while
interacting and enacting change in their larger religious community. Group participants
were a small snapshot of a larger struggle to make the world more inclusive of people
with special needs. Some emergent sub-themes were unique to the population studied, but
many were echoed within disability literature and the current literature base on supports
for American Muslims. The results of this study can help create a guide for future support

groups that want to form and the organizations that want to sustain them.
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Appendix A
Interview Protocol

I appreciate your willingness to sit down with me and share your thoughts and
experiences on participating in the group. I will start off by reviewing then asking you
some general questions about the group, things you do in/with the group, the level of
your involvement, and things like that. Then, the second half of the interview will be to
gather some basic background information on you. Please stop me at any time you feel
uncomfortable or you have a question. Let’s get ready to begin!

*Denotes a mandatory question

I. Group Interactions
First, I would like to get an idea of the group and your experiences in it...

*Tell me about how you became a member of this support group.

*Describe this support group community to me.

In what ways do you participate in the group?

*Describe your interactions and experiences with other members in the group.

What is one of your best experiences with this group?

What is one of your worst experiences with this group?

II. Organizational Structure

*How are group activities created and then executed?

*What parts of the group do you find most helpful?

*What parts of the group do you find least helpful?

*How are decisions made in the group?

In what ways does this group offer support to you as a parent?
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In what ways does this group offer support to your child/ren?

*Have you been a member of the group for more than three years?
If yes Can you describe the group to me before it became a part of the masjid?
Prompts: Which things were different? Which things were the same?

If no Move to the next question

If you could create your own support group tailored especially for your family’s needs,

what would it look like?

I1I. Role of Religion

*Describe your experience of being a Muslim parent of a child with special needs within
your religious community.

*In what ways does this group support you specifically as a Muslim parent of a child with
a disability?

Is religion referenced or incorporated in the group?

If yes Describe or give some examples of how religion is referenced or
incorporated into the group.
If no Move to section IV.

IV. Demographic Information

We’re almost done. I thank you for sitting with me and answering so many questions.
Your responses have been helpful. I want to finish up by asking you some questions
about you and your family.

*Age:

*Gender:

*Race/Ethnicity:
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*Describe your family to me.

-probe for number of adults/children, extended family living in the house,

*Last, but not least tell me a bit more specifically about your child(ren) with special
needs.

-probe for: information on age, sex, and type of disability

Again, you have been very helpful. Are there any other thoughts or feelings you’d like to
share with me about the support group community?

Thank you so much. We are finally done! I appreciate you sharing your time with
me and I look forward to sharing the preliminary results with you in a few months.
If at any time you no longer wish to be part of the group, please contact me at the
email on your consent form.
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Appendix B
Site Permission Letter

The George Washington University
Office of Human Research

2100 Pennsylvania Ave. NW
Suite 300-A
Washington, DC 20037

September 29, 2018

Dear George Washington University IRB:

On behalf of the group, Mothers with Special Kids, I am writing to grant permission for
Karen Ihrig (principal investigator) and Muneera Fontaine (student investigator) at the
George Washington University, to conduct their research titled, “An Investigation into
the Sense of Community of Muslim-American Parents of Children with Special Needs in
a Support Group.” I understand that they will observe and audio-record group meetings,
associated activities, and events. They will also be given access to a variety of group
documents that may include flyers, strategic plans, meeting notes, and minutes. They will
additionally conduct individual interviews with group members (with individual member
permission) over the next six months. We are happy to participate in this study and

contribute to this important research.

Sincerely,

Special Needs Parent Support Group Leader
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Appendix C

Informed Consent

Information Sheet and Informed Consent for Participation in a Research Study

Title of Research Study: An Investigation into the Sense of Community of Muslim-
American Parents of Children with Special Needs in a Support Group

Student Investigator: Muneera Fontaine
Sponsor: The Graduate School of Education and Human Development,
The George Washington University
Introduction

Greetings and thank you for considering contributing your voice to my research. This
study is part of the doctoral research for Muneera Fontaine. The group leadership has
given me permission to observe group activities and collect group documents as one part
of my research. The second part involves individually interviewing members of the
group. Taking part in this interview is completely voluntary and you have the option to
opt out at any time. Please read this form and ask any questions that will help give you
clarification about the process and to help you decide if you want to participate.

Purpose

I am conducting this study to understand how Muslim parents in a support group for
children with special needs come together to create a sense of community with one
another. The results will be compiled and used as data for my doctoral dissertation

Participants

This research is focused on the experiences of the parents within the program. I am
primarily looking to interview parent participants who are active in the program
(attending a minimum of 6 activities over the course of a year) as well as members who
have been part of the group for 3 or more years. If you agree to participate in the
interview, it will be audio-recorded, and I will simultaneously be taking notes. The audio
recording will later be transcribed. If you prefer not to be audio-recorded, then notes only
will be taken. If you chose not to participate while the study is still being conducted but
after you have completed your interview, then your interview will not be used in the data
compiled.
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Procedures

The interview should take approximately 1-1.5 hours depending on the information
shared. And will be conducted phone or computer in a private location. If you choose, I
can also accommodate your request for an in-person interview as needed. Your
participation in the interview is completely voluntary and may be revoked by you with no
penalty at any time while the study is being conducted. You have the right to choose
NOT to answer any question that you may feel uncomfortable with during the course of
the interview.

How long will I be in the program?

It is expected that the overall research data should take approximately 6 months to
collect, but the interview portion is expected to take around 60-90 minutes. A follow-up
interview might be requested as well.

How many people will take part in this study?
We are expecting a minimum of 7 participants to participate in the interview process.

What happens if I agree to be part of this research?

What happens if I believe I am injured because I took part in this study?

You should promptly notify the research team in the event of any injury as a result of
being in the study.

Risks & Confidentiality

-There is a small chance that someone not affiliated with the research might be able to
figure out that you were part of the study or connect your name with information that we
collect from you.

-Your records for this study may be reviewed by the Graduate School of Education and
Human Development and by departments within The George Washington University that
are responsible for overseeing research safety and compliance.

In order to minimize the risk that your confidentiality may be compromised, there are
several steps being taken with the data.
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1) The masjid’s name, the group’s name and your name will all be assigned a pseudonym
(fictional name), which will be used for all interview transcripts. So, your name will not
be matched with any interview data.

2) Everyone’s interview data will be assigned a randomly generated number code to help
organize the data and to protect confidentiality.

3) The digital audio recordings of interviews will be stored in a locked drawer in the
researcher’s office until all written transcripts are received. They will then be destroyed.

4) All computer files will be stored on a password-protected computer only available to
the researcher. The files will not have the participant’s names. The researcher will have
the only list that matches the number with the fictional names and contact information
given by the participant. This will be destroyed at the end of the study.

5) All observation notes will also contain pseudonyms instead of actual participant
names.

6) Hard copy files that include transcripts, any documentation/artifacts collected, memos
and observations will be stored without participants’ names in a locked drawer with the
researcher. Access to the files will only be available to the researcher and her research
committee.

7) All emails pertaining to the study will also be kept on the password-protected
computer and destroyed upon completion of the study.

8) In any published articles or presentations on the data, no information will be included
that would make it possible to identify you as a participant in the study. Only your
pseudonym will be used.

Will being in this study help me in any way?

We cannot promise any benefits to you or others from your taking part in this research.
However, possible benefits include: Giving you an opportunity to share your experiences
within the support group. This in turn might be beneficial to others who are trying to
establish support groups for parents of children with special needs. This research has the
potential to help others establish and maintain similar support groups in their individual
communities. It also has the potential to inform others of ways to best serve and support
Muslim families.

Compensation:

No compensation will be provided.
Contact

Any questions, complaints or comments about the study can be directed to the researcher,
Muneera Fontaine muneeraf(@gwu.edu. The contact information for the Institutional
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Review Board (IRB) at The George Washington University where this protocol can be
reviewed is ohrirb@gwu.edu and the telephone number is 202-994-2715.

After review of this consent form, you will receive an additional copy to keep for
your records.
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Appendix D

Sample Parent Support Meeting Flyer
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Appendix E

Sample Special Needs Sunday School Flyer
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Appendix F
Sample Family Event Flyer
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Appendix G

Sample Parent Resource

8712020 1MG-20181212-WA0000.jpg

The Arc of New Jersey Family Institute
Presents
An IEP Review With the Attorneys of Hinkle,

Fingles, Prior, & Fischer, Attorneys at Law -
Central Jersey

- Date: Thursday, December 13
- Time: 6 pm

Are You Looking For Professional Guidance With Your Child's IEP?

Navigating through the Individualized Education Plan {IEP) process can seem
overwhelming, but that's where The Arc of New Jersey Family Institute can

help. We are offering regional IEP reviews for families who may have

questions or concerns about their child's plan. Families will have an opportunity , -
to sit down with an attorney from Hinkle, Fingles, Prior, & Fischer to review

their child's IEP, ask questions and discuss any concerns they may have about
their school district. Space is limited and registration is REQUIRED to attend.
Families will receive a free 30 minute IEP review.

Contact Kristina Tosti or Elizabeth Piston at (609) 896-4200 to reserve
your time siot.

Agenda:
Know Your Rights: An overview 6 - 6:30 pm
6:30 - 9 pm Individual IEP Review (1:1, 30 minute session)

tipsidrive google.cordrivelu/t/search?qeimg- "

217



Appendix H

Special Needs Committee Purpose and Vision

Special Needs Committee Purpose & Mission

To create awareness and acceptance,
To emotionally support each other,

To inspire others to work with us in creating opportunities for
Islamic community based and Islamic community integrated
quality lifestyle in par with Islamic Ideology for our Special
community members

To inspire and stimulate our Special community members so

they become community assets utilizing their maximum
potential.
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Appendix I

Masjid Vision, Mission and Core Components

OUR VISION

A community inspired by the Quran and prophetic way

OUR MISSION

We strive to please Allah ¥ by serving the spiritual, educational,
and communal needs of our congregants and surrounding
community.

CORE COMPONENTS

WELCOMING CULTURE

Create a transparent, accessible, and user-friendly environment so all
members can feel welcome

ACADEMIC STRUCTURE

Establish an academic educational curriculum that is continuous and
measurable for all age groups

SERVICE EXCELLENCE

Assess services offered and identify ways to grow and improve them
organically or through partnerships

COMMUNITY DEVELOPMENT

Attract, develop, motivate, and retain productive talents and social bonds
with other organization
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Appendix J

Special Needs Committee 2019 Event Plan
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Appendix K

Special Needs Committee Strategic Map 2019

%
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Appendix L

Masjid Organizational Chart
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Appendix M

Special Needs Committee Expectations of Masjid Partnership

Expectations from Masjid

Physical accommodations to facilitate integration

More better handicap access to physical premises especially in
women’s section who are primary caregivers

Independent spacious bathrooms (separate of men’s or
women’s bathrooms)

Better wudu areas especially in women’s area

Availability of designated private space when it is needed for
prayers or otherwise

Social integration

Better planning, execution & announcement of after school
Jumma prayers for school students and special children and
cognitively challenged adults.

Provide support for and during educational and social events
Promote in creating career opportunities for special individuals
in our community

Encourage youth committees to design programs providing
mentorship and integration of special community within them
Library / cafe for hangouts independent of main prayer hall to
satisfy the social needs

Education

Establish special weekend /sunday school with qualified and
certified special education teachers and therapists

Provide workshops and training to reqular weekend school
teachers to facilitate integration

Create a section of curriculum in general weekend school which
teaches integration and acceptance through Islamic teachings
Create awareness through Kutbahs and lectures
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Address and provide guidance upon various aspects of life of
special needs individuals

Encourage young community members to explore career
opportunities as professionals for special needs community
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Appendix N

MUHSEN Certification Levels

MASJID cer#4

catcon PROGRAM

SILVER

(all checkpoints must be met)

Wheelchair accessibility through
ramps and elevator

Needs Assessment Survey of

‘community

Advertising special needs services
on masjid website

Khutbas on disability at least four
times per year

Disability Awareness Event at
Masijid at least two times a year
Restroom and wudu accessibility
Special needs facilitator for masjid
Information about programs
accessible on website

For more information visit us at WWW.MUHSEN.ORG

twitter.com/
MUHSENORG

(all SILVER checkpoints, plus the following)

Sign language interpreter for
select lectures and khutbas

v Parent/caregiver support group

=,

=

Siblings support group

Regularly scheduled programs or
events for special needs families
Braille Quran available

Eid prayer accessibility/designated
room for families with special
needs

Youth training event about
Disabilities Interaction
Specialized childcare at select
masjid events

Or email us at info@muhsen.org
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PLATINUM
{all SILVER & GOLD checkpoints, plus the following)

v Playground with accessible
equipment

v Closed Captioning on message
boards and digital display screens

¥ Participation in Service Events for
the Disabled - community service

v Special Needs Islamic class for
children with disabilities with trained
teacher and aides/supports

v Changing bench in restroom(s)
Automatic door opening system

A
MUHSEN

<

ISYOUR MASJID MUHSEN CERTIFIED? B s
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