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Introduction



Doing this work is harder than | thought and more rewarding than

| could have ever imagined. None of this would have been possible
without my husband, Abdulrahman. He stood by me during

every struggle and all my successes. | want to thank my family

for the tremendous support they offered me and the love they
filled me with. Also, | want to thank DSI classmates and advisors,
uniquely my thesis advisor Sahar for helping me progress and face
challenges with confidence.
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Faraj's Flowers

Amwaj is a Designer, Educator, and Strategist with a background

in Graphic Design and Multimedia. She worked in several positions
in design-related entities doing all print-media and branding

work. In 2018, she led the Solutions Design Team in the E-learning
department at IAU among a multidisciplinary team where she
managed to improve students’ learning environments and tools,
systems design, engagement initiatives, and more. Besides that, she
was a designer and facilitator for innovation and design workshops
in Ithra.

In 2019, Amwaj moved to New York to pursue a master’s degree

in Design for Social Innovation at SVA. Amwaj's work aims

to shed light on people with disabilities abilities and create
experiences to explore their talents and find their skills. She applies
human-centered design principles to achieve mutual success

in communities. She leverages art and visual communication to
raise awareness and drive advocacy. Currently, She is a lecturer at
the College of Design at IAU Saudi Arabia and a Communication
Designer and Creative Visualizer for the SIX, Social Innovation
Exchange, London.
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Problem framing

Individuals with Down syndrome

Down syndrome has been the most commonly occurring genetic
condition. Individuals born with DS possess varying degrees of
cognitive delays, from very mild to severe. They face difficulties
such as the following:

- Cognitive and physical growing delay. [I]
- Heart and lung diseases. [2]
- Visual and hearing problems. [3]

- Difficulties in verbal communication which affects their
confidence, learning and engagement with the world. [I]

- Need help with self-care, such as dressing and grooming

- DS-ASD (people with co-occurring Down syndrome and autism

spectrum disorder). [4]

- Some research suggests up to 39% of individuals with Down
syndrome also have autism spectrum disorder.

However, because it is the nearest condition to a typically
developing child, they are under served.

[I] What is Down Syndrome?: National Down Syndrome Society. (n.d.). From https://
www.ndss.org/about-down-syndrome/down-syndrome/

[2] Colvin, K. L., & Yeager, M. E. (2017). What people with Down Syndrome can teach
us about cardiopulmonary disease. European Respiratory Review, 26(143), 160098.
doi:10.1183/16000617.0098-2016

[3] Nunes, M. D., & Dupas, G. (20l1). Independence of children with Down syndrome:
The experiences of families. Revista Latino-Americana De Enfermagem, 19(4), 985-993.
doi:10.1590/s0104-11692011000400018

[4] When Down Syndrome and Autism Intersect, A Guide to DS-ASD for Parents and
Professionals, P.I, Woodbine House, 2013, http://woodbinehouse.com

Meet Firas

My lucky charm and inspiring sibling Firas born with Down Syn-
drome, which made him look and grow differently. He shows signif-
icant cognitive delays. Firas is 14, and he has difficulties in overall
comprehension. He can’t form full sentences and struggles with
pronunciation, affecting his engagement with the world. He de-
pends on his mom in almost everything.

In my journey working with the community, | wasn't practicing
empathy because | have lived it myself and still can see the marks
of all the struggle and uncertainty in my mom'’s, dad’s, and siblings’
faces.

Context M\



Problem framing

The family
What | have understood from the interviews with practitioners and
families, in the very initial phase of my research, is that:

- Families with a child with DS are facing challenges at different
levels.

- Psychologically they are dealing with grief, and some are in
denial. The family faces tremendous uncertainties regarding
the child’'s health and development. They are navigating the
need for mental support and a safety net.

- Socially they are stigmatized and dealing with the social
perspective of the individual with DS. People call their child
names like Mongolian or retarded, which makes them feel
ashamed and want to stay in the shadow.

- Financially, access to adequate health care services and
education is expensive. The condition demands immediate and
constant care from a parent, caregiver, or a nanny, which cost
the family most of the time.

- Physically, family mobility is limited due to the condition’s
nature combined with other social, financial, and psychological
challenges.

"People with Down syndrome have been subject to exclusion from
society and from discrimination across the board — in educational
settings, employment, and in their communities,”

David Tolleson

Executive Director of the National Down Syndrome Congress.

One of the pain points of individuals with Down Syndrome and
their families is being isolated or excluded. Changing this social
narrative needs support and preparation starting from home.

“This condition affects all family members, it alters the relationships
and creates new roles for each member to play in order to give the
most help to the individual with DS

Mona Alsahali

Psychologist and family specialist

Resource: Global Down Syndrome Foundation

Individual
with DS

In the beginning, the reasons for the exclusion seemed to be as the
following:

» The social discrimination against people with disability in
different social settings,

- Lack of confidence in kids with DS,
- Communication barriers

- Moreover, the overprotective families feel responsible for
speaking on their child>s behalf and expressing them all the
time.

However, after conducting more interviews with stakeholders,
practitioners, and families through a community partner to
understand some of this social narrative’s root causes, | got more
profound insights than the initial findings. Primarily, the family is
one main reason for individuals with DS's low engagement with
the community. The family stands in the middle between their
child with DS and the outer society. Families are stigmatized and
ashamed. Some parents are living in denial since the child»s birth.
Parents and siblings are not equipped to face critical situations
when they feel offended or othered. Furthermore, the most crucial
insight is that families want and need support, but this community
does not exist or is fragmented. Families lack the ways to create
this supportive community.

Context M\



In Saudi Arabia, the occurrence percentage has exceeded the
global rate. Down syndrome’s estimated incidence is approximately
| out of five hundred fifty births. Many families are sharing the same
experience.

Here is Safia’s story which | heard from her father, Alla. The family
went through difficult times, Precisely, from that very moment
when the obstetrician doctor went to her office crying directly after
the child’s delivery. Mom and dad panicked and knew there was
something wrong. Unfortunately, in Saudi Arabia, the healthcare
system is not necessarily trained to deliver such news.

The family was stigmatized, traumatized, and left alone to navigate
the uncertainty. Safia’s family dealt with patience and faith, but
they faced many meltdowns along their journey. Besides telling
siblings and the larger family about the child’s condition, they
struggled in looking for adequate services in the eastern province
in Saudi Arabia back then.

aal___cYlcegs 1wl

Hemam Association for Families with Disabilities

Hemam Association for Families with Disabilities is work-

ing in supporting families since 20I0.

Their mission is to support and empower families of peo-

ple with disabilities through advanced methodologies and
an attractive environment.

Context



People

with Down
syndrome’s
community

feels frustrated,
unsupported and
demands more
opportunities
and inclusion.



N
Process



How might

we create
channels for

the community
of families of
children with
Down Syndrome

to feel supported
in Saudi Arabia?



With the help of Hemam, my community partner. | have reached
more than ten families (over 25 family members, mothers, fathers
and siblings) and Working closely with five families to develop the
intervention.

Beside, working with practitioners to be better prepared for the
work and validate assumptions regarding the cognitive disabilities
realm. | had 8 deep conversations with practitioners working on the

space.
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The in-depth family
interview guide

Goals and questions

To understand the family feelings having a child with down
syndrome
- Do you remember when you knew that you would have a child
with down syndrome, how was it like?
- What was in your mind?
- What were your biggest fears?
- How did you imagine the future back then?

To understand the family’s ways of navigating uncertainty and
shame. To Discover the phases family went through since having a
child with DS

- How did you tell your family?

- What was their reaction, and how did they deal with the news?

- How did you respond to other’s questions?

- What was your plan to feel better or make your family feel

better? How did you educate yourselves and others?
- Did you prepare how you are going to reveal this news?
- How was the first-year experience of having a child with DS?

To spot the family challenges dealing with the idea of having a
child with DS
- How is your experience years after having a child with DS?
- What is the knowledge source you rely on to learn how to deal
with the condition?

To know the change in roles that happened in the family.
- What was your role, and how does your role evolve?
- The mother?
- The siblings? Relatives? Caregiver or the nanny?

To understand the family dynamic.
- Who has the responsibility of taking care of the child?
- How supportive are the family members?
- How do you ask each other for help?
- How do family open critical conversations?

To list the services family pursued their child.
- How do families get the help they need?
- From where do families get support and help?
- What was the most helpful person, place, source?
- What was the support you most benefited from?
- How do families navigate the services?

Outcome

Understanding the family’s journey and what does it entail.

Learning:

- The family’s journey starts with tremendous uncertainty; hence
parents hold different reactions.

- Navigating all the negative emotions, denial, ambiguity, sorrow,
and sometimes even guilt is the main challenge of this stage.
Family members look for education channels to learn and
people with the same experience to get hope from.

- The second crucial event is seeking a development plan and
searching for services. This happens when the family decides
to facilitate the child’'s growth and development. But The
limited access to sufficient people with disabilities services in
Saudi Arabia makes it difficult and a source of frustration for
families.

- In the early intervention stage, which starts from newborn to
6 years old, families wrestle with social stigma and the idea of
being a family of a member with a disability.

- In education, families share a constant dilemma of choosing
their child’s educational path between traditional inclusive
schools or daycare centers. This confusion grows with them
each year.

- Lastly, having a job and getting married are big subjects that
are impacted by social stigma. And most of the time are
neglected in Saudi Arabia.

D

Process
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Seeking

Being in- development Job and
formed and support marriage
about the services Education
condition for the child
|- Stigma is a continuous struggle that fades in and out along the This leads us to the third insight; family members need each other's

journey. Families in a lifelong battle with this social stigma. support and compassion to have that feeling of “okay, we have a

collective responsibility, and we are in this together.

2- Parents and siblings have different expectations and uncommu-
nicated goals for the child. All along the journey, family members 3- families have more than one small WhatsApp groups to share
face ups and downs, affecting their involvement and the amount knowledge and experience. But these groups are usually gen-

of support they can give to each other. Sometimes Mothers feel der-segregated, which is a cultural norm that adds more complexity.
alone in the journey and don't know how to keep the family united.

Process



In working with
the community,

| had to

over time,
showing my
devotion and
commitment every
time | show up.



| worked with four
practitioners to understand
the landscape of services
and the shape of the support
provided for families with
down syndrome in Saudi
Arabia. The outcome was

a deep understanding of
the support ecosystem and
defining potential gaps that
my intervention could make
some effort to fill.

Learnings:
How does the current family support ecosystem look like?

It is a very complicated and tangled situation that | have been
investigating and learning about during my thesis journey.

The broad spectrum of the family needs is provided from four main
support system resources, as the following:

- The first interaction, and also the lifelong one is with the
healthcare system. Individuals with DS need more frequent
medical checkups to maintain mental and physical health.

» On the other hand, most non-medical services are provided
under the Ministry of Social Development regulation, including
non-formal education services.

- Because the formal education for people with cognitive
disabilities is provided from the Ministry of Education such as
inclusive education programs and vocational training.

- Finally, the community support, and it appears in two levels;
the internal level; the families of children with DS’s community
where they get advice, have conversations, and keep updated
and connected. The second part of the community piece is
the larger local community, where awareness and acceptance
contribute to the family’s well-being and their beloved ones
with DS.
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I- Online Family bonding activity

It is an on-paper activity with a digital guide to facilitate it. The
family>s task was to create a shared future vision for the child in
four main development areas. The aim is to invite family members
to talk together and connect. The guide also includes physical and
mental preparation, breathing exercises, intention setting, and an
educational component.

In three days we got Il responses:
2 Fathers, 3 mothers and 6 siblings did this activity.
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Responses from family members

It became clear to us that
some points will not be
achieved in the future
without family effort

Sibling

Mother

It was a unique experience that
exercises our dialogue skills
with family members. We got
more profound in our
perceptions and imaginations
of our brother's future

Sibling

An important
experience, even if it
was confusing in
moments

40
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Outcomes and learnings:

0
n
- Families found it helpful, but the number tried this activity is Gg
significantly low. a
- The majority found this type of activities novel, and they have
never done it before.
- After more investigation, | found that families do not
prefer Online engagement and benefit more from personal
interaction.
- Families overlooked the activity because it was in an unfamiliar
format (virtual PDF).
- Families digital literacy is not reliable.
From the after activity survey
€AY Gyl g s gy S5 ol ol ol camat) g Ll 13 (e il Ja 91% beneﬁted from
12 responses the aCtIVIty and d|d
» something they have
o never done it before
0w
aia JC S 5 5 L sgie L (S Ja 83% thought the
12 esponses language and steps were
- well explained
::\-_‘H'u"ﬂéqﬁhﬂ&@jﬁl,{t‘%
4]

Art workshop
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At this stage, the intervention aim was to create a virtual platform

that generates activities and gather the community around how
to make our relationships stronger with our beloved one with

DS. Also, each other as a community. | made a slide deck where |
showed the website's wire-frame for the community to comment
and discuss via several channels, mainly WhatsApp.

Amwaj Alzahrani
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Because families were constantly referring to their kids' talents and
how wonderful seeing them interested in any hobby or type of art,
| thought of inviting the community to create Kind's visual identity.
The intention was to give the community a space to shape and
contribute to the intervention. Since | released the call out for art. |
have received loads of support and praise.

Families were happy with sharing and celebrating their children'’s
art. Many families asked me to extend the deadline to give them
more time to participate.

| got questions about how could Kind celebrate their art?
Where can they see it displayed?
And other out-of-curiosity questions.

These insights had influenced my thesis statement to shift
from empowering the community to Creating a local culture
that empowers and celebrates people with DS’s talents and
skills and brings pride and hope to their families.
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Bashair, 9 years

Faraj, 16 years

Third day

Second day

First day
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Then | shared back to the community through series of posts on In-
stagram over three days. Kind has incorporated the drawings in its
visual identity presenting it back to kind's community.
45
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Creating a

local culture

that empowers
and celebrates
people with DS's
talents and skills
and brings pride
and hope to their
families.



4- Art workshop

Kind held its first workshop in partnering with a local art studio
where the workshop took place. “Welcome Ramadan workshop” is
a Ramadan celebratory art session. Ramadan has a great value in
the Saudi culture. It is the month of religious rituals. With the help
of a team of volunteers, an artist, three organizers, Abdulrahman
and |, we created a cozy, joyful experience for the kids and their
families.

Kind facilitated a drawing together workshop themed by welcoming
the holy month.

We started the session by introducing the painting’s shapes and
colors to get them excited. Then kids started painting following
the artist's instructions. Meanwhile, families were having exciting
conversations with much laughter.

After a while, families got excited and asked me to join their kids.

| happily welcomed them, and here the fun started. They were
having so much fun talking to each other and cheering their kids to
finish the drawings nicely. This emergent act had me think of doing
family duties art workshop next time. In Kind's social media, we
created a virtual after-party posting photos and videos of the two-
hour workshop with comments and mentions for our community.

Prototype questions:
- How long does the activity take?
- To what extent children are engaged?
- What worked well in the art facilitation?
- What was the exciting part for kids?
- How does the real facilitation differ from the planned one?
- Is the number of volunteers suitable?

- How do families feel about the photo and video
documentation?

- How do families engage with each other and with the prepared
materials for them?

Kind volunteers wear
tag names to indicate
their roles. They had
two main roles one

is to assist the par-
ticipant in following
the artist’s direction.
Two is, creating joy
and excitement. They
were family members
of people with Down
syndrome. So they
worked from a place

of familiarity and love.

51

D

Process



52

| started the facilitation by
introducing the drawing for
the participants, describing
shapes and colors. In the
photo, Tahani touches the
drawing and name colors
and shapes with me. This is
a way to give guidance and
intrigue their senses toward
achieving a particular goal
using colors.

After painting the blue
background, we had a meal
together while waiting

for the blue base to dry.
Participants were talking to
each other, so excited to
continue painting.
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Participants were guided in all stages to bring their drawings to
life. Families participated too after feeling so excited to join their

kids to paint.

| was prepared with extra canvases if they still want to draw, but
their drawings are complete. This is what happened after two
hours; they still want to draw.. So while waiting for their paintings
to dry, they were experimenting in a free-form drawing session.
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Day after the workshop, | got this message from Tahani's mom,
“one of the participant,” saying, “thank you for last evening. Today
After Iftar, Tahani changed her clothes, saying, mom let's go-to
colors. She was laughing the whole night and got up excited the
day after. Hope you continue this work, and we get to do this
again.”

| was deeply touched and genuinely cried when | read this
message.

Learnings:

- Participants need very close assistance. They were asking
many questions and had many demands. So the one volunteer
should have no more than two participants to assist in order to
maintain ample help for participants.

- Families needed to be encouraged to talk and engage with
each other. Next time, maybe | will consider inviting a family
specialist who could volunteer to facilitate families’ activity.

- Families want these types of workshops in the form of

programs to help their kids get familiar with the specific style
or technique of art.

Families were excited to participate with their children, which
totally surprised me and was so emergent. When | asked
families what made them excited, they mentioned that the
setup, environment, and the team’s enthusiasm were so
compelling for them to make a family race with their kids. This
made me think of making more family-kids art competitions
where the family have quality engagement time.

- Black outlines in the drawings are hard to draw. Next time, | will

consider more color blending and border-less shapes.

» The meal in the middle of the session is working so well in

keeping them excited and giving them a healthy break and
more reasons to love the workshop.

Challenges:

- There were four mothers, one sister and only one father,

which made it very hard for the father to engage with the
women majority in the family area. Engaging fathers in Saudi
Arabia has always been hard in the community of people with
disabilities. Mothers get too close to their kids and take the
whole responsibility of taking care of the kid. Kind is mindful of
that and trying to create a more inclusive environment for all
family members by avoiding making an event for only females.
And cross kind's social media, the voice and the invitations
have been so inclusive, not specifying one parent over the
other.

- | have to equip my self with trauma-informed practices and

special care and education training to be in a better position
doing this work.

- The volunteers preferred to be trained or from the community

to relate with the nature of the condition.

Maintaining this work needs fund and financial stability, which |
will work on after my thesis. Kind gave the community a breath
of exciting, engaging, meaningful experience that should live
and continue to maintain, providing this feeling to families and
their beloved ones with DS.
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Kind, translated in Arabic, Tayeb, which also means “l am very wel
It is a platform that creates a culture of celebrating people with
DS's abilities through the arts. It provides diverse Art programs,
workshops and engaging Online activities and challenges that
show the local Saudi community how awesome and creative people
with DS can be.

III

Kind will facilitate art and skill-based workshops for people with DS
and create space for the community to gather. Each workshop will
be designed with learning goals for the participants. Then Kind will
leverage its website and social media to celebrate the participants’
arts and shed light on their skills. And to the larger Saudi communi-
ty, Kind will contribute to raise awareness about the community of
people with DS and honor their abilities.

Firas’s Airplan




Kind hope to creat impact by:

- Help people with DS explore their talents and interests.
- Provide space for families to meet and build relationships.
- Give hope and motivate families of children with DS.

H O LU m Ight KI n d C reate a n - Spotlight the abilities of people with DS and celebrate them.

- Raise the awareness of Down syndrome in the larger community.

I m pa Ct? « Indirectly help to inspiring role models.
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“"People with Down syndrome
have been subject to exclu-
sion from society and from
discrimination across the
board — in educational set-
tings, employment, and in
their communities”

David Tolleson

Executive Director of the National Down Syndrome
Congress.

4
AR

Faraj's Flowers

Down syndrome has been the most commonly occurring genetic
condition. Individuals born with DS possess varying degrees of
cognitive delays, from very mild to severe. They face difficulties
in verbal communication, which affects their confidence, learning,
and engagement with the world. They need help with self-care
like dressing and grooming. Some research suggests up to 39%
of individuals with Down syndrome also have autism spectrum
disorder. However, because it is the nearest condition to a
typically developing child, they are under-served.

In our country Saudi Arabia, the occurrence percentage has
exceeded the global rate. Down syndrome'’s estimated incidence
is approximately | out of five hundred fifty births. Many families
are sharing the same experience.

One of the most challenging tasks for all families with Down
syndrome is Navigating support. The support provided for
families with DS is coming from four primary resources,

The first is the healthcare system, where the family gets the
news about their child’s condition and the early moments of their
journey start. Unfortunately, the healthcare system contributes
to making this phase the hardest for families because of the lack
of healthcare training on preparing the family for such news.
Second, most non-medical services are provided under the
Ministry of Social Development regulation. They are often
charities such as day centers and family support centers but
neither consistent nor sustainable. This makes the family
frustrated and concerned about the quality of their services.
Third, formal education for people with cognitive disabilities,
such as inclusive education programs and vocational training, is
provided by the Ministry of Education and still taking its shape.
Lastly is community support. It appears in two layers; one is the
community of families with DS’s where they mainly communicate
over WhatsApp to keep connected. The second part of the
community piece is the larger Saudi community, where awareness
and acceptance contribute to the family’s well-being and their
beloved ones with DS.

| have reached more than ten families, and they are my guidance
in doing the work. | have been working closely and co-creating
my intervention with five families.

| found it very important to reach out to entities doing similar
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work to get insights from their practice. | have reached out to day-
centers, advocacy associations, special education entities and met
people working in the space to find the gaps and opportunities in
supporting the community of families.

From over ten Online interviews, seven co-creation sessions and an
Online cultural probe.

| have found that there are many efforts in helping and supporting
people with DS and their families, but the need is still massive. Also,
| found that families are frustrated over their children’s future with
DS and eager to see them growing healthier and practicing life and
engaging with their surrounding as typically developed kids. Here |
found an opportunity to fill a gap in the current support system.

What about bringing joy to families?

What about spreading hope and motivation among families?
What about concentrating on people with DS's abilities?

What about raising the Saudi community’s awareness of DS?
These will lead to families feeling supported, proud, and eager to
foster the children’s growth. Which will help the manifestation of
my ToC greater goal, to increase the integration of children with
Down Syndrome with the society in Saudi Arabia?

Why art and skill-based programs?

There is a lack in the after school and extracurricular programs

in the spectrum of services provided to people with down
syndrome from age 4-22. Art area an area is untaped, very few

and unsustainable initiatives have been done in the space.

While researching, | found demand from families to create more
experiences for people with DS similar to the experiences available
for typically developed people. The lack of these experiences limits
the opportunity for exploration and self-discovery among people
with disabilities, which affects their future career and future self-
actualization.
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Goal

Increase the integration of children with Down Syndrome with the society in Saudi Arabia

Thesis Goal

Increased the sense of
hopefulness among families of
people with DS.

Increased exposure to people
with DS's abilities for the
community of families and the
Saudi community at large

Virtual space to exhibit
people with DS's arts
and creations

Families value arts and skill-based
programs

Educational content for
the larger community
about the abilities of

people with DS.

increased acceptance of people Increased developmental
with DS in the Saudi larger opportunities for people with
community DS

Increased awareness of the
spectrum of services among
families with Down Syndrome.

Increased awareness of people
with DS's abilities

Shed light on similar

skill-based and art

programs via social
media

Online Family-child
activities and
challenges

Families want the space to gather and
interact.

Increased bonding time Increased emotional support in
between the family and their the community of families with
child. DS

Increased access to bonding )
o . Increased collaboration and
activities between family

members and their child with TG amorl1g families in
DS the community of DS.

Facilitated session for
families alongside the
main program for
people with DS

Create space for
families to gather
alongside the main
workshop

Families are looking for engaging
activities.

Different types of Art and
skill- based workshops, one-
day event for explorations
(painting, music, poetry etc.)

Creating a culture that empowers and celebrates people with DS's talents and skills and brings pride and hope to their families

Increased opportunity of future
career for people with DS

Increased access to art and skill-
based programs for people with DS

Different types of Art and
skill-based programs,
curriculum with specific
learning goals (painting,
music, poetry etc.)

people with DS enjoy the arts and
skill-based programs and

workshops
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| am working with the community of families with DS to increase
the integration of children with Down Syndrome with Saudi Ara-
bia>s society. This lofty goal has significant preconditions for it
to happen. One precondition is that the government gives more
attention to cognitive disability populations by creating inclusive
government education, vocational training, up-skilling programs,
healthcare services, and more inclusion policies to serve their
needs. Another precondition is the private sector>s contribution
in providing more healthcare services, education programs, in-
clusive environments, and opportunities. The third precondition
is the children with DS»s readiness and confidence to blend with
society. One last precondition is that families feel supported,
proud, and eager to foster the children>s growth, independence,
and self-esteem, which | will focus on in my intervention.

In order for the community of families with children with Down
syndrome to feel supported, proud, and eager to foster the chil-
dren>s growth, independence, and self-esteem, they need the
following:

First, families get the proper consultation and services:

One of the ways families feel supported is when they reach the
proper consultation services. Navigating the services for people
with disabilities here in Saudi Arabia has been a long struggle be-
cause of the messy structure of services and these services> shy
advertisement. Families need help and support in this regard, and
they always ask these questions about what is there for us?

Second, families have ways and mechanisms to navigate the so-
cial stigma:

Stigma, especially in eastern cultures, is a considerable obstacle
to progress and growth. Families wrestle with shame and fear and
all the dark thoughts associated with having a child with a disabil-
ity. Openness to having sensitive stigma-related conversations
could help the family release the stress and negative emotions
and help them facilitate their way out of the stigmatized mindset.

Finally, families are motivated to help their children>s growth:
Because of the problematic experience families go through, they
struggle to find motivation. The excitement of their journey car-
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ries many ups and downs. So fueling the family motivation i one
of the conditions that make the family feel eager to contribute to
their child>s growth and help him/her to be influential.

Eventually, here where my intervention is trying to make a change
— my thesis>s focus on motivating the community of families with
DS. The thesis goal is, creating a local culture that empowers and
celebrates people with DS»s talents and skills and brings pride
and hopes to their families.

The intervention

Kind, translated in Arabic, Tayeb, which also means “I'm very well.”
It is a platform that creates a culture of celebrating people with
DS's abilities through the arts. It provides diverse Art programs,
workshops and engaging Online activities and challenges that
show the local Saudi community how awesome and creative peo-
ple with DS can be. Kind will facilitate art and skill-based work-
shops for people with DS and create space for the community to
gather. Each workshop will be designed with learning goals for
the participants. Then Kind will leverage its website and social
media to celebrate the participants’ arts and shed light on their
skills. And to the larger Saudi community, Kind will contribute

to raise awareness about the community of people with DS and
honor their abilities.

photos and Video

Facilitate Art and Larger
skill-based Local_
Workshop Comunity

Celebrate

Via Social Media
ad website

3 nt
With an educational compOS

Mohammad participation in call-for-art

Facilitate Celebrate

e Larger

cafe run by
people with DS Local
Community

Facilitate

Barista Celebrate

Workshop

Facilitate Poetry Celebrate
Workshop

Kind growth

Kind will grow and continue celebrating its community. Soon it

will include more arts. It could be a tow months music class that
produces a musical show people can attend. Kind could offer a
Barista class then fund a pop-up cafe run by incredible people with
DS. Kind could prepare a poetry workshop and arrange a poetry
night through collaborations, fundraising, exhibitions, shows etc.

It will grow to be the leader in enabling individuals with Down
syndrome to be active members of their communities.

The intervention inputs

The intervention aims to create a culture of celebrating people
with DS's abilities, art, and creations by providing access to art
and skill-based programs to explore their talents and potentials. In
addition to the workshops and the programs, one input is about

creating space and facilitated sessions for families to leverage their

presence while waiting for their kids. The social media and the

website will exhibit people’s with DS's art and creations to the larger

Saudi community and gather resources for places that provide
unique experiences for people with disabilities to encourage
these efforts and help the community get more exposure. The
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M&E plan

75



76

intervention will create Online activities and challenges open for
the wider community all around the kingdom of Saudi Arabia. All
the outcomes of these challenges will be shared and celebrated
with our community and introduced to the Saudi larger community
to draw attention to our beloved community of people with DS.
When the families see other families connect and engage, this
might motivate them to pick up some activities and benefit from
the power of the community. In the long term, spending quality
time with the child with DS will entertain the family and help them
stay motivated and connected.

Families value arts and skill-based programs

Families want the space to gather and interact.

Families are looking for engaging activities.

People with DS enjoy the arts and skill-based programs and
workshops.

77

M&E plan



Team:
= Designers
= Amwaj
= Partner
organization

Facilitators:
= Amwaj

= An artist,
Reem

Volunteers:

Co-creation:

= Calls with the
community of
families to ideate
about the content
of Kind and the
platforms.

= A deck proposal
includes the wire
frames and other
details sent to
the community
via WhatsApp to
comment on.

= Zoom meeting with
family members to
test the usability
and functionality of
the component of

Kind.

Call-out for art:

= Competition for
the community to
join the creation
process of the
visual language.
People with DS's
drawings created
the visual identity
of Kind.

= Share back to the
community the
application of
their art.

= Give incentives to
participants and
build Kind's social
network.

Art workshop:
= Create an in-person
draw together
experience for
people with DS and
their families.
= Create space for

Co-creation:
= Instagram
= Twitter
= Webpage

Call-out for Art:

LI (5)
drawings

= Kind's
visual
identity

= Branding
assets

= Social
media
content

Art workshop:
= 2 hours
workshop

For people with
DS:
= New

experience
with colors.
Facilitated
art
workshop
with
outcomes.
Joyful time
Discover
their
relationship
with a
specific
type of art
(painting)
Training on
drawing
certain
shapes
using
certain

techniques

For families of
people with DS:
= A place to

gather and
connect
with the
families.
Share
quality time
with their
kids.
Sens of
hope for
equal

opportunity.

Source of
pride from
the social
media
streaming
and
celebration.

- Increased
opportunity of
future career
for people with
DS

- Increased
emotional
support in the
community of
families with
DS

- Increased
bonding time
between the
family and
their child.

- Increased
developmental
opportunities
for people with
DS

- Increased
acceptance
of people
with DS in the
Saudi larger
community

- Increased
the sense of
hopefulness
among families
of people with
DS.




How many people registered?

Painting How many people interact with the

together announcement?

Workshops How many participants stayed to the end?
How many participants achieved the
workshop goal?

How many families engaged with the
community building side activity?

How do families use their time being around?
What is the ratio of volunteers to
participants?

How many complete the evaluation?

How do families respond to social media
streaming?

How many kids/participants expressed their
excitement?

To what extent the kids/participants were
engaged with the content of the workshop?
To what extant families think this type of
workshops are helpful for engaging their
children with the community?

Online activity How many people registered?
How many people interact with the
announcement?
How many families did the activity?
How many family shared their activity
outcomes?
How many family filled the evaluation?




Indicators

Quantitative

« Number of participants in workshops/programs/virtual
challenges and activities.

Number of interactions with the website.

Number of engagement with our social media content.
Number of survey compilation.

Number of smiles created.

How long those smiles kept up.

Conversations among families.

Staying beyond the time.

The families’ satisfaction. (on a scale)

The participants’ satisfaction. (On a scale)

Number of attention from other organizations.
Number of collaborations.

Number of opportunities created for people with DS.

Number of talents or hobbies discovered.

Qualitative

- Feeling of hope - the shift from they can't paint to they enjoyed
it and they can learn and find their passion.

- Feeling a sense of community, enjoying the gathering, wanting
more of these activities, sharing anecdotes and stories.

« The families’ satisfaction. How do families describe the
experience?




Outcomes

- Increased
the sense of
hopefulness
among families
of people with
DS.

- Increased
emotional
support in the
community of
families with
DS

- Increased
bonding time
between the
family and their
child.

- Increased
opportunity of
future career
for people with
DS

Evaluation Questions Method
» How do you see this Post activity
workshop/program Interview with

benefiting your child with families
DS?

- How do you feel seeing your

child with DS has a space
to express a specific type of
art?

- How does interacting with

other families impact your
perspective of your own
journey with your child?

- To what extent are you in

a relationship with another
family you met in the

program?
- How many hours did this Online survey
activity take? for families

- How many family members

participated?

- How do you see your child

use his/her talent?

- How do feel about doing

similar activities?

- What was you child reaction

to the activity?

- To what extent this - Keeping
intervention helped people a track
with down syndrome to and good

build a career?

- To what extent this

intervention helped shifting
the thinking about people
with DS's abilities?

Evaluation questions

- How does celebrating people with DS’s art is motivating
families?

- How does gathering in the place of the workshop help
families feel a sense of community?

- How does art programs for people with DS are helping them
explore their passion and develop their skills?

- How do art and skill-based workshops participate in creating
a career for people with DS?

- How does celebrating people with DS's abilities affect the
acceptance of the Saudi community and raise awareness of
people with DS?

D

M&E plan

85



Kind
By Amwaj Alzahrani

amwaj.alzahrani@gmail.com
April 28th, 202|



